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ABSRACT
Background: Childhood cancer is a global health concern, affecting early childhood and
adolescence. It's the second most prevalent cause of death in both industrialized and developing
countries, with 90% in Africa, especially Ethiopia, due to a lack of early diagnostic facilities and
control initiatives. Family caregivers face stress after recovery of their child illness; they have
diverse needs, including psychosocial, emotional, spiritual, cognitive, healthcare service, health
information, and financial needs, which should be addressed to provide comprehensive cancer care.
Objective: Assessment of the healthcare needs of family caregivers who are caring for their children
with cancer at Tikur Anbessa Specialized Hospital in Addis Ababa. Methods: A cross-sectional
study surveyed 239 caregivers using SCNS-P&C for healthcare needs and medical records for
clinical and socio-demographic data. Logistic regression including bivariate and multivariate
analysis considering 95% confidence interval (CI) was utilized to examine association between
dependent and independent variables. P-value <.05 was considered statistically significant. Result:
Total Unmet needs of family caregivers’ were 49.8%. On average, most participants reported unmet
information and practical needs (61.9%), followed by health care and service needs (60.9%) and
work and social life needs (60%). The top most unmet needs were getting emotional support (83.2%)
and finding out financial support (78.3%). Discussing concerns with physicians (75.3%), accessing
support services for caregivers (75.3%) were other frequently reported health care needs. Seven
variables showed a statistically significant association with family caregivers’ health care needs,
including: female family caregivers, young adult and unemployed caregivers, family caregivers
having children with relapsed cancer, having more than 3 children, and having a male child with
cancer (AOR=4.729; 95% ClI: 2.149-10.405), (AOR=5.850; 95% CI: 1.750-19.562), (AOR=4.019;
95% ClI: 1.704-9.483), (AOR=4.789; 95% CI: 1.645-13.939), (AOR=4.726; 95% ClI: 1.628- 13.720)
and (AOR=2.575; 95% CI: 1.152-5.755) respectively. Also, single parents (divorced and widowed)
have more health care needs than married parents. Conclusion and Recommendations: In the
study, unmet family caregivers needs was high. Emotional, psychosocial, and financial support to
manage living expenses and child cancer treatment are predictors for unmet family caregivers needs.
Therefore, the findings suggested nurse-led interventions to improve parents' quality of life, such as
involving support groups, psychosocial support from health care providers, governmental and
nongovernmental organizations collaboration. Further qualitative studies are recommended to

explore deeply their further needs. Keywords: Childhood cancer, family caregivers, health care need
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CHAPTER ONE: INTRODUCTION

1.1 Background of the study

Cancer is a condition in which aberrant cells proliferate and develop out of control,
encroaching on neighboring tissues and traveling to other areas of the body via blood vessels and
lymphatic systems, impairing the normal cells' ability to function (1). Childhood cancer is a global,
life-threatening, non-communicable condition that is on the rise (2,3). Cancer is a major cause of
death for children in both developed and developing nations, exacerbating infectious diseases and
malnutrition-related mortality (4). Unlike adult cancer, childhood cancer is highly curable, even in
resource-constrained settings, if diagnosed early and treated effectively. A rise in childhood cancer
diagnoses has made cancer the second most common cause of death for children between the ages of
five and fourteen. It affects 400,000 new cases annually, with 90% of this burden in LMICs (5).
Despite the rising cancer burden, there are insufficient diagnostic facilities and control programs in
most African countries (6). Over 90% of childhood cancer deaths occur in low-resource settings
because many children in low- and middle-income countries do not receive or complete care (7).

Each year, there are more than a total of 150,000 cancer cases, or approximately 6,000 new
cases of pediatric cancer, according to hospital records that were published in 2015 in Ethiopia(8).
The mortality rates for most pediatric cancer cases are near 100% in developing countries. The most
common childhood malignancies encountered include lymphomas, leukemia, soft tissue sarcomas,
osteosarcoma, and neuroblastoma (9).

The crisis due to illness and hospitalization of Children causes tension and anxiety for their
families, as they are the primary support and care provider for sick children (10). The period
following their child’s diagnosis and the initiation of treatment may be stressful and disturbing
leading them to depression. The childhood cancer burdens the caregivers by causing physical,
mental, emotional, and behavioral changes or developing psychological stress. This high demand can
lead to burnout, reduced quality of life, and strain on caregivers. Previous study results showed that
it is generally known that parents of children with cancer experience a tremendous psychological
burden, with depressive symptoms frequently resulting from mild-to-severe stress. The main causes
include their child's cancer diagnosis and treatment, chemotherapy side effects or medication

reactions, lack of social support or financial struggles, ignorance of the illness, seeing potential death



in another sick child and insufficient knowledge about how to take care of their child while
undergoing treatment.

Cancer treatment typically includes chemotherapy, radiotherapy, and surgery. The treatment
course needs frequent visits from health care institutions to ensure rehabilitation (11). At this time,
family members play a crucial role in managing a sick child with cancer. Often, cancer disease
management is complex in terms of cost and time. Therefore, early discharge (transferring from
healthcare to community care) and self-management are considered as means of solution. The sick
child care responsibility falls over the shoulders of the mother, particularly in African culture. The
woman will be in a position to handle medical emergencies, patient transfers, provide social and
psychological support, and act as a legal assistant (3).

Family caregivers need support in understanding, managing symptoms, providing personal
care, and discussing the disease. Sudden life changes disrupt family and psychosomatic balance,
leading to increased physical and mental illnesses and eventually reducing social interactions (12).
Childhood cancer causes stress for the parents, which leads them to seek supportive care to manage
stressors (13). Supportive care includes physical, emotional, psychological, and spiritual domains.
Giving family-centered care and support will increase survival rates for childhood cancers and
family caregivers’ psychological wellbeing. This study aims to assess the family caregivers' health
care needs and the associated factors. Africa faces limited investment in cancer control programs due
to health demands and limited knowledge about child burden and families. Despite the growing
global attention to fighting this reality, childhood cancer control was given low and medium priority
in Ethiopia’s recently revised essential health services package (EHSP), probably due to inadequate

advocacy work on the burden and the high chance of a cure for childhood cancer (14).



1.2. Statement of the problem

A family caregiver provides comprehensive care without age segregation, involving family
caregivers in emotional, physical, and instrumental support to address difficulties in patients (15).
Pediatric cancer affects patients and family caregivers, affecting their quality of life and family
functioning (16). Parents of children with life-threatening diseases face numerous unmet healthcare
needs, including informational, financial, emotional, physical, psychological, educational, and
spiritual needs, requiring continuous supportive care in order to meet the basic needs of children
7).

Cancer diagnosis can cause shock, suffering, and changes in daily routines (18), disrupting
psychosomatic balance and family functioning, leading to fitness decline, increased somatic
ailments, and limited social and professional connections (12). Chemotherapy can cause pain,
anxiety, depression, stress, and burnout in caregivers (19-21). Studies showed that mothers
experience higher stress levels than fathers (22). High medical expenses can lead to a family's
income decrease due to resigning from work or limiting work hours to care for a sick child (23).
Financial needs include those related to care and treatment (24) and other logistical problems (18).

Cancer in children significantly impacts their lives and family caregivers' psychological
wellbeing, often leading to anxiety, fear, and depression (3), prompting parents to seek supportive
care (13). Assessing families' needs, especially during disease onset, is crucial for predicting
psychosocial risks and responding promptly (25).

Parents of cancer patients require clear, understandable information about their child's
condition for effective healthcare participation and childcare decisions (26,27), including long-term
effects, psychological consequences, parental performance, behavioral problems, education, sleep
disorders, eating, communication and emotional needs (28). Family Caregivers’ of Children with
cancer face emotional needs like uncertainty about treatment, cure, and future (29-31).

Providing care to a cancer-diagnosed child requires a full-time task since patients require
assistance to watch out for chemotherapy side effects and emergency comorbidities. These
responsibilities can last for years until the patient is cured or passes away. Parents of cancer
survivors report prolonged stress, even after their children's recovery. Caregivers face physical,
mental, financial, and social responsibilities, and it also affects inter-personal relationships (32). This
can lead to a decline in social networks and an increased burden on mothers (33). Family Caregivers

usually find less time for socializing with friends and family due to their full-time careers, especially



in resource-limited environments. These parents find it difficult to care for themselves, their home,
and most importantly, their ill children (8).

Support is crucial in extreme crises, as caregivers may lack the necessary resources to cope
with diagnosis and disease management in low-resource settings due to the scarcity of healthcare
personnel. There are surprisingly few cancer specialists in Ethiopia, according to the Federal
Ministry of Health (34). These factors make parents or other family members primarily responsible
for the care of the child with cancer. This could cause parents to be stressed because of how their
child's cancer diagnosis would influence their ability to give him or her necessary treatment.

Clinics lack support mechanisms, burdening caregivers, with only patients receiving distress
tests and treatment plans, potentially affecting patient health (35) and potentially affecting cancer
treatment for children (36). Since doctors are primarily concerned about their patients care, family
caregivers are sometimes overlooked and thus missed. Parents frequently experience feelings of guilt
when their kid receives a cancer diagnosis, which can have a long-term emotional and financial
impact on the child and their family. As a result, parents of cancer survivors may be more vulnerable
to physical and mental health problems. An increasing body of literature supports that different
degrees of parental distress persist even after treatment completed (37).

Parents of children with cancer face significant emotional distress due to uncertainty about
diagnosis, treatment, and future life, requiring psychological support, empathy, and mutual
understanding (38). Healthcare needs assessments help prioritize service needs, allocate resources,
and develop cost-effective solutions for family caregivers, addressing challenges such as patient
prioritization only, screening time, and reluctance to discuss their concerns publicly (39).

Ethiopia reports 80% of cancer cases are diagnosed at advanced stages; of those diagnosed
cancer cases, children account for 20%. With 12,192 children dying annually from all forms of
cancer and 8,800 children dying each year (34), Tikur Anbessa Specialized Hospital (TASH),
Ethiopia's only pediatric oncology unit, provides comprehensive treatment for 500-600 children
annually, but research on the family caregivers’ health care needs shows that none or few are
available (40). This study aims to determine the level of healthcare needs of family caregivers of
cancer survivor children and associated factors at Tikur Anbessa Specialized Hospital in Addis
Ababa, Ethiopia.



1.3. Significance of the study

The late presentation of children with advanced cancer stages in LMICs is a result of low
cancer awareness and treatment delays, which increase the treatment burden on medical
professionals and place more responsibility on family caregivers (26). It is necessary to acknowledge
the magnitude of the caregiver burden, special needs, and challenges experienced by family health
caregivers of children with cancer who are responsible for delivering cancer care.
The study's results may provide guidance on how caregivers are impacted and how to effectively
implement government programs and policies to meet the health care needs of these family
caregivers. The Federal Ministry of Health (FMOH), public health policy makers, and health care
planners will use the study's findings to prioritize service needs in order to improve the quality of
cancer care and the well-being of family caregivers. Understanding family caregivers' healthcare
needs is crucial for creating support networks and for developing public health policies.
Additionally, it enables medical professionals providing pediatric oncology care to cancer patients
to attend to the family caregivers’ top priority needs. It helps nurses teach family caregivers’ coping
methods for their stress and give the best care they can for their sick children. It advances our
understanding of the treatment of pediatric cancer and lays the groundwork for the development of
best practices and guidelines.

Generally, the findings can help allocate resources and implement programs, contributing to a
global understanding of pediatric oncology care and developing best practices for similar healthcare
settings. Researchers can also use them as a baseline source of data for future research on family

caregivers’ healthcare needs.



CHAPTER TWO: LITERATURE REVIEW

The literature search focused on the work and financial needs, psychological and emotional needs,
informational and communication needs, health care and service needs domain, and factors affecting

family caregivers’ health care needs.

2.1. Family caregivers health care needs

Family caregivers offer ongoing support to sick children in terms of physical and emotional

care. These care supports require general preparation, as such information, medical, emotional, and
financial support for family caregivers can improve their psychological well-being and lower
morbidity and mortality. However, assessing their needs is challenging due to prioritizing patients, a
lack of screening time, and reluctance to discuss their concerns publicly. The informal nature of
assessments also makes their needs less visible.
A Polish study reveals 70% of family caregivers’ of cancer survivor children require medical
information, 55% psychological support, and 30% financial assistance. Age, education, and gender
do not differ. The length of illness and the type of needs varied. Elderly children need emotional
support more. Comorbidities increase assistance (10).

