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ABSTRACT 

Cancer, one of the non-communicable diseases is gaining momentum in Ethiopia. As 

the country has only one cancer treatment center for both adults and children, the 

challenges associated with that are immense. In line with that, this study, focused on 

identifying the psychosocial impacts parents of children diagnosed with cancer have 

and how they cope with those impacts. Qualitative approach particularly case study 

design was used in this study. The tools for primary data collection were in-depth 

interviews and focus group discussions in order to gain in-depth information. 

Purposive sampling technique was used to select participants leading to sixteen 

parents of children with cancer who are currently following either admitted or as an 

outpatient to be involved in the study. In addition to that, three health care 

professionals were involved as key informants. The findings of the study reveal that 

parents with children diagnosed with cancer had encountered different psychological, 

social and physical impacts that are interdependent on one another. In addition to that, 

parents use different problem and emotional focused coping strategies to mitigate the 

challenges they encounter. Different informal and formal support systems also assist 

them to cope. However, the findings also show that the support parents are receiving 

is more inclined towards social support neglecting the psychological problems they 

have. The findings of the study present social work implication in the areas of 

practice, education, research and policy. 
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CHAPTER ONE: INTRODUCTION 

1.1. Background 

Cancer, known for more than 3000 years, was branded as the disease of the 

developed world with 70% prevalence in the 19th century (Aynalem Abreha, 2013, pp. I­

II). However, currently the disease is affecting "under developed" countries such as 

Ethiopia and is being a health burden. For years, Ethiopia ' s health policy focus was 

prevention, care and support of communicable diseases such as HIV/AIDS , tuberculosis, 

malaria, childhood diseases that cause high mortality rates in less than five years of age, 

which is understandable due to the magnitude of effect and rate of transmission 

communicable diseases, and did not put due consideration to the effects and disease 

burden arising from non-communicable diseases such as cancer. Nevertheless, the current 

health sector development plan (HSDP IV) has recognized the impact of non­

communicable diseases is creating and had incorporated prevention and treatment aspects 

(Mename Feleke, 2013, p. 1). 

Ethiopia's health care system focuses on prevention and treatment of disease, 

whether communicable or non-communicable, for patents from all walks of life 

(International Network for cancer treatment and research, 2010 as cited in (Mename 

Feleke, 2013, pp. 1-2). The. bio-medical model that governs the health care in Ethiopia 

lacks to consider the interdependence between mind and body with social aspects of 

individuals. Similarly, health problem developed on an individual also creates 

tremendous impact on that family system and more broadly on the community. 
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The focus of this study is on identifying and describing the different psychosocial 

impacts parents of children with cancer face and how they try to cope with those 

challenges. The topic of interest is chosen for the reasons that the burden of non-

communicable diseases in general and cancer in particular is rising which signifies that 

associated impacts are also rising on those diagnosed with the disease as well as their 

families and for the fact that there is lack of studies conducted in the area 0 f psychosocial 

aspects of childhood cancer in relation to parents in Ethiopia. 

The study area identified in this research is Pediatrics Hematology/Oncology unit 

of Tikur Anbessa Specialized Hospital as it is the only cancer referral center the country 

has providing comprehensive care and treatment for adults and children with cancer. 

Having only one cancer care centre for 80 million populations presents its own challenge 

for patients and in this case for parents as some will have to travel from different parts of 

the country leaving behind their children and home in addition to being challenged with 

the different psychological and social problems. Nevertheless, parents cope with the 

difficult and unexpected situation they find themselves in and different supports provided 

from stakeholders assists them to cope better. And this study tries to identify how parents 

cope with the situation of their child being diagnosed with cancer and what support 

system enables them to do that. 

1.2. Statement of the Problem 

Researches by Edwards and Clarke (2004), Kazak (2005), and Pollock, 

Litzelman, Wisk and Witt (2013) had been conducted to examine the impact of childhood 

cancer on the children themselves and on families. Edwards and Clarke (2004, p. 567) 

had conducted a research on the psychological impact of cancer diagnosis on families and 
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had identified that depression and anxiety were accounted by family members with 

20.8% and 15% of variance respectively. Furthermore, Kazak (2005, pp. 31-32) had 

reviewed researches that were conducted in the area of childhood cancer survivors and 

their families and reported that families exhibit high distress levels during initial 

diagnosis of their children with cancer. She had also reported that parents' lack of social 

support poses greater risk for constant challenges. 

Pollock, Litzelman, Wisk and Witt (2013, p. 107) on the other hand, compared the 

physiological and psychological stress among parents with children diagnosed with 

cancer with those of healthy once and identified that parents of children with cancer 

exhibited higher levels of physiological symptoms of stress than their counter parts. The 

research also identified poor quality of sleep and greater negative social interactions were 

significant among those parents of children with cancer. 

Another research conducted by Streisand, Kazak and Tercyak (2003 , pp. 252-254) 

had found out that, families of children on active cancer treatment experience stress when 

I, 
compared with parents with children who had completed treatment that signifies the 

necessity for psychosocial and behavioral services during the treatment period. The 

1 
I 

researchers had also reported that stressed parents stated "poorer family behavioral 

control" and they recommended for a need of support in "establishing and maintaining 

near normal daily routines during medical crisis". With a specific focus on mothers; 

Manne, Duham and Redd (2000, p. 380) had conducted a study to see the "association of 

psychological vulnerability factors to post-traumatic stress symptomatology (PTSS)" in 

mothers with children who are cancer survivors and had identified that mothers who 

sensed more restraints in expressing their "thoughts and feelings" to others had 
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experienced traumatic stress symptom. Do lgin, Phipps, Fa irc lougho lle, Sa hler, Askins, 

No ll, Butler, Varni, and Katz (2007, p. 778) had studied mothers ' adj ustment co urses 

when children are initially diagno sed, at three months and at s ix mo nths. The result o f 

the research showed mildly elevated negat ive affectiv ity and PTSS during initia l 

diagnosis. The result also shows improvement in PTSS, mood disturbance and 

depression over time. 

In relation to types of families who would be to susceptible to psychosocia l 

problems, Karlson, Smith, Haynes, Faith, Pierce, Elkin and Megason (201 3, p. 241 ) had 

found out that caregivers with lower education achieveme nt and financ ial difficulties are 

at considerable risk for psychosocial problems and recommended for early psycho log ica l 

support for parents. 

In Ethiopian, there are some researchers conducted in the area of ca ncer and 

particularly childhood cancer. In the area of childhood cancer, Yared Tadesse and 

Etsegenet Gedlu (2008), Telahun Teka (1992) and Bedri Ahmed (1984) had conducted 

studies with focusing on the biological dimensions of the disease . On the other hand, 

Dye, Solomon Bogale, Hobden, Yared Tilahun, Hechter, Teshome Deresse, Bize and 

Reeler (2011), Dye, Solomon Bogale, Hobden, Yared T ilahun, Teshome Deresse and 

Reeler (2012), Alemayehu Hailu and Damene Ha ilemariam (2013) , Hiwot Wubshet 

(2010) and Mename Feleke (2013) had conducted studies that focused psychosocial 

dimensions of adult cancer. 

From childhood cancer perspective, Yared Tadesse and Etsegenet Gedlu (2008, 

Patients and Methods section, para . 1) conducted retrospective ana lys is study that 
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assessed the pattern of childhood malignancies among children in the age range of three 

months to twelve years admitted from January 2005 to December 2006 at Tikur Anbessa 

Hospital. The results of the research indicated that admission due to malignancie s 

accounted for 3.1 % of all the admissions at the pediatrics department for that period with 

Wilm's tumor being the most frequent malignancy. Yared Tadesse and Etsegenet Gedlu 

(2008, Discussion section, para. I) 

Another study conducted by Bedri Ahmed (1984) identified the different 

childhood malignancies from 1974-1981 that were observed at the paediatrics clinic of 

Tikur Anbessa Hospital with lymphomas (28%) being the highest incidence and Burkitt's 

lymphoma the most common. On the other hand, Telahun Teka (1992) had conducted a 

retrospective study to determine the pattern of childhood malignant diseases in the 

paediatrics department of the Gonder College of Medical Sciences for the period 1981 to 

1990. The findings of the study illustrated that admission due to malignancy accounts for 

0.66% of the total paediatric admissions ages ranging between four months and fourteen. 

Dye, et al. (2011) conducted a research assessing "beliefs and practice around 

breast cancer in Ethiopia". The research had revealed that around 40% of respondents 

(patients and families) had the sense of fatalism about cancer (Dye, et al. 2011, pp. 722-

723). The research had also revealed that there is lack of knowledge among patients to 

the extent of 35% of the respondents had never heard of cancer prior to their diagnosis. 

On top of that around 10% patients and families indicated that they had faced 

"stigmatization and isolation" due to the disease. Another research by Dye et al. (2012, 

pp. 2-3) that assessed the early symptoms experience of breast cancer and triggers for 

action had revealed that 69 .6% of respondents have stated that they have ignored the first 
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symptoms and 42% of the respondents had seek treatment when they started exhibiting 

more symptoms. 

A research conducted by Alemayehu Hailu and Damene Hailemariam (20 I I) had 

tried to establish an approximate costs enumeration that adult cancer patients incur and 

establish forecasters for variation in cervical cancer treatment in Ethiopia . The study had 

included 227 cervical cancer patients at Tikur Anbessa Specialized and Teaching Referral 

Hospital. The findings of the study showed that 'the mean outpatient cost' incurred per 

patient is $407.20 while that of the inpatient is $334.20 with 74% of the cost related to 

medical while 26% related to non-medical costs (Alemayehu Hailu and Damene 

Hailemariam, 2011, pp. 3-4). The researchers had concluded that cervical cancer 

presents enormous financial burden on patients and families (Alemayehu Hailu and 

Damene Hailemariam, 2011, p. 7). 

The researches ofHiwot Wubshet (2010) and Mename Feleke (2013) focused on 

the psychosocial care, support and experience of adult cancer patients . Hiwot Wubshet 

(2010, pp. 38-88) that assessed the psychosocial support experience of blood cancer 

patients had identified that clients are not receiving adequate and well organized 

psychosocial support from the hospital (in this case Tikur Anbessa Hospital, the only 

cancer treating hospital for both for adults and children), their families and other settings 

for the different psychological, physical, social and economic challenges they have faced . 

The researcher had also found out that the participants in the study have experienced 

stress and feelings of hopelessness and helplessness due to the disease. Some participants 

had also expressed preference of death rather than hearing the diagnosis (H iwot Wubshet, 

2010, p. 91). The study had also reveled that participants had faced psychological 
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disturbances and fear due to side effects of treatments including physical changes, 

perception of others, loss of reproductive capacities, and others (H iwot Wubshet, 20 I 0, 

I 
pp.89-94). I 

Another research conducted by Mename Feleke (2013) reported that participants 

of the study had faced different social and psychological problems due to the disease . The 

research had found that changes in family and social roles, job loss, financial problems 

due to diagnostic and treatment procedures, lack of sufficient information about disease 

and treatment, change of self concept, experiences of stress and anxiety, and effects in 

sexuality are the different social and psychological impacts of being a cancer patient 

(Mename Feleke, 2013, pp. 37-53). 

