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ABSTRACT

Objective This study explores sources of stress,
conditions that help reduce stress levels and coping
strategies among parents of children with cancer receiving
chemotherapy at Tikur Anbessa Specialized Hospital
(TASH) in Ethiopia.

Design A qualitative phenomenological approach was
used.

Setting Parents of children receiving chemotherapy at the
TASH paediatric oncology unit.

Participants Fifteen semistructured in-depth interviews
were conducted with nine mothers and six fathers of
children with cancer from November 2020 to January
2021.

Results Sources of stress related to child’s health
condition as the severity of the child’s illness, fear of
treatment side effects and loss of body parts were
identified. Parents mentioned experiencing stress arising
from limited access to health facilities, long waiting
times, prolonged hospital stays, lack of chemotherapy
drugs, and limited or inadequate information about their
child’s disease condition and treatment. Other sources
of stress were insufficient social support, stigmatisation
of cancer and financial problems. Conditions decreasing
parents’ stress included positive changes in the child’s
health, receiving cancer treatment and access to drugs.
Receiving counselling from healthcare providers, getting
social support and knowing someone who had a positive
treatment outcome also helped reduce stress. Coping
strategies used by parents were religious practices
including prayer, crying, accepting the child’s condition,
denial and communication with health providers.
Conclusion The main causes of stress identified by
parents of children with cancer in Ethiopia were the
severity of their child’s illness, expectations of poor
treatment outcomes, unavailability of cancer treatment
services and lack of social/financial support. Measures
that should be considered to reduce parents’ stress
include providing psycho-oncological care for parents
and improving the counselling available to parents
concerning the nature of the child’s iliness, its treatment,
diagnostic procedures and treatment side effects. It may
also be helpful to establish and strengthen family support
groups and parent-to-parent communication, improve
the availability of chemotherapy drugs and offer more
education on coping strategies.
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STRENGTHS AND LIMITATIONS OF THIS STUDY

= The qualitative interview data offered contextualised
and detailed insights into parental stress, conditions
influencing it and coping strategies.

= Data collection was performed at the paediatric on-
cology unit of Tikur Anbessa Specialized Hospital in
Addis Ababa, Ethiopia, which is the country’s prima-
ry oncological care unit.

= Because participants were selected purposively, the
characteristics of the sample may limit the transfer-
ability of the findings to other populations.

INTRODUCTION

Every day, 700 children are diagnosed
with cancer worldwide,1 and the estimated
number of childhood cancer cases in 2015 was
397000. Globally, 43% of childhood cancer
cases are undiagnosed, with the highest prev-
alence of undiagnosed cases in African coun-
tries.” Despite dramatically improved survival
rates (80%) in high-income countries, cancer
remains the leading cause of death among
children younger than 19 years old." When
compared with the published data for devel-
oped countries, the available data on child-
hood cancer survival in developing countries
are incomplete and limited but indicate that
survival rates are on the order of 10%-30%
and are thus much lower than in developed
countries.” Accordingly, the childhood
cancer survival rate in Ethiopia is believed to
be below 20%° and shortages of chemothera-
peutic agents, treatment facilities and skilled
health professionals are common challenges
in paediatric oncology.®’

Both parents and children are affected
by the psychological stress associated with
childhood cancer.® As noted by Lazarus and
Folkman, stress is a specific relationship
between a person and their environment that
the person considers beyond their capacity
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and harmful to their well-being. Stress perception varies
from person to person; what is stressful to one person may
not be stressful at all to another.” Similarly, the American
Psychiatric Association defined stress as a sense of being
overwhelmed that may be linked to worry, depression,
exhaustion and lethargy.'’ Stress affects people of every
age, sex, race and situation, resulting in both physical and
psychological health problems."!

Parenting stress is an aversive psychological response
to the strains of being a parent that occurs when parents
cannot meet the demand of parenthood such as having
adequate information, the ability to provide care and the
level of competency of doing so.'* Stress is commonly expe-
rienced by parents of children with serious illnesses such
as cancer. Accordingly, a comparative study conducted by
Pollock et al found parents of children with cancer exhib-
ited more severe physiological symptoms of stress than
parents of healthy children."” Several studies have also
found that parents of children with cancer experienced
significant levels of stress related to their children’s condi-
tion."*"” Both fathers and mothers may develop parental
stress, although there is evidence of higher levels of stress
among mothers than fathers.'” 2" Moreover, parents of
children who survived cancer report feelings of stress for
extended periods after their child’s recovery.'®

Several studies have investigated sources of stress
among parents of children with cancer. Parental stress
has been linked to the duration of the child’s disease
following diagnosis,"* '®'7 ! the severity of the family’s
financial problems,'* fear of death, the impact of the
disease on the child’s life,”! the child’s age at the time
of diagnosis,”' * and the diagnostic and treatment proce-
dures used in cancer therapy."” Previous studies have
also shown that parents use different strategies to cope
with their child’s cancer and that the choice of strategy
affects the family’s adaptation to the child’s condition.”
Two types of coping strategy have been distinguished:
problem focused and emotion focused. Problem-focused
coping involves resolving or taking action to change the
source of stress, whereas emotion-focused coping focuses
on reducing or managing emotional stress.”* Sutan et
al reported that parents used problem-focused coping
strategies more than emotion-focused ones to handle a
child’s cancer diagnosis.”> Another study on parents of
children with cancer described emotion-focused coping
strategies such as praying, adhering to religious obliga-
tions, getting support from family members and meeting
other parents of children with cancer.* Known problem-
focused coping techniques include seeking information,
consulting medical experts and seeing psychiatrists.”® The
types of coping strategies used by parents also depend on
the phase of the child’s cancer.** '

Research on parental stress and coping strategies in
oncology care in developing countries such as Ethiopia
is scarce. Despite the relatively high burden of childhood
cancer in Ethiopia,®® the paediatric oncology unit of
Tikur Anbessa Specialized Hospital (TASH) is the only
unit in the country providing comprehensive treatment

for paediatric oncology patients. Therefore, many parents
are required to travel long distances from every corner of
the country and stay in Addis Ababa for extended periods
to get treatment for their children. Since this study is the
first of its kind, an explorative qualitative approach was
adopted to identify causes of parental stress with direct
implications for clinical practice and the development of
effective interventions. The aims of this work were thus
to identify sources of stress, conditions that help reduce
stress levels and coping strategies for managing stress
among parents of children with cancer in Ethiopia. To
guide the work towards this objective, three research
questions were formulated:

Research question 1: What are the sources of stress
among parents of children with cancer in Ethiopia?

Research question 2: What conditions helped reduce
the stress levels of parents of children with cancer?

Research question 3: What coping strategies do parents
use to manage the stress associated with childhood
cancer?

METHODS

Study setting and approach

We conducted a qualitative phenomenological study
among parents of children being treated for cancer at the
paediatric oncology unit of TASH in Addis Ababa, Ethi-
opia. Ethiopia is Africa’s second most populous country,
with a population of more than 100million people.”
According to data from the hospital’s administration,
TASH is the country’s largest tertiary university teaching
hospital, with a capacity of over 800 beds. The paediatric
oncology ward has 26 beds and is staffed with haemato-
oncologists, haematopathologists, residents and nurses.
Data from the unit’s registry indicate that it provides inpa-
tient and outpatient services for around 500-600 children
with cancer annually.

To explore the ‘lived experience’ of parents of children
with cancer being treated in the paediatric oncology unit,
we conducted an exploratory qualitative study using a
phenomenological approach.” Lived experience refers
to a representation of the experiences and choices of a
given person and the knowledge they gain from these
experiences and choices.” Semistructured in-depth inter-
views were conducted in which parents were encouraged
to direct and shape the discussion in accordance with
their own experiences, views and particular concerns.

Participant selection

Following the recommendations of Grossoehme and
Moser and Korstjens,™ ! we purposely selected 15 parents
of children with cancer visiting the paediatric oncology
centre at TASH. In addition to these recommendations,
we also considered data saturation to ensure that the
number of study participants was adequate. Data satura-
tion was evaluated based on informational redundancy,
meaning that it was considered to have been achieved
once no new information or categories emerged from the
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Box 1

Interview discussion guide

1. Tell me about your experience as a parent who has a child with
cancer.

2. What did you find hard when you learnt that your child had cancer?
3. What has been hard for you during your child’s cancer treatment?

4. What things do you do to cope with your child’s cancer/cancer
treatment?

5. How do you evaluate your current level of stress compared with when
you first heard that your child had cancer?

data and additional interviews no longer generated new
categories.

The principal researcher (LD) recruited the partici-
pants with the help of nurses working at the unit. Factors
considered during participant selection were the ages of
parents and children, residence, time since initial diag-
nosis and cancer treatment stage. Parents of children diag-
nosed with any type of cancer and being treated in either
the paediatric oncology unit or the outpatient depart-
ment were considered eligible for inclusion. Parents of
critically ill children and those with known mental health
problems were excluded. All parents invited to the study
agreed to participate.

Interviews

Interviews were conducted by the primary author (LD),
who was not part of the child treatment team, with assis-
tance from one note-taker (DB). The researcher used the
interview guide presented in box 1, which was developed
by the research team based on the chosen research ques-
tions. Before actual data collection, the designed inter-
view guide was pretested by interviewing three parents
of children with cancer who were not included in the
sample. The authors then discussed the guide based on
these preliminary interviews and made modifications to
improve clarity and understandability. A series of prompts
were used to encourage participants to clarify or expand
on their responses, such as ‘What else was hard?’, ‘Can
you tell me more?” and ‘What else have you done?’. In
addition to verbal communication, facial expressions
and other non-verbal responses of the participants were
recorded by making field notes to improve understanding
of participants’ responses. The interviews were conducted
from November 2020 to January 2021 in locations where
the respondents felt comfortable. Their duration ranged
from 12 to 23 min. All interviews were audio-recorded.
Interviews were transcribed verbatim in the original
languages (Amharic and Affan Oromo) and then trans-
lated into English. The translated transcripts and the field
notes made by the author (LD) and the note-taker were
used for analysis.

Data analysis

Data were analysed using the inductive purely data-
driven thematic analysis method.”” Despite conducting
an extensive literature search, we found no similar study
done in the study area. Therefore, we did not want to

use any prespecified dimensions of stress or coping
strategies in order to avoid preconceptions that might
obscure, reframe or leave invisible key themes. Instead,
we decided to allow information on stress sources and
coping strategies to emerge from the raw data. The
analysis involved an iterative process of listening to the
interviews, reading the transcripts, assigning codes and
finally identifying patterns in the material. To this end,
the authors and research assistants first read the tran-
scripts independently several times. Texts were then
broken down into meaningful units consisting of key
phrases from the transcripts. These meaningful units
were then condensed and labelled with codes, which
were developed inductively as they emerged from the
data. Codes identify features of the data that are perti-
nent to the research questions and organise data into
more concise ideas that can subsequently be grouped
into topics. The identified codes were then sorted
into different categories and codes with a high degree
of agreement between the coders were discussed and
sorted into subthemes. Finally, the subthemes were
organised into overarching themes. Representative
quotes for each theme are presented in the Results
section below. The analysis process was performed
using ATLAS.ti V.8 software.

Trustworthiness

Trustworthiness in qualitative studies depends on
transferability, credibility, dependability and confirma-
bility.*** Credibility was established by having the primary
researcher stay at the study site for an extended period
to become familiar with the setting, by receiving contin-
uous comments from peers during peer debriefing, and
by using negative case analysis. Dependability was estab-
lished by thoroughly describing the methods that were
used, maintaining meticulous records of interviews and
documenting the analytical process. To confirm that the
interpretations of the findings were derived from the data
rather than a figment of the investigators’ imagination,
all events that occurred in the field, personal reflections
to the study and phenomena that arose during the inves-
tigation were recorded along with relevant aspects of
the researchers’ personal history. The investigators were
sceptical or in doubt if the information felt incorrect
and tried to create rapport and trust through prolonged
attachment with the informants. In addition, data source
triangulation was used. To facilitate the transferability
of research findings, a thick description was used which
involves elucidating all the research processes. In addi-
tion, purposive intensity sampling was used to focus on
key informants with particular knowledge about the issues
of interest to maximise the depth of the findings, and
maximum variation purposive sampling was performed
when selecting study participants.

Patient and public involvement
No patients were involved.
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Table 1 Characteristics of the interviewed participants

Mothers Fathers Total
Variable Median Range Median Range Median Range
Parent’s age 32 25-41 30.5 28-40 32 25-41
Child age in years 2-13 3.5 <1-12 4 <1-13
Time since diagnosis in months 7 1-48 2.5 1-12 5 1-48
Total number of children parents have S 1-5 4 1-8 3 1-8

RESULTS
Participant characteristics
Interviews were conducted with 15 parents (nine mothers
and six fathers) aged from 25 to 41 years. Eight partici-
pants (five mothers and three fathers) came from urban
parts of Ethiopia and 10 had three or more children. Six
parents had no formal education (four mothers and two
fathers), four (two mothers and two fathers) had attended
primary education, three (two mothers and one father)
had attended secondary education and two (one mother
and one father) had attended university/college. Four
of the participants were unemployed. Six of the children
were boys. The ages of the children with cancer ranged
from 10 months to 13 years, and the time since diagnosis
varied from 1 month to 4years. Table 1 summarises the
participants’ characteristics.

The interview analysis identified the following overar-
ching themes:
1. Sources of stress.
2. Conditions that reduce stress.
3. Coping strategies.

These themes and the subthemes are presented in
table 2, and figure 1 shows how they are related.

Theme 1: sources of stress

Parents were asked to describe their major sources of
stress following their child’s diagnosis. Twenty-two codes
were identified from their responses and grouped into
five categories: (a) parents’ understanding of cancer, (b)
child health related, (c) health facility related, (d) social/
financial support related and (e) witnessing others’ bad
experiences (table 2).

Parents’ understanding of cancer

Some parents stated that they had no knowledge or under-
standing of cancer before their child’s diagnosis. Further-
more, some parents expressed their understanding of
cancer in terms of the curability of the illness, the severity
of the disease, treatment duration and the importance of
early treatment (see table 3).

A father from a rural part of Ethiopia indicated that
he knew nothing about cancer before his child’s diag-
nosis. Similarly, when asked to describe cancer, a mother
from a rural area said, “I had no information about this
disease before. I had sometimes heard it mentioned in
the media but I do not have anything to say about it.”
Another mother also stated that she had only heard the
term ‘cancer’ when people talked about it.

Other respondents described cancer as a severe and
horrible disease and were uncertain about whether it
could be cured. One mother said, “... my child’s illness
is a terrible disease. I know it hurts people very severely.
I also know that it may or may not be a curable disease.”
Another mother said, “It is a horrible disease. I heard it
is a severe and challenging disease.” A father from Addis

Table 2 Sources of stress, conditions decreasing stress
and coping strategies among parents of children with cancer

Themes Subthemes/codes
Sources of  a. Parents’ understanding of cancer
SUEss b. Child health related
» Acquiring the disease at an » Having a child with a
early age severe/lifelong illness
» Fear of cancer relapse » Worsening of illness
» Fear of treatment side effects
» Clinical manifestations of the
child
c. Health facility related
» Waiting time before starting » Referral to TASH
treatment » Receiving inadequate
» Long hospital stays information
» Unavailability of chemotherapy
drugs
d. Social/financial support related
» Lack of social support > Effects of peer
» Financial problems influence
P Disruption/cessation of child’s P Parents’ working
schooling conditions
e. Witnessing others’ bad experiences
Conditions  a. Child treatment related
gterzgesasmg » Experiencing side effects less P Knowledge about
than anticipated treatment side effects
» Hope for a positive treatment Starting treatment
outcome
b. Hospital related
» Perceived good care » Trust in health
» Counselling from health providers
providers Short distance to
hospital
c. Social related
» Financial support » Witnessing positive
» Discussions with other parents outcomes for other
» Receiving care for children at children
home » Social support
Coping » Praying » Accepting the child’s
strategies » Discussions with other people/ condition (ie, doing
parents nothing)
» Crying » Denial

TASH, Tikur Anbessa Specialized Hospital.
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Sources of stress

Conditions

decreasing stress
Social
related

Social/financial
-support related

Child-
treatment
related

Child-health
related

Hospital
related
. '
Coping strategies

Figure 1 Relationships between sources of stress in parents
of children with cancer, conditions that reduce their stress
and the coping strategies that they adopt.

Health-facility
related

Ababa stated that cancer was ‘the most challenging and
complicated disease’.

Parents also discussed the time needed to complete
treatment for cancer and compared it with that required
for other diseases. One parent from Addis Ababa said
cancer is a complex disease because its treatment takes a
long time. He explained the situation by saying, “... the
disease itself is not something that heals within a short
period. This is why cancer is a very difficult disease.”

Child health-related stressors

Parents mentioned several sources of stress relating to the
child’s health condition. These included acquiring the
disease at an early age, the child showing signs of delayed
development, fear that the child’s cancer might relapse,
fear of treatment side effects, considering the child’s
condition to be severe and life-threatening, having a child
with severe clinical manifestations, fear of the illness wors-
ening and fear of the child losing body parts. Parents also
stated that they did not expect cancer to occur at an early
stage of life and that having a young child with cancer was
stressful because they feared that their child might not
tolerate either the illness or the available treatment. In
addition, parents were stressed because the child devel-
oped signs of developmental drawbacks. For example,

Table 3 Descriptions of cancer provided by parents of
children with cancer

Question Responses from parents
What is » Lack of information
cancer for — Do not know anything

you? How do — Never heard about cancer before
you describe — | have no information
cancer? — Know only the name
» Severity
— Severe and challenging disease
— Horrible disease
— Uncertainty about cures for the disease
— Terrible disease
» Duration of treatment
— Long duration of treatment
— Needs early treatment

one mother stated, “the illness worried us because unlike
other children of her age, she could not see or grasp
anything.”

The side effects of treatment were another cause of stress
expressed by parents. Parents were worried about the
side effects of treatment based on either their own expe-
riences or expectations based on knowledge of others’
experiences. A mother of a child who had received his
second round of chemotherapy said, “Yes, I am worried
about the side effect of the drug. They (health providers)
already told me about the possible side effects. Since my
child is very young and small, I do not know whether he is
going to tolerate the side effects or not.” Another mother
stated that she became stressed after receiving informa-
tion about another parent’s child experiencing treat-
ment side effects due to fear that her child may respond
similarly.

Regarding his child’s sickness, one father said that the
child’s inability to breast feed was a leading cause of his
stress and mentioned it as a major symptom of his child’s
illness. Discussing a deterioration in his child’s health, a
father from Addis Ababa who had stayed in the hospital
for more than 6 months said, “after we were to finish
chemotherapy and getting ready to be discharged, the
child developed a new health problem and stayed for
three more months. This was stressful for the child, me,
and my family.”

Parents also mentioned fear of death as a source of
stress. A mother from an urban town outside Addis Ababa
stated, “When I look at his face, I may find him looking
weaker. I become most stressed when he refuses to eat
foods or breastfeed because of his weakness.” A mother of
a daughter who visited the centre for a routine check-up
after completing chemotherapy revealed that her biggest
worry was fear of her daughter dying. The main reasons
for this were that she witnessed her neighbour die from
cancer and that people had told her cancer is an incur-
able disease.

Fear of their child losing a body part was another major
cause of stress for parents. A mother commented, “I
accepted the removal of the eye because I felt it is better
to lose one of her eyes than losing her. But I felt very bad
that my baby lost one of her eyes.” A father of a baby girl
who was afraid of his daughter losing her leg stated, “I am
not sure about her leg. I saw a boy in this room whose leg
was amputated because of cancer. So, I am worried that
this might happen to my daughter.”

Health facility-related stressors

Parents mentioned five stress-causing conditions that
related to health facilities. These included long waiting
times for diagnosis and starting treatment, long hospital
stays, limited drug availability, being referred to TASH
and receiving inadequate information.

Long waiting times for diagnosis and starting treatment
The long waiting time associated with diagnostic proce-
dures and starting treatment was repeatedly stated as

Deribe L, et al. BMJ Open 2023;13:2065090. doi:10.1136/bmjopen-2022-065090
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being stressful. Parents mentioned that conducting diag-
nostic procedures had taken a significant amount of time;
one father said that he had spent more than 2weeks in
Addis Ababa for a single diagnostic procedure. Most
parents mentioned that their child’s health had deterio-
rated while waiting because they could not receive treat-
ment before the diagnosis was confirmed. A father from
the Afar region added that the prolonged waiting time
made it impossible to find anywhere to spend the night
despite having enough money to pay for accommodation
because hotels were unwilling to rent a room to a family
with a sick child. Another father from the Amhara region
said he was concerned about finding a place to stay until
their next appointment; as he put it, “after we left the
hospital, she got sick and it was difficult for us to return
to this hospital. I am worried because getting back to this
hospital is very difficult.”

Long hospital stays

Parents also mentioned the long duration of their child’s
hospitalisation as a source of stress. For example, when
asked what made his stress worse, a father answered, “my
child’s inability to recover quickly.” He added, “unlike
other diseases, you cannot get treatment only once and go
home with your child to continue your work. You cannot
think like that. The treatment takes a very long time. That
creates many burdens.” A mother from Hawassa town said
that her prolonged stay in the hospital made her worry
about the two children she had left at home; she said,
“When we heard we should take him to Tikur Anbessa
quickly, we did not consider who would look after the
other children. We stayed at this hospital for 45 consecu-
tive days. We were concerned about what would happen
to the children left at home if we stayed here any longer.”

Lack of drugs

Regarding issues related to chemotherapy, parents said
they were worried because they were uncertain about the
outcome of their child’s treatment and because chemo-
therapy drugs were not regularly available at the hospital.
They also added that the drugs were very expensive and
that some were hard to find even in private drug stores. A
father commented:

Not all prescribed drugs are available in this hospital.
You need to buy from private drug stores. This creates
its own burdens. First of all, drugs are not available
even in private drug stores, and secondly, they are ex-
pensive if we can find them. This can be a cause of
stress, and it is very stressful.

Referral to TASH

Parents who came from outside Addis Ababa described
being referred to a tertiary hospital like TASH as a source
of stress. Because TASH is Ethiopia’s highest referral
hospital, parents interpreted a referral to TASH as an indi-
cation of the seriousness of their child’s illness. The other
reason parents described referral to TASH as stressful was

its high patient load, due to which the parents feared that
admission, receiving treatment and other services would
take a long time. A mother from Hawassa town stated her
husband was also scared and lost hope when the child
was referred to TASH. She said, “After confirming the
diagnosis, they referred us to Tikur Anbessa Hospital. No
family member had been treated at Tikur Anbessa before,
but it is a scary place to be as we have heard about it.”
She stated that she considered the hospital a frightening
place because of the negative information she had heard
about it from mass media and other people; as she put it,
“Yes, we were scared when we heard the child was referred
to Tikur Anbessa Hospital. Then we came here, and our
stress got worse when they confirmed our child’s diag-
nosis of cancer.”

Receiving inadequate information or no information at all

Parents of children with cancer reported that the infor-
mation they obtained from healthcare providers was
inadequate or that they received no information at all.
Moreover, they said that when health providers did supply
information, it consisted only of general and non-specific
descriptions of the child’s illness and its treatments. Infor-
mation about why the child needed a specific drug, the
side effects of drugs, the future effects of the disease and
what to expect concerning the child’s illness was highly
desired but rarely provided. This lack of information and
clarity caused stress. A mother of an under-5 girl who was
receiving chemotherapy for the fifth time stated, “They
only tell me the frequency and time to take the drug.
They did not clearly tell me about the benefit or side
effects of the drugs my child is taking.” She also added
that health providers only gave general information, such
as saying that chemotherapy may have some side effects
without specifying what side effects should be expected.
A father of a newly diagnosed infant daughter said, “...
different investigations were performed, including a CT
scan, and they just said there was a tumor on her kidney,
but they could not specify whether it is cancer or not.
During the investigation process, I got so worried because
no one was responsible for telling us about the child’s
exact diagnosis.”

The lack of information about the side effects of treat-
ment also aggravated parents’ stress levels. A father said
that some of his stress could have been prevented if he
had been informed about the treatment’s side effects:

They told me that the only way to treat the child was
through cancer medication called chemo, but they
did not explain to us the adverse effect of this med-
ication, such as loss of appetite or other side effects.
Because of this, we were shocked and had to run to
the emergency by the time she started to show these
side effects.

He added, “we were worried because of the side effects
of the medication, but if they had told us at the beginning
of the treatment, that might make things better.”
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Social/financial support-related stressors

Social and financial factors were another source of stress
mentioned by patients. Stressors in this category included
a lack of social support, financial problems, parents’
previous bad experiences, disruption or cessation of the
child’s schooling, peer influence on parents and parents’
working conditions. Stress relating to a lack of expected
social support and financial problems was mentioned
more frequently than other factors.

Social support: parents reported a lack of social support
from families, significant others and friends as a cause of
stress. The most frequently mentioned stressor in this
context was concern about a lack of support for children
who had been left at home. A mother of a daughter who
came from a rural part of the country and had left two
of her children at home mentioned that people were
not providing enough support. She was concerned that
it was difficult to get people to help, especially during
crop harvesting time. She stated, “all my worry is about
the children I left at home. I always think who is going to
prepare and give them food? I worry about whether they
are eating breakfast or can get lunch? I am also worried
about whether they get enough food.”

Social support can also take the form of financial
support. Accordingly, two parents discussed social
support in terms of financial assistance provided, and one
father associated it with a lack of assistance with farming.
A mother reported that she was very stressed because she
and her partner had no relatives or anyone else to support
them financially, so they had to cover all of the expenses
related to treatment and living costs by themselves. A
father from a rural part of the country also expressed
worry about who would harvest his crops and look after
his cattle. The lack of a social network and social interac-
tions was also mentioned as a source of stress.

Another source of parental stress relating to social
issues was disruption or cessation of the child’s schooling
and the associated effects on the child’s relationships
with their peers. Illness and treatment procedures often
forced children to discontinue their schooling or to fall
one or more grades behind their friends. A mother from
Addis Ababa said, “She discontinued school three times.
The discontinuation of the school was stressful.” She also
added, “answering questions from other people about
why she is still in grade four while her friends are in grade
seven gives me bad feelings, but we cannot do anything
about it.”

Financial problems mentioned by respondents were
related to overall living expenses, living expenses in
Addis Ababa, overall treatment costs and the cost of
buying chemotherapy drugs. Parents stated that expenses
associated with the child’s sickness made covering living
expenses harder than before. A mother from Addis Ababa
whose child had completed chemotherapy remembered
the time when her child was first admitted saying, “In
addition to my kid’s admission, I had to search for some-
thing to eat. By that time, I was so stressed and confused.”
Another mother described living on just her husband’s

salary; their child’s illness worsened the family’s financial
situation. She said, “my husband is the only one who has
a job. It is not easy to live with his salary alone. There are
different kinds of payments to make like rent, transporta-
tion, and so on. Itis very hard.”

In addition to the overall cost of treatment, costs
associated with transportation, diagnostic procedures
and other hospital-related costs were mentioned as
sources of stress. One mother from rural Ethiopia said,
“someone may not have adequate money, but a lack of
money to pay for a child’s treatment is worrisome. I am
afraid that my child may not get treatment because of a
lack of money. I am worried about that.” A father also
said, “Here for your child’s treatment, you need cash
to buy things like drugs and pay for lab investigations.
You cannot get treatment for the child without money.
This by itself is stressful for me.” Regarding the cost of
chemotherapy, one mother said, “I did not forget the
bad feeling I had when the doctor told me to buy an
expensive drug.”

Both mothers and fathers reported leaving jobs because
of their child’s illness, and the loss of employment was
another source of stress. For example, one mother said,
“I was working at a private institution. She gets treatment
every week, but they did not give me permission to leave
every week. It was challenging to work, so I left the job.”
Many parents also said that having to cease work due to
their child’s illness had contributed significantly to their
financial problems.

Witnessing others’ bad experiences

Witnessing bad experiences at a hospital or at home,
including witnessing death, the loss of a body part or
other adverse outcomes of childhood cancer, increased
parents’ stress and made them fear that their child might
suffer a similar fate. One mother said:

When I see a child’s death in the ward, I lose hope
and feel my child might be the next one ...When I
see their health deteriorate, I feel bad inside. I some-
times cry when I hear that a child has died, and I feel
very depressed.

Some parents stated that during their hospital stay,
they did not see or hear about any child whose health
had improved after starting treatment. This increased
their level of stress because it made them lose hope in the
possibility of successful treatment. A father with a newly
diagnosed baby daughter commented: “Everything I hear
is not good. When I see other patients, the treatment took
along time, when I see their condition, I understand that
itis going to be very difficult. I cannot tolerate this.” Simi-
larly, a mother of a baby boy stated: “I never saw anyone
completely cured. When we ask others, they tell us they
were here for a long time, for three months, four months,
and they are still coming again and again. We did not see
a child that was completely cured.”
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Theme 2: conditions decreasing stress

Parents identified 14 factors that helped to reduce their
level of stress, which were divided into three groups:
(a) child treatmentrelated factors, (b) hospital-related
factors and (c) social factors.

Child treatment-related factors

The commencement of treatment, experiencing hope
for a positive treatment outcome, knowledge about treat-
ment side effects and the child experiencing fewer side
effects than had been anticipated were mentioned as
factors that reduced parental stress.

In Ethiopia, the process of referring patients from
primary hospitals to tertiary hospitals like TASH takes
a long time. Accordingly, many of the interviewees had
spent a lot of time waiting for the referral process to be
completed before their child could receive treatment.
The ending of this wait and the commencement of treat-
ment were therefore a significant stress-relieving factor.
For example, one mother said, “as my child took her
treatment for the first time and I heard she has a chance
to heal, I became calm.”

Positive treatment outcomes, or hope for such
outcomes, was also associated with reduced stress. Parents
stated that they became less stressed after receiving
information about the possibility of a positive treatment
outcome and observing improvements in their child’s
health. A mother commented:

Atfirst, I thought her illness had no treatment (cure),
and she has no hope of surviving. When I saw her get-
ting well from time to time, I got some relief.

Hospital-related factors

Parents mentioned that their level of stress decreased
because they felt healthcare providers took care of their
children. One mother who stayed at the treatment centre
for 12 days stated, “I have great hope that he will be
cured after completing the treatment because the health
providers are following the child very closely. He is also
getting the drugs appropriately.”

Having a good relationship with staff also helped
reduce parents’ stress levels. One parent commented,
“There was a doctor I met at the unit, and I considered
him like my brother. He told me that my child had a
good chance of survival. After that, I became much more
hopeful.”

The respondents mentioned that although staff had
high workloads, they tried to provide emotional support
to the parents. A mother of a child attending follow-up
appointments 8 months after completing chemotherapy
described the relationship between patient load and
healthcare providers’ efforts by saying “they will help you
when you are stressed. Sometimes they grumble, they may
be stressed out when there are too many people. By this
time, you may feel forgotten. But usually, they also empa-
thize with you, they are good for me.”

Social factors

Parents reported that witnessing positive treatment
outcomes for other children admitted to the hospital had
helped to reduce their stress levels. Parents described that
before coming to the hospital, they thought childhood
cancer was not a common phenomenon and was some-
thing that had only happened to their child. However,
parents reported that knowing this disease can happen
to anyone and getting a chance to meet and talk with
other parents reduced their level of stress for two reasons.
First, seeing other children with more complicated condi-
tions helped parents feel that their child was in a better
condition than others and could therefore have a better
chance of survival. Second, witnessing and hearing testi-
mony from other parents about a child improving after
receiving treatment reduced parents’ fears of losing their
child. Discussing childhood cancer with other parents
also reduced parents’ level of stress. The influence of
these factors is demonstrated by the following quotations:

At first, I thought my child was the only one to devel-
op a disease like this at this early age, but when I came
here, I saw many children with the same health prob-
lem as my child.... when I saw some improvement of
the health condition of other children, this helped
my stress to decrease from time to time. (a mother of
a daughter)

There were other very severe diseases. When I saw
other complicated illnesses and myomas, I consid-
ered my child’s illness to be better than the others.
(a single mother)

I like to ask all people about their experience. And
they told me they were in the same position when
they first came to this center, but now their child
has improved greatly ... I also saw a child who had
a similar illness to mine but was now showing clear
improvement. This helped me to hope that my child
will also get well. (a mother of a baby boy)

Receiving financial support was another major stress-
reducing factor. One mother said that her level of stress
decreased significantly after receiving support from a
charity that covered the cost of the child’s treatment and
their living expenses. A father reported that he received
financial support from different people, including some
he did not know, which helped him to cover some of the
child’s treatment costs. Another mother said that having
the children’s grandmother look after other children
who had been left at home helped her not to worry about
them.

Theme 3: coping strategies

Praying and religious beliefs, crying, accepting the child’s
condition and doing nothing, having discussions with
health providers and denial were commonly mentioned
as coping mechanisms for parents of children with cancer.
Many parents said that once they learnt the diagnosis and
the seriousness of their child’s illness, they felt that the
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only thing they could do was pray. A mother stated, “I
cannot do anything. I will be stressed for the time being,
and then I pray. I pray for his mercy to cure my child. ... I
can do nothing more than pray for His mercy. What else
I can do about it?” Similarly, a father said, “we get solace
from the word of God. We know there are always chal-
lenges in life, and we try to overcome them with God’s
help.” Another mother commented, “I pray to God. I say,
‘You gave me this disease please give us the cure too’. ...
all I can do is pray. What other option have I? Nothing.”

Another coping strategy reported by parents was
accepting the child’s condition. One mother said, “... I
said, how can I lie about what God gave me? I accepted
my child’s diagnosis and started telling people the truth.”
Parents also used talking to other people and friends
about the child’s health condition and their stressors as
a coping strategy. For example, a mother stated, “Some-
times you feel relief when you talk with other people.
Some people make it easy when they talk about it. You
forget about it when they tell you she will be fine; you
forget about your stress for the time being.”

Parents stated that if they believed they could not
change the situation and were out of options, they would
cry to get relief from stress. A mother said, “I cannot do
anything. I sometimes cry.” Another mother, when asked
what she usually did when she was stressed, stated, “we
did everything possible to get treatment and to complete
treatment.” Another mother denied the truth of her
child’s cancer diagnosis because she had never previously
known about childhood cancer and said that she never
expected her child to be diagnosed with such a deadly
disease. The interviewed parents also said that discussing
their child’s condition with healthcare providers helped
them to cope with their situation. One father also stated
that sharing his feelings and stress with the oncologist
treating his child helped him to cope.

DISCUSSION
Paediatric oncology care in Ethiopia is very limited and
frequently incomplete, inadequate or simply unavailable.
Moreover, there is very limited palliative care for children
with incurable diseases.” As in other low-income coun-
tries, healthcare is severely hindered by a lack of trained
professionals,” insufficient supplies of drugs and inade-
quate health facilities.”” ** These limitations in combina-
tion with low cancer awareness (especially in rural parts
of the country) result in fear of cancer and tend to cause
delays in seeking treatment.” *” *® Parental stress associ-
ated with childhood cancer in Ethiopia has not previously
been studied in detail; this study is the first to explore
causes of parental stress relating to childhood cancer,
factors that help reduce parents’ stress levels and coping
strategies used by parents from the parents’ perspective.
The results obtained indicate that Ethiopian parents
have insufficient awareness of and knowledge about
childhood cancer, which caused stress and fear. This is
consistent with previous reports indicating a relationship

between a lack of knowledge about cancer and stress.” %1

Also consistent with earlier studies*' is the fact that the
interviewed parents said they were stressed because health-
care providers did not give them detailed and relevant
information about cancer and their child’s health. This
indicates that it is important to provide information and
raise awareness about the disease and that strategies to
help and encourage staff to give parents information
about cancer could help reduce stress and promote posi-
tive provider—patient contact.** *

The interviewed parents also said that getting detailed
information and counselling from healthcare providers
about the chance of survival, treatment duration,
schedule and treatment benefits reduced their level
of stress. According to previous studies on Ethiopian
paediatric oncology, nearly two in five children receiving
chemotherapy develop adverse drug reactions,** ** which
indicates that parents often either see their own children
suffering these side effects or witness another child strug-
gling with them. Uncontrollable fears about the child’s
death and concerns about cancer relapse are known to
consume parents’ energy even after curative treatment of
their child’s cancer.”® These findings indicate a need to
ensure effective information exchange between oncolo-
gists and patients,” ¥’ and to develop well-designed need-
based stress control and reduction interventions that
are initiated at the point of cancer diagnosis, continue
throughout the treatment process and remain available
to the parents after the treatment is completed.'®

In line with the previous research,® * the findings
of this study also show that the child’s clinical manifes-
tations, the severity of their illness, uncertainty about
disease outcomes and the risk of relapse/death were all
significant sources of parental stress.”' °°! In keeping with
this finding, the review of Vrijmoet-Wiersma et al iden-
tified the perceived severity of cancer and treatment as
risk factors associated with post-traumatic stress syndrome
and post-traumatic stress disorder.**

Another major source of parental stress identified in
this work was the unavailability of chemotherapy drugs
within the hospital and pharmacies. Some of these chemo-
therapy drugs were unavailable in the public hospital but
available in private pharmacies. Others were simply not
available in the country at all, so parents were expected
to import the drugs by themselves. This makes chemo-
therapy drugs unaffordable and worsens parental stress.”™
This finding is consistent with the national cancer control
plan of the Ethiopian Federal Ministry, which notes that
no chemotherapeutic agents are included in the Ethio-
pian Essential Medicines List.”* This indicates that more
work will be needed from the ministry to the hospital
level to increase the availability of these drugs.

Socioeconomic factors such as inadequate hospital
facilities, familial financial constraints and lack of social
support were also mentioned as causes of stress. Cancer
treatment in Ethiopia is characterised by very long waiting
times because of the limited availability of health facilities
and resources; an earlier study found that the median
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waiting time for curative cancer treatment in Ethiopia
was 150 days.” Parental stress was also increased by the
prolonged referral process and the need for multiple
hospital procedures to diagnose and treat child cancer.
Parents from rural areas commented on the high cost
of travelling to and living in Addis Ababa; together with
the often lengthy wait before starting treatment, this
increased their stress and financial difficulties. Further,
as TASH is the country’s only facility providing paedi-
atric oncology care, parents from remote rural areas had
limited opportunities to return home and care for other
children for financial reasons and because of difficulties
with transportation. Being unable to leave the ill child
alone in the hospital and depending on others to take
care of children who remained at home were stressful for
the parents. Being unable to work while taking care of the
sick child also reduced family income and exacerbated
parental stress.”* These findings confirm the increased
vulnerability of low-income families with children under-
going cancer treatments” and indicate a need to further
decentralise cancer treatment centres to peripheral parts
of Ethiopia to ensure equal access to care.

The findings also emphasise the pivotal importance
of social support for reducing stress among parents of
children with cancer. In line with previous reports,** %
parents mentioned feeling less stressed after receiving
social support such as care for children who remained
at home, assistance with farming, financial support and
emotional support in the form of reassurance. Parents
also found that discussions with other parents of chil-
dren with cancer helped to reduce their stress relating
to the negative effects of childhood cancer.”’ These find-
ings indicate a need to strengthen governmental and
non-governmental financial support for parents of chil-
dren with cancer who lack social support. In addition,
because our respondents found that peer discussions
with other parents of children with cancer reduced stress,
giving parents opportunities to share their experiences
by creating social support networks could be highly
beneficial.

Previous research has shown that parental hope is asso-
ciated with better mental health as well as less severe stress
and maladjustment after a child’s cancer diagnosis.”’~* In
this work, parents said that they became more hopeful
and started having positive expectations concerning their
child’s condition after meeting people with a history of
cancer recovery. Conversely, in accordance with an earlier
report,”® parental stress increased after encountering
other children with more complex cases of cancer. It is
therefore important for healthcare providers to estab-
lish arenas for parents to share experiences but also to
moderate the discussions, clearly explaining the similari-
ties and differences between children’s health conditions
and possible treatment outcomes.

The interviewees mentioned only a few coping strat-
egies that they used to manage stress. In keeping with
earlier findings,”® their strategies primarily involved
emotion-focused rather than problem-focused coping.

Emotion-focused strategies such as praying and reli-
gious faith, crying, accepting the child’s condition, doing
nothing and denial were all mentioned. Ethiopia is a
deeply religious society,” which explains why religious
beliefs and praying were mentioned as primary stress-
coping mechanisms. Several other studies have also
concluded that religious faith plays a significant role
in facilitating coping and reducing parental stress.®""
Given the high religiosity in Ethiopia, these findings indi-
cate a need to further investigate the potential role of
religiosity as a source of resilience among parents of chil-
dren with cancer. It also shows that healthcare providers
must be respectful of and sensitive to patients’ religion or
spirituality.

Non-religious emotion-focused coping strategies
mentioned by the participants included crying, accepting
the child’s condition, denial and doing nothing. As
emotion-focused strategies are commonly used when
dealing with uncontrollable stressors, our findings indi-
cate that Ethiopian parents experienced hopelessness
and lack of control over their situation, which may have
been exacerbated by dire economic and social condi-
tions. Emotion-focused coping activities also tend to
make people distance themselves from issues, making it
less likely that the stressor will be addressed.”® " Accord-
ingly, one participating parent said that denial reduced
her ability to secure social support. Another stated she
did not initially disclose her child’s condition to anyone
because she did not accept the diagnosis herself. However,
she also noted that she began coping with the situation
better once she accepted the diagnosis and discussed
it with others. Parents who use emotion-focused strate-
gies may thus exhibit low treatment-seeking behaviour,
be less likely to adhere to child treatment and accept
the child’s condition,” which could adversely affect the
child’s treatment process.”* In accordance with previous
reports,” ™ seeking discussions with health providers
about the child’s health condition, prognosis and treat-
ment procedures was the only problem-focused coping
strategy mentioned by respondents. This indicates the
importance of giving parents reliable information to
help them cope with stress. Oncologist shortages might
make this difficult to do, although it could potentially
be achieved by increasing the involvement of nurses and
social workers.

CONCLUSIONS

Childhood cancer has a significant impact on the family
system, drastically changing the context within which
parenting occurs. Parents of children diagnosed with
cancer are profoundly affected by their child’s diagnosis
and the associated treatment demands. Parental stress
may interfere with health decisions, attendance of clinic
appointments and the parent—child relationship. This
study identified several sources of stress, conditions that
reduce parents’ stress and strategies used to cope with
stress by Ethiopian parents of children with cancer. The
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findings demonstrate the impact of socioeconomic and
cultural factors on parents’ experiences and reveal a clear
need for social and economic support together with the
decentralisation of oncological care within the country to
ensure access to care in both rural and urban areas.

Limitations and future research

The current study has some limitations. First, inter-
views were only conducted with parents, so children’s
perspectives are missing. Future research will focus on
how parental coping affects their child’s coping and
vice versa. Further, only one parent from a given family
was interviewed. Future studies will therefore investigate
dyadic coping strategies. It would also be beneficial to
interview nurses and oncologists about their perspec-
tives on parental stress, coping strategies and the ways
health providers support parents. Second, despite their
anonymity, some participants may have been unwilling
to openly criticise healthcare providers for fear that it
might negatively influence the care of their children and
their relationships with healthcare staff. The purposive
nature of the participant selection also limits the trans-
ferability of the findings to differing populations. Future
research could also focus more on stress and coping strat-
egies of parent groups with differing levels of education
and different economic statuses. Finally, as the study
was conducted during the early stages of the COVID-19
pandemic, the sampling may have been confounded by
factors such as fear of infection, especially in parents of
children receiving immunosuppressive treatments.

Practical implications

Unlike in many developed countries, psychosocial onco-
logical interventions and other counselling services are
largely unavailable in Ethiopia. The results presented
herein could be used to develop content for such inter-
ventions. Since the number of oncologists in the country
is very limited, counselling services could be provided
by trained nurses and social workers assigned to the
paediatric oncology unit. Our analysis suggests that this
counselling should include providing information about
cancer, the lack of which caused stress and fear among
many of our respondents. Information about treatment
and diagnostic procedures offered at TASH, including
treatment of side effects, should also be provided. In
addition, parent-to-parent discussions and peer support
should be facilitated to help parents overcome feelings
of loneliness, experiences of stigmatisation and outsid-
ership. Finally, it will be essential to raise awareness of
parental stress among Ethiopian healthcare staff and to
develop policies to address and manage parental stress
in paediatric oncology care to mitigate its deleterious
impact.

Author affiliations

"Department of Nursing, School of Nursing and Midwifery, Addis Ababa University,
Addis Ababa, Ethiopia

%Department of Preventive Medicine, School of Public Health, Addis Ababa
University, Addis Ababa, Ethiopia

SDepartment of Oncology, Addis Ababa University School of Medicine, Addis Ababa,
Ethiopia

“Department of Pediatrics and Child Health, School of Medicine, Addis Ababa
University, Addis Ababa, Ethiopia

SDepartment of Applied Information Technology, University of Gothenburg,
Gothenburg, Sweden

Acknowledgements The authors thank all study participants for the information
they provided and their tolerance during the interviews. We also thank the staff of
the paediatric oncology unit for assistance during data collection.

Contributors LD conceived, designed, implemented and conducted data

analysis. LD, AAddissie, EG, AAbraha, HA and NBL supervised, reviewed, corrected
manuscript draft and interpreted the study result. All authors read and approved the
final manuscript.NBL accepts full responsibility for the work and/or the conduct of
the study, had access to the data, and controlled the decision to publish.

Funding This work was supported by the Swedish Research Council
(Vetenskapsradet; grant number: 2017-05410, https://www.vr.se/).

Competing interests None declared.

Patient and public involvement Patients and/or the public were not involved in
the design, or conduct, or reporting, or dissemination plans of this research.

Patient consent for publication Not required.

Ethics approval Ethical clearance was obtained from the institutional review board
at the Department of Oncology, School of Medicine, College of Health Sciences,
Addis Ababa University (protocol number ONC IRB 27). Further permission was
obtained from TASH’s paediatric oncology centre. All participants were informed
about the study’s aim and the interview procedure, and were asked to sign a
consent form before participating in an interview. Participants were guaranteed
confidentiality, told that they could withdraw from the study at any time without
repercussion and permitted to refrain from answering questions that they felt
uncomfortable with. In addition, participants were allowed to stay after the
interview had ended to discuss their thoughts and emotions if they felt the need
for further reflection. All parents who were approached agreed to participate in the
study. Participants found to have significant levels of stress during the interviews
were offered referrals for further screening and follow-up.

Provenance and peer review Not commissioned; externally peer reviewed.

Data availability statement Data are available upon reasonable request. The
dataset analysed during the current study will be available from the corresponding
author on reasonable request.

Open access This is an open access article distributed in accordance with the
Creative Commons Attribution Non Commercial (CC BY-NC 4.0) license, which
permits others to distribute, remix, adapt, build upon this work non-commercially,
and license their derivative works on different terms, provided the original work is
properly cited, appropriate credit is given, any changes made indicated, and the use
is non-commercial. See: http://creativecommons.org/licenses/by-nc/4.0/.

ORCID iDs
Leul Deribe http://orcid.org/0000-0003-3379-3046
Nataliya Berbyuk Lindstrom http://orcid.org/0000-0002-4701-7884

REFERENCES

1 The Lancet Child Adolescent Health. Fighting childhood cancer with
data. Lancet Child Adolesc Health 2019;3:585.

2 Ward ZJ, Yeh JM, Bhakta N, et al. Estimating the total incidence of
global childhood cancer: a simulation-based analysis. Lancet Oncol
2019;20:483-93.

3 Bhakta N, Force LM, Allemani C, et al. Childhood cancer burden: a
review of global estimates. Lancet Oncol 2019;20:e42-53.

4 Ribeiro RC, Steliarova-Foucher E, Magrath |, et al. Baseline status of
paediatric oncology care in ten low-income or mid-income countries
receiving my child matters support: a descriptive study. Lancet Oncol
2008;9:721-9.

5 Hopkins J, Burns E, Eden T. International twinning partnerships:
an effective method of improving diagnosis, treatment and care for
children with cancer in low-middle income countries. J Cancer Policy
2013;1:e8-19.

6 Buhlinger KM, Borlagdan J, Agegnehu B, et al. Results of a pre-
implementation analysis of Ethiopia's national pediatric cancer
registry. J Oncol Pharm Pract 2021;27:1940-7.

Deribe L, et al. BMJ Open 2023;13:2065090. doi:10.1136/bmjopen-2022-065090

11

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

* (s3gv) Jnauadns juswaublasug
| p anbiydeiborqig 8ousby 1e Gzoz ‘€T sunr uo jwod fwg uadolway:dny woly papeojumoq "€20z Arenuer 9 uo 060590-2Z0Z-uadolwag/9eTT 0T se paysiignd 1s1y :uadQ [ING


https://www.vr.se/
http://creativecommons.org/licenses/by-nc/4.0/
http://orcid.org/0000-0003-3379-3046
http://orcid.org/0000-0002-4701-7884
http://dx.doi.org/10.1016/S2352-4642(19)30238-X
http://dx.doi.org/10.1016/S1470-2045(18)30909-4
http://dx.doi.org/10.1016/S1470-2045(18)30761-7
http://dx.doi.org/10.1016/S1470-2045(08)70194-3
http://dx.doi.org/10.1016/j.jcpo.2013.06.001
http://dx.doi.org/10.1177/1078155220980051
http://bmjopen.bmj.com/

7

10

Shad A, Challinor J, Cohen ML. Paediatric oncology in Ethiopia: an
INCTR-USA and Georgetown university hospital twinning initiative
with Tikur Anbessa specialized Hospital. Paediatric Cancers
2013:108-12.

Patterson JM, Holm KE, Gurney JG. The impact of childhood cancer
on the family: a qualitative analysis of strains, resources, and coping
behaviors. Psychooncology 2004;13:390-407.

Lazarus RS, Folkman S. Stress, appraisal, and coping. Springer
publishing company, 1984.

American Psychiatric Association. Diagnostic and statistical manual
of mental disorders: DSM-5TM. 5th ed. American Psychiatric

35

36

37

Balogun O, Rodin D, Ngwa W, et al. Challenges and prospects for
providing radiation oncology services in Africa. Semin Radiat Oncol
2017;27:184-8.

Zubizarreta EH, Fidarova E, Healy B. Need for radiotherapy in low
and middle income countries E the silent crisis continues statement
of search strategies used and sources of information estimating the
need for radiotherapy. Clin Oncol 2015;27:107-14.

Berhane A, Hailu T, Mulugeta A. Determinants of delayed diagnosis
among pediatric cancer patients from Ayder comprehensive
specialized Hospital, Mekelle, Northern Ethiopia. BMC Pediatr
2019;19:478.

Publishing, Inc, 2014. 38 Haileselassie W, Mulugeta T, Tigeneh W, et al. The situation of cancer

11 Shahsavarani AM, Azad E, Abadi M. Stress: facts and theories treatment in Ethiopia: challenges and opportunities. J Cancer Prev
through literature review. Int J Med Rev 2015;2:230-41. 2019;24:33-42.

12 Deater-Deckard K. Parenting stress and child adjustment: some old 39 Wang RH, Martinson IM. Behavioral responses of healthy Chinese
hypotheses and new questions. Clinical Psychology: Science and siblings to the stress of childhood cancer in the family: a longitudinal
Practice 1998;5:314-32. study. J Pediatr Nurs 1996;11:383-91.

13 Pollock EA, Litzelman K, Wisk LE, et al. Correlates of physiological 40 iung IMc}j—L Park M-H, Kim IFSf-J. Jeong Kim S,I et 6:/- Delcijrium-rellar:edl A
and psychological stress among parents of childhood cancer and nowledge, caregiving performance, stress levels, and mental healt
brain tumor survivors. Acad Pediatr 2013;13:105-12. of family caregivers of terminal cancer patients with delirium in a

14 Lakkis NA, Khoury JM, Mahmassani DM, et al. Psychological distress hospice care unit. J Hosp Palliat Care 2021;24:116-29.
and coping strategies in parents of children with cancer in Lebanon. 41 Motlagh ME, Mirzaei-Alavijeh M, Hosseini SN. Information needs

1 ﬁs}(,jcho:ﬂnclg/ogykz01h6;’%/|5;4ﬁ8;34. " i / :ézsnisesrn;g‘t/ e;rg:)gn% g?riieg;s 705 children with cancer. Asian Pac J

5 Naderi M, Firouzkoohi Moghadam M, Hamzenejad M, et al. v ey —/Y. ) o
Post-Traumatic stress disorder and related factors in parents of 42 Ganz FD, Yihye G, Beckman N. Family-centered communication
children with cancer in south-east of Iran. Iran Red Crescent Med J gg?gaggtg;jfe;; in Israeli intensive care units. Am J Crit Care
2012;14:776-81. ,20:2/4-00.

16 Kazak AE, Boeving CA, Alderfer MA, et al. Posttraumatic stress 43 Wittenberg E, Kerr AM, Goldsmith J. Exploring family caregiver
symptoms during treatment in parents of children with cancer. J Clin Zomyﬁ,n'033'30;.dl"fgcunlggzﬁgngsc?fgl\slgf quality of life and anxiety.
Oncol 2005;23:7405-10. m J [osp Falliat Care 2021;56:14/7-95. B

17 Dunn MJ, Rodriguez EM, Barnwell AS, et al. Posttraumatic stress 44 Mezgebu E, B.erhan E_! Deribe L. Predictors 0’_‘ Resilience Among
symptoms in parents of children with cancer within six months of ’;g;%”tf%fﬁhg?’e” with Cancer : Cross-Sectional Study,
diagnosis. Health Psychol 2012;31:176-85. s 1Toti=21. )

18 Iranmanesh S, Shamsi A, Dehghan M. Post-Traumatic stress 45 AV?GV;’ Sijseg E. Drgg 'rifte%g{g%?rgg 'g chemotherapy of cancer
symptoms among Iranian parents of children during cancer patients. J Lancer oci iher U/:00-3.
triat?nent. Issuengent Heglth Nurs 2015;36:279—8%. 46 Carlsson T, Kukkola L, Ljungman L, et al. Psychological distress in

19 Rodriguez EM, Dunn MJ, Zuckerman T, et al. Cancer-Related parents of children treated for cancer: an explorative study. PLoS
lsjour(;)esl gg1st2r257s1f grscggdren Wit cancer and their parents. J Pedatr 47 (Z)gt?rggll ?55\1]4:Zeec:t221egrfls_?z1)ﬁélity of life issues and cancer survivorship

'sycho ;37:185-97. ) - -

20 Ph}i/pps S, Long A, Hudson M, et al. Symptoms of post-traumatic Curr Probl Cancer 2003;27:198-211.
stress in children with cancer and their parents: effects of 48 Jurbergs N, Long A, Ticona L, et al. Symptoms of posttraumatic
informant and time from diagnosis. Pediatr Blood Cancer stress in parents of children with cancer: are they elevated relative to
2005:45:952-9. ’ parents of healthy children? J Pediatr Psychol 2009;34:4-13.

21 dos Santos Alves DF, de Brito Guirardello E, Kurashima AY. Stress 49 chZUJAC:;Sft:LT;C"é'S g)fzrtgétlrf:rt\tBoFf’ r‘?(t)z/ . zﬁggfkggziszsg{ggaﬂer
related to care: the impact of childhood cancer on the lives of e - > ?
parents. Rev Lat Am Enfermagem 2013;21:356-62. doi:10.1590/ Zig;‘i; ;%Zg'ctggi':g' assesement roégf:';’ag g!?g?goﬁuél'gy of life,
S0104-11692013000100010 ] : ; A

22 Vrijmoet-Wiersma CMJ, van Klink JMM, Kolk AM, et al. Assessment 50 Elsert_C, Up_ton P Costghqlfdcgrlng;lor Zﬁgld \ggg;ggcfg;g
3pr ez;entell__l, ps;;’cl}ozlgggglssggejs igspzdiazrgc1c;gr1§:/er: 2 reyieV\c/).O 51 g:frsk Il?/lmclslireebzu'ltvﬁiﬁllstréjm Iagetrivei}r?g to seuvrvive' f,arr;ilies'_li\-/ed

ediatr Psycho ;33:694-706. doi:10. ipepsy/jsn007 e ’ T ) . ,

23 Gage-Bouchard EA, Devine KA, Heckler CE. The relationship i[xeeg%%%e;g_";ggjgh”d is diagnosed with cancer. J Pediatr Oncol
betwgen socig—dgmogrgp hic char acterist'ics, family envir onment and 52 E#\%pian l’:ed-eral Miﬁistry of Health. National Cancer Control Plan
,c\:;lrggéver coping in families of children with cancer. J Clin Psychol 2016 - 2020 of Ethiopia. Disease Prévention and Control Directoriate

ed Settings - . .

24 Carr D, Pudrovska T. Mid-Life and Later-Life Crises. In: Encyclopedia 53 Qidk'ﬁ_A::Eg rr2181l35.Tigeneh W. Patterns of care of cancers and
of gerontology. Elsevier, 2007: 175-85. S . AT

25 Sutan R, Al-Saidi NA, Latiff ZA, et al. Coping strategies among ;aocgqalt?fgapy in Ethiopia original reports Abstract.. J Glob Oncol
gg;?g%ggﬂggen with acute lymphoblastic leukemia. Health 54 Masa'Deh R, Collier J, Hall C, et al. Predictors of stress of parents

26 Ginay U, Ozkan M. Emotions and coping methods of Turkish parents gg1a3cgllg(;j1\ivgl;g cancer: a Jordanian perspective. Glob J Health Sci

27 ﬁ;crgg?ée&_wt;gg:;%e; JBI:?]/;: ?EFCO()%?:Qi?:a?(ia:g(:essgi?\_s;rzénts of 55 Johnson EM, Ross DB. The cost of cancer: the association of
children witi1 cancer S")C Sci Med 2005:60:965-75 financial and cancer-related stress on maladaptive coping styles in

28 Endalamaw A Assirﬁamaw NT, Ayele TA, e.t al Pre\}alence of families with a cancer diagnosis. Contemp Fam Ther 2021:1-10.

) ’ o " ) ) 56 Bayat M, Erdem E, Gul Kuzucu E. Depression, anxiety, hopelessness,
childhood cancer among children attending referral hospitals of anél social support levels of the parenﬁs of children w?;h ce?ncer J
outpatient department in Ethiopia. BMC Cancer 2021;21:1-10. Pediatr Oncol Nurs 2008:25:247-53 .

29 Federa] ngocratic Republic Of. Et_hiopia. Population census . 57 Robinson KE, Gerhardt éA -Vannatt-a K, et al. Parent and family
Commission. summary and statistical report of the 2007 population factors assoc’iate d with chii da djustmer;t to pediatric cancer
and housing census results, 2008. J Pediatr Psychol ’

30 Grossoehme DH. Overview of qualitative research. J Health Care 58 Tan AJN Tieyw LH, Shorey S. Experiences and needs of parents
Chaplain 2014;.20:1 09_22.' . . ) o of palliative paediatric oncology patients: a meta-synthesis. Eur J

31 Moser A, Korstjens |. Series: practical guidance to qualitative Cancer Care 2021:30:1-20
research. Part 3: sampling, data collection and analysis. Eur J Gen 59 Manne SL, Du Har’neI.K, Géllelli K, et al. Posttraumatic stress
Pract 2018;24:9-18. . . L disorder among mothers of pediatric cancer survivors: diagnosis,

32 BraunV, Clarke V. Using thematic analysis in psychology. Qual Res comorbidity, and utility of the PTSD checklist as a screening
Psychol 2006‘3'77_1.01 ’ . ) ) L instrument. J Pediatr Psychol 1998;23:357-66.

33 Shenton AK. Strategies for ensuring trustworthiness in qualitative 60 Cohen S. Social relationships and health. Am Psychol
research projects. Education for Information 2004;22:63-75. 200 4'59'676—8 4 ’

34 Naicker S, Plange-Rhule J, Tutt RC, et al. Shortage of healthcare T ’
workers in developing countries--Africa. Ethn Dis 2009;19:S1-60-4.

1.
12 Deribe L, et al. BMJ Open 2023;13:€065090. doi:10.1136/bmjopen-2022-065090

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

* (s3gv) Jnauadns juswaublasug
| p anbiydeiborqig 8ousby 1e Gzoz ‘€T sunr uo jwod fwg uadolway:dny woly papeojumoq "€20z Arenuer 9 uo 060590-2Z0Z-uadolwag/9eTT 0T se paysiignd 1s1y :uadQ [ING


http://dx.doi.org/10.1002/pon.761
http://dx.doi.org/10.1111/j.1468-2850.1998.tb00152.x
http://dx.doi.org/10.1111/j.1468-2850.1998.tb00152.x
http://dx.doi.org/10.1016/j.acap.2012.11.005
http://dx.doi.org/10.1002/pon.3934
http://dx.doi.org/10.5812/ircmj.2163
http://dx.doi.org/10.1200/JCO.2005.09.110
http://dx.doi.org/10.1200/JCO.2005.09.110
http://dx.doi.org/10.1037/a0025545
http://dx.doi.org/10.3109/01612840.2014.983622
http://dx.doi.org/10.1093/jpepsy/jsr054
http://dx.doi.org/10.1093/jpepsy/jsr054
http://dx.doi.org/10.1002/pbc.20373
http://dx.doi.org/10.1590/S0104-11692013000100010
http://dx.doi.org/10.1093/jpepsy/jsn007
http://dx.doi.org/10.1093/jpepsy/jsn007
http://dx.doi.org/10.1007/s10880-013-9362-3
http://dx.doi.org/10.1007/s10880-013-9362-3
http://dx.doi.org/10.4236/health.2017.97071
http://dx.doi.org/10.1080/07347332.2018.1555197
http://dx.doi.org/10.1016/j.socscimed.2004.06.030
http://dx.doi.org/10.1186/s12885-021-08014-0
http://dx.doi.org/10.1080/08854726.2014.925660
http://dx.doi.org/10.1080/08854726.2014.925660
http://dx.doi.org/10.1080/13814788.2017.1375091
http://dx.doi.org/10.1080/13814788.2017.1375091
http://dx.doi.org/10.1191/1478088706qp063oa
http://dx.doi.org/10.1191/1478088706qp063oa
http://dx.doi.org/10.3233/EFI-2004-22201
http://www.ncbi.nlm.nih.gov/pubmed/19484878
http://dx.doi.org/10.1016/j.semradonc.2016.11.011
http://dx.doi.org/10.1016/j.clon.2014.10.006
http://dx.doi.org/10.1186/s12887-019-1848-1
http://dx.doi.org/10.15430/JCP.2019.24.1.33
http://dx.doi.org/10.1016/S0882-5963(96)80083-2
http://dx.doi.org/10.14475/jhpc.2021.24.2.116
http://dx.doi.org/10.31557/APJCP.2019.20.6.1865
http://dx.doi.org/10.31557/APJCP.2019.20.6.1865
http://dx.doi.org/10.4037/ajcc2019562
http://dx.doi.org/10.1177/1049909120935371
http://dx.doi.org/10.4172/1948-5956.1000325
http://dx.doi.org/10.1371/journal.pone.0218860
http://dx.doi.org/10.1371/journal.pone.0218860
http://dx.doi.org/10.1016/S0147-0272(03)00027-8
http://dx.doi.org/10.1093/jpepsy/jsm119
http://dx.doi.org/10.1111/j.1365-2354.2008.01041.x
http://dx.doi.org/10.1111/j.1365-2214.2006.00710.x
http://dx.doi.org/10.1177/1043454205279303
http://dx.doi.org/10.1177/1043454205279303
http://dx.doi.org/10.1200/JGO.19.00129
http://dx.doi.org/10.5539/gjhs.v5n6p81
http://dx.doi.org/10.1007/s10591-021-09595-5
http://dx.doi.org/10.1177/1043454208321139
http://dx.doi.org/10.1177/1043454208321139
http://dx.doi.org/10.1093/jpepsy/jsl038
http://dx.doi.org/10.1093/jpepsy/jsl038
http://dx.doi.org/10.1111/ecc.13388
http://dx.doi.org/10.1111/ecc.13388
http://dx.doi.org/10.1093/jpepsy/23.6.357
http://dx.doi.org/10.1037/0003-066X.59.8.676
http://bmjopen.bmj.com/

61

62

63

64

65

66

67

68

Rumpold T, Schur S, Amering M, et al. Hope as determinant for
psychiatric morbidity in family caregivers of advanced cancer
patients. Psychooncology 2017;26:672-8.

Duggleby WD, Williams A, Holstlander L, et al. Hope of rural women
caregivers of persons with advanced cancer: guilt, self-efficacy and
mental health. Rural Remote Health 2014;14:2561.

Eche IJ, Eche IM, Pires C, et al. A systematic Mixed-Studies review
of hope experiences in parents of children with cancer. Cancer Nurs
2022;45:E43-58.

Remmers H, Holtgrawe M, Pinkert C. Stress and nursing care needs
of women with breast cancer during primary treatment: a qualitative
study. Eur J Oncol Nurs 2010;14:11-16.

Soothill K, Morris SM, Harman JC, et al. Cancer and faith. Having
faith--does it make a difference among patients and their informal
carers? Scand J Caring Sci 2002;16:256-63.

Abernethy AD, Chang HT, Seidlitz L, et al. Religious coping

and depression among spouses of people with lung cancer.
Psychosomatics 2002;43:456-63.

Vitorino LM, Lopes-Junior LC, de Oliveira GH, et al. Spiritual
and religious coping and depression among family caregivers
of pediatric cancer patients in Latin America. Psychooncology
2018;27:1900-7.

Hildenbrand AK, Clawson KJ, Alderfer MA, et al. Coping with
pediatric cancer. J Pediatr Oncol Nurs 2011;28:344-54.

69

70

71

72

73

74

75

Yoshimoto SM, Ghorbani S, Baer JM, et al. Religious coping and

problem-solving by couples faced with prostate cancer. Eur J Cancer

Care 2006;15:481-8.

Mazhari F, Rayyani M, Iranmanesh S, et al. Power of religious beliefs

and coping with cancer: opinions of Iranian parents. J Relig Health

2021;60:2878-91.

Banerjee AT, Watt L, Gulati S. Cultural Beliefs and Coping Strategies

Related to Childhood Cancer : The Perceptions of South Asian
Immigrant Parents in Canada. Journal of Pediatric Hematology/
Oncology Nursing 2011.

Biggs A, Brough P, Drummond S. Lazarus and Folkman’s

Psychological Stress and Coping Theory. In: The Handbook of stress

and health, 2017: 349-64.

Miedema B, Hamilton R, Fortin P, et al. “You can only take so much,
and it took everything out of me”: Coping strategies used by parents

of children with cancer. Pall Supp Care 2010;8:197-206.

Hile S, Erickson SJ, Agee B, et al. Parental stress predicts functional

outcome in pediatric cancer survivors parental stress predicts
functional outcome in pediatric cancer survivors. Psychooncology
2016;23:1157-64.

Wong MY-F, Chan SW-CThe qualitative experience of Chinese

parents with children diagnosed of cancer. J Clin Nurs 2006;15:710-7.

Deribe L, et al. BMJ Open 2023;13:2065090. doi:10.1136/bmjopen-2022-065090

13

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

* (s3gv) Jnauadns juswaublasug
| p anbiydeiborqig 8ousby 1e Gzoz ‘€T sunr uo jwod fwg uadolway:dny woly papeojumoq "€20z Arenuer 9 uo 060590-2Z0Z-uadolwag/9eTT 0T se paysiignd 1s1y :uadQ [ING


http://dx.doi.org/10.1002/pon.4205
http://dx.doi.org/10.22605/RRH2561
http://dx.doi.org/10.1097/NCC.0000000000000841
http://dx.doi.org/10.1016/j.ejon.2009.07.002
http://dx.doi.org/10.1046/j.1471-6712.2002.00097.x
http://dx.doi.org/10.1176/appi.psy.43.6.456
http://dx.doi.org/10.1002/pon.4739
http://dx.doi.org/10.1177/1043454211430823
http://dx.doi.org/10.1111/j.1365-2354.2006.00700.x
http://dx.doi.org/10.1111/j.1365-2354.2006.00700.x
http://dx.doi.org/10.1007/s10943-019-00959-8
http://dx.doi.org/10.1177/1043454211408106
http://dx.doi.org/10.1177/1043454211408106
http://dx.doi.org/10.1017/S1478951510000015
http://dx.doi.org/10.1002/pon.3543
http://dx.doi.org/10.1111/j.1365-2702.2006.01297.x
http://bmjopen.bmj.com/

	Stress and coping strategies among parents of children with cancer at Tikur Anbessa Specialized Hospital paediatric oncology unit, Ethiopia: a phenomenological study
	Abstract
	Introduction﻿﻿
	Methods
	Study setting and approach
	Participant selection
	Interviews
	Data analysis
	Trustworthiness
	Patient and public involvement

	Results
	Participant characteristics
	Theme 1: sources of stress
	Parents’ understanding of cancer
	Child health-related stressors
	Health facility-related stressors
	Long waiting times for diagnosis and starting treatment
	Long hospital stays
	Lack of drugs
	Referral to TASH
	Receiving inadequate information or no information at all

	Social/financial support-related stressors
	Witnessing others’ bad experiences

	Theme 2: conditions decreasing stress
	Child treatment-related factors
	Hospital-related factors
	Social factors

	Theme 3: coping strategies

	Discussion
	Conclusions
	Limitations and future research
	Practical implications

	References