An investigation in West Java, Indonesia, found that the majority of participants (71.8%)
reported unmet information and practical needs, followed by work and social life needs (61.7%).
Unmet needs of caregivers include financial support and travel insurance (81.4%), discussing
concerns with physicians, accessing the best medical care, and information on treatment side effects
(78.2%) (41).

A survey found that 83% of parents have over ten unmet needs, with information being the
most significant. 49% of parents reported anxiety symptoms. Higher education levels and fewer

children were associated with higher psychological requirements (42).

2.2. Work and Social needs

Medical expenses are mostly made up of costs spent using healthcare for hospitalization,
diagnosis, treatment/chemotherapy, professional fees, and patient food. Nonmedical expenses
include all family-borne out-of-pocket costs during the course of treatment (transport, food, hotel,
communication, etc.). Lifesaving cancer therapy is costly, and the financial costs of hidden non-
medical expenses and loss of income due to reduction or termination of parental employment that are

rarely reported and may result in financial burden for families can cause family disruption. Financial



difficulties continue to be a significant source of stress for families whose children have cancer, but
they are still not well understood. The financial load can have long-term implications for the
financial security, quality of life, and future well-being of the entire family, including the affected
child's siblings, in addition to the stress of the diagnosis and treatment.

Warner et al. (2021) highlight the financial strain on families in developing countries due to
pediatric cancer treatment, highlighting the severe financial challenges faced by cancer patients (43).
Financial toxicity during cancer treatment, particularly in resource-limited countries, is a significant
issue, with nonmedical expenses accounting for over 45% of total expenditure, particularly in rural
areas (44). Families traveling outside their region to access health services should receive medical
travel subsidies and reimbursement for meals, accommodation, and gas expenses (43) and having
health-insurance could have the potential of improving treatment outcomes and survival (45).

The occurrence of financial needs and highly valued support for financial needs related to
care and treatment have been demonstrated in numerous studies (24). In contrast, Qingying et al.
showed that as long as the family was assured that the child would receive treatment, financial needs
were less of a priority than were other logistical problems (18).

Landowska’s 2022 study in Poland found that only 30% were in the financial needs domain, but in
West Java, Indonesia, a study revealed that cancer patients often face unmet needs such as financial
support and travel insurance (81.4%). High treatment costs disrupt caregivers' social lives and
financial sources in Ghana, while financial difficulties in India lead to stress and debt, negatively
impacting families' financial stability but not leading to withdrawal from care. US parents of cancer
children report job disruptions, with 42% resigning, the wealthiest families losing only 5%, and 50%

of the lowest households losing over 40% (60).

2.3. Psychological and Emotional needs

Family caregivers of CCS are reported to have an increased risk of anxiety, depression,
posttraumatic stress disorder (46), and impaired health-related quality of life(HRQoL) compared to
the general population. They have higher psychological and emotional needs. The experience of
parenting a child with cancer may be more traumatic than the actual disease. It has been noted that
burnout symptoms like headaches, sleeplessness, and exhaustion are common in caretakers. Cancer
in children significantly impacts caregivers' psychological wellbeing, leading to anxiety, fear, and
depression, resulting in deteriorated mental well-being and increased worry during therapy (3). The



most important emotional need was the feeling of uncertainty about the child’s cancer, cure,
diagnosis, treatment, symptom management, and the future (47).

Caregivers face psychosocial burden, burnout symptoms, and negative effects from child behavioral
and physical changes due to cancer treatment, with 75% reporting overwhelming burden (3).

Research primarily focuses on adult caregivers of cancer patients, neglecting the
psychosocial make-up of young caregivers due to their higher psychological challenges (48).
Bruce's research indicates that parents are more likely to develop PTSD and PTSS. Studies on cancer
parents reveal increased stress, anxiety, and depression among caregivers (23). Unsar et al.'s 2021
study found that caregivers' burden is influenced by age and daily or hourly care, with younger,
female caregivers spending longer daily.

In KwaZulu Natal, South Africa, parents faced new responsibilities (67), causing unease
among mothers. Despite her recovery, the family struggled to restore stability (49). Wiener et al's
study in the USA revealed that siblings experience loneliness due to their parents' hospitalization,
disrupting daily life routines and leading to psychological problems.

A Moroccan study shows caregivers face reduced socialization and neglect their families (49),
potentially hindering quality care (50). Wang et al. link patient QoL to caregiver unfulfilled demands
(51). Research shows a negative correlation between primary caregivers' health outcomes and
pediatric cancer care (52), emphasizing the importance of informal caregivers' collaboration and

compliance in successful management (53).

2.4. Information and communication needs

Families need clear and concise information about a child's health, which is crucial for
informed healthcare participation and childcare decisions, especially for African cancer patients (54).
Parents of cancer patients often complain of incomplete information provided by the medical team
about the condition and treatment of their children (27,55), but Mitchell et al.'s study found that
parents were satisfied with the medical information provided by doctors and nurses during the
diagnosis and treatment process (49).

A Polish study highlights the need for parents to have accurate health information for
informed healthcare decisions (56). The survey found 70% needed medical information, which was
the highest among parents' unmet needs. Parents of older children need emotional support and should
provide necessary medical information during diagnosis and treatment. A Korean study reveals

caregivers of childhood cancer survivors have the highest unmet needs for information about the
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iliness, therapies, patient care, and financial support, suggesting comprehensive cancer care (57).
Higher household incomes and older caregivers of cancer patients have lower unmet information
needs (78), while younger caregivers have more, possibly due to increased infertility and post-
treatment effects.

Research in West Java, Indonesia, shows that 71.8% of participants feel their practical and
information needs are not met, including discussing concerns with doctors, receiving the best

medical care, and receiving emotional support.

2.5. Health Care and Service Needs

The health care and service needs include caregivers getting emotional support for
themselves from family and the community and addressing problems with sex life from health
professionals. The main causes of parents' dissatisfaction with their needs are structural
shortcomings such as inadequate structure, lack of systematized comfort care services, absence of
family involvement, and legal, security, and financial concerns (58), despite the emphasis placed by
policymakers on the significance of community-based service delivery. In another perspective,
meeting the needs of mothers whose children have cancer can be achieved by offering comfort care
and considering it from a variety of perspectives.

Some parents in the community expressed dissatisfaction at being neglected or alone after

learning that their child had cancer. The sense of being unsupported was widespread among
divorcees, widows, widowers, and single parents. They reasoned that having a spouse assist in caring
for the cancerous child would lessen the load.
Community services could help by organizing the family's belongings, helping them get ready for
the funeral, and easing their existential and emotional suffering while they mourn. In order to meet
the requirements of the patient at home (59) and the family, community nurses can provide direct
support (60). For families receiving palliative and end-of-life care, outside assistance and community
involvement may also be options (61).

It is taboo to discuss sexuality, and many feel embarrassed about it (62). Medical
practitioners understand that having sex is a personal matter (63). To provide holistic care, the
palliative care approach still necessitates a thorough evaluation of any possible problems affecting
the patient and their family (45). There is still a lack of confidence among medical personnel to talk

to patients and their families about sexuality concerns. Before bringing up this topic, health providers



should be aware of social norms about sex (64), but also recognize that one's capacity for sexual
expression lasts all the way to death (65).

The health system struggles to provide adequate counseling services due to a shortage of
specialized medical personnel, negative attitudes among healthcare personnel, and communication
barriers resulting from linguistic barriers (66).

A survey in West Java, Indonesia, found that family caregivers face challenges in meeting
patients' needs, with balancing social interaction with discomfort, financial struggles, and emotional
struggles being the most common unmet needs. This issue is also prevalent in developing Asian
countries (67).

The study in Iran revealed variations in hospital support services and health service
accessibility across different trials, possibly due to varying healthcare systems in different countries
(29). Caregivers get enough support from their families and friends; they may not need further

support from the health care professional.
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2.6. Factors Affecting Health Care Needs

2.6.1. Socio-demographic factors of the caregivers

Various factors and variables can influence parents' needs and dissatisfaction. Identifying and
addressing these needs is crucial. Recognizing women's unique characteristics also helps caregivers
focus on their needs. Such characteristics include age, gender, religion, marital status, educational
status, occupation, monthly income, types of relationships with a patient, family size, and place of
residence.

The study on Zimbabwean caregivers revealed that the majority were female, married,
unemployed, and educated, with 79.2% of caregivers being female.
The study found that caregivers with higher household income had a lower likelihood of unmet
information demands since they had easier time learning about health-related topics, such as
preventive services. That suggests it's crucial to educate parents of children with cancer living in
lower socioeconomic classes. Second, there was a higher likelihood of unmet information needs
among caregivers of older CCS than those with young adults, possibly due to the need for data on
infertility and post-treatment consequences (50). In the result of multiple logistic regression analysis,
which was done to find independent relationships between specific CCS and caregiver characteristics
and the demands of the caregivers in each CNAT-C area, mother caregivers were significantly more
likely than male caregivers to have higher requirements in terms of psychological and health issues:
3.79 (2.52-5.69), family and social support: 3.17 (2.09-4.81), and religious/spiritual support: 1.69
(1.14-2.55). Caregivers with higher levels of education showed a greater need for religious or
spiritual support 1.71(0.85-3.46), 0.048 at P < 0.01. Caregivers were less likely to have greater
requirements for information, religious or spiritual support, or practical support as their monthly
household income increased. Information demands were more likely to be more significant for
caregivers with older CCS (68). Caregivers of children with HSCT have higher unmet practical help
requirements, as they may experience stress, an increased risk of transplant problems, and late
consequences (69), requiring more practical care than other cancer treatments for cancer patients.
The study found that family caregivers of childhood cancer patients often suffer from anxiety,
depression, psychological distress, and impaired health-related quality of life, with mother-
caregivers having a higher unmet need (46).

A study in Iran found that female caregivers have a higher care burden than male caregivers

due to Iranian culture's emphasis on motherhood. An Iranian study revealed that married mothers
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experienced a lower care burden than single mothers (70,71). Some research has found no
connection between the burden of care and employment status (56). However, a 2019 study in
Mexico found that gender doesn't affect care requirements (13). Single caregivers have a lighter care
burden, unlike married mothers. Studies in Canada and the Netherlands show single moms have a
significant care burden. However, compared to married caregivers, single caregivers appear to be
more vulnerable to financial difficulties and parenting stress (57,72), which adds to their heavy care
load. Higher-educated caregivers have a lower care load (73). but some research shows no
connection between education and care burden (56). Higher-educated individuals may have better
stress management and problem-solving abilities (56,74), while low-educated caregivers may come
from lower socioeconomic backgrounds with limited resources (75). Wealthy families may have
better treatment or community support services (76). Employed caregivers experience a lower care
burden than jobless ones (73,75).

A study in Turkey found that highly educated primary caregivers have fewer unmet needs in
maintaining their strength and confronting family issues. They seek information online and establish
social support networks to maintain their strength. Poverty significantly predicts unmet cancer care
needs in the Omani community, with parents of cancer patients often facing more financial
difficulties than those with other chronic illnesses. Awareness of available financial aid options can
help alleviate the psychosocial toll (77). Caregivers in countries that have no free cancer treatment

face significant stress due to the time and financial burden of caring for a sick child.

2.6.2. Socio-demographic factors of the child

The age, sex, and birth order of the child, number of children are included in the socio-
demographic characteristics of the child.