I have not found any studies conducted in Ethiopia that had tried to look into the 

psychosocial issues faced by children diagnosed with cancer as well as by parents of 

children diagnosed with the disease. This shows that there exists a knowledge gap in the 

topic of interest initiating curiosity in conducting a research and finding out about the 

I, issue. Therefore, this study had tried to identify the psychosocial impact of childhood 

cancer on parents with children diagnosed with cancer and how parents cope with those 

challenges. 

\ 1.3. Research questions 
{ 

I The general research question this study will answer: what are the psychosocial 

impacts of childhood cancer on parents and how do parents try cope with the impacts 

they encounter due to the disease. 
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The specific research questions of the study are : 

What are the psychological impacts of childhood cancer on parents? 

What are the social impacts of childhood cancer on parents? 

What are the physical impacts of childhood cancer on parents? 

How do parents try to cope with the impacts they are faced with? 

1.4. Significance of the study 

Cancer poses physical, psychological, social and economic impacts to parents 

when their child is diagnosed with the disease. In line with that , an in-depth study of the 

psychosocial impact of childhood cancer on parents as well as their coping mechanisms 

and identifying the types of psychosocial support provided to the parents by health 

institution, family members and social support systems will be able to serve as a stepping 

stone in trying to identify the psychosocial challenges parents face as a result of their 

child's health situation and provide an insight to a situation not so far considered. In 

addition to that, it will increase awareness of the challenges parents face as a result of 

their child's diagnosis with cancer. On top of that, it will also assist health and other 

concerned institutions who are working in the area of childhood cancer directly or 

indirectly and will also serve as a source for further investigation for other researches in 

the area. 

1.5. Limitations of the study 

One of the major limitations of the study is that generalizability of the findings. 

As the research method used was qualitative study, which focused on attaining adequate 
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and in-depth information on the issue rather than on generalizability. The other limitation 

of the study is the fact that it did not capture social changes which according to Krueger 

and Neuman (2006, p.32) is the short coming of cross-sectional research that was utilized 

in this study. 

1.6. Challenges in the study 

This study is not without challenges. The first challenge encountered in 

conducting this study is lack of researches conducted in the area of psychosocial impact 

or support to people living with cancer in general and in particular to parents or care 

givers in the context of Ethiopia. Moreover, the study had the intention ofconducting two 

focus group discussion comprising homogeneous groups of mothers and fathers of 

children diagnosed with cancer. However, it had failed to conduct the discussion with 

mothers as the number of mother participants acquired was less than the minimum 

number of participants needed for focus group discussion. The reduction in the number 

of participants was as a result of some identified mothers were not provided med ical 

counseling and were not informed of their respective children's status while others were 
I, 

newly admitted children for diagnostic purposes. As a result of that, the identified 

participants were taken off from the study. 

1.7. Objective of the research 

,I [ The general objective of this research is to identify the psychosocial impact of 

childhood cancer on parents of children diagnosed with the disease the case of parents 

receiving service at Tikur Anbessa Specialized Hospital and identify how parents cope 

with those impacts. 
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The specific objectives of the research, it tries to: 

Identify and describe the psychological impacts of childhood cancer on 

parents, 

Identify and describe the social impacts of childhood cancer on parents, 

Identify and describe the physical impacts of childhood cancer on parents, 

Identify and describe how parents cope with the impacts brought by 

childhood cancer 

1.8. Working definitions of terms 

Cancer patient: - a child diagnosed with any type of cancer and who is attending 

treatment for the disease at Tikur Anbessa Specialized Hospital pediatrics department 

Economic impacts: - strain on the financial status of a family leading to challenges in 

purchasing medications and fulfilling basic needs, work disruptions and at least one 

parent quitting work 

Parents: - biological or legal guardians of a child diagnosed with cancer 

Physical impacts: - sleep disturbance or sleeplessness, loss of appetite, weight loss 

and other health (biological) related problems rising as a result of child diagnosed 

with cancer 

Psychological impacts: - experiencing feelings of anxiety, fear, anger, shock, trauma, 

stress and depression due to child's diagnosis 

Social impacts: - limitations in social activities, marital problems, change of family 

roles, added responsibilities, and lack of support from family and friends, and 

economical problems that brings about stress and negative frame of mind 
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CHAPTER TWO: REVIEW OF LITERATURE 

This chapter discusses relevant literatures and research conducted in the area of 

psychosocial impact, care and support for parents with children diagnosed with cancer. 

The chapter has four main sections that provide general view on cancer, impacts on 

nuclear family with main focus on parents, parents coping mechanisms and theories that 

further explain the impacts and parental coping mechanisms. 

2.1. Overview of Cancer 

World Health Organization (WHO) reported that non-communicable diseases 

(NCDs) such as cardiovascular diseases, cancer, chronic respiratory infections and 

diabetes are the leading threats of death in the world comprising about 60% of all deaths 

globally and 80% of all death in low and middle income countries causing an estimated 

35 million deaths in 2005 (WHO, 2008, p.9). The Ethiopian Federal Ministry of Health 

(FMOH, 2010, p. 13) had reported that cardiovascular diseases, diabetes mellitus and 

cancer alongside with injuries to be amongst the major contributors to the high level of 

mortality and morbidity in Ethiopia. Similarly, WHO had anticipated that 34% of the 

Ethiopian population would die from non-communicable diseases in the year 2011 (as 

cited in Awoke Misganaw, Damen Haile Mariam, Ahmed Ali & Tekebash Araya, 2014, 

p. l ). 

Cancer is one of the four major non-communicable disease along side with 

cardiovascular diseases, diabetes and chronic obstructive diseases. Childhood cancer, 

according to Ferlay, Bray and Mathers (2008) and World Bank, comprise only a small 

percentage of the global cancer burden with 84% of childhood cancers occurring in low-

income and middle-income countries (as cited in Magrath, Steliarova-Foucher, Epelman, 



\ 

I 

, , 

• 

PSYCHOSOCIAL IMPACT OF CHILDHOOD CANCER ... 12 

Ribeiro, Harif, Li, Kebudi, Macfarlane & Howard, 2013, p. 104). In United States, 

according to Lanzkowsky (1983), prevalence of malignant tumours, in persons less than 

15 years of age, was 12.45 per 100,000 and 9.78 per 100,000 among whites and Africa n 

Americans respectively (as cited in Yared Tadesse & Etsegenet Ged lu, 2008, 

Introduction section, para. 1). And according to American Cancer Society (2013, What 

are the key statistics for childhood cancer? section, para. 1), childhood cancer, the second 

leading cause of death in children, in United States represents about 1 % of the total 

cancer diagnosis each year with an estimated 10,450 new diagnosis in 2014. 

In Ethiopia, it is very difficult to find actual figures in regard s to non­

communicable diseases in general and cancer in particular as there is lack of proper 

documentation generally and lack of proper cancer registry (Anylaem Abreha, 2013, p. 

13; Awoke Misganaw, Damen Haile Mariam, Ahmed Ali & Tekebash Araya, 2014, p. 2; 

Shad, Challinor & Cohen, 2013, p. 109). However, WHO (2011) estimated that the 

national prevalence of cancer in Ethiopia to be 4% and Abegunde, Mathers, Adam, 

Ortegon and Strong (2007) indicated that "G lobal Burden of Disease (GBD) studies 

est imated age-standard ized death rates of 150 per 100,000 is attributed to cancer" (as 

cited in Awoke Misganaw, et al. 2014, pp. 1-2) . Similarly, Anylaem Abreha (2013, p.13) 

claim that medical records/information indicate that the prevalence of cancer is 

increasing with cervical cancer leading with 30%. Similarly Shad, Challinor and Cohen 

(2013, p. 109) had stated that Tikur Anbessa Radiotherapy Center med ical records 

estimate around 120,500 new cases of per annum. Moreover, a study conducted by Yared 

Tadesse and Etsegenet Gedlu (2008, Discussion section, para. 1 ) ind icated that admission 
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due to childhood malignancies at Tikur Anbessa Hospital from January 2005 to 

December 2006 was 3.1% of all the admiss ions. 

2.1.1. Causes, Types and Health Consequences of Childhood Cancer 

Cancer, a known disease for more than 3000 years (Aynalem Abreha, 2013 , p. I), 

is a neoplastic (a growth of tumor) disorder, that can involve all body organs with 

manifestations that vary according to the body system affected and type of tumor ce lls. 

Cancer occurs when cells lose their normal growth-co ntrolling mechanism leading to 

uncontrolled cell growth (S ilverstri, 2008, p.635). Cancer ce lls start causing serious 

health problem when they move from their original location to other s ite which is referred 

as metastasis (Silverstri, 2008, p.635) . Cancers are class ified as so lid tumors, when it is 

allied with the organ from which it develops such as breast and lung canc ers, and 

hematological, when it originates from blood cell forming tissues such as leukemia 

(S ilverstri, 2008, p.636). 

There is no known cause of cancer in adults and children. However, consid ering 

the patterns evidenced in many countries, the causes in adults are attributed in lifestyle or 

environmental risk factors such as smoking, foods eaten, inhaling chemica ls, exposure to 

natural and synthetic radiations (Peto, 1996 as cited in Auyang, "n.d", p. 5). However, 

the case is different in children as it is usually the result of changes in their DNA that 

could even happen during conception (American Cancer Society, 2013, What are the 

differences between cancer in adults and children? section, para . I; Fearon, "n.d" as cited 

. A " d" 5) 111 uyang, n. , p. . 
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There are different types of cancer that affect children . Leukemia, also referred as 

blood cancer, affects the bone marrow causing anemia, bleeding and infections . Another 

type of cancer is Hodgkin ' s disease which originate in a single lymph node or a single 

chain of nodes and metastasizes to spleen, liver bone marrow and lungs. Wilms ' tumor, 

cancer of intra-abdominal and kidney, is another type of childhood cancer. Osteogenic 

sarcoma is the most common type of bone cancer in children. Brain tumor and 

neuroblastoma are also other types of cancers that affect children (Silverstri , 2008, 

pp.548-554; Children's Oncology Group, 20 II , pp. 13-26; Kramarova & Stiller, 1996, 

pp.759-76]). 

The serious health problems caused by cancer ranges from impaired immune and 

blood producing functions, altered gastro-intestinal tract structure and function, motor 

and sensory deficits to decreased respiratory function with death as the fatal consequence 

(Silverstri, 2008, p.635) . According to Shad, Challinor and Cohen (2013 , p. 109) in 

Ethiopia, mortality rate for majority of childhood cancers is close to 100% even for the 

most treatable forms of childhood cancer. 

2.1.2. Cancer Treatment and Side Effects 

Chronic diseases in children are substantial due to the fact that they occur at a 

stage where the ordinary course of a child ' s development is affected making the care 

tremendously complex and involving a combination of medical and other services (Stein, 

2001 as cited in Australian Institute of Health and Welfare, 2005, p. 3). 

The treatment of cancer involves surgery, chemotherapy and radiotherapy. In 

some cases two or three of the treatments are combined. For cancer treatment , surgery is , 
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provided as prophylactic, curative, controlling, palliative, reconstructive means. The 

different types of surgeries serve different purposes for instance pro phylactic surgery is 

performed to remove an existing premalignant tumor to prevent it from turning into 

malignant tumor. On the other hand, curative surgery is performed to remove a malignant 

tumor and controlling surgery is performed to control the number of cancer ce lls to 

increase the chance of other treatments working. Palliative surgery is performed to 

reduce pain, relieve obstructions and others so as to perk up quality of life. Similarly, 

reconstructive surgery is also performed to improve quality of life through re instating 

maximum function and appearances (Silverstri, 2008, p.638) . 

The other treatment type is chemotherapy which is lI sed destroy or halt the 

reproduction of cancer cells at the same time destroying normal cells. Chemotherapy 

agents are administered systematically and sometimes different agents are co mbined to 

" increase the therapeutic response" (Silverstri, 2008, p.638). Radiotherapy on the other 

hand is used to kill cancer cells with minimum exposure and damage to normal cells 

leading to inhibition ofthe replication ability of the cancer ce ll s or kill the attac ked cells 

(Silverstri, 2008, p. 639). 

Cancer treatment is not without side effects. Chemotherapies and radiotherapies 

have side effects of fatigue, alopecia (hair loss), nausea, vomiting, mucos ities, skin 

changes, bone marrow suppression (neutropenia, anemia, thrombocytopenia) , fever, pain, 

skin changes, irritation, sleeplessness, changes in eating and sleeping patterns, changes 

in attitude, mood and behavior, distress, suffering and changes in taste sensation on 

individuals taking the treatment (Silverstri, 2008, pp.638-639; Jones, 20 12, p. 2 17). 

Although, children tend to respond to chemotherapeutic med ications better than adu It s, 
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children who had taken the treatment require careful follow-up for the reminder of their 

lives as both (chemotherapy and radiotherapy) treatments are known to have long-term 

sid e effects (American Cancer Society, 201 3, What are the differences between cancer in 

adults and children? section, para. 2). 

2.2. Impact of Cancer on Children, Siblings and Parents 

The diagnosis of a child with cancer, despite its prognos is, brings tremendous 

impact on the child, the parents, siblings and other fa mily members (Jones, 201 2, p. 214) . 

In line with that, this section of the chapter presents literatures that discuss the di fferent 

arenas of those impacts. 

2.2.1. Impacts to Diagnosed Children 

The most commonly used definition of hea lth is that of WHO that consid ers 

health as "a state of complete phys ical , mental and soc ial we llbe ing and not merely the 

abse nce of a disease infirmity" (WHO, 1949 as cited in WHO, 2003) . According to 

Lucas and Lloyd (2005 , p.6), WHO's definition advocates fo r consid eration of not a in a 

healthy state for anyone "with the slightest imperfection in their bodily, psycholog ica l or 

soc ial functioning". In that notion, as cancer in children has profound psycholog ica l, 

soc ial and phys ical impact (Li, Chung & Chiu, 20 I 0 as cited in Marcus, 201 2 p. 2 11 ) 

although children ' s reaction to the diagnos is and treatment varies depending on 

personality traits, age, social attitudes, and child ' s relationship with the parents and other 

factors (Chalikiopoulou, 1980 as cited in Theofa nidis, 2007, p. 2). 

From psychological perspective, children experience shock, stress, fear, anxiety, 

anger, gu ilt, sorrow, depress ion, low self-esteem, negative perception of se lf-appearance 
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among other things (T heofanidis, 2007, p. I; American Cancer Soc iety 20 12, How do 

children with cancer and the ir siblings react to a cancer diag nos is? sect io n, para. 9; Toro, 

"n.d", The psychologica l impact on the child section, para. I). The di ffe rent 

psychological experiences that children exhibit are due to inter related aspects of the 

disease and affiliated diagnos is and treatments. In line with that, McCaffery (2008), 

argue that children diagnosed with cancer encounter stress as a resu It of the treatments 

they undergo and also have problems coping (as cited in Marcus, 20 12 p. 2 11 ). 

Similarly, Theofanidi s (2007, p. I) and American Cancer Society (20 12, How do children 

with cancer and their siblings react to a cancer diagnos is?, para. 10) state that children 

diagnosed with cancer are afraid of the sudden shi ft from a normal state to being sick as 

well as to the different invas ive tests and treatments assoc iated such as bone marrow 

aspiration, lumbar puncture, frequent blood withdrawa ls and others. They also deve lop 

fear when they view that the existing circumstances as permanent which III some 

instances may lead to panic state that will " influence their ability to dea l with the 

symptoms and to learn ways of coping on a physica l and psycho log ica l level" 

(Theofanidis, 2007, p. 2) . 

Anger and guilt are normal experiences of children. The anger is related to the 

different procedures they have to do, have their privacy be invaded and being admitted to 

the hospital for a longer period at times (American Cancer Society, 201 2, Siblings of the 

child with cancer section, para. 2). And the guilt usually arises from their belief that the 

situation is a "punishment" for being "bad" or "parents past sin s" (A merican Cancer 

Society, 201 2, How do children with cancer and their siblings react to a cancer 

diagnos is?, para. II ; Theofanidis, 2007, pp . 1-2). The guilt exacerbates especia lly when 
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the family encounters crisis, when parents are in co nflict or even divorce (American 

Cancer Society, 2012, How do children with cancer and their siblings react to a cancer 

diagnosis? section, para. 13). 

The other feelings that children with cancer encounter are sadness and depress ion. 

Realization that some of the routine activities and those they enjoy do ing will be halted 

for a long time and that they are not the same anymore leads to their fee lings of sadness. 

On top of that, their perception in how their friends see them and how their body is 

changing causes them depression (American Cancer Society, 2012, How do children with 

cancer and their siblings react to a cancer diagnosis? sect ion, para. 16) . 

In addition to psychological impacts children experience arising from the physical 

symptom of cancer and treatments associated, they also experience severe soc ia I 

challenges and behavioural disturbances (Toro, "n.d", The psycho logical impact on the 

child section, para. I; Chalikiopoulou 1990 as cited in Theofanidis, 2007, p. 2). In 

addition, they also tend to develop low self-esteem, negative perception of self­

appearance, and insecurity that in one form or another affects their interaction with their 

peers and their families (Theofanidis, 2007, p. I; Toro, "n.d", The psycho logical impact 

on the child section, para. 3; Chalikiopoulou, 1990 as cited in Theofanidis, 2007, p. 2). 

According to Taro ("n.d", The psychological impact on the child section, para. 2), having 

to go through the different challenges of cancer such as "pain, hair lo ss, weight ga in or 

loss, physical disfigurement, and repeated absences from school and peers" severely 

affects their psychological and social adjustment. In addition to that, the insecurity they 

feel also escalates parental stress that will in turn further increase the stress 0 f the 
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children and may even bring behav ioral disturbances (Chalikiopoulou 1990 as cited In 

Theofanidis, 2007, p. 2). 

2.2.2. Impact of Cancer on Siblings of Children with Cancer 

As prev iously mentioned, diagnos is of a child in a family has effect on the whole 

family including siblings of the diagnosed child . Similar to children diagnosed with 

cancer, their siblings are also challenged psycholog ica lly and soc ia lly. 

As the families' da ily ro utines and normal activities change, the ro utines siblings 

used to also change to the extent of being cared for by re lat ives or neighbors (A mer ica n 

Cancer Soc iety, 201 2, When a child has cancer, it's a cris is fo r the whole fa mily sect ion, 

para. I). As a result, according to Toro ("n.d", The psycholog ica l impact on the 

family/caregiver section, para. 2), siblings fee l "anxious, stressed, overwhelmed, 

" I 
neglected and guilt". In addition to that, they also experience greater dist ress, post-. ' 
traumatic stress symptoms, negative emotional reactions, poor quality of li fe, a sense of 

los ing parental attention and sense of statu s in the family (A lderfer, Long, Lown, et al. 

, . 2010 as cited in Jones 2012, p. 216). To the contrary, so me siblings a lso show pos itive 

outcomes such as increased capacity for empathy and psycholog ica l maturity (A lderfe r, 

Lo ng, Lown, et al. 20 I 0 as cited in Jones 201 2, p. 216). 

According to American Cancer Soc iety (201 2, How do children with cancer and 

their siblings react to a cancer diagnosis? section, para. II ), siblings of children with 

cancer are fearful of the situation that they have no idea what it is but something is wrong 

with their brother or sister and that they may also get cancer. And the fac t that the ir 

parents are not there to care for them while other fa mily members, neighbors and fa mily 
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anxiety, depress ion, prolonged and complicated mournlllg are among the potential 

adverse consequences for parents with children diagnosed with cancer (as cited in Jones, 

2012, p. 214). 

The different emot ions exhibited by parents arise as a consequence of different 

issues related to their child's diagnosis. According to American Cancer Society (20 12, 

How do parents usually react to a child's cancer diagnos is? section, para. 2) when parents 

first hear their child's diagnosis, they may be frightened that their child "is go ing to suffer 

and perhaps die", they also fee l confused and experience numbness which they describe 

as inability to hear when phys icians explain the child 's diagnos is or plan of treatment. In 

support of the notion, a study by Khoury, Huijer and Doumit (2013, p. 20) had revealed 

that almost all study participants had experienced shock when their child was diagnosed 

. I 
I 

with cancer and had lead to losing their "way of life" . 

, . 
Furthermore, disbelief and denial are also common feelings parents experience 

manifested by questioning whether laboratory had made a mistake, if the result actually 

belong to their child, seeking to get second opinion, questioning the qualifications 

medical staffs or health facility (American Cancer Society, 2012, How do parents usuall y 

react to a child ' s cancer diagnosis? section, para. 4). On top of that , fear and anxiety 

usually arises from being bombarded by an unfamiliar situation and the result of which 

cannot be controlled, stories heard about the problems others encountered due to 

treatment or beliefs that cancer is equivalent of 'a death sentence ' (American Cancer 

Society, 2012, How do parents usually react to a child ' s cancer diagnosis? section, para. 

7) . 
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friends are taking care of them (America n Cancer Society, 201 2, How do children with 

cancer and their siblings react to a cancer diagnos is? sect ion, para. II ). Another 

emotional reaction common among siblings is anger which arises as parent 's focus and 

attention is directed towards the sick child, they fee l that their parents have no time for 

them and the routines they were used is changing (A merican Cancer Soc iety, 201 2, How 

do children with cancer and their siblings react to a cancer diagnos is? section, para. 14). 

Similarly, in a study conducted by Khoury, Huijer and Doumit (201 3, pp. 19-20) revea led 

that sibling rivalry as one issue parents needed to dea l with as a result of the ir focus and 

attention being directed towards their sick child . 

2.2.3. Impact on Parents with Children Diagnosed with Cancer 

Parents experience di fferent psycholog ica l, soc ial and phys ica l cha llenges in 

. I 
I relation to their child 's diagnosis with cancer. Accordingly, this section presents what 

, ., different literatures and researches state about the impacts parents face as a resu It 0 f the ir 

child being diagnosed with cancer. 

I, 

2.2.3.1. Psychological Impacts 

When parents hear the diagnosis of their child, they experience emotions of 

shock, disbelief, anger, fear, guilt, sadness and anxiety (A merican Cancer Society, 201 2, 

How do parents usually react to a child ' s cancer diagnos is? section, para. I). Similarly, 

Children's Oncology Group (2011 , pp. 92-93) and Jones (2006 as c ited in Jones, 201 2, p. 

214) also share the notion that most parents fee l hopeless, become depressed, fee l sense 

of dishonest and blame themselves for their child ' s sickness and think always about what 

may have caused their child 's cancer leading to diverse personal and soc ial life problems. 

However, for Manne, Duhamel and Redd (2000), Jones (2006) and Boman (2003) 
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Parents guilt arise especially after accepting the diagnos is of their child ev id ent 

through feeling they may have done something to cause their child ' s sickness, feel it 

could be "payback" for their past mistakes. Mothers mostly fee l guilty associating the 

situation with something they did or failed to do so during their pregnancy (American 

Cancer Society, 2012, How do parents usually react to a child 's cancer diagnos is? 

section, para. 10). Sadness and depression are other emotions experienced by parents 

with a child with cancer as the hopes and dreams they had for the ir child is shattered due 

to the diagnosis of the disease leading to feeling of sadness and hopeless (American 

Cancer Society, 2012, How do parents usually react to a child 's cancer diagnosis? 

section, para. 15). 

Parents ask "Why me?" or "Why us?" and fee l angry towards the cruel and 

. I 
I random injustice of life due to their child's health situation. Their anger could be 

. " directed towards health professionals involved in the ir child's care, the painful diagnost ic 

and treatment procedures, staying at the hospital for long periods of time, to other family 

I, 
members and friends for lack of support and for thoughtless remarks. In some instances, 

parents may even resent one another as well for prev ious or current situations that are 

affecting their child 's treatment (American Cancer Society, 2012, How do parents usually 

react to a child's cancer diagnosis? section, para. 19). 

2.2.3.2. Social Impacts 

Chronic illnesses including cancer have several social impacts on parents when 

their child is diagnosed with one including change of family ro les, addition of 

responsibilities, marital disruptions, change in quality of life and economic impacts 

(Jones, 2012, p. 215; Khoury, Huijer & Doumit, 2013, pp. 18-19; Bona, Dussel, Orellana, 

-
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Kang, Geyer, Feudtner & Wolfe, 2014, p. 598). Similarly, for Manne, Duhamel and 

Redd (2000), financial distress, marital/partner or fa m i Iy disco rd, soc ial and behavioral 

problems for the child and/ or their siblings are among the potential adverse 

consequences parents with children diagnosed with cancer encounter (as cited in Jones, 

2012, p. 214). 

In regards to role changes, parents have a nurturing role to the ir children which is 

altered with the diagnos is of their child with cancer . The nurturing ro le that parents are 

we ll acquainted with adds the role of "advocates, councilors, and medica l technicians" 

and they begin to deal with and respond to different side effects of treatments in vo lved 

when their child has cancer (Jones, 2012, p. 2 15). In line with that, the findin gs of 

Khoury, Huijer and Doumit (2013, p. 19) revea ls that the diagnos is ofa child with cancer 

adds responsibilities to both parents with the fathers being financia lly responsible and 

mothers with taking care of the household . 

Similarly, studies by Young, Dixo n-Woods, Findlay et a l. (2002) and Jones, 

Pe lletier, Deeker, et al. (2010 as cited in Jones 2012, p. 216) had revea led that burden of 

responsibilities differ from one parent to the other as in many families, mothers are at the 

bedside of their child while fathers return to work and focus on the financial aspects. 

When the role responsibilities split between the parents, the impacts also di ffe r as fathers 

report feeling of distant and uninformed about the care and treatment of their child while 

mothers report the emotional work of care giving as intense and co mplex (Young, Dixon­

Woods, Findlay et a I. , 2002 & Jones, Pelletier, Deeker et a I. , 20 I 0 as c ited in Jones 201 2, 

p.2 16). 
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Another social impact observed in parents with a child with cancer is marital 

problems. Some studies attribute that parents experience marital problems when they 

have a child with a chronic illness including lack of time with each other, communication 

problems, conflict, increased role strain, decreased relat ionship satisfaction and di vo rce 

(Lawrence, 2012, p. 21 ; Brody & Simmons, 2007; Da Silva et aI. , 201 0; Yeh, 2003 as 

cited in Khoury, Huijer and Doumit, 2013, p. 20). In co ntrast to that, other studies have 

fo und out no effect while others have indicated " increased closeness, greater cohes ion, 

increased support and lower divorce rates" among spouses (Lawrence, 20 12, p. 2 1). 

Similar to both notions, a study by Khoury, Huijer and Doumit (201 3, p. 20) had found 

out that in most families in their study, child 's illness had brought cohes ion and closeness 

among the couple while in one family the couple's relationship was filled with conflict. 

In relation to social interaction, Pollock, Litze lman, Wisk and Witt (201 3, p. 107) 

had found out that parents of children exhibited greater negative soc ial interactions 

significantly. Adding to that, Patterson and McCubbin ( 1983), Byrne and Cunningham 

( 1985) and Kazak (1986) state that "families with a child with a chronic illness have been 

described as socially isolated from formal and informal sources of support" (as cited in 

Tak & McCubbin, 2002, p. 192). Similarly, a research by Velde, Demares, De Vos, De 

Porre, Moerloose, Benoit and Veleye (2011) had identified that some parents opened and 

wrote on weblogs due to the isolation they had fe lt while most to share firsthand 

information about their child with families and fr iend s. The researchers have also found 

out that blogs were being used as a venting means for parents and had also helped parents 

in receiving social and emotional support from other parents in the same situation (as 

cited in European Journal of Onco logy Nursing, 20 II , p. 275). 
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Another social impact parents have to dea l with is economic problems secondary 

to their child being diagnosed with cancer that includes fin ancial burden, work disruption 

and leaving job and in some cases terminating treatment as a result of inability to afford 

treatments. A study conducted by Bona, et al. (2014, p. 598) that looked into the 

economic impact of advanced childhood cancer on famili es had found out that preva lent 

work disruption of parents (94% families) across all income leve ls, at least one parent 

leaving a job due to child 's illness in 42% families and lo ss of income due to work 

disruptions which is considerable in all families. In the sa me study, more than 28% of 

parents portrayed their child 's illness as "a great economic hardship" (Bona, et aI. , 2014, 

p. 597). Similarly, a study by Khoury, Huijer and Doumit (2013, p. 19) had also 

identified financial issues in cancer treatment of children to be an issue among Lebanese 

" I 
parents. In the study, one father had stated that one of his sons had to drop out of 

, ' 
university and his daughter had to transfer to public school because the family was not 

, ", 

able to afford paying as the medical expense of their sick child was mass ive and his 

salary was not sufficient (Khoury, Huijer & Doumit, 20 I 3 p. 19). 
, , 

In Ethiopia context, the findings of a study conducted by Alemayehu Hailu and 

Damene Hailemariam (20 II, pp. 3-4) had showed that ' the mean outpatient cost' 

incurred by a single cervical cancer patient to be $407.20 while that of the inpatient was 

$334.20 with 74% of the cost related to medical while 26% related to non-medical costs. 

In line with that, the researchers had concluded that cervical cancer presents enormous 

financial burden on patients and families (Alemayehu Hailu & Damene Hailemariam, 

2011, p. 7). 
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2.2.3.3. Physical Impacts 

Parents with a child diagnosed with cancer exhibit different phys ica l cha llenges 

due to their child's illness as the burden of taking care of their sick child is immense that 

they tend to neglect their own health and well-being (Acton GJ, 2002 as cited in Klassen, 

Klaassen, Dix, Pritchard, Yanofsky, O'Donnell , Scott, and Sung, 2008, p. 5884). 

Similarly American Cancer Society (2012, Ways to improve cop ing section, para . 3) also 

asserts that parents caring for the ir child diagnosed with cancer tend to neg lect rou tines 

such as "eating, sleeping, exercising, and taking breaks from caring for the child" which 

are important for parents as it will enable them to care for their ch ild better and are 

assurances to the sick child that some routines are maintained and parents are well. Not 

only neglecting the daily routines, parents also ex perience difficulty of eat ing and 

sleeping and lack energy to conduct their daily tasks (American Cancer Soc iety, 20 12, 

How do parents usually react to a child's cancer diagnos is? section, para . 15). 

A study conducted by Klassen et al. (2008, p. 5884) tried to look into "hea lth­

promoting self-care actions, such as getting enough rest, eating nutritiously, and getting 

enough exercise" in parents of children with cancer. And the findings show that parents 

of children with cancer in the sample group reported considerable lower quality of life 

than the population norm (Klassen et aI., 2008, p.5887). Even though there were 

difference in quality of life between the research sample and population norms in all 

domains and scores, the researchers had found an exception to difference on the physical 

function and physical component score (PCS) (Klassen et aI., 2008, p. 5887). In addition 

to that, the study also revealed that there is a strong relat ionship between sleep quality 

and quality of life (Klassen et aI., 2008, p. 5888) which support the notion that "sleep 
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problems are prevalent in cancer populations" (C lark, Cunningham, McMillan, et aI. , 

2004; Vena, Parker, Cunningham, et aI., 2004; Berger, Parker, Young-McCaughan, et aI. , 

2005 as cited in Klassen et aI. , 2008, p. 5888). According to Boman, Lindahl and Bjork 

(2003), Viksten, et al. (2004), Ferrell, et al. (1994) , and Gedaly-Du ff, et al. (2006), sleep 

disturbances are common among parents of children with cancer (as cited in Klassen et 

aI. , 2008, p. 5888). Similarly, a research by Pollock, Litze lman, Wisk and Witt (20 13, p. 

107) had found out that parents of children with cancer exhibited poor quality 0 r sleep 

associated with the stress level parents were in . Likew ise, according to, Meltzer and 

Moore (2008, p. 279), "nighttime care giving, and/or worries about the child ' s illness, ca n 

result in sleep disruptions ; including poor sleep quality and shorter sleep quantity for 

parents" . 

In addition to stress levels and other related factors affecting parents, the 

conditions under which they sleep also has profound effect. In accordance to that, a 

study conducted by Young, Dixon-Woods, Findlay and Heney (2002 , p.1838) had found 

out that mothers of children with cancer, when their children are admitted to the hospital 

"usually slept in camp beds at their children 's bedside in open wards in cramped 

conditions with lack of privacy and difficulties in sleeping". Moreover, Brehaut et at. 

(2004) and Raina et al. (2005) state that parents of children with chronic illness are prone 

to poor health condition as compared with those who have hea lth children (as cited in 

Meltzer & Moore, 2008, p. 279). 

2.3. Parental Coping Mechanisms 

Parents of children diagnosed with cancer utilize different mec hanisms to co pe with 

the psychosocial problems caused due to their child ' s diagnos is with ca ncer which 



\ 

I If, 

I, 

I , 

I. 
II 

-

PSYCHOSOCIAL IMPACT OF CHILDHOOD CANCER ... 28 

depends on the time and severity of the illness (Hamama-Raz, Rot and Buchbinder, 2012, 

p. 34). Coping, as defined by Hutchison ( 1999, p. 138), is "our efforts to master the 

demands of stress, and includes the thoughts, feelings, and act ions that constitute these 

efforts". 

2.3.1. Parents own coping mechanism 

In line with that , Hutchison (1999, p. 141) identified two methods by which 

individuals try to cope during incidences, problem-focused or emotion-focused. In 

problem-focused coping style, people view that circumstance co uld be restrained so they 

try to alter the circumstances by taking actions. To the contrary, emotion-focused co ping, 

prevails in situations that are viewed unchangeable, people try to cope either by 

amending the manner by which the circumstance is tended or by changing the "meaning 

to one selfofwhat is happening" (Hutchison, 1999, p. 141). 

Similarly, a study by Papastavrou, Charalambous and Tsangari (20 12, p. 260) had 

identified the different copying strategies utilized by care givers. According to the 

findings of the study, positive approach, seeking soc ial support , wishful thinking, 

avoidance/denial, confronting coping, burden and depress ion were id entified as coping 

strategies utilized by care givers. The study had also found out that majority of 

participant care givers used emotionally focused , that is avoidance or denial, and wishful 

thinking, coping strategies (Papastavrou, Charalambous & Tsangari, 2012, p. 261) . 

Accordingly, statements such as "I was hoping for a mirac le", "I was hoping that time 

would change things and simply waited" and "I found conso lidation in my faith to God" 

were emotionally focused ways of coping that were repeatedly used with the highest 

mean (Papastavrou, Charalambous & Tsangari, 2012, p. 260). To the contrary, ") 
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expressed my anger to the patient", "I dared to do so mething risky" were statement that 

were used by care givers with lowest mean (Pa pastavro u, Charalambous & Tsangari, 

2012, p. 260). 

Similarly, Norberg, Lindblad and Boman (2005 , p. 970) had conducted a study to 

identify the coping strategies utilized by parents of children with ca ncer and identified 

that among parents, there is "more frequent tendency to use pass ive reaction pattern that 

is, isolating from others, escaping into fantasies". The study had also revea led that more 

frequent use of "active problem focusing (acting immed iately and be ing goa l oriented, 

sorting things out) rather than avoidance behavior (drawing back from problematic 

situations) and passive reactions were assoc iated with low leve ls of anxiety and 

depression" (Norberg, Lindblad & Boman, 2005 , p. 970). Likewise, in co ping with the 

challenges of financial burden, Bona et al. (2014, p, 598) had found out that all families 

in their study had utilized similar strategies to pay for medical care including "reducing 

expenses by avoiding big purchases, incurring debt, se lling property and organizin g 

fundraising" (Bona et aI., 2014, p. 598) which corresponds with active problem focused 

coping strategy. Other coping mechanisms utilized by parents that Norberg, Lindblad 

and Boman (2005, pp. 970-971) had identified were "palliative reaction (engaging in 

other activities, trying to relax) and expressing emotions (expressing annoyance and 

anger)". 

2.3.2. Supports that assist parents to cope 

American Cancer Society (2012 , Ways to Impro ve coping sect ion, para. I) 

recommends different supports that will enable parents to co pe better with their child ' s 

illness. In line with that, Hamama-Raz, Rot and Buchbinder (20 12, p. 37) stress on 
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utilization of formal and informal supports as ways in which parents cope with the soc ial 

problems they encounter. The formal support system is from hea lth ca re profess ionals 

and treatment centers or hospitals through prov ision of medica l support to their child . 

Whereas, informal social supports are from the couples themse lves, family and soc ial 

networks (Hamama-Raz, Rot and Buchbinder, 2012, pp. 36-37). 

For parents supportfTom health profess ions or "cancer team" such as doctors, 

nurses, social workers and others involved through information prov ision, coun se ling, 

teaching "new skills such as relaxation and stress management" (A merican Cance r 

Society, 2012, Ways to improve coping section, para. 2) . Similarl y, a study conducted by 

Hamama-Raz, Rot and Buchbinder (2012, pp. 26-27) on the experience of' parents with a 

child with retinoblastoma (cancer of the eye) in coping had found out that parents bega n 

the journey of coping when they had received the definite diagnosis of their child . 

I ." Simi larly, the researchers assert that provid ing parents with clear in formation on med ica l 

diagnosis and treatment plan of their child is an important step is assisting them to cope 

I, with the challenges (Hamama-Raz, Rot and Buchbinder, 2012, p. 36). Co rrespondingly, 

Kastel, Enskar and Bjork (2011, p. 291) states that clear information should be provided 

to parents on the diagnosis and treatment of their child as it will assist them in tak ing 

responsibility and making decisions. On the same note, Hamama-Raz, Rot and 

Buchbinder (2012, p. 35) had found out that the different emotions parents initially feel 

when their child was sick such as helplessness, panic, and fear were exacerbated by 

parents receiving vague information from health professiona ls. 

Another mechanism that will assist parents to co pe with the impacts of chi ldhood 

cancer is communication among the couple. According to Da Silva, Jacob and 

I 

I 
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2.4. Theories and Models 

This study considers bio-psychosoc ial model and fa mily stress theo ry in trying to 

understand the psyc hosoc ial impact of childhood cance r on parents and their coping 

mechanisms. The following section tries to discuss the basic principles of the two in 

relation to the study topic . 

2.4.1. Bio-Psychosocial Model 

The bio-psychosocial model is an" integrated approach to human bcha vior and 

disease" (Dogar, 2007, p. II) that emphases on the interaction of the bio log ica l, 

psychological and social aspects of an individual as a determinant fa ctor in hea lth and 

wellbeing. The model encompasses family and community and also emphas izes on 

prevention of illness and promotion of health as much as on treatment of disease (Dogar, 

2007, p. II). Similarly, referring to the works of House, Landis and U m'bBrson ( 1988), 

Levine, Coe and Wiener (1989) and Weitz ( 1996), Hutchi so n (1999, p. 85) argues that 

there exists a relationship between physical, psycholog ical hea lth and soc ial experiences 

which are well evidenced and backed with "strong conceptual, theo retica l and empirical 

ev idence". 

In regards to health of individual, Lowe (1997) recommend s not to view hea lth as 

an experience specific only to an individual but within the fra mework of the community, 

group, and organization (as cited in Hutchison, 1999, p. 85) which is common in the 

healthcare system, where bio-medical model takes precedence, integrated mind and body 

treatment tend lack (Sperry, 2006, as cited in Atkinsa, Colville & John , 20 12, p. 134). 

On the same note, Lowe (1997) encourages on the use of models that "seek to promote 

the health of communities as well as empowering individuals, fa milies, and groups to 
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advocate for their own health needs" in soc ial wo rk practice (as cited in Hutchison, 1999, 

p. 85). 

2.4.2. Family Stress Theory 

The family stress theory asserts that any event (stressor), posit ive or negati ve, will 

have an impact on families. Grounded in the ABC-X model, the theory 's bas ic 

assumption asserts that coping or get into crisis with a situation depend s on how the 

family perceives or defines that event (Smith, Hamon, Ingo lsby, Miller, 2009, pp. 96-97). 

Correspond ingly, Lipman-Bluman (1975) state that the degree to which a stresso r 

will impact a family and their ability to cope depends: 

whether the stressor being internal or external to the family, st ressor focused o n 

one family member or on all family members, suddenness or gradual onset of th e 

stressor, severity of the stressor, the length 0 f time it would take fam ily members 

to adjust to a stressor, whether it is expected or not, natural or artificial , and the 

family's perception of whether or not they are able to so lve situation (as c ited in 

Smith, et aI., 2009, pp. 96-97). 

The theory also asserts that families can co pe with a stressor event through 

utilizing resources available which could be within individuals in the family , friends and 

other family members, and from the community (S mith, et aI. , 2009, pp. 96-97). 

According to McCubbin and Patterson (1985), reso urces are of individual, family, and 

community. Hence, the utilization of a variety of resources brings about a good response 

against stress (as cited in Smith, et aI., 2009, pp. 96-97) . Similarly, McKenry and Price 

(2000) assert that social support is one of the most important resources that co uld be 
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accessed which may be provided through families " instrumenta lly, emotionall y, and 

through the building of increased social networks" and from community " increased 

networking, help with problem-solving skills, and providing ass istance in access ing valuable 

resources" (as cited in Smith et aL, 2009, pp, 96-97) as support enables one to build self-

esteem and feelings of self-worth increase and can be seen as a sign of love" (Smith, et aI. , 

2009, pp, 96-97) , In addition to that for Smith et al. (2009, pp . 96-97), "good social 

support from friends, neighbors, and family can lead to more pos itive change and can 

minimize the effects of environmental stress" . 
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CHAPTER THREE: RESEARCH METHOD 

This chapter presents the research method employed in co nducting the study. It 

presents the study des ign employed with justifi ca tions. The method is a descripti ve 

qualitative research with case study as its strategy of inquiry. Purpos ive sampling 

technique was used to se lect participants. As primary so urce of data co llection, interview 

gu ides were used. The chapter also presents study area, partic ipant se lection and 

sampling methods utilized . In addition, it also co ntains data co llection procedure, data 

analysis and data quality assurances employed. Lastly, ethica l co nsid eration aspects of 

the study are presented . 

3.1. Study Design 

Alston and Bow les (2003, pp. 65-66) describe resea rch des ign as a road map fo r 

data collection, analysis and how it is reported including the progress ion in sampling, 

data collection methods and analysis to be used. However, in order to se lect the 

appropriate research design for a study, a researcher must have a clear philoso phical 

worldview or stance. According to Creswell (2014, pp. 5-6), philoso phica l worldview or 

stance of a research will explain the choice for the type of methods of approach In a 

research. 

In line with that, the philosophical world view that was se lected to guide thi s 

research was social constructivists. According to Creswe ll (2014, p.8), soc ial 

constructivist worldview give space for individuals to try and search their own 

understanding of the world they live in and extract their own meanings which co uld be 

diverse and numerous and in turn will enable researchers to look into the "co mplex ity of 
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views" instead of contracting meanings " into few catego ries or ideas and make sense of' 

these meanings . 

As the objective of the study was to identify the psychosocial impact of childhood 

cancer on parents with children diagnosed with the disease and how they cope with the 

challenges they are faced with, it was the parent 's point of view and their mea nin gs to the 

situation that was sought and studied. The goal of the stud y was find ing out parent ' s 

interpretation and understanding of their own situation due to their children's illness. As a 

result, social constructivist view had guided the research design in trying to gather the 

required information for the study. 

After identitying the philosophical stance, two dimensions had been considered 

related to time and purpose of the study. With regards to time dimension, the study was a 

cross-sectional research looking into the psychosoc ial impact chi Idhood ca ncer has on 

parents and how they cope at a single point of time. Although cross-sectional research 

has shortcoming in "not capturing social processes" (Krueger & Neuman, 2006, p.32), 

"has the disadvantage of not being able to capture soc ial processes or change", it was 

chosen in this study because participants are from target population group that are hard to 

trace and coming from all parts of the country to one center. In addition to that, it was 

se lected as it is less costly and less time taking 

As the purpose of the research is to describe the psyc hosoc ial impact of childhood 

cancer on parents with children diagnosed with the di sease and parents cop ing 

mechanism, descriptive research had been selected as it tries to show a picture of the 

precise details of a "situation, social setting, or relationship" (Krueger & Ne uman, 2006, 
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p.22). Therefore, this study had tried to show the details of the psychosoc ial impact 

childhood cancer brings on parents and how they try to cope. 

The research method chosen for this stud y is qualitati ve research method. As 

Monette, Sullivan and Dejond (1994, p. 82) put forth , the state of our know ledge on a 

certain research topic directs our choice for the method. In case of thi s stud y, there is 

lack of knowledge and research in the area of psychosoc ial impact of childhood cancer on 

parents with children diagnosed with the disease and their co ping mechanisms in 

Ethiopia. For that reason, qualitative research method was cho sen. On top of that, 

qualitative research method was chosen as it enables to ga in "complex and detailed 

understanding", according to Creswell (2007, pAO), on the topic of interest. 

In order to gain an in-depth and detailed information on the topic of interest, the 

study used collective case study method that enabled researchers to take in a s ingle issue 

and conduct multiple cases to demonstrate the issue (Creswell, 2007, p. 74) and as it will 

assist in gaining detailed insight into the issue, as Yin (2003 , p.2) descr ibes, "a ho list ic 

and meaningful characteristics of real-life events". In accordance with the research 

design selected, non-probability sampling, specifically purposive sampling was used to 

identify participants and collect data. 

3.1.1. Study Setting 

As the study focuses on the psychosocial impact of childhood cancer on parents 

with children diagnosed with cancer, the study setting is Tikur Anbessa Spec ia lized 

Hospital (TASH), Addis Ababa. Established in 1973, TAS H is the only co mpress ive 

cancer care and treatment center for both children and adults ' in Ethiopia. In regards to 
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ch ildhood cancer, T ASH is the only referra I cancer diag nostic and treatment centre JI1 

Ethiopia providing service for children ITom all parts of the country. The pediatrics 

department ofTASH is located on the seventh floor of the main building. It has its own 

dedicated Pediatrics Hematology/Oncology ward prov iding serv ice for children 

diagnosed with cancer at inpatient (admitted in the ward for diagnostic or treatment) and 

outpatient (staying at home or a shelter and following treatment) leve ls. 

Therefore, the rational for selecting the study area arises from the fact that T ASH 

is the only cancer diagnostic and treatment center providing service for children from all 

parts of Ethiopia. 

3.2. Selection of Study Participants 

As Krueger and Neuman (2006, p. 209) stated, qualitative research focuses on 

how the samples present the issue in a way that clarify and expand understanding of the 

subject. As the study was trying to seek information in the area of psyc hosoc ial impact 

of childhood cancer on parents and the expected participants were parents with children 

diagnosed with cancer, the study had utilized non-probability sampling to se lect 

participants that could assist in acquiring detailed information on the research topic. In 

line with that, Alston and Bowles (2003 , p. 87) had stated that when a research is in quest 

of information in an original area and focuses on participants who symbolize the topic 

under study, non-probability sampling is very valuable. 

Of non-probability sampling, purposive sampling was used to se lect participants 

who had provided in-depth information about the research issue. A profess ional nurse 

working in the ward had helped me in identifying partic ipants for the fact that I needed a 

professional to identify those parents whose children with cancer as there were also 
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parents whose children's status were not confirmed. The nurse identi fi ed the participa nts 

fro m and gave me a list and I approached participants myself and used the exc lusion and 

inclus ion criteria's set for this study to further refine participants. 

3.2.1. Sample Size 

The qualitative research, according Krueger and Neuman (2006 , p. 209) and 

Creswell (2014, p. 189), does not require sample sizes or partic ipant num ber to be 

determined in advance. Morse (1994) also asserts the same notion and emphasizes on 

attaining adequate information rather than focusing on the number of data co llected (a s 

cited in Krueger & Neuman, 2006, p. 434). However, Creswell (20 14, p. 189) 

reco mmends incorporating four to five participants when employ ing case st udy method. 

In consideration of a ll the factors, this study had conducted in-depth face to face 

interview with eight individual parents of children diagnosed with cancer. 

On top of that, focus group discuss ion was included in the stud y. Both Creswe ll 

(2014, p. 190) and Kerr et al. (1998 as cited in Bloor & Wood, 2006, p. 89) reco mmend s 

maintaining participants number in focus group in the range of six to eight in order to 

ga in in-depth detailed information on the topic. Similarly, the study had co nducted 

interviews with a single homogeneous focus group comprisin g of fat hers. The 

participant ' s number in the group comprised of eight individuals. 

In addition to direct participants, three hea lth care pro fess ionals who are wo rking 

at the pediatrics hematology/oncology unit of T AS H were also included as key 

informants. Therefore, a total of nineteen people have partic ipated in the study. 
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3.2.2. Inclusion and Exclusion Criteria 

As the focus of the study is on psychosoc ial impact of childhood cancer on 

parents with children diagnosed with the disease, the main participants of the stud y were 

willing parents of children diagnosed with cancer and fo llow ing up treatments either 

admitted or as outpatients at the pediatrics hematology/onco logy unit of T AS H. To the 

contrary, parents of children with other chronic diseases, parents who have not been 

informed of their child 's diagnosis by a phys ician and parents of childrcn who were in 

critical condition during time of data collection were exc luded from participating in the 

study. 

The study had also incorporate in-depth interview with three hea lth care 

professionals (nurses and phys ician) who are working and have been engaged In 

providing treatment for cancer patients at the pediatrics hematology/onco logy unit of 

TASH. These key informants were included in the study to prov id e additional 

perspective to the issue under study. 

3.3. Methods of data collection 

Creswell (2009, p.179) stated that qualitative research depends on multiple 

sources of data to obtain a comprehensive understanding of the research issue. To 

acquire primary data, face to face interviews in the form of in-depth and focus group 

interviews with parents of children diagnosed with cancer were co ndu cted. In addition to 

that, in-depth interview was conducted with hea lth care profess ionals as key informants. 

The study also used observation as a method of data co llection. Other so urces of data that 

were used to obtain information was reviewing public documents relevant to the topic of 
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study including books, journals, magazi nes, newspaper , booklets, brochures, and 

websites. 

In-depth Interview 

According to Alston and Bowles (2003, p.1 17), in-depth interview was se lected as 

it is more flexible than other methods of co llecting data, provides participants the space 

to freely respond to the study topic and allows researchers to cond uct the interview 

themselves which is one way assuring quality of co llected data . The researcher used 

semi-structured open ended questions as it gives participants the opportunities to freely 

share their views and experiences. In order to get detailed information, efforts have been 

made to use probing questions as needed in-between the open end ed questions (see 

annexes 2 & 6) . The interview guide was developed in accordance with issues assessed in 

literature review section and from the research questions . 

In conducting the interview, Amharic was the medium of language with seven 

participants. And with one participant, I had used a translator, based on the consent given 

by the participant, as the participant was bi-lingual (speaks Amharic and Oromifa) . In 

interv iewing the participant, I asked the questions in Amharic and for most parts he did 

not needed a translator to translate the questions but in areas that needed further 

clarification, the translator was used. The participant, when he felt comfortable, 

responded in Amharic but for most parts he was responding in Oromifa which was 

translated to Amharic by the translator. The interviews were conducted in a quiet room 

in the ward allocated for this study taking an average of forty to sixty minutes. And all 

the interviews conducted were audio recorded and notes were also taken during the 

interviews. 
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Focus Group Discussion (FGD) 

Focus group interview allows researchers to ga in further insight into the study 

topic when different people who are knowledgeable in the topic are in vo lved (A lston & 

Bowles, 2003 , p. 119). Moreover, Bloor and Wood (2006, p. 89), Alston and Bowles 

(2003, p. 119), and Krueger and Neuman (2006, p. 286) recommend that focus groups to 

be homogenous to be able to decrease conflict while at the same time ensuring that 

participants are not relatives or friends. 

In line with that, primarily, it was planned to conduct two focus group discuss ions 

co mprising of mothers in one group and fathers in the other to get different perspectives 

on the issues. However, focus group discussion with mothers was not conducted as the 

nu mber of mother participants acquired was less than the minimum number of 

part icipants needed for the discussion. The reduction in the number 0 f partie ipants was 

as a result of some identified mothers were not provided medical co unse ling and were not 

informed of their respective children 's status while others were mothers of new ly 

ad mitted children for diagnostic purposes. As a result of that, the id entified participants 

were taken off from the study. 

Nevertheless, focus group with a homogenous group comprising of eight fathers 

was conducted. The discussion was conducted with the support of open ended questions 

and probing and further clarification rising questions were used (see annexes 3 & 7). On 

top of that, efforts were made to receive the opinions of all participants th ro ugh gu id ing 

the discussion and using diverting questions. The interview guide that was used for the 

discussion was developed in accordance with issues assessed in literature review sect ion 

and from the research questions. 



, I 

" , 

, , 

-

PSYCHOSOCIAL IMPACT OF CHILDHOOD CANCER ... 43 

The medium of conversation during the focus group discuss ion was Amharic and 

Oromifa. All participants could listen and speak in Amharic . However, three participants 

were comfortable to speak in their native language which was Oromifa. For that purpose, 

I had used translator with the consent of all the partic ipants. The discuss ion took place in 

a quiet room in the ward and took an hour and forty five minutes. Questions were asked 

in Amharic and they were translated to Oromifa language and responses from partic ipants 

were translated in Amahric and were transcribed later. 

Key Informant Interview 

Key informant interview was also conducted with three hea lth ca re profess ional s 

of Ped iatrics Hematology/Oncology unit. Two of the participants were nurses, one head 

nurse and the other staff nurse of the ward, while the third key informant was a physician 

who is the head of the unit and senior physician for children diagnosed with cancer. 

Semi-structured questions were used as a tool of data co llection to loo k into formal 

serv ices available in the hospital for parents and the progress in childhood cancer care 

and treatment (see annex 4). The participants had given verbal consent prior to 

conducting the interview. 

Observation 

Another source that was employed in collecting data in this study was observin g 

participant ' s behaviors, gestures and actions involved in the study as it enables 

researchers to gain "firsthand experience", document information on the spot, notice odd 

occurrences and look into issues that may be uncomfortable for participa nts (Creswe ll , 

2014, p. 191). While conducting the in-depth interviews, participant 's beha viors, gestures 
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and actions were observed and notes were taken on the spot that were used during data 

analysis. 

On top of that, observation of the ward set up as well as when activities such as 

children 's play and coffee ceremony were conducted so that I can be familiar with the 

environment and gain firsthand information with utilizat ion of unstructured observation 

technique. 

3.4. Data Analysis 

Data analysis, according to Creswell (2009, p. 183), is a major part of a research 

where researchers present their findings in a way that brings deeper understanding of the 

information gathered, extract meanings and draw interpretations that will be offered to 

readers. He also stated that analyzing qualitative data is a continuous process beg inning 

fro m the time of data collection and involves different steps (Creswell, 2009, p.184). 

In conducting this study, I had used audio recording to collect data fro l11 a ll 

participants in focus group discussion, in-depth and key informant interv iews were used 

except in one interview with a key informant. Prior to conducting the interviews, I first 

labeled the audio tapes with numbers so that it would be less time co nsuming as well as 

not to reuse/delete already recorded audio tapes. After conducting a ll the interv iews, I 

translated field notes I took frOI11 Amharic into English every day and mostly while at the 

hospital so that to make sure that all observed information are still well remembered. In 

addition, I transcribed all audio records into fifty six text formats orig inally to Amharic 

and later to English. 

For interview that two languages (in focus group discussion and in-depth 

interviews) were used, I transcribe the Amharic translations which were veri fied by 
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another person (different from the translator used) who is a native Oromifa and fluent 

Amharic speaker to check if the responses given by participants and translatio ns were all 

in line and for validity purpose. Later, prior to translating the transcribed data to English, 

summary of main points were extracted from the transcribed data and member validation 

was conducted with selected individual participants from in-depth interview in order to 

clarity the gathered information. Member validation is a way by which validity of a 

qualitative data is ensured through checking accuracy of findin gs by involving 

participants to verity the information they have provided is correct through viewing the 

final report or certain descriptions of topics (Creswell, 2014, p. 20 I; Bloor & Wood, 

2006, p. 170). 

. Once member validation was conducted and data was cleared in a manner where 

identified insufficient and ambiguous information where checked and were cleared, the 

gathered data was translated into English language that was used to write the find ings. 

Then, I read the transcripts thoroughly until understanding of the main po ints was 

achieved. While reading the transcript, J used different colored highlighters and stickers 

to underline significant participant quotes that impressed me in a way that provided in-

depth picture of the situation. Later, specific issues or terms/words and recurrent issues 

in the text were used to code the data which gave rise to forty seven codes. 

The codes were then categorized into thirteen in order to sort out texts into 

various segments, leading to a manageable data. A category, in thi s study, includes 

associated codes explored depending on the similarity and relat io nship under different 

headings. Later, themes offour were developed derived from the categories by extract ing 

common and significant linkages. The final report was written after ex hausti ve ly 
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examining the themes. To maintain anonymity and maintain co nfidentiality of 

participants, pseudo names were given to each participant. 

3.5. Quality Assu ranee of the Study 

Ensuring the quality of the data in qualitative research is important as the findin gs 

cannot be accurately measured and add up and are usually articulated in words rather than 

statistical figures (Williman, 20 II , p. 72). Assuring quality of a study can be ac hieved 

through ensuring validity, a way by which the precision of the data is checked from the 

perspectives of the researcher, participants or readers (Bloor & Wood , 2006, p. 147; 

Creswell & Miller, 2000 as cited in Creswell, 2009, p. 191 ), of the stud y which can be 

conducted through employing different approaches . 

One of the methods of ensuring the assuring the quality of the data is through 

, . utilization of member validation, a way by which validity 0 f the data is ensured through ' ,1 

" , checking accuracy of findings by involving participants to verify the information they 

have provided through viewing the final report or certain descriptions of topics (Creswell, 

, , 2014, p. 201; Bloor & Wood, 2006, p. 170). Therefore, this study had tried to ensure 

va lidity of the research through utilization of validation. Thus once the data was 

transcribed, follow up interview was conducted with selected participants so that they 

were able to verify the accuracy of the information they had provided. 

Other issues to consider in assuring the quality of the study, according to Krueger 

and Neuman (2006), is ensuring objectivity and integrity of the research as there are 

"opportunities for biased, dishonest or unethical research" (p. 138). In qualitative study, 

according to Krueger and Neuman (2006), objectivity is ensured through stress in g 

"human factor and intimate firsthand knowledge of the research setting" which impl ies 

-
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that researchers should not detach themse lves /Tom events and peo ple they are studying, 

to the contrary they should gain "personal insight, feelings , and human perspectives to 

understand social life better" (p.138). For that reason, I was involved in co llecting a ll the 

necessary data through out. However, I had not used my personal va lues to judge th e 

obtained information but rather I had tried to show my genuine interest in the 

participants' insight and encourage them to provide as much information as possible. 

In regards to integrity, qualitative research upholds greater trust in the personal 

integrity of individual researchers (Krueger & Neuman, 2006, p. 138). In that note, this 

research had given due emphasis to the issue of integrity by being mindful of personal 

beliefs and biases that may interfere in obtaining unbiased information for the qua litat ive 

data and will also reflect the evidence gathered. 

3.6. Ethical Consideration 

Ethics in research is an important aspect and comprises different aspects of the 

research. Researchers must uphold and conduct their research with high moral and 

professional obligation (Krueger & Neuman, 2006, p.98). Researcher must be carried out 

with high regard to honesty and integrity in collecting data, presenting the findings and in 

citing others' work (Williman, 2011, p. 42). Krueger and Neuman (2006, p.98) assert 

that researchers must attempt to maximize the quality of information they produ ce while 

try ing as much as possible to minimize risk to participants, co lleagues, and soc iety in 

general. Tn conducting research that involves humans as participants, according 

Williman (2011, p. 42) "a lways raises ethical issues" in our treatment which "shou ld be 

with respect before, during and even after the research". 
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To Williman (20 II , p. 43), there are two ethica l issues that resea rchers must 

consider in research: the first is "the individual values of the researcher relating to 

honesty and frankness and personal integrity. And the seco nd is the researcher ' s 

treatment of other people involved in the research, relating to informed con ent, 

confidentiality, anonymity and courtesy". 

Therefore, ethical consideration is an important and integral part of this study. In 

conducting the study, I had first contacted the Medical Director of the hospital and 

exp lained about the research. The Medical Director then referred me to rcd iatrics 

Department where I had submitted the proposal in three hard copies along with letter 

from the School of Social Work and with my application for permiss ion to co nduct the 

research. I had first acquired permission from Pediatrics Department ofTASH. 

In addition to that, this study had put due emphasis to respect ing the autonomy of 

each participant by acknowledging their personal choice to participate in the study which 

was effected through using informed consent (see annexes I & 5) wh ich had ass ist 

part icipants to voluntarily confirm their willingness to participate in the study and be 

informed of all aspects of the study. The informed consent had included the purpose of 

the study, sponsoring institution, level and type of participant involvement, benefits and 

potential risks of participation, ways of maintaining confidentiality of the study and 

assurance of participants' freedom to withdraw from the study any time. Another aspect 

of ethical consideration is protecting privacy of the participants and ma inta in in g 

confidentiality of information. In order to protect the privacy of participants, the stud y 

had not used any identifying information of the participants and had kept the 

communication of the result anonymous. Moreover, the findings of data are on ly shared 
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with concerned professionals and only for profess ional purpose. However, the National 

Social Workers Association (NSWA) code of ethics state that confidentiality is breached 

"when disclosure is necessary to prevent serious, foreseea ble, and imminent harm to a 

client or other identifiable person or when laws or regulations require disc losure without 

a client's consent". Accordingly, this study will breach co nfidentiality when 

circumstances raised above are visible following appropriate procedures and had included 

this information in the informed consent and will violate the privacy of the information if 

there is life threatening risk for the participant and/or other ind iv iduals. 

The study had given due emphasis in using citations and avo iding plagiarism and 

fa lsification of information. In addition, during collection of data and writing the 

research report, the study had given emphasis to ensuring authenticity of a ll the findings 

and had not modify obtained information. Furthermore, I was very careful and strict not 

to use words that stereotype the participants based on their age, sex, ethnic gro up and 

disa bility. With regards to incentives/benefits, Kumar (20 II , p. 245) states that provid ing 

incentives to study participants is not unethical when the incentive is given after the data 

is co llected but it is considered unethical if incentives are g iven prior to gathering the 

data. Therefore, all parent participants were provided with fifty birr equally at the end of 

the data co lIection for ded icat ing their time in provid ing the necessary in formation . 

Participants were not informed at the beginning of the interview that there would be fift y 

birr incentive for participating and were provided at the end of the data co llection 

procedure. 
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CHAPTER FOUR: DATA PRESENTATION 

Th is chapter of the paper presents the find ings 0 f the stud y. It has six ma 111 

sections comprising socio-demographic data of all participants, phys ica l set up the 

pediatrics hematology/oncology unit ward identified psycholog ica l, soc ial, phys ica l 

impacts of childhood cancer on parents and coping mechanism of parents. 

4.1. Socio-Demographic Data of Participants 

This section of the paper presents the socio-demographic information of a ll 

participants in in-depth interview, focus group discussio n and key informants. On top of 

that, description on children of participants has been incorporated as we ll. Pseudo names 

have been given to all participants. 

TableJ :- Socio-Demographic Information of Participants 

, I Participant Age Sex Marital Religion Area of Education Occupation Main 
, ' 

pseudonym status residence Level income " , 
Kebede 35 M Married Orthodox Wollo 9th grade Farmer Farming 
Mekdes 35 F Married Orthodox Addis Ababa Tertiary Finance and Sa lary 

education Adm in istrat ion , , 
Manger 

Mustefa 30 M Married Muslim Butagera yd grade Farmer Farming 

Askale 30 F Married Orthodox Zeway 6th grade House wife Trade 

Maritu 40 F Married Orthodox Harar 8th grade House wife Farming 

Woinshet 32 F Married Protestan Feche 12''' grade Farmer (a nimal Sa lary 

husbandry) 

Senait 45 F Married Orthodox Addis Ababa 12th grade House wife Trade 

Ali 48 M Married Muslim Arsi 3rd grade Farmer Farming 
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Table 2, illustrates the socio-demographic in fo rmation of children who were 

diagnosed with cancer. As can be seen on the table, parent participa nt 's pseudonym 

co rresponds with child ' s information. 

Table 2:- Socio-Demographic Information of children diagnosed with cancer 

Pa r ticipant No. of Information on cancer diagnosed child 

pseudonym Children Child's age Sex Education Type of cancer 

Level 

Kebede 2 

Mekdes 2 

Mustefa 4 

Askale 4 

Maritu 4 

Woinshet 2 

Senait 

Ali 9 

(years) 

7 F 

13 M 

11 F 

2 years & 10 F 

months 

12 

8 

3 years & 4 

months 

8 

F 

F 

M 

M 

Has not 

started 

8th grade 

2nd grade 

Has not 

started 

8th grade 

2nd grade 

Has not 

started 

2nd grade 

Willm 's tumor 

Osteosarcoma 

(bone cancer) 

Leukemia 

(blood ca ncer) 

Leukemia 
(blood ca ncer) 

Leukemia 
(blood cancer) 

Leuke mia 
(blood cancer) 

Lymphoma 

Leukemia 
(blood cancer) 

Dia gnosis time 

(in weeks/ months/ 

years) 

3 yea rs 

2 months 

3 months 

3 months & 18 days 

I months & 15 days 

2 weeks 

7 months 

2 months & 24 days 
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Table 3 presents the socio-demographic data of focus gro up participants. In this 

study eight parents had participated in the discuss ion. 

Table3:- Socio-Demographic Information of Focus group Participants 

Participant Age Sex Marital Religion Area of Education Level Occupation Main 
pseudonym status residence income 

Abebe 45 M Married Orthodox Welga I i h grade Fa rmer Farmin g 
Alebachew 36 M Married Orthodox Arbaminch Unable to read & Weaver Weaving 

write 

Zelalem 53 M Married Protestant Ambo 3rd grade Farmer Farmin g 

Gurmu 50 M Married Orthodox Ambo 3rd grade Fa rmer Farmin g 

Gemechu 28 M Married Protestant Ambo 3rd grade Fa rmer Farming 

.,. 
Belay 30 M Married Protestant Welga I i h grad e Fa rmer Farming I ~ ., 

01 
Melaku 49 M Married Orthodox Welga Literacy & Farmer Fa rmin g 

, . 
I I numeracy lesson 

", 
Muhidin 65 M Married Muslim Wollo Literacy & I"a rmer Farmin g 

numeracy lesson 

" 

Table 4 illustrates the socio-demographic information of children of focu s group 

part icipants. As can be seen on the table, parent participant's pseudonym corresponds 

with child's information . 

.. 
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Table 4:- Socio-Demographic Information of children diagnosed with cancer 

(participants of focus group discussion) 

Participant No. of Information on cancer diagnosed child 
No. Children Child's age Sex Education Type of cancer Diagnosis time (in 

(years) Level weeks/ months/ 

yell rs) 

Abebe 6 8 years F Has not started Osteosarcoma 3 years 

(bone cancer) 
Alebachew 3 8 years F Kindergarten Leukem ia (b lood 3 years 

cancer) 
Zelalem 9 7 years M Has not started Leukemia (blood 3 years 

cancer) 

Gurmu 9 4 years & 5 F Has not started Leukemia (blood 6 months 

months cancer) 

Gemechu 3 8 years F Has not started Leukemia (blood 4 months 
cancer) 

Belay 4 9 years M 1st grade Leukem ia (b lood I month & 2 
cancer) weeks 

Melaku 9 7 years F Has not started Leukemia (blood 2 months 
cancer) 

Muhidin 10 13 years M 4th grade Leukemia (blood 2 months 
cancer) 

Table 5 shows the socio-demographic information of key informants. The key 

informants in this study were health care professionals engaged in prov ision of care and 

support to children with cancer at Tikur Anbessa Specialized and Teaching Referral 

Hospital. Alike parent participant's, the key informants have also been give pseudonyms 

as well. 
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Table5:- Socia-Demographic Information of Key Informants 

Participant Age Sex Marital Education Profession Position in Work Experience in 
Pseudonym status Level Pediatrics experience Pediatrics 

Hematology/ Hematology/ 

oncology unit oncology 
Michael 47 M Married Tertiary Physician Head 23 yea rs 9 yea rs 

education 

Martha 45 F Married Tertiary Nurse Head Nurse 25 years 20 years 
education 

Selam 28 F Single Tertiary Nurse Staff Nurse 5 year ' 5 yea rs 
education 

I \ 
, 1 

4.2. Physical Set Up of Pediatrics Hematology/Oncology Ward 

I This section presents findings gathered from key informant intervi ew as wc ll as 11, 
I 

observation made. Acquainting readers to the unit set up is believed to prov ide Ped iatrics 

" 

I I 
Hemato logy/Oncology ward is located on the sevenths floor of T ikur Anbessa 

Special ized Hospital, commonly known as D7 indicat ing the floor number and the wing. 

In describing the establishment of the unit, Michael, key informant, sa id 

A dedicated oncology ward was establ ished on Apr il 20 13. However, ped iatric 

onco logy treatment had been given at the hospital for more than two decades. The 

hospital is the only cancer treatment center in Ethiopia for adu lts and chi ldren. And 

in case of children, it is the only diagnostic and therapeutic center in the co untry. In 

regards to pediatrics cancer, the expectation is of the total population und er the age of 

fiftee n years, 44% to be cancer patients and of which 10% to visit our ho pita!. What 

we expect is that 500 to 600 new diagnosis of cancer in children each year. 

h 
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In regards to the environment of the ward , the first thing I have found in reachin g 

the ward is the waiting area that has sofas and chairs. In explaining the purpose, Se lam 

sa id 

The waiting area serves different purposes; first, visitors co ming ca n stay there 

and enter patient room one by one. We have to minimize expos ing the children to 

lots of infections so we have to minimize number of people entering our ward . 

Secondly, it serves as an entertainment area for children's playas we ll as during 

holidays where we have many visitors. 

The second thing I had noticed entering the ward, unlike the other adjace nt two 

pediatrics wards (B7 and C7), is the light green and blue wall paints with different animal 

and other paints that made me excited and sense that children may enjoy the paintings. I 

had noticed the paintings and the light colors throughout the ward and patient 's room as 

well. Unlike other wards, there was sign that stated ped iatrics hematology/onco logy, 

wh ich shows the type of ward it is. 

The ward had twenty five rooms, fifteen of which are patient rooms while the 

remaining ten are different rooms (procedure, medication preparation room, kitchen, 

lau ndry, conference, nurse ' s office, counseling room, and others) that are necessary for 

the medical provision service. All the rooms are given room numbers and are also 

labe led in English according to their purpose. The max imum number one patient room 

can accommodate is two bringing the total patient number the ward can admit to twenty 

six. All patient rooms have their own bathrooms and very clean. 

I was very much impressed by the play room that was ava ilable fo r children in the 

ward. The room was filled with different books, toys and puzzles. Martha sa id 
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As part of treatment for children with cancer, play therapy helps the children 

psychologically. The room is only available for children who are admitted or out 

patients but they need to be cancer patients as other children are not allowed to 

enter. The play therapy is facilitated by a volunteer psycholog ist. 

As for number of staff, Martha said, "the unit has fourteen staff nurses and one 

senior physician currently on fellowship program me on pediatric onco logy. Apart from 

that, there are residents and interns that practice in the ward for a month at a time". 

The unit provides service for both in patient and out patients children diagnosed 

cancer. According to Michael having a dedicated ward with staff nurses is important to 

the service delivery and treatment that is provided for children with cancer. The ward 

provides medical support to children with cancer at an inpatient and outpatient leve ls. 

According to Michael, children are admitted for different reasons falling into three 

major categories. He said 

When biopsy is needed to diagnose and surgeons could not perform the procedure 

over local anesthesia, which is very common in children, we admit the children 

and biopsy is taken under general anesthesia . Another reason for admitting 

children is for therapeutic purposes especially when the treatment children are 

going to take is intensive in case of Leukemia patients for instance where when 

we need to follow the children closely, monitoring their laboratory results. 

And also when the treatment they will need to take requires for them to take be 

hydrated which is 48 to 72 hours prior to administering chemo medications is also 

another therapeutic criteria for admission. The third criteria for admiss ion i when 

we need to provide supportive treatment for instance when children deve lop 
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hypertension or other related issues, we admit them and prov id e them treatments 

and follow them closely. 

4.3. Psychological Impacts of Childhood Cancer on Parents 

The psychological impacts and aggravating factors are discussed in this section of 

the chapter. The section is organized into two sub-sect ions that present parent 's 

emotional reactions to the diagnosis ofa child with cancer and the aggravating factors . 

4.3.1. Emotional Reactions 

This section presents the emotional reaction that participant parents had 

experienced. Emotional reactions of shock, fear , worry, sadness, stress, hopelessness, 

guilt, numbness, disbelief and difficulty of accepting had been experienced by 

part icipants in relation to child's diagnosis and illness with cancer. The findings of the 

study show that participants had experienced more than one emot ional reaction not only 

" , when hearing the diagnosis of their child but also across the process 0 f ch i Id ' s treatment 

Shock 

Shock was one of the reactions parent's had when they were informed of child ' s 

diagnosis with cancer which was found to be a common reaction among participants in 

both categories. However, Senait, had said that she was not shocked when she heard her 

chi ld 's diagnosis from a physician. She said 

I was not shocked when my son 's diagnosis was confirmed because he was 

admitted here and was already taking chemotherapy medications. The doctors 

were waiting for the biopsy result to confirm but they had also started the 

medication to prevent the mass from growing. On top of that, a ll the children that 

we were seeing in the ward were all cancer patients and in worse condition than 
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our son, and that made me and my husband to expect that it co uld be ca ncer and 

we were prepared for that. 

Parents who had awareness about cancer experienced shock when hearing their 

child ' s diagnosis the first time than parent 's who had no awarene ab ut the di case. 

However, parents who had no awareness about the disease, experienced hock (i'o m what 

hea lth care professionals and other people had sa id. Ali a id "/ have never heard about 

cancer when I was in Arusi. I was shocked when the doctor in Adama told me that my 

son had a very difficult disease called cancer. And that / mu t to take him to Tikur 

Anbessa". 

Fear and Worry 

Other emotional reactions study participants had experienced were fear and worry 

as a result of their child 's illness with cancer. Fear among parents of children with 

cancer, arise due to different factors . The thought of their child 's death, if parents had 

previo us encounter with person diagnosed with cancer and had seen pain and uffering a 

a result, which also make parent develop fear. Mekedes, mother of a thirteen yea r old 

boy explained why she fears as "I worry and fear every single day. I fea r every word that 

comes out of my son's mouth. The other day he asked me 'does this mean / will not be 

able to run anymore'?" Similarly Ali had said "the more I heard about cancer, the more / 

started to fear that my son would die". Woinshet had sa id that she had always been 

"terrified of cancer" which aroused due to seeing a close relative suