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for medical care in Ghana
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Background: Conforming to the 2016 World Kidney Day focus on raising awareness of the
early detection of kidney diseases in children, we report on factors that contribute to primary
caregiver delay in presenting their children with chronic kidney disease (CKD) for medical
care in Kumasi, Ghana.

Aim: The objective of the study was to explore and describe the factors that contribute to
primary caregiver delay in presenting children with CKD for medical care in Kumasi, Ghana.

Setting: The study was conducted in the Paediatric Renal Unit in Kumasi, Ghana.

Methods: A qualitative study was conducted in January 2017. Semi-structured interviews
were used to collect data from a convenience sample of 10 primary caregivers whose children
were admitted for CKD, but were not too ill. The primary caregivers had to respond to the
research question: What factors contribute to your delay in presenting your child with CKD
for medical care? Thematic data analysis and the ecological model of Schneider (2017) were
used to organise the findings.

Results: Four themes and related subthemes, including intrapersonal-related factors,
interpersonal-related factors, community-related factors and infrastructural factors were
identified as those that contribute to delay in presenting children with CKD for medical care.

Conclusion: The findings show that primary prevention strategies for CKD in children should
not only focus on personal-related factors but also cut across all levels of the socio-ecological
model in order for them to be effective.

Keywords: chronic kidney disease; childhood kidney diseases; medical care; primary
caregivers; primary prevention.

Background

The theme of the 2016 World Kidney Day was ‘Kidney disease and children. Act early to prevent
it’".! This theme highlighted awareness about the relationship between childhood kidney disease
and its progression to chronic kidney disease (CKD) in later life.? It is therefore important for all
primary health care practitioners to be cognisant of factors that may contribute to delayed medical
action towards the prevention of the progression of acute childhood kidney disease into chronic
disease. Primary health care practitioners should know the risk factors that may cause primary
caregivers to delay in presenting their children for early detection and appropriate treatment of
childhood kidney diseases in their communities. A qualitative study was chosen as the method to
bring more insight to this issue.

Chronic kidney disease is the universal term for heterogeneous disorders affecting the kidney’s
structure and function.’Itis a clinical term that is used when kidney damage reaches an irreversible
state or where there is a reduction of kidney function which persists for 3 months or longer, with
or without a decreased glomerular filtration rate.*>

Early detection and treatment of kidney disease in children can help prevent complications and
slow down its progress for both children and adults.!”#°1°! Identifying the risk factors for CKD
in children is important for the development of appropriate interventions to prevent the
progression of kidney disease into adulthood.!

Unlike some parts of Africa, Ghana has limited access to chronic dialysis and kidney transplantation
for children with CKD." This necessitates early detection and treatment of any kidney disease in
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children in order to reduce complications and progression to
kidney failure.” Despite evidence that early detection and
treatment reduces complications and progression to kidney
failure, it was observed that primary caregivers delayed
presenting children with CKD for medical care to the Paediatric
Renal Unit of a hospital in Kumasi, Ghana. Children were
brought to the Paediatric Renal Unit with severe complications
which were difficult to treat successfully, thus resulting in
unnecessary deaths. This highlighted the need to explore and
describe the primary caregivers’ perspectives on the factors
that contribute to the delay in presenting children with CKD
for medical care. Having insight into these perspectives on the
factors contributing to this delay could then be used to inform
the development of culturally appropriate and contextual
strategies for early detection and treatment of kidney disease to
prevent its progression.

Method

A qualitative research design was used to explore and
describe the factors that contribute to primary caregivers
delaying the presentation of children with CKD for medical
care. The research question was: What factors contribute to
primary caregiver delay in presenting children with CKD for
medical care in Ghana? Data were collected in January 2017.

Study setting

The study was conducted in the Paediatric Renal Unit in
Kumasi, Ghana. The hospital serves as a training facility for
sub-speciality training for doctors and nurses, medical
students, nursing students and other health professionals
and serves most parts of Ghana and some neighbouring
countries. The hospital records indicate that a total of 704
children with CKD were seen and treated between 2010 and
2014 in the Paediatric Renal Unit."® In 2015 and 2016, 204 and
252 cases were reviewed, respectively, thus indicating an
increase in the occurrence of CKD in the region.”

Study population and sampling strategy

The study population were all primary caregivers, whose
children were admitted to the Paediatric Renal Unit in Kumasi,
Ghana. The nurse in charge of the Paediatric Renal Unit assisted
in identifying suitable potential participants for recruitment.
Convenient sampling of the caregivers who had delayed in
presenting their children for medical care was performed.
Those who agreed to participate in the study were then recruited
individually and requested to participate in the study by
signing the informed consent, thus indicating their willingness
to voluntarily participate in the study. All participants were
assured of their anonymity and informed of their rights as
participants, including the right to withdraw from the study.

Data collection

A pilot study was conducted with two participants in
December 2016 in order to determine the suitability of the
semi-structured interview guide to yield relevant data in
accordance with the purpose of the study. Data from the
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pilot study were included in the analysis of the final results.
This is common in qualitative studies where similar data
collection and analysis methods are used in both the pilot
and the main study."

One-on-one interviews were conducted in Twi (the vernacular
of the Ashanti Region), using a semi-structured interview
guide and probing questions, which were developed by the
authors to comply with the objective of the study. Each
interview was audio recorded, and field notes were taken to
capture the non-verbal communication of participants such
as facial expressions and changes in sitting positions in
response to interview questions. Field notes provided
validation of relevant points made by participants and also
facilitated appropriate emphasis on emergent themes.'> Each
interview was transcribed within 24 hours. A professional
language translator translated the transcribed interviews
from Twi to English. This was further checked against the
transcribed data by the authors to ensure that no information
was lost in the translation process. Preliminary data analysis
was done parallel to data collection in order to enhance
verification of data, initiate member checking and determine
data saturation.

Data management and data analysis

All transcribed interviews were stored electronically in the
researcher’s computer and backed up in Dropbox, using
Microsoft Word documents, with each interview labelled
with participant pseudonyms. All raw data, including field
notes, were stored in a safe box and secured by the researcher
with a pin-coded lock.

Thematic data analysis, as described by Polit and Beck,' was
used. The identified themes and subthemes were further
organised according to the ecological model of Schneider'” as
a framework that guided the study. Each transcript was read
several times to obtain its feel and an overall sense of the
content. Significant statements were identified from all
transcripts using different coloured pens. The identified
colour-coded significant statements aided to organise,
identify, retrieve and analyse meanings from the data.
Meaning was then formulated from the colour-coded
significant statements to guide the analysis and then linked
with the data to ensure that each significant statement was
marked correctly. All formulated meanings were grouped
into categories that reflected a unique structure of clusters of
themes, using the ecological model of Schneider.” The
grouped clusters of themes that reflected significant
statements were incorporated together to form a distinctive
theme. Four main clusters of themes with subthemes
extracted from the data were then identified as findings,
which described the factors that contribute to primary
caregiver delay in reporting children with CKD for medical
care. Member checking was performed with all participants
to validate the credibility of the identified themes.'® Other
mechanisms to ensure trustworthiness of data included audit
trail, peer debriefing and supervision of data analysis by an
experienced qualitative researcher.
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Ethical considerations

Ethical clearance and permission to conduct the study were
obtained from relevant authorities, including the University
of Cape Town’s Human Research Ethics Committee
(Ref: 402/2016) and the Ministry of Health in Ghana, prior
to conducting the study.

Findings

Eight participants identified themselves as mothers, while
the other two identified themselves as fathers of the children
with CKD. Only one female and one male participant
reported to have obtained tertiary education certificates and
were formally employed. The rest were illiterate and held
different informal and menial jobs in their communities,
including subsistence farming and being street vendors.
This reflects the level of education in local communities in
the northern sector of Ghana, where girls” enrolment in
schools remains lower than that of male learners.!® It also
reflects how the poor socio-economic status in Ghana has
pushed many of her citizens into farming, in an effort to
earn money for their daily upkeep.”

Table 1 summarises the four themes and related subthemes
as findings.

Intrapersonal-related factors contributing to
delay in presenting children with chronic
kidney disease for medical care

This theme emerged from the data in relation to the individual
caregiver’s personal characteristics, attitudes or abilities
contributing to the delay in presenting their children for
medical care. These were further grouped into four
subthemes. Extracts from individual participants, using
pseudonyms, were used as evidence to support the
development of each subtheme.

Beliefs in traditional medicine as a cure for chronic kidney
disease

The following extracts from the data show how the primary
caregivers’ entrenched beliefs in the ability of traditional
medicine to cure CKD contributed to the delay in seeking
help for their children. This can be seen in the following
extract from Afe (a female participant):

‘For two years, I made him drink traditional medicine from our
family traditional healer. I also applied some of it on his navel

TABLE 1: Summary of themes and subthemes.

Themes Subthemes

Intrapersonal-related factors Beliefs in traditional medicine as a cure for
contributing to delay in presenting CKD

children with CKD for medical care e Lack of knowledge about CKD

Financial constraints

Beliefs in ancestral and spiritual powers for
healing

Parents’ marital conflict
Lack of extended family support

Interpersonal-related factors
contributing to delay in presenting
children with CKD for medical care

Community-related factors
contributing to delay in presenting
children with CKD for medical care

Delayed referral from local health facility
Mismanagement of disease at the local
health facility

Incorrect advice from neighbours

0

Poor roads
Lack of transport

Infrastructural related factors

CKD, chronic kidney disease.
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regularly. I decided to seek medical care when his swelling was
getting worse. I thought the traditional medicine was now failing
to cure him.” (Afe, female, 38 years)

Sheh (a male participant), in the following extract, further
confirmed how beliefs in traditional medicine contributed to
the delay in presenting his child to hospital:

‘My daughter drank the traditional medicine like tea every
morning and evening for more than a year, but it could not cure
her condition. Only then did I decide to bring her to the hospital.”
(Sheh, male, 55 years).

Lack of knowledge about chronic kidney disease

This subtheme was developed from the data indicating
how the primary caregivers’ lack of knowledge about the
symptoms of CKD contributed to delay in presenting their
children for medical care, as demonstrated by the extract
from Ade and Afe (two female participants) below:

‘Perhaps if I had insight about how this disease develops and
progresses, I would have brought him to the hospital right away
[rather] than to send him to the prayer camp.” (Adeh, female, 40
years)

Another participant, Afe (a female participant) highlighted
how lack of knowledge of the disease delayed her from
seeking help for her child, given as follows:

‘I had never heard about the disease that does not heal like this.
It was only when, until we were admitted here, that I learnt that
this thing progresses badly. I would not have waited for three
years if  had known.” (Afe, female, 38 years)

Financial constraints

Primary caregivers” lack of money emerged as a major
subtheme on the intrapersonal level factors that contribute to
delays in presenting a child for medical care. Hence, this
subtheme was named ‘financial constraints’. The following
extract from Afe (a female participant) affirmed this:

‘We didn’t have money so we tried traditional medicines because
they are cheap, but none was able to cure him. Even the money
to bring him here, we borrowed it because the swelling would
not go away.’ (Afe, female, 38 years)

An extract from Abe, (a female participant) highlighted how
financial constraints contributed to the delay in presenting
her child with CKD for medical care:

‘It took me more than two weeks to make enough money from
the market in order to return him for blood results. I didn’t have
money. Perhaps if I [had] had it, they would have helped him.’
(Abe, female, 46 years)

Adam (a male participant) confirmed financial constraints as
a contributory factor to his delay in seeking medical care for
his child in the following extract:

‘It took me one year to gather enough money to finally bring him

to XXX [name of hospital], where he had been referred more than
two years ago.” (Adam, male, 40 years)



http://www.phcfm.org�

Beliefs in ancestral and spiritual powers for healing

Participants’” beliefs in ancestral and spiritual powers were
identified as another subtheme describing the factors that
contribute to the delay in seeking medical care for their
children, as demonstrated in the extracts from Ahe (a female
participant) and Ateh (a male participant):

“We first thought that both my husband and my own ancestors
had conspired with my family ancestors to inflict the disease on
our child because of his swelling. We sent him to a prayer camp
where prayers were offered for him for two months, but his
condition did not improve before we decided to bring him to the
hospital.” (Ahe, female, 44 years)

An extract from participant supports the subtheme as
follows:

‘Our pastor said it was a spiritual problem. My wife stayed at the
prayer camp with the child for two months for intensive prayers
and anointing for our pastor to cast out the disease spiritually.
When they came back, I saw that the child was not better and
I brought him to the hospital, as his condition was worsening.’
(Adam, male, 40 years)

Interpersonal-related factors contributing to
delay in presenting children with chronic kidney
disease for medical care

The two subthemes under this theme emerged from the data
that described the influence of families, friends and
neighbours as a contributory factor to the primary caregivers’
delay in seeking medical care for their children suffering
from CKD, as can be seen from the extract below from two
female participants:

Parental marital conflict

Parental marital conflict, including men refusing to listen to
their wives’ requests or advice to take the children to hospital
until it is too late, was identified as a contributory factor to
the delay in seeking medical care for children, as can be
observed in the following extracts from two women, Axe and
Apeh, respectively:
"My husband doesn't listen to me when I talk about our children’s
wellbeing. I begged him to allow me to bring the child to the
hospital, but he refused, although he could see that the child wasill.
It was only when [the] child’s condition deteriorated and he
collapsed. Then we sent him to the hospital.” (Axe, female, 42 years)

‘In my tribe I cannot challenge my husband’s word or decision.
He chose his friends’ advice over mine and administered
traditional medicine to our child for two months, which could
not cure her. Eventually, when she had developed difficulty in
breathing, I rushed her to the hospital without my husband’s
consent.” (Apeh, female, 48 years)

Lack of family support

Lack of family support was also described as a contributory
factor that delayed seeking medical care for children with
CKD, as demonstrated in the following extracts from the data
from two female participants:

‘My husband is dead and nobody in my family was willing to
help me, because they thought my child was going to die just like
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his father [crying]. I had to work on someone’s farm for six
weeks for enough money to send my child to the hospital.” (Ate,
female, 47 years)

‘We did not get any support from my husband’s family. They
blame my husband for marrying me, a disabled person [she has
deformed legs].” (Axe, female, 42 years)

Community-related factors contributing to delay
in presenting children with chronic kidney
disease for medical care

The factors beyond the primary caregivers’ control were
identified and described as three subthemes of community-
related factors contributing to the delay in presenting
children with CKD for medical car. These include delayed
referral from the local health facility, mismanagement from
the local facility and ill advice given by neighbours.

Delayed referral from the local health facility

This subtheme is captured in the following extracts from Axe
and Adeh:

“When he fell ill, I took him to XXX [name of hospital], where
they tried to treat him for about three weeks without any
improvement. Later, they sent us to YYY [name of hospital].’
(Axe, female, 42 years)

‘He was admitted for two weeks in our local hospital, then
discharged. After two weeks, I sent him back because he was not
getting better. They gave us more medicines and sent us back
home. Those medicines also did not work. I took him back, and
only then did the doctor write us a referral letter to bring him to
XXX [name of hospital]. They did not refer him on time.” (Adeh,
female, 40 years)

Mismanagement of disease at the local health facility

This subtheme indicates how mismanagement of the illness at
local health facilities contributed to the delay in primary
caregivers presenting children with CKD for medical care. The
following statements from three participants show how
mismanagement of the disease by health professionals
contributed to the delay in presenting children for medical care:

‘They were just tossing us around and made us pay for expensive
medicines to keep him alive, but not to cure the disease
completely. Every time we went to the health centre and told
them about his symptoms, like not passing enough urine, they
did not believe me [us] because they could not see any major
signs, and said [the] child was okay. This made it difficult for me
because my concerns and complaints were not addressed early,
making us stay home for almost a year. The disease worsened, so
I'sent him to another hospital. Then the doctor gave me a referral
letter to YYY (name of hospital).” (Afe, female, 38 years)

"How can you send a sick child to the hospital and the so-called
doctors cannot cure the child? (Very angry tone).” (Adeh, female,
40 years)

‘Madam, even the district doctors [physician assistants] don’t

know anything about this disease. They used my daughter for
trials (Nodding the head).” (Sheh, male, 55 years)

Incorrect advice by neighbours

Data revealed that primary caregivers sought advice from
their neighbours in their communities prior to making a
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decision to seek medical care. Some of the advice from
neighbours contributed to the delay in presenting the
children for medical care as the extracts below from the data
demonstrate:

‘My daughter is a fat person, so when we noticed the swelling
around the eyes, some neighbours claimed it was haemorrhoids
and advised us to use traditional medicine to flush [out] poisons
and fat. We did for a while, but there was no improvement.” (Ace,
female, 39 years)

‘Other neighbours told us that the swelling was from worms,
and advised us to get some local traditional medicine to apply on
the abdomen. We did this, but it didn’t cure him.” (Adeh, female,
40 years)

Infrastructural factors contributing to delay in
presenting children with chronic kidney disease
for medical care

This subtheme emerged from additional factors in the
community that are described by primary caregivers as
contributing to delays in presenting their children with CKD
for medical care. These contributing factors include distance,
poor roads and lack of transport to the referral hospital, as
the extracts below from two female participants demonstrate:

“We waited for more than a week to get transport because of the
bad road following the rains. It was difficult seeing my child’s
condition deteriorating, but I could not do anything because of
the bad road.” (Ace, female, 39 years)

‘The long distance and lack of direct transport was very
discouraging at first. It was only when we saw that he was dying
in front of our eyes that we decided to brave the distance. We had
to set off from home around 4 a.m., but only got here around 11
a.m. the first time we came. The road became very bad during
the rainy season.” (Ahe, female, 44 years)

Discussion of findings and
recommendations

Personal, cultural and spiritual beliefs still play a major role in
decision-making regarding seeking Western medical care for
chronic illnesses in Ghana and other African countries.?*! For
instance, in this study, it was found that primary caregivers’
beliefs in the use of traditional medicines and ancestral and
spiritual powers for healing contributed to the delay in
presenting their children with CKD to hospital for medical
care. This indicates that African people’s personal and cultural
beliefs should not be ignored when looking to develop
effective strategies to manage and prevent chronic illnesses at
primary care level. Although the use of traditional medicines
has been found to be effective in treating many ailments in
Ghana and other African countries, this practice can also
contribute to delays in seeking Western medical care.” Such
delays are particularly dangerous in the management of
kidney disease in childhood, because failure to diagnose and
treat childhood kidney disease early carries a risk for
progression into adulthood kidney disease later in life.!

Previous studies have identified among primary caregivers
two factors, financial constraints and limited knowledge that
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contribute to delay in seeking medical care in Ghana.?*
Financial constraints affect access to health care for poor
people in resource-constrained countries because of their
inability to pay for health services.” This indicates a need for
consideration of the socio-economic status of communities
and the related financial constraints when developing
primary prevention strategies for CKD for resource-
constrained countries. Failure to recognise this can lead to
poor acceptance of primary prevention strategies by
communities who cannot access them.

The family serves as a natural support system in planning
effective health care for its members.? This probably explains
why poor family support was identified as a factor that
contributes to delay in presenting children with CKD for
health care in Ghana. In this study, poor family support was
further complicated by parental marital conflict and a general
disrespect for the views of mothers on making decisions to
seek timely medical help for their children. Patriarchy
remains dominant in Ghana, and thus, some of the cultural
practices render women unable to defend their rights and
those of their children.”” Therefore, developing prevention
interventions that fail to acknowledge the effects of patriarchy
on women’s decision-making regarding child health is
inappropriate and irrelevant.

Two other contributing factors that were identified to delay
primary caregivers in presenting their children with CKD for
medical care are poor road networks and the bad road
conditions during the rainy season. Poor road network is one
of the main characteristics of the rural geography of Ghana
and is more pronounced in the northern parts of the country
where this study was conducted.? This is further complicated
by the poor road conditions during the rainy season. This
indicates that a multisectoral response is needed in the
development of prevention of strategies for CKD and other
diseases affecting rural communities in resource-constrained
countries.

In acknowledging the influence of traditional and spiritual
healers and the use of traditional medicine in Ghana, we also
recommend the development of policies that promote a
cross-referral system between the Western health care system
and traditional and spiritual healers for comprehensive
prevention of CKD.

Strengths and limitations

Although limited to Ghana, the findings of this qualitative
study shed some light on the factors that contribute to delays
in presenting children with CKD for medical care. These
findings urge primary health care practitioners to hasten
referrals and provide appropriate health education to
primary caregivers about the importance of sending their
children for appropriate treatment to prevent the progression
of childhood kidney diseases to CKD in later life. The findings
may not be generalised to other similar resource-constrained
countries. However, the findings provide a basis for
researchers in both Ghana and other countries with similar
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conditions to repeat the study using bigger sample sizes and
quantitative methods.

A limitation of the study is the possibility that eliciting the
views of the primary caregivers who had delayed presenting
their children for medical care could have been perceived as
blaming them for the delays. Perceptions of being blamed
have a tendency to produce defensive responses or responses
attributing delays to other factors other than personal factors.
A quantitative study, with equal variables in all levels of the
ecological framework, could address this limitation.

Conclusion

The factors that contribute to primary caregiver delay in
presenting children with CKD for medical care in Ghana are
mostly beyond the individual primary caregiver’s personal
control and include interpersonal, community and
infrastructural level factors. This highlights the need for the
development of multisectoral and multi-factorial strategies
to prevent delays in presenting children with CKD for
appropriate medical care. The findings also highlight the
importance of considering the personal beliefs and societal
norms, such as patriarchy, which still prevails in some
communities and affects women’s decision-making on child
health, when developing primary prevention interventions
for chronic diseases affecting children.
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