A study in Poland found that 70% of parents of children suffering from cancer have moderate
or high needs in medical information, 55% need help in psychological or emotional fields, and 30%
in financial domains. The duration of the illness significantly influenced the type and intensity of the
needs. A strong positive linear relationship was found between psychological needs and the number
of children, with 73% of respondents reporting moderate or high needs. Common items included
emotional support from relatives, health information, and assistance in everyday functioning (78).
The study reveals that 50% of Zimbabwean children with Wilm's tumors receive chemotherapy, with
the majority being male. Caregivers' durations range from six months to one year (79).
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A study in Zambia interviewed 15 parents of children with cancer, ranging in age from 20 to
over 58. There were both male and female childhood cancer cases, with ages ranging from 2 to 14
years old. Out of the 15 cases, 14 knew their condition, while one was still seeking a diagnosis. Four
of the 15 children had kidney, leukemia, retinoblastoma, lymphoma, liver, and lung cancer. Fourteen
parents reported their children receiving treatment, while one child had low blood and platelet counts
(80). Research shows that a child's age doesn't predict the stress associated with providing care, with
younger, unwell children requiring more (56). However, no correlation was found between
caregivers' care burden and the sex of the ill child (81), but male unwell children reported a higher
burden (82). Nonetheless, raising a child, whether boys or girls, with cancer exposes caregivers to a

high burden of care.

2.6.3 Clinical Characteristics of the Child

Clinical characteristics of children: type of cancer, stage or disease complexity, relapse or

recurrence, type and length of treatment, aggressive diagnostic procedures. The study found that the
length of illness and a child's requirements varied significantly. Parents of children with less than
three years of illness reported more informational and emotional needs, while those with longer
ilinesses reported more physical and financial requirements (83).
The study analyzed 494 cancer patients and their caregivers, with the majority of them being
mothers. The majority were diagnosed with solid tumors, with the remaining 45.0% being
hematologic malignancies. The mean age was 13.8 years, and all patients received chemotherapy.
Between the various levels of CCS characteristics, there was no discernible difference in the
distribution of scores in each CNAT-C domain according to the various levels of each CCS
characteristic. On the other hand, compared to caregivers of children with hematologic malignancies,
parents of children with solid tumors need greater practical support. Furthermore, the need for
practical support was highest among caregivers of children who had received chemotherapy plus
surgery plus radiation therapy, followed by those who had received HSCT plus other therapies, and
the lowest among caregivers of children who had only received chemotherapy (50).

The study found that the length of illness and the child's needs varied, with parents of sicker
children reporting more emotional and informational needs than somatic and financial demands.
Parents of children who were sick for more than three years were more likely to report emotional and
informational needs. At p = 0.01, the differences were statistically significant. The number of

children and psychological demands were strongly associated (10).
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2.6.4. Psychological factor

Parents of children with cancer face greater psychological distress, affecting their caregiving
and healthcare needs. Cancer diagnosis and treatment cause numerous psychological problems. Care
burden is one of the most common psychological problems (84). Caregivers of children with cancer
face a care burden due to treatment challenges, financial issues, a lack of disease information,
feelings of inadequacy, future concerns, and disorganized family life (74,85).

Research shows that parents of children with cancer face higher psychological challenges,
requiring more emotional and psychological support than general population parents (86). A study
by Qingying and colleagues found that Chinese parents of cancer-stricken children require the most
emotional support, including informational and emotional support, with fear, worries, and sadness
being the most significant emotional needs (emotional needs M = 4.12, SD = 0.94; psychosocial
needs M = 3.94, SD = 0.87). This includes the sensation of ambiguity regarding the child's cancer
(30,31,87). Parents of children with life-threatening illnesses (49) require emotional support,
including empathy, mutual understanding, and psychological support, from both informal and
important healthcare providers (38). During crises, support is crucial. Therapy interventions should
focus on the parent's local environment and coping mechanisms to enhance functioning and aid in
adaptation. Long-term emotional crises may not always be linked to a child's disease (88), and

parents may experience positive changes due to managing illness demands (89).

2.6.5. Social Support

Support is crucial for caregivers to make informed decisions about their child's treatment, reduce
loneliness, and improve mental well-being. It helps manage health needs, reduce stress, and prevent
burnout. Support organizations, counseling services, and training workshops can help low-income
caregivers’ access resources for their child-rearing needs. Supportive care is essential for parents
dealing with childhood cancer, providing necessary services to meet physical, informational,
psychosocial, emotional, practical, and spiritual needs during the pre-diagnostic, diagnostic,
treatment, and follow-up phases. The social support system that surrounds parents of cancer patients
has a significant impact on how hopeful they feel. A good support system can offer practical,
emotional, and informational help, which in turn affects parental coping mechanisms and encourages

optimism.
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2.6.6. Family Coping and Resilience

The coping level of parents plays a crucial role in determining the level of hope they
experience while navigating their child's cancer journey. Understanding the relationship between
coping strategies and hope can provide valuable insights into developing interventions that enhance
parental hope and well-being. Sources for coping are the support of one's family, the community, and
medical professionals and their individual ways of handling and adjusting to stress. Family resilience
refers to how families adapt to difficult life circumstances, serving as a protective barrier against
traumatic events. Parents of cancer-stricken children often employ avoidance and denial coping
mechanisms due to emotional suffering.

A Zambian study found that many caregivers were unaware of children's cancer symptoms
and signs, leading to late visits and missed appointments (80). Findings from systematic mixed-
studies evaluation of publications published in English between January 2005 and October 2019

indicate a negative correlation between parental psychological suffering and hope.

2.6.7. Patient-Clinician Communication

The health system faces challenges like a shortage of specialized medical personnel,
inadequate counseling, and negative attitudes from healthcare professionals, leading to
communication gaps between patients and caregivers (80). Parents of cancer patients often complain
about incomplete medical information provided by the medical team, despite the importance of clear
and understandable information for their children's healthcare (27,55).

Caregivers of children with cancer often face a care burden due to lack of information,
feelings of inadequacy, future worries, and disorganized family life. Ensuring written information is
easily understandable and available in languages other than English is crucial (90). Young cancer
patients emphasize healthcare professionals' empathy, trust, and active listening during information
exchanges, (91), while patients express dissatisfaction with test result explanations and lack of
upfront discussion about treatment impact. Patients reported distress due to a lack of continuity of
care and suboptimal care coordination (36,92).

Cancer patients often lack information about treatments, symptoms, self-management advice,
and healthcare system navigation (93-95), leading to psychological distress and unmet needs (96,97)
They desire ongoing healthcare contact (68,105), particularly in remote areas (98). Advanced cancer
patients require information and access to palliative care services to facilitate end-of-life discussions

within their multidisciplinary team (99-101). Qingying et al.'s studies revealed that parents' unmet
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needs, particularly regarding their child's treatment, side effects, and coping strategies, were the most
significant (18). Borjalil et al.'s study identified four main themes for parents' health information
needs: medical, physical health, healthcare, and family lifestyle information (102). Adamsi et al.
identified the primary information needs of cancer patient families, including treatment, diagnosis,
coping strategies, self-care, types of cancer, hospital care, and rehabilitation (103). Inman suggests
that parents of children with cancer should receive comprehensive health information about long-
term effects, physical and psychological consequences, parental performance, behavioral issues,
education, sleep disorders, and communication (28). Mitchell et al. emphasize the importance of
parents of children with cancer receiving appropriate medical information from doctors and nurses
during diagnosis and treatment (49).

Communication on Spiritual Needs:

A lot of cancer patients had "death anxiety,” or a distressing fear of the unknown and end of
life, which has been linked to poor mental health outcomes (104). Patients often struggle to
communicate their existential concerns with healthcare providers due to lack of confidence, time, or
skill in discussing spiritual issues (101). Cancer patients experienced loss of religion (36), while
others found strength in nature and used prayer and faith as coping strategies (105). Parents
identified spiritual needs for their child's illness, seeking support from monks and religious practices,
regardless of beliefs, and seeking meaning for their experience and explanations (87,106).
Communication on Cognitive needs:

Brain cancer-affected young people often lack timely support, affecting their self-care, social
skills, and educational attainment (107). Educational providers are not tailored to meet their unique

learning, teaching, and assessment needs.

2.6.8. Spirituality

Parents of children with cancer have varying degrees of hope, and one major factor influencing this
is spirituality. It has been discovered that including spirituality in the coping process significantly
improves parental hope and well-being by providing a source of solace, purpose, and strength.
Spirituality, religion, and effective provider-parent communication may strengthen parents' hope
(35). A study in Ethiopia found that sociocultural factors, like religious beliefs, can affect family
caregiving for cancer patients (83). A study conducted in Iran found a positive connection between
spirituality and the hope score (36). Focusing on the positives and having faith or religion are
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elements that support hope; on the other hand, physical and emotional tiredness, the perception of

negativity from others, fear, and uncertainty are factors that undermine parental hope (33).
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2.7. Conceptual Frame Work
The following conceptual framework is designed to show the link between the outcome variable and

the factors associated to it.
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Figure 1: conceptual frame work: To assess risk factors impacting the caregiving experience of
family caregivers of children diagnosed with cancer at Tikur Anbessa Specialized Hospital in Addis
Ababa, adapted after analyzing various kinds of literature, it shows the relationship between the

dependent and independent variables (108,109).
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Research Questions
What is the level of health care needs of family caregivers’ of children diagnosed with cancer?

What are the factors associated with health care needs of family caregivers’ of children diagnosed

with cancer?
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CHAPTER THREE: OBJECTIVES

3.1 General objective
Assessment of family caregiver’s health care needs when caring for their children with cancer in

Tikur Anbessa Specialized hospital, Addis Ababa

3.2 Specific objectives

1. To determine the level of health care needs among family caregivers’ of children diagnosed with
cancer at Tikur Anbessa specialized hospital.

2. To identify the factors significantly associated with healthcare needs of family caregivers’ of
children diagnosed with cancer at Tikur Anbessa Specialized Hospital.
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CHAPTER FOUR: METHODS AND MATERIALS

4.1. Study area and period

Tikur Anbessa Specialized Hospital is the largest and oldest referral hospital in Ethiopia, established
in 1961, giving services to all communities. TASH is a referral and teaching hospital. Located in the
Arada sub-city of Addis Ababa, Ethiopia. According to current documents, it has been the only site
where cancer cases are treated within the country. The unit was providing services for the
community with a workforce of four oncologists, three palliative care specialists, and six
pharmacists, of whom three were working in adult age groups, two were in pediatrics, and one of
them, who hold a master degree, serves as manager. There were also 26 nurses working actively in
the unit. This oncology unit was providing services to these workforces on both an inpatient and an
outpatient basis. The hospital currently has 800 beds, of which only 30 are for pediatric cancer
patients. Data from the unit’s registry indicate that it provides inpatient and outpatient services for
around 500-600 children with cancer annually. The pediatric oncology ward is staffed with
hematopathologists, residents, and nurses. The study took place in this hospital at Amestegna Day
care under this hospital because it is the nation’s only referral center, and the oncology department
provides a wide range of diagnostic and treatment options, such as radiotherapy, chemotherapy,
surgery, and palliative care. The study will be at Amestegna Day Care center under the TASH. The
study was conducted from February 19 to March19.

4.2. Study design
An institution-based, cross-sectional study design was employed to measure the magnitude of the
problem. A mixed method is difficult because time and resource limitations make it difficult to do.

4.2.1. Source population:
All family caregivers who were responsible for caring for all children diagnosed with cancer in
Tikur Anbessa Specialized Hospital, Addis Ababa.

4.2.2. Study Population
The family caregivers who were available during the study period to assess their health care needs
while caring for their children diagnosed cancer and have had started any cancer treatment at Tikur

Anbessa Specialized Hospital.
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4.2.3. Sample size determination

An extrapolation from the Tikur Anbessa Specialized Hospital (TASH) suggests that around 6,000
new cases of childhood cancer are diagnosed annually (110). On average, 500 per month. The
sample size (n) required for the study will be calculated using the formula to estimate a single
population proportion. The standard normal curve value for a 95% confidence level (1.96), taking
50% of the proportion because there was no previous similar study on factors influencing the family
health care needs of parents of children with cancer, and taking the margin of error to be 5%.

n =2Z*(p) (@)/d’

Where

n= the desired sample size (if the target population is greater than 10,000) Z = is the standard normal
deviation at 95% confidence interval (Z = 1.96 for 95%)

z= critical value at 95% ClI

n = P = the proportion in the target population estimated the family health care needs. Prevalence
rate, p is taken as 50%, since there hasn't been any research done on the topic, the minimal sample
size was calculated using 50%.

d is the precision level, which is set at 0.05 or +/-5%.

Z=196P=0.5d=0.05

Q is equal to 1-P, e is the admissible error (0.05)

Considering that 50% of caregiver is burdened with being caregivers. Replacement n = 1.96 x 1.96 x
0.5x0.5/0.05x0.05

n=384

Since the target population was less than 10,000, the following formula was used to calculate the
final sample size nf=n/ (1 + n/N)

Where nf = the desired sample size when the population is less than 10,000, n = the desired
population when the sample size is greater than 10,000

N = the estimate of the population nf =384 /1 + 384 / 500

nf= 217 caregivers.

After adding 10% non-response rate the final sample size will be 239

22



4.3. Eligibility criteria

4.3.1. Inclusion Criteria

Family caregivers” whose children were diagnosed with cancer and have had started any cancer
treatment because it is enough to show us some level of burden impacted to the family caregivers.
The family caregivers who are willingly accepted to take part in the study and gave their consent.

4.3.2. Exclusion Criteria

Parents whose kids hadn’t begun any cancer treatment.

4.4. Sampling technique
TASH, the biggest teaching and referral hospital in Ethiopia, was chosen on purpose. The qualified

volunteers were chosen by simple random sampling technique.
4.5. Study variables

4.5.1. Independent Variables

Socio-demographic Characteristics of the child: Age, sex, place of residence, number of children
and birth order.

Child clinical Characteristics: Type of cancer, stage, time since diagnosis, relapse/ recurrence, type
and length of treatment, no of treatment cycle, length of caring hours, disease prognosis and
traditional treatment (herbal, holy water or praying ceremony).

Socio-demographic Characteristics of the caregivers: Age of the parents, type of marriage,
relation with the patient, income, parent’s education level, family size, place of resident, and job
type/ governmental or private / fulltime or par time.

Psychological factors refer anxiety, stress, depression and fear of death of child.

Social relation: relationship, time for partner, neighborhood

Communication refers to language ability and understanding of caregivers.

Sociocultural factors: refers to the family caregivers’ engagement in traditional healing practice or
spiritual activities (praying, worshiping, and holy water) in addition to seeking medication.

Coping mechanisms: family resilience and coping mechanism refers to the family caregivers’

adaption to stressful situation.
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4.5.2 Dependent variable

The family caregivers’ health care needs: refers to the total score of the need questions. The score
ranges from low to high; range 20 and 96, respectively; the highest score indicates greater need.

Based on the score, the need was categorized into low or high level needs.

High level need refers to score above the mean of the need questions.

Low level need refers to bellow the mean score of the need question (110).

4.6. Operational definitions

Family caregivers or primary caregiver: A blood related family who engaged in health care
provision for a sick child with cancer disease.

Caregivers’ health care needs: A health care needs of the caregiver parents for cancer survivor
children. The needs include psychosocial, emotional, spiritual, cognitive, medical, and financial
needs.

Psychological and emotional needs: psychological and emotional needs expressed by the cancer
survivor's children, family caregivers’.

Information/communication needs: the information and communication needs expressed by the
cancer survivor children family caregivers’ related to existed diagnosis.

Spiritual needs: cancer survivor children’s Parents spiritual needs in relation to the child illness.
Supportive care: The person-centered comprehensive support provided for the caregivers’ of cancer
survivor children.

Childhood cancer: children under the age of 15 diagnosed with any type of cancer admitted or
attending at oncology clinic OPD, attending their treatment care in Black Lion Specialized hospital.
Childhood cancer survivors: a child with cancer from the time of diagnosis through the balance of

his or her life.

4.7. Data Collection tools

Data was collected using a structured questionnaire, adapted and modified from previous studies
(67). It was a standardized instrument; its validity was assessed, and the Cronbach’s alpha coefficient
was 0.94. The instrument has three parts. Section-1 consists of socio-demography of the caregiver
parents; section-1l comprises the socio-demography and the clinical characteristic of the cancer
survivor. Section-111 comprises caregivers’ health care needs questionnaire. The questionnaire
consists 45 items measured with 5-point Likert scale (1—not applicable, 2-satisfied 3—Ilow need,
4—moderate need, 5—high need).
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4.8. Data Collection Procedure

Data was collected using structured questionnaire interview, in which the questionnaire is adopted
from previously done studies and modified in the form that it will answer our objectives. The
participants were selected by simple random/ lottery method.

To facilitate user-friendliness, the questionnaire was translated into Amharic and then back into
English for data entry. Interviewer administered structured questionnaire was used to collect data on
caregiver needs using cob-collect tool and a thorough review of medical records to get clinical and
socio-demographic data of the child.

4.9. Data quality assurance

The questionnaire was translated into Amharic and then back translated to English for checking its
consistency.

Pretesting before the actual data collection in 5% similar population in TASH oncology ward, which
was not included in the study. To prevent interviewer bias and ensure data quality, all data collectors
and supervisors was received a one day training focusing on how the interview will be conducted. To
insure participant’ privacy, data collection was held in a small room found beside the respective
institution. Completed questionnaires were checked in daily base by the researcher and research
assistants, to ensure the completeness of the filled questionnaire.

4.10. Data processing and analysis

Descriptive and statically analysis was run to analyze the data. Descriptive analysis of the continuous
variables was presented in the form of means, standard deviations, and medians, for the categorical
variable percentages and frequency were calculated. Logistic regression model was used to
determine the associated factors. Bivariate analysis was used identify the significantly associated
predictor variables with the dependent variable. The significantly associated variables at p-value less
than or equal to 0.2 were taken to multivariate analysis; level of significance was determined by P-
value <.05 and 95% confidence interval (CI). Their results were presented in text and table with

description of odds ratio, p value and 95% CI.
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4.11. Ethical Consideration

The study was conducted after ethical clearance was issued from Addis Ababa University College of
Health Science, School of nursing and midwifery, and department of nursing research review board.
Supporting letter was also written by the nursing department of TASH. Confidentiality of the
information was assured and privacy of the information also maintained. Additionally, informed
consent was developed in Amharic and we asked for the interviewees their consent to take
part in the study. They were enrolled in the study after they decided to do so. They have given the
right and the freedom to withdraw them from the study and are not obliged to answer all of
the questions.

4.12. Dissemination and Utilization of Results

The study's findings were presented to the Addis Ababa University College of Health Science,
department of Nursing and Midwifery, and the oncology department. To the Federal Minister of
Health for intervention programs, planning, and implementation, and for published in reputable

journals.
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CHARTER FIVE: RESULTS

5.1 Socio-demographic characteristics

The study was conducted from March 1 to April 30, 2024 and recruited 239 respondents. The overall
response rate was excellent (100%). The majority of the respondents were in the age categories of
30-40, 20-29 and 41-50 years: 50.2% (n =120), 25.1% (n=60) and 17.6 %( (n = 42), respectively.
Only 7.1 % (n=17) were in the age range 51-60. The respondents were almost similar; females were
51% (n = 122) and males were 49% (n = 117). Most 91.6% (n = 219) of the respondents were
married, and only 1.7% (n = 4) were divorced. Most of the 74.1% (n = 177) of the respondents were
residing outside Addis Ababa, and the rest were from Addis Ababa city. More than 58% (n = 139) of
them were urban dwellers, and the rest were rural dwellers. Most of the caregivers, 35.6% (n = 85)
and 27.1% (n = 65), attained education up to the primary level and never attended formal education,
respectively, while the rest 37.1% (n=89) attained education at the high school and university levels.
The findings are presented in Table 1 below.

Demographic Characteristics of Respondents (n=239)

Most respondents were in the age range 30-40 years 50.2% (n=120), females 51% (n=122), most
were married 91.1% (n=117), 74.1% (n = 177) of the respondents were residing outside Addis
Ababa. Urban dwellers were 58% (n = 139) and most of them 35.6% (n = 85) attained primary level

education. See tablel below.
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Table 1: Demographic Characteristics of Family caregivers’ of children diagnosed with cancer

at Tikur Anbessa Hospital from February 19 to March19 (n=239)

S/INO Variables Category Frequency (n) Percent (%0)

3040 120 50.2%

51-60 17 7.1%

2. Female 122 51.0%

Married 219 91.6%

Widowed 5 2.1%

Rural 100 41.8

Other areas 177 74.1%

Primary education 85 35.6%
(1-8)

Collage or higher 48 20.1%
Government- 38 15.9%
employed

9 Community based Getting insurance 228 95.4%
government insurance

10 Monthly income 0-1650 per month 102 42.7%
in ETB




5251-10899  per 42 17.9%
month in ETB

11 Household Family size 1-3 46 19.2%

7-9 60 251

12 History of Alternative Using alternative 127 53.1%
Treatment treatment
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Table 2: Demographic and clinical Characteristics of Children Diagnosed with cancer at Tikur
Anbessa Hospital from February 19 to March 19 (n=239)

S/NO Variables Category Frequency (n) Percent (%)

5-10 years 97 40.6%

N

Gender 1. Male 151 63.2%

w

Number of child One 44 18%

Three 43 18%

SN

Childs birth order First 79 33.1%

Third 40 16.7%

12y 85 35.6%

>4y 14 5.9%

Hematologic 109 45.6%

No 198 82.8%




5.2. Overview of reported supportive care needs

Most participants reported unmet supportive care needs in all SCNS-P&C domains (Table 3). The
greatest unmet need was getting emotional support for parents (83.2%) and finding out about
financial support and travel insurance for a person with cancer (78.3%) (Table 3). Additional unmet
needs included discussing concerns with physicians (77.8%), getting support from family (75.3%),
obtaining the best medical care (74.3%), and accessing information about the cancer’s prognosis or
likely outcome (72.3%). The top met needs were obtaining adequate pain control (37%), exploring
spiritual belief (39.3%), problems with sex life, dealing with others not acknowledging the impact of
caring for a person with cancer, and accessing information about the potential fertility problems in a
person with cancer (40.2%). Other top-met needs were finding more accessible hospital parking,
coping with the person’s recovery not turning out the way you expected (41%), and accessing
information about the benefits and side effects of treatments (42%).

5.3. Health Care and Service Needs Domain

Unmet needs in this domain were reported by participants as 40.1% to 75.3%, or on average, 60.9%
of participants. Addressing problems with sex life was the least reported unmet need (40.2% of
participants), while getting more support from family was the greatest unmet need (75.3% of

participants).

5.4. Psychological and Emotional Needs Domain

Unmet psycho-emotional needs were reported by 39.3%-83.2% of our sample, or on average, 59.3%
of participants. Getting emotional support for them was reported as the top unmet need of
participants (83.2%). Exploring spiritual belief (39.3%), coping with the person's cancer’s recovery
not turning out the way you expected (41%), and working through your feelings about death and
dying (46.1%) were the top needs met by participants.

5.5. Work and social/security needs

The reporting of unmet needs in this domain varied from 40.2% to 78.3% (average 60% of
participants). Financial support and travel insurance were chosen as unmet needs by 78.3% of
participants, whereas dealing with others not acknowledging the impact of caregiving on their lives
and finding more accessible hospital parking were reported as unmet needs by only 40.2% and 41%

of participants, respectively.
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5.6. Information and Practical Needs Domain

Information and practical needs were reported as unmet by 37% to 77.8% of participants, or on
average by 61.9% of participants. Obtaining adequate pain control for a person with cancer was the
least reported unmet need (37%). Having opportunities to discuss your concerns with the doctor

(77.8%) was the top unmet need.

Table 3: Breakdown of Supportive Care Needs of Family Caregivers per Individual SCNS-
P&C Item (n =239)

Item Freque No-Low need Moderate-high
ncy(n) need

Domain Information/communication and

practical needs /(2-10, 11-14, 16-19,45) N % N %
2 Accessing information about the person with 239 66 27.6 173 72.3

cancer’s prognosis, or likely outcome

3 Accessing information about support services 239 71 29.7 168 70.3
for careers of people with cancer.

4 Accessing information about alternative 239 74 31 165 69
therapies?

5  Accessing information on what the person with 239 81 27.6 158 66.1
cancer’s physical needs is likely to be.

6  Accessing information about the benefits and 239 137 57.3 102 42.7
side effects of treatments?

7 Obtaining the best medical care for the person 239 61 25.5 178 74.3
with cancer?

8  Accessing local health care services when 239 88 36.7 151 63.2
needed?

9  Being involved in the person with cancer’s 239 92 41.4 140 58.6
care, together with the medical team?

10 Having opportunities to discuss your concerns 239 53 22.7 186 77.8
with the doctors?

11 11. Feeling confident that all the doctors are 239 71 29.7 168 70.3
talking to each other to coordinate the person
with cancer care?

12 Ensuring there is an ongoing case manager to 239 113 47.3 126 52.7
coordinate services for the person with cancer

13  Making sure complaints regarding the person 239 67 28 172 72
with cancer’s care are properly addressed?

14 Reducing stress in the person with cancer’s 239 83 34.7 156 65
life?
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16

17

18

19

45

26

27
28
30

33

36

20

21

22

23

24

25

29

40

Obtaining adequate pain control for the person 239
with cancer?

Addressing fears about the person with 239
cancer’s physical or mental deterioration?

Accessing information about the potential 239
fertility problems in a person with cancer?

Caring for the person with cancer on a 239
practical level, such as bathing, changing
dressings, or giving medications?

Having opportunities to participate in decision- 239
making about the person with cancer’s
treatment?

Health care service (26, 27, 28, 30, 33)

Communicating with the person you are caring 239
for?

Communicating with the family? 239
Getting more support from your family? 239
Handling the topic of cancer in social 239
situations or at work?

Understanding the experience of the person 239
with cancer?

Addressing problems with your sex life? 239
Work and social/security needs (20-25, 29, 40)
Finding more accessible hospital parking? 239
Adapting to changes to the person with 239
cancer’s working life, or usual activities?

The impact that caring for the person with 239

cancer has had on your working life or usual
activities?

Finding out about financial support and 239
government benefits for you and/or the person

with cancer?

Obtaining life and/or travel insurance for the 239
person with cancer

Accessing legal services? 239
Talking to other people who have cared for 239
someone with cancer?

Dealing with others not acknowledging the 239

impact on your life of caring for a person with
cancer?

149

99

143

95

87

94

48
59
86

96

143

141

93

105

52

52

97

29

143

62.3

41.4

59.8

39.7

36.4

39

20.1
24.6
36

40.1

59.8

59.1

38.9

43.9

21.7

21.7

40.6
35.9

59.8

90

140

96

144

152

145

156
180
153

143

96

98

146

134

187

187

142

153

96

37

58.6

40.2

60.3

63.6

61

65.3
75.3
64.0

59.9

40.2

41

61.3

56.1

78.3

78.3

59.5

64

40.2

33



15

31

32

33

34

35

36

37

38

39

41

42

43

44

Psychological and emotional needs (1, 15, 31, 32, 33, 34, 35, 37, 38, 39, 41, 42, 43, 44)

Accessing information relevant to your needs

as a career/partner.

Looking after your own health, including
eating and sleeping properly?

Managing concerns about cancer coming
back?

The impact that cancer has had on your
relationship with the person with cancer?

Understanding the experience of the person
with cancer?

Balancing the needs of the person with
cancer and your own needs?

Adjusting to changes in the person with
cancer’s body?
Addressing problems with your sex life?

Getting emotional support for your-self?

Getting emotional support for your loved
ones?
Working through your feelings about death
and dying?
Coping with the person with cancer’s
recovery not turning out the way you
expected?

Making decisions about your life in the
context of uncertainty?

Exploring your spiritual beliefs?

Finding meaning in the person with
cancer’s illness.

239

239

239

239

239

239

239

239

239

239

239

239

239

239

239

72

88

93

89

90

102

69

89

40

109

129

141

115

143

86

30.2

36.8

38.9

37.2

37.2

42..6

28.9

37.3

16.8

45.6

53.9

59

48.1

60.7

36

167

151

146

150

149

137

170

150

199

130

110

98

124

94

153

69.8

63.2

61.1

62.8

62.3

57.3

71.1

62.7

83.2

54.4

46.1

41

51.9

39.3

64

34



Table 4: Top Met and Unmet needs in the sample (n=239)

Item Variables Frequenc No-Low need Moderate-
No y(n) high need
N % N %

37 Getting emotional support for your- 239 40 16.8 199 83.2
self?

23 Finding out about financial support and 239 52 21.7 187 78.3
government benefits for you and/or the
person with cancer?

24 Obtaining life and/or travel insurance 239 52 21.7 187 78.3
for the person with cancer

10 Having opportunities to discuss your 239 53 22.7 186 77.8
concerns with the doctors?

28 Getting more support from your 239 59 24.6 180 75.3
family?

7 Obtaining the best medical care for the 239 61 25.5 178 74.3
person

2 Accessing information about the 239 66 27.6 173 72.3
person with
cancer’s prognosis, or likely outcome

16 Obtaining adequate pain control for the 239 149 62.3 90 37
person with cancer?

43 Exploring your spiritual beliefs? 239 143 60.7 9 39.3

36 Addressing problems with your sex 239 143 59.8 96 40.2
life?

18 Accessing information about the 239 143 59.8 96 40.2
potential fertility problems in a person
with cancer?

40 Dealing with others not acknowledging 239 143 59.8 96 40.2
the impact on your life of caring for a
person with cancer?

20 Finding more accessible hospital 239 141 59.1 98 41
parking?

41 Coping with the person with cancer’s 239 141 59 98 41
recovery not turning out the way you
expected?

6 Accessing information about the 239 137 57.3 102 42.3
benefits and side effects of treatments?

42 Making decisions about your life in the 239 115 48.1 124 51.9

context of uncertainty?
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5.7. Factors associated with family health care need

Relapse of childhood cancer, employment status, age and sex of the family caregivers, and the sex of
the child, number of children, and marital status are factors associated with or having significant
effects on the health care needs of the family caregivers. Female caregivers have more health care
needs than male caregivers 4.729(2.149, 10.405) at a p-value < 0.05. Parents with children with
relapsed cancer showed 4.789 times more health care needs than those who had no relapse, and
family caregivers who have three or more children in the home also have more health care needs
than those with single or two children. Young adult family caregivers need more health care than
older family caregivers. Family caregivers who are unemployed need more health care than those

who have a permanent job, are government-employed, or are self-employed. See table 5 below.
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Significant variable only (Backward variable selection)

Table 5: Results of Bivariate and Multivariate Analysis of Factors Associated with family
caregiver’s health care needs among family caregiver’s in Black lion Hospital , Addis Ababa ,

2024 (n=239).

Variables Categories COR(95% CI) AOR(95% CI) p-
value
Child ‘s Gender Girls 1
Boys 1.504(.885,2.55) 2.575 (1.152, 5.755)* 021
No. of children Greater 1 .005
One .174(.079,.383) 212 (.073, .614)** .004
Two .215(.108,.429) 278 (.108, .715) ** .008
Three .661(.302,1.44) 970 (.323, 2.909) .956
Family caregivers’ age 20-29 1 .016
30-40 .545(.287,1.036) 334 (.131, .849)* 021
41-50 .364(.168,.788) 259 (.079, .848) * .026
51-60 .200(.088,.455) 171 (.051, .572) ** .004
Family caregivers’ Gender ~ Male 1
Female 4.144(2.403,7.146)  4.729(2.149,10.405)***  .000
Marital status Single 1 .000
Married .178(.090,.354) 165 (.063, .432)*** .000
Divorced  2.973(1.066,8.2940  4.449(1.089,18.178)* .038
Widowed  1.712(.589,4.975) 2.293 (.593, 8.873) 229
Employment Status Self- 1 .004
employed
Governme  1.000(.399,2.509) 1.458 (.397, 5.348) 570
ntal
Unemploy 3.522(1.971,6.2920 4.019(1.704,9.483)** .001
ed
Relapse Yes 3.750(1.739,8.088)  4.789(1.645,13.939)** .004
No 1

* Significant association at p-value < 0.05, p-value < 0.01** and p-value < 0.001***, 1 - Reference
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CHAPTER SIX: DISCUSSION, CONCLUSION AND RECOMMENDATION

6.1. Unmet Needs of Family Caregivers

We aimed to comprehensively map the supportive care needs of family caregivers in the
resource-challenged Ethiopian context. Total Unmet needs of family caregivers’ on the Supportive
Care Needs Survey of Family Caregivers were 49.8%. On average, most participants reported unmet
information and practical needs (61.9%), followed by health care and service needs (60.9%) and
work and social life needs (60%). The greatest unmet need was getting emotional support for the
family caregivers (83.2%). Since the health professional or nurse ratio to clients in the oncology
department is not proportional and staff have high workloads to give enough emotional support to
families of cancer-suffering children throughout the course of palliative care, parent caregivers may
develop anxiety and depression when they hear about their child's cancer diagnoses, but long-term
emotional crises may not always be linked to a child's disease (88), and parents may experience
positive changes due to managing illness demands (89). The most important emotional need was the
feeling of uncertainty about the child’s cancer, cure, diagnosis, treatment, symptom management,
and the future (47). Caregivers face psychosocial burden, burnout symptoms, and negative effects
from child behavioral and physical changes due to cancer treatment, with 75% reporting
overwhelming burden (3).

The second top unmet need in the survey was finding out about financial support and travel
insurance for a person with cancer (78.3%), and then discussing concerns with physicians (75.3%),
accessing support services for caregivers and partners (75.3%), obtaining the best medical care
(74.3%), and accessing information about the cancer’s prognosis or likely outcome (72.3%).

Research shows that parents of children with cancer face higher psychological challenges,
requiring more emotional and psychological support than general population parents (86). A study
by Qingying and colleagues found that Chinese parents of cancer-stricken children require the most
emotional support, including informational and emotional support, with fear, worries, and sadness
being the most significant emotional needs (emotional needs M = 4.12, SD = 0.94; psychosocial
needs M = 3.94, SD = 0.87). This includes the sensation of ambiguity regarding the child's cancer
(30,31,87). Parents of children with life-threatening illnesses (49) require emotional support,
including empathy, mutual understanding, and psychological support, from both informal and
important healthcare providers (38). During crises, support is crucial. Therapy interventions should

focus on the parent's local environment and coping mechanisms to enhance functioning and aid in
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adaptation. In addition as a Morocco study showed caregivers face reduced socialization and neglect
their families (49), potentially hindering quality care (50). Wang et al. link patient QoL to caregiver
unfulfilled demands (51). Research shows a negative correlation between primary caregivers' health
outcomes and pediatric cancer care (52), emphasizing the importance of informal caregivers'
collaboration and compliance in successful management (53).

Finding out about financial support and travel insurance for a person with cancer (78.3%)

was the second top unmet needs in the report. Uncertainty around finances was a logical concern in
our sample; 95.4% of Ethiopia’s health insurance users struggle financially, particularly around
balancing living costs and cancer-related costs, because most of them have extended families and
most families are unemployed. In terms of low income, the study showed most of the caregivers was
in the range of 601-1650 ETB (26.8%) and 1650-3200 (25.5%). Most of them travel from remote
areas outside of Addis Ababa, the capital city of Ethiopia, where the only compressive oncology care
is given. They travel a long distance to get the service, and they struggle to fund travel costs for their
sick kids and house rent or the house needed for temporary settlement. Before the government
covered health insurance, low-income families rarely took sick family members to hospitals; most
resided in remote areas where communities were isolated, with limited facilities and difficult
transportation. 74.1% of the participants reported as they were outside Addis Ababa, where the
oncology cares available (table 1 above). However, even now, free treatment at the hospital does not
always cover all expenses, like prescribed medications and laboratory workups. Since chemo-
therapy drugs were not regularly available at the hospital, the drugs were also very expensive, and
some were hard to find even in private drug stores.
A recent report also stated that Ethiopian palliative care is only available in one city, Addis Ababa,
the capital city of Ethiopia, leaving the rest of the country without access to specialist care.
Treatment centers for cancer are still limited in Ethiopia, which practically leaves family caregivers
with little choice in finding the best medical care for patients.

Warner et al. (2021) highlight the financial strain on families in developing countries due to
pediatric cancer treatment, highlighting the severe financial challenges faced by cancer patients (43).
Financial toxicity during cancer treatment, particularly in resource-limited countries, is a significant
issue, with nonmedical expenses accounting for over 45% of total expenditure, particularly in rural
areas (44). Families traveling outside their region to access health services should receive medical

travel subsidies and reimbursement for meals, accommodation, and gas expenses (43) and having
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health-insurance could have the potential of improving treatment outcomes and survival (45). The
occurrence of financial needs and highly valued support for financial needs related to care and
treatment have been demonstrated in numerous studies (24). Poverty significantly predicts unmet
cancer care needs in the Omani community, with parents of cancer patients often facing more
financial difficulties than those with other chronic illnesses. Awareness of available financial aid
options can help alleviate the psychosocial toll (77). Caregivers in countries that have no free cancer
treatment face significant stress due to the time and financial burden of caring for a sick child.

In contrast, Qingying et al. showed that as long as the family was assured that the child
would receive treatment, financial needs were less of a priority than were other logistical problems
(18). Landowska’s 2022 study in Poland found that only 30% were in the financial needs domain,
but in West Java, Indonesia, a study revealed that cancer patients often face unmet needs such as
financial support and travel insurance (81.4%). High treatment costs disrupt caregivers' social lives
and financial sources in Ghana, while financial difficulties in India lead to stress and debt, negatively
impacting families' financial stability but not leading to withdrawal from care. US parents of cancer
children report job disruptions, with 42% resigning, the wealthiest families losing only 5%, and 50%
of the lowest households losing over 40% (60).

Another most reported important unmet need was discussing concerns with physicians
(75.3%), accessing support services for caregivers and partners (75.3%) and accessing information
about the cancer’s prognosis or likely outcome (72.3%). Families need clear and concise
information about a child's health, which is crucial for informed healthcare participation and
childcare decisions, especially for African cancer patients and their caregivers (54). Our participants
reported a general paucity of knowledge, particularly about the information required for prognosis,
among clients who were primarily from rural locations, had limited internet access, had low levels of
education, and faced language problems. A previous study conducted in our nation revealed that
parents of children diagnosed with cancer reported either receiving insufficient information from
medical personnel or no information at all. Moreover, they asserted that the details supplied by
medical experts were restricted to general descriptions of the child's illness and its treatments.
Though commonly sought, information on the causes of the child's specific medication regimen,
drug side effects, the long-term effects of the disease, and what to expect from the child's illness was

greatly requested but infrequently supplied.
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Parents of cancer patients often complain of incomplete information provided by the medical
team about the condition and treatment of their children (27,55). The survey found 70% needed
medical information, which was the highest among parents' unmet needs. Parents of older children
need emotional support and should provide necessary medical information during diagnosis and
treatment. A Korean study reveals caregivers of childhood cancer survivors have the highest unmet
needs for information about the illness, therapies, patient care, and financial support, suggesting
comprehensive cancer care (57). Higher household incomes and older caregivers of cancer patients
have lower unmet information needs (78).

The most challenging task for family caregivers seems to be balancing the needs for social
activities with managing patients' discomfort as well as emotional and financial swings. These
challenges also exist in other developing countries. Family caregivers need extra support and
guidance during care transitions. Palliative care providers and family caregivers have complementary
roles in developing strong relationships with patients and their families. In contrast, the government
of industrialized nations like the UK equips health care support workers with the necessary skill set
to offer patients with at-home care (111). In a country like Ethiopia with few resources, nurses may
take the lead in developing palliative care services. Our participants reported feeling that there was a
general lack of information. Typically, there are minutes or hours of waiting to be transferred from
the site of diagnosis to a clinic. However, the consultation with the doctor can take a few minutes. It
could be quite challenging for patients and their families to talk about the patient's health in this
incredibly short amount of time (112). The lack of information may be addressed, for example, by
depending more on direct relationships with nurses. In order for the healthcare system to work well,

nurses have a strategic role in how the system functions and delivers the best quality care (113).

6.2. Children’s and Family Caregivers’ Characteristics significantly associated with family
caregivers’ health care needs

In the result of multiple logistic regression analysis, which was done to find independent
relationships between family caregivers healthcare needs and caregiver characteristics. Mother-
caregivers have a higher unmet need than fathers. Similar study found that family caregivers of
childhood cancer patients often suffer from anxiety, depression, psychological distress, and impaired
health-related quality of life, with mother-caregivers having a higher unmet need (46). In another
study in Iran found that female caregivers have a higher care burden than male caregivers due to

Iranian culture's emphasis on motherhood. Our study showed married family caregivers experienced
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a lower care burden than single one .165 (.063, .432) .000 at P < 0.001. Similar study revealed that
married mothers experienced a lower care burden than single mothers (70,71). Studies in Canada
and the Netherlands show single moms have a significant care burden. However, compared to
married caregivers, single caregivers appear to be more vulnerable to financial difficulties and
parenting stress (57,72), which adds to their heavy care load. However, a 2019 study in Mexico
found that gender doesn't affect care requirements (13). In addition our study showed that younger
family caregivers had showed more healthcare needs than older family caregivers.

Family having male child with cancer and child with history of relapse showed more burden
than female child 2.575 (1.152, 5.755) .02 at p < 0.05 and 4.789(1.645, 13.939) .004 at p< 0.01
respectively. Research shows that a child's age doesn't predict the stress associated with providing
care, with younger, unwell children requiring more (56). However, no correlation was found
between caregivers' care burden and the sex of the ill child (81), but male unwell children reported a
higher burden (82). Nonetheless, raising a child, whether boys or girls, with cancer exposes

caregivers to a high burden of care.

6.3. Met Needs of Family Caregivers

The top met needs were obtaining adequate pain control (37%), exploring spiritual belief
(39.3%), problems with sex life, dealing with others not acknowledging the impact of caring for a
person with cancer, and accessing information about the potential fertility problems in a person with
cancer (40.2%). Other top-met needs were finding more accessible hospital parking, coping with the
person’s recovery not turning out the way you expected (41%), and accessing information about the
benefits and side effects of treatments (42%). (See table 4 above.)

Although assuming a caregiving role might lead family caregivers to sacrifice their own
needs, 150 of the sample overall did not report a significant impact on their sexual life. This may be
due to the fact that health care professionals recognize that sexual activity is a private issue. 149
people in the sample reported having adequate pain control when needed. There is enough pain
control available in the health facility for them and their kids when needed, and they also have
enough information about the side effects of the treatment, especially chemotherapy.

Another met need in my study was exploring spiritual belief; 145 of the sample overall did not report
a significant need for exploring their spiritual belief. This study showed that most of 239 samples
were using either or both praying ceremonies and holy water at the same time for their medical

treatment. A previous study in Ethiopia found that parents of children with cancer often use coping
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mechanisms such as prayer, religious beliefs, crying, accepting their condition, discussing it with

health providers, and denial.

6.4. Limitation and Strength

The response rate was 100%, which was outstanding overall. Participants reflect all
Ethiopians by coming from a variety of demographic and geographic backgrounds with multicultural
backgrounds and heterogeneity. Since the Black Lion Hospital is the sole referral facility for all-
inclusive cancer care, our sample was drawn from all districts. Pretests were conducted in
comparable populations but were excluded from the study to verify the SCNS-P&C questionnaires
prior to data collection. Nonresponse bias is thought to be minimal.

Although a quantitative study was conducted, a qualitative investigation is recommended to
obtain deeper insights into the healthcare needs of family caregivers. | used an interviewer to make
sure that each participant had a varied educational background, which would have influenced their
responses and prevented them from being totally honest because they might have felt that their

service is not provided in the way that they would have liked.

6.5. Conclusions

1. Parents of children with cancer experience a high level of needs, especially psychological,
emotional support from health professionals and families, financial support is the second most unmet
need and information. These data suggest that the existing healthcare system does not meet the needs
of parents of sick children.

2. Most of their sick children were diagnosed between the ages of 3 to 12 months, since they showed
a high level of emotional support need, and a low level of income, and most of the caregivers were
coming from outside Addis Ababa, making their transportation challenging to come to Black Lion
Hospital for follow-up care.

3. By using the finding of this study, health care providers need to formulate and apply how to
address the health care needs of family caregivers.

6.6. Recommendations

1. To reproduce and generalize the research findings to a larger Ethiopian environment, more
investigation is needed. It is crucial to uncover the experiences of unfulfilled needs among family
caregivers if a qualitative study on the family health care needs and associated factors will clearly to
identify the emotions that they could not express on paper. Length of illness, type and duration of
cancer treatment and type of cancer needs further study.
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2. Nurse-led therapies that are both comprehensive and flexible should to be used. When it comes to
creating palliative care services, oncology nurses will play a critical role in connecting issues with
their essential roles in providing patients and families with support for everyday needs, spiritual
requirements, and symptom management (114). This oncology nurses could made outpatient clinic
for consultation, train family to provide basic care and self-care at home, and monitor progress and
emerging needs via remote or home visits.

3. Policymakers must take into account providing full funding for the treatment of childhood cancer
through universal health care.

4. Consider cancer treatment facilities to be decentralized outside Addis Ababa.
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ANNEXES
ANNEX 1: Information Sheet

Here, |1 am, the undersigned, at Addis Ababa University College of health science, department of
nursing and midwifery, currently undertaking research on a topic entitled assessment of family
caregiver’s health care needs when caring for their children with cancer in Tikur Anbessa
Specialized hospital, Addis Ababa, Ethiopia. For this study, you will be selected as a participant, and
before getting your permission or assent to your participation, you need to know all necessary
information related to the study. Thus, this information will be detailed as follows:

Objective: To assess family caregiver’s health care needs when caring for their children with cancer
in Tikur Anbessa Addis Ababa, Ethiopia, in 2024.

Significance of the study: The research findings will be helpful in the evaluation of the family health
care needs of children with cancer in a community and used to influence public policy decisions,
including the development of strategic health care plans, emphasizing psychosocial support,
influence the allocation of resources and the implementation of programs that address the specific
needs of this vulnerable population

Participants included: All family caregiver’s caring for their children with cancer admitted in Tikur
Anbessa Specialized hospital, Addis Ababa in the study.

Confidentiality: All information you give will be kept confidential and won't be accessible to any
third party. Your name won't be registered on the question sheet, so you will not be identified.

Risks and Benefits of the Study: The study will be carried out using an interviewer administered
questionnaire. The procedure doesn't cause any physical or psychological trauma. Furthermore, you
will not be forced to respond to the information you do not know. There is no payment for your
participation in the study but participating in the study and giving your information to questions
asked will have great input in efforts to improve quality of life of children with cancer and their
family caregivers in Tikur Anbessa Specialized hospital, Addis Ababa.

Assent: Your participation in the study will be totally based on your willingness. You have the right
not to participate from the beginning or to stop at any time after starting to participate. You will not
be forced to respond to a question you do not know, and you can ask any question you like.

Name of principal investigator (PI): Seyfedin Barkeda

Date: Signature Address of Pl: Mobile: +251927436060

E-mail: seyfedinbarkeda8@gmail.com
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Data Collector Name: Date Signature

Supervisor Name: Date Signature
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ANNEX 2: English Consent confirmation form

| have read the consent explanation and understood its content. | have been given the opportunity to
discuss all my concerns with the researcher. |1 have had my questions answered in language that |
understand. The risks and benefits have been explained to me. | understand that my participation in
this study is voluntary and that 1 may choose to withdraw at any time. | understand that all efforts
will be made to keep information regarding my personal identity confidential. | understand that by
signing this consent form, | have not given up any of the legal rights thatl have as a participant in a
research study.

| agree to participate in this research study: Yes/ No

| agree to fill in the questionnaire Yes/No

Participant signature/ Thumb stamp ----- ------—----- Date----------mm s

Participants’ printed name........................ Date......ooovvvviiiiiiii

Researcher’s statement

| the undersigned have fully explained the relevant details of this research study to the participant
named above and believe that the participant has understood and has freely given his/ her consent.
ResearchersName......................... Signature...............ooeenes Date .................
Roleinthestudy...................cooiiiinan.

Witness Name........................ Signature..........oooveviiiiiiiinn, Date: ..o
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ANNEX 3: ENGLISH QUESTIONNAIRE

Directions for completing the questionnaire

Before filling in this questionnaire, we are requesting you to read, understand and sign the attached
consent for.

Please do not write your name in any of the pages of the questionnaire.

Please read carefully the instructions at the beginning of each section of the questionnaire before
answering the questions in that section.

Please answer all the questions in each section if possible.

Section -1 Socio-demographic questionnaires

S.N | Socio-demographic factors of child Response Remark
1 Gender 1. Male
2. Female
1. Up to 5 years
2.5-10 years
3. 11-15 years
1. One
2. Two
3. Three
4. Greater
1
2
3
4
ver
1.

2 Age

3 No of children

. First

. Second
. Third

. Greater

4 Childs birth order

Socio-demographic factors of family caregi
5 Caregiver’s age

20-29
2. 3040
3.41-50
4.51-60
6 Caregiver’s sex 1.Male
2. Female
7 Caregiver’s relation to the children 1. Father

2. Mother

. Uncle/Aunt
4. Grandparent
5. Other
1
2

w

. Rural
. Urban
9 Family monthly income | ... ETB

8 Place of residence
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10

Caregiver’s occupation

1. Self —employed
2. Government- employed
3. Unemployed.

11

Caregiver’s education

1. Never attended formal
education

2. Primary education(1-8)
3. High school (9-12)

4. Collage or higher

12

Caregiver’s marital status

1. Single

2. Married
3. Divorced
4. Widowed

13

Total family size

Section-11 Clinical Characteristics of the children

S.N

General Clinical Characteristics

esponse

14

Time since diagnosis

.3-12m
12y
.34y

15

Recurrent, if the answer is yes skip the next
question

.Yes
.No

16

No of relapses

.once
. twice

R
1
2
3
4.> 4y
1
2
1
2
3. above

S.N

Cancer specific Characteristics

Response

17

Type of cancer

1. Solid cancer
2. Hematologic/
leukemia

18

Solid tumor staging

1. Stage O

Tis, NO, MO

2. Stage 1

T1-T2, NO, MO

3. Stage 2

T2-T4, NO, MO

4. Stage 3

T1-T4, NI1-N3,
MO

5. Stage 4

T1-T4,
M1

N1-N4,

1. Stage |

- Enlargement of
lymph nodes,

- N0 metastasis to
organs

2. Stage Il

- Enlargement of
Liver, Spleen and
LN
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Hematologic tumor staging

3. Stage I

- Anemia in
addition to
Enlargement of
the above organs,
- More than 2
organs affected

4, Stage V

Decreased PIt
number,(bleeding
tendency),

Lung started to
be affected
including to the
other organs
affected in early
stages

The anemia is
acute
19 Type of treatment 1. Chemotherapy
2. Radiotherapy
3. Hormonal therapy
4. Immunotherapy
20 Treatment cycle
21 In your view what would be the outcome | 1.Very good
of your child treatment? 2.Good
3. Fair
4. Poor
22 History of Alternative treatment, if answer | 1.YES
is no skip the next question 2.NO
23 Name of Alternative treatment 1. Holy water

2. Traditional healer
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ANNEX 4. Supportive care needs survey of caregivers (SCNS - P&C) questionnaire
Instructions

Caring for or living with someone with cancer may raise issues for you that are distinct from the
needs of the person with cancer. We are interested in finding out more about your needs as a support
person, or carer for someone with cancer. For every item on the following pages, indicate whether
you have needed help with this issue within the last month as a result of caring for or living with a
person with cancer. Please always ensure that you answer the questions in regard to YOUR OWN
EXPERIENCE AS A CARER of a child with cancer, not in regard to what the child with cancer may
be experiencing.

Put a circle around the number which best describes whether you have needed help with this in the
last month. If you feel the question is not relevant to your situation please make sure to circle option
1 ‘Not applicable’.

There are 5 possible answers to choose from: to indicate your level of needs on a 5-point Likert scale

(1—mnot applicable, 2- satisfied, and 3— low need, 4— moderate need and 5— high need).

In the last month, what was your level of need No need Some need
for help with: Not Satisfie | Low | Moderate | High
Applicabl | d need | Need need
e
1. Accessing information relevant to your
1 2 3 4 5
needs as a carer
2. Accessing information about the person with
, : . 1 2 3 4 5
cancer’s prognosis, or likely outcome.
3. Accessing information about support
: : 1 2 3 4 5
services for careers of people with cancer.
4. Accessing information about alternative
therapies? ! 2 3 4 >
5. Accessing information on what the person
with cancer’s physical needs is likely to be. ! 2 3 4 °
6. Accessing information about the benefits
2 3 4 5
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and side effects of treatments?

7. Obtaining the best medical care for the

person with cancer?

8. Accessing local health care services when

needed?

9. Being involved in the person with cancer’s

care, together with the medical team?

10. Having opportunities to discuss your

concerns with the doctors?

11. Feeling confident that all the doctors are
talking to each other to coordinate the person

with cancer care?

12. Ensuring there is an ongoing case manager
to coordinate services for the person with

cancer?

13. Making sure complaints regarding the
person with cancer’s care are properly

addressed?

14. Reducing stress in the person with cancer’s
life

15. Looking after your own health, including

eating and sleeping properly?

16. Obtaining adequate pain control for the

person with cancer?

17. Addressing fears about the person with

cancer’s physical or mental deterioration?

18. Accessing information about the potential

fertility problems in a person with cancer?
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19. Caring for the person with cancer on a
practical level, such as bathing, changing

dressings, or giving medications?

20. Finding more accessible hospital parking?

21. Adapting to changes to the person with

cancer’s working life, or usual activities?

22. The impact that caring for the person with
cancer has had on your working life, or usual

activities

23. Finding out about financial support and
government benefits for you and/or the person

with cancer?

24. Obtaining life and/or travel insurance for

the person with cancer?

25. Accessing legal services?

26. Communicating with the person you are

caring for?

27. Communicating with the family?

28. Getting more support from your family?

29. Talking to other people who have cared for

someone with cancer?

30. Handling the topic of cancer in social

situations or at work?

31. Managing concerns about cancer coming

back?

32. The impact that cancer has had on your

relationship with the person with cancer?

33. Understanding the experience of the person

with cancer?

34. Balancing the needs of the person with
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cancer and your own needs?

35. Adjusting to changes in the person with

cancer’s body?

36. Addressing problems with your sex life?

37. Getting emotional support for you?

38. Getting emotional support for your loved

ones?

39. Working through your feelings about death
and dying?

40. Dealing with others not acknowledging the
impact on your life of caring for a person with

cancer?

41. Coping with the person with cancer’s
recovery not turning out the way Yyou

expected?

42. Making decisions about your life in the
context of uncertainty?

43. Exploring your spiritual beliefs?

44. Finding meaning in the person with

cancer’s illness.

45. Having opportunities to participate in
decision making about the person with

cancer’s treatment

64




PATICT PE. oomBHT

ané 1: DATSE ovlB / information

AP AL NALN ANN RLACAL MG AL hAE PICATT? AS APAS +9°UCT NTA
NAUT @OPT NASD AND AFCELINShSOI@D PTG AG 9°CI°C: NTRC ATNA
POLHA 20l 29191 M5 T ASET @Q9° A Th0 00T R ABF @G
Ao TN POLLNAAIT®7 PG AT GATET 09LA Con 9°CI°C Afrieiv
Yo ALY PGT AL HAFL P10 FeoCmPAE AG9° ACDL L PN oomPd:
heo0f &t @LI° AHATE 4.PLPT hoodmt &4 hTSE IC ¢tHov8. U-A79°
ANLAL aolBPT TIOP LOLATLHA: DAPII® LV ovlB AILTLhFA®- NHCHC
LNTmGA::

PPSE PS ANTT- ONTRC AMNA POTHA 0 2024 vAST PhINC 3019197
o9 70000 AN AFTNONNLT PG A7 SATHT@7 a019°19° SIPGA::

PPGE ANLALYE P9 PTGE TRRT ATTNLON @-0T WIAC PANT@7 ALT
Arhnh0, AN MG AMONP GATET Aoo19°19° AG PUHN AN, @-ARLTT ACTAAA
CLAN: POFL-ESAE PG A0 APLTT CIIETFT eRIPCE POT-ANG I
N9t PHUT CFIA UHAO AR FATET 2290994 AT SALA AS PTCII°T
FMe ST

PNtk AAFLPT - UA9° MTIAC Pavove G OTRC  ATNA ATAALHE
POTHAT Nooghd® AL fA- ALFF@7 297000017 00N -F7h0h0/ @ALT
0TG-k HtPi::

POAOML-Rrt POTC aom0®:- OH.U- TG+ AL P2LAMT oolf  Noo-p “LOML-Prk
TmAP LPooMA NHe149° TS @LI° haTL@ @6k, A°TIHD9 OOHE @17
TN ALWPFIC: 1 NPLP NTLE bk AL ALaoHINI®T POLAMT ovld (LA
NaC® 09° @R, Nhe +LCT SdbaoMA::

AATSE: TPI° AG 1L ovlB:- TG P7NLLD NPA ooMLP AL C7LI0N aomL P
NooMPbI® 1@ AOd-$ 9°79° QYT ANAP AS NIANSP 18T ALONTAI®: OTeno149°
NN ovlB 9°AT Aoohim h@12.5%.9°: OTSE: AL AgoATG 9°39° wl'rT e f
MLSC NTGE oo Te AT AP TEEPT ovlBP17 oohm MTRC AHNA

65



OFAACHE POTHA MINC P1hme vIST7 AS A ThhNPFTFo7 mSTa? ATHAA
NLLLID Tt TAP AT POA LTLPA::

CHAFLDT ool (MY TGT ooATE AdovAHG W TATLPTF I°Com, LPAGA::
NTSH: AooA+G L PLE AhaolP7 9°79° ALY PN ®RI° CVAI°S AIANTNT “10|7
ALANTFAIC:: A8 0-9° hPGE QAN DC PA®7 TTTTEIC ALARCI: POLAMT
avlB9° NNFNTITIPT 09T @90 W CIRLT STAN: DALY ovl8 Aoodml & PLF
N A2 090 AJIAANT STFAN::

PP Trt ALl O9° (Pl): At 02457 ACH5

+7: 4G PPS@D T ALl W& 4

agN: +251927436060

h.71é\:  seyfedinbarkeda8@gmail.com

Pavl B ANAN, NI°:- +77 4C71

CHEMME N9°:- +77 4C71
anNg 2: 4L T8 PR/ consent form

PR PL TMNELLDT AN GHET HLEFAU-: UAF9° OOFET htovd-T1ém-  OC
ATEmLL ALN FOATREN: ATLEDT N9°LS®- &% oo hWTiFAU:: 1%k AS
TPIE  ANECTOAFA: (LY TS @0 AT TATE MLPLErE AILPT RS
N5 ®9° L AZILLT ao9°lT AILIVTA HLLFAV:: CART 20 17 N7LOATC
AaomNP U-A-9° TLAT AILTLLLT HLEFAU:: LUT PO PR NovdLl9° N9°CI°C
TG O0T AT TAF4 PATT 2175 ®79° VIP ao1T ATSATO® TLETFAU-:

NHY P9°CI°C TG T AoA+HG 0TI FAU: hP/ he

aoMmPe7 Aavav-At HATIPFAY AP/ hE

C+AF4 N9° AG &CP Charé- N hlid- +7%

P+aol-7146@ av A,

A LY NJ°F PLL°Y PHVT TS AH2IEY T HCHCT hAL Atmeda +Aadé
ao-p- (lov-p ANE-CFAU- AGI° AT 4@ FL&F M1 495877 AT2O0M AT SAU-:

0 N VACE VAL N UL &G 7

0TG-+t 00T PAT@- 7S
PG N9° &G +7

66



h0é 3: PhTILT PE, aomBPPT

aoMmP+¢y Aovao-Nf aPMm,DFi- QUTT oom@P hovao-A TP (4T CHLLHDT
NI°P°1t ATLLI T AT8LS% AS AT8LCov ATME PAT::

ANNLT NI°P7 N1 D-9° CoomPd: 1R AL h@Ag:

AP 7 MASA O0T PaT7 TPELT hovavAD®P N4+ Nhf1875% Poom@d NTA
avPavl @ AR PN avavldPTF (T rPe £

ANnL7 ntFA NALT575 NEA AT U-A19° TELPT LavA-:

AEA -l POME-LI°24-4/ P01 (WHA W@ PPC aomL$T

4.k | CALT Ot chHOP oML ST 7°AT

1 Al mre:

%

AOh 5 Yoot
5—10 Yoot
11-15 gaoi-
hre

Ut

ila

nq NAL
a7y
U0+
HEES

nq NAL

2 hLY

3 PALT Mt

4 ON7HE A 1o-

PO RO 0N SN =

POAE A1 hHIP aom@ET
5 POAL/Hh0h, AL

1. 20—29 Gavit
2. 30—40 »

3. 41—50 »

4. 51—60 »

6 Az 1.07%&

(%78

at

aSt

wrt/ bt
heT

AA

n-t+oq

N

7 nAg. IC fam- H°LS

A A

8 aFLe h& (A

67



COAS ®L-1P N,

10

POAE P, AL'TTH Né-

1.9970 15584
2. Pav ¥V
3. 0 AT

11

POAE O 1I°VCT LLE

1. o0 VGt
N0 hbThFTAT°:
2. Paoav/ @ [ FA]
+9°uC T (1-8)

3. NS L8 T9°VCT
(9-12)

4. bAZ: mE9° hH.f NAL

12

P1eC Ut

1.£4170

2. .21

3.04°T ¢HALE

4. N9°T PHAP/ PALT

13

mPAA PO-HAN N

NEA -l PAET AALhE qWeet aomed

+.4&. | mPAN AN GVé LT
14 PAS. vood® nJdod 0rF LR P1? 1. 3—12 oC
2. 1—2 Gav
3. 3—4 %ot
4. h 4 Yoot (AL
15 PALB. Yaod® L 92 1D-? 1. h?P
2. h%
16 | 170C/ vavao- 0L A1LONT @L9° +ha? 1 a7%
2. Utk
3. hH NAL
+.4&. | PhINC AR WELT oA
17 | P70C 929t 1. 6m. /| m7aé 1PCa
2. PL9° IAC
18 | P70¢ PO 2458

68




PMPé b, PO RLE

1. 228 L Tis, NO, MO
2. 808 AT T1-T2, NO, MO
3. » U T2-T4, NO, MO
4. » OOt T1-T4, N1-N3, MO
5. » hdét T1-T4, N1-N4, M1
PLI° NINC POLT LLE
1. 848 A7 - PAIPE 9L Ot
L8 aoghhoo( *
- o2 ATt Ahdt
g°39° ao( et PAYC::
2. L U - g0, MLEe  AS
NI°EG L 7927
3. £4% nnvk - A ntment PhahA
nea-T aogh,ao(
NHem294 PL9° 290,
- h 2 0MAg  PahA
nNGAT o181
4. L8 hiét - ¢ Pt ®TC oodin,(
NPAn-  PL9° oo®AN
®LI° avY})
- NooCav PP LLEDT
P18 A NEAT7
MI°C AN goggoy®
ao oo/,
- P29 9N AMBS
ao P77
19 | Phng°s 929 1. hI°be-T
2. (B LT
3. PPCI°7 chn9°s
4. enng- aohAn g
Vng°S/ PCIPSNLET
20 | Pch?°G 0-L2-1/ a1y O I o0L ? | L.
21 NACOE ALJ PAEDL Hn9°G omt 9°7 LPSA | 1. NM9° T
NA®- £00A-? 2. P<
3. 1Y
4. 9°19° A®T PA9°
22 | A4 /VAP Ah9°G T MPaoPA?  iaop(r | 1. AP
939" WPt PP TA®7 TP L HAN 2. ho
23 | PA%14-58 (h9cS O9° 1. PPN @Y
2. MVAP aof UL T

69




aNé 4. OH1hah, OAZT C£I% AThnhl FAPET SNAE  aomeP

WINC LANT A@7 ovThOnl @L9° ANC ooFC PhINC  F17.0  OTAR GATRT
®LI° AT ALINAL  LTAA: AL LI Geh, ®LI9° WINC 1707
A7Lov7h0N® NN GATRTL PAAM ATIOP FATT AdT: 0T TAT 12T AL AAD-
AL1%1% TICT NIAC £ANTT A@- NooFhanl @L9° ANC NoosCP 907 (HY 188
AL MA@ ®OC @N0T ACSH LHLANIP T AILPT Loopnt:4o791 ALT -7han,
ATLooPIP AP ET Neo7hhl e haedt HI°hCa h3AC U-A79° PEeLPT
aoao\NLPy LLINM it

MAL@ OC LY 188 AL ACSI LHLATIPT AILPT NLHN PTLIAADT £T¢7 AN
PLCT:: TPR® hACH® Vs IC 918157 oo hHATIP2+ AONPT A4 1
S HINCT LULA@7 AN £LCT:: AavI°lT 4 AP PTLTA avAOT hdv:i-

MWWéo oC N0HY 1458 AL ACST | W11 | ¢ Pt | aohhE | hG&HT
POELAIPT RISV - nce® | 1o- TATE | FATE | AT

1. A7 PN NFAN/ -F1hah(, heAT TP
IC P7Havs. ovlBPT7 15N

2. NANIAC  Thlm- L4 PavgY
+04/ AOT ool N7 eI
omk7 97

3. NAAONFIT7L PULOAmMaT PLOE
a0 AG AT, ool8 TTT7i

4. QA W1 I S PT avlB 170

5. NANINC  F97177.0 AMAR £ D4.%
GALPT ool TV

70



6. A INC LYt TPIE RS
eI 1%PT ool VNI

7. 1I0C 1@ kT oo UL WS
I°CT Phn9°s Arnnan 979

8. AY2 ANdALYE Phhan/ PNL.C Pm.S
A7 A1A20FT7 97T avF R

9. N17AC 7 h .o vVha?°S AS A7aNan
A0 AL hvhd®s -7 IC ANEC
ao(\ 1§

10. AAENL 975 ®39°  Po1.eANNTT
128 huhoo IC Aao@fP T heAT7
LT

11. vA9° LatCT Né-n  ao99any
0% Noo00 F099.m7 AINC vh9°s
av P\ hG aoCSF

12. ¢MeYt CA®- CHALE AINTDNTT7
Y9 A18 TN P9L% AOHINS WhATd
YTt aoFA

13. P70AC 327170 7E@-9° PVn9es
T2CT AT TP NHNO  UBS
aoqQ g~ aoF i\

14. 0M70C 917%9.0- veot AL
PIMav®-7 b avd'it avFA

71




15.004-02 ’mS Ut nrA
£.0.L%0 3\

NA200 ooNAT AS oo b5 CavAONAT7S

16. Jao?@ 0  Pveod®  TI0F70
7T

17. 970C ool  NFhhk  ADAP
ADMT AT  Aa9°ChP G- AN, L
PHhOE Q4TS B3P TINDIL avFA

18. M70C 0+HPHO- (@ AL Ahnk
NATLTA Paold-t TICT avlB 177

19. 174C F91.®-7 PaoFn0nn 1IN
A°AN haodmNl 2C: ANOTF aohdT:
®e.9° oo '1FF7 oot

20. N¢ PUT PO PoonlS C1$7LE
TV

21. ¢+Aavs. Phé- Vet ey
+90eFT AS Vand G ao7hndl
NA7L AL I0n.L aoF

22. P70 C Voo T  aoThnl NNé-
Ve P L9 NtAovs. ATPNPOLDT
AL PALLD TAAT

23.ACHL2 oL Fn”lom CTIHN L0

72




I & T B R A o M I R S A A
avFN

24. P0INC 310 VLT AG /®L9°
1R POTS 2977 aoF

25. PV AMNDNFTF 17T

26. aACh®L nJaolar IC oo/
ao) ). aoF\

27. ankAN 2C a0 0t/ a0 210

28. AN &9 97T aoFA

29.hutF  PRINC 19171 AA0TF WS
A+, ATaan. ALCI0-  h1S o+
MO ALT IC  ao@fP - aoFA::

30. OAQ7O0C Coh N°7uné-e/ nné N3
YDl avF

31. 0A 270G taoAO PaogPV OIS
ao$MMC

32. 170C NACKEL A MINC 371712
MA@ 7771rE ALLALLD THAT

33.

PNIAC Fav?®7 OWOhPT avl St avT

34. NG 71707 A9 PhiNPy

73




GATPT QoMM avFA

35. NFovM@ ¢a70C hhA AL AD-MT7
710-Hhén

36. hoaN veo+? IC £ TIACT7
aoq

37. WAL NTLFR 0% 97T

38.0A 1@ W13 £ T+

PoLA-t

39. A 9°F AG oot LALT O°%F AL
ao(\¢t] &1 oo

40. 170C LANTT (@ ao7hhN NVeo+
AL P91 LALLM TRAT ADMPLS heIONT
IC o157 ao@ £9 7

41. 070G 1% N80T avdir
e.MNP@7  ADT NPaod) AL
Sddao-F 4\

42. CULOTP ®ABLLTT 99,7

ACTIMGE AP+ PTO 12T

43. av 1AL AT 2T 10N ao@£P-T

44. e0INC N2 A (@ 00T +CTH9°
a9yt

74




45. ¢ M.m- aINC vh9°S @O-A1E NS
Lo +q AL NT aoF T

75




I Addis Abab:) University, College of Health Sciences, School of
Nursing and Midwifery
AR0 ANQ & HCAE MS A8 hAE: 1ICATIT TLEPRLS T/ LT
" Institutional Review Board

Form AAUMEF 03-008
Institutional Review Decision
Meeting No: 04/20G16EC Review Date: March 01/2024
Protocol number: SNM/32/2024

!

N | = |

Protocol Title: Assessnient of health caré,l needs and associated factors among families of cancer
survivor children at Tikur Anbessa Specialized Hospital in Addis Ababa, Ethiopia, 2024: Cross
sectional study.
Principal Investigator: | Scyfedin Barkeda 4
Institute: AAU-CHS-Schooi of Nursing & Midwifery
. ]
Elements Reviewed (AAUMEF 01-008) | [] Attached Xl Not attached
Review of Revised Application R lofPrevious KBview:
[ Yes No
Xt | ‘
DCCIS.IOII of the [_JApproved [ '{ pproved with Recommendation
meeting: { ! ) ‘
£ m?ﬂe<||hm3qcin=1 E} | dppreyed <= A '{ v | 'l( "1
e s o —_ IS - ! Y SN S ——— -_.‘.‘.....-4f ,<\, e e
! \\ \
i: Elements approved- 1. Protocol version No: | ‘

2. Protocol version date:
3. Informed consentjversion No: |
4. Informed consent/version date:
[I: Obligations of the PI- |
1. Should comply with the standard international and national scientific and ethical

guidelines. /

2. All amendments and changes made in prolocol and consent form needs IRB
approval.

3. End of the study, including manuscript and thesis works sliould be reported to the
IRB

11L: To NERC []
Institutional Review Board (IRB) approval period irom: March 02/2024. to July 20, 2024
Follow up report is oxpeck 6 Months X 9 Months __ One year

Chairperson, 5 Y
Br. Dr. DanicfMengistu, tAss Professor)

Signature: Seal:

Date:

76




N

N[
)

iy 'qcpc ﬂi‘}‘\ COLLEGE OF HEAL 1
' TIKUR ANBESSAS] | SCIENCES

Refno/drc: CHS/NSG/ [ ZF-/2016/24
Date/#%: 2/26/2024

To:

From: Dr. Girum Sebsibe [/i;\
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X

Subjeet: Support Letter

The Pediatric and Child 1lealth Nursing Master’s students in their 2" year have
finished their thesis prposals and are getting ready to gather data in the field.

This is therefore, 1 respectfully request that your good office assist them in obtaining,
the data required to complete their thesis work.

‘ \

Encl: A copy of cthical clearance letter

With Regards,
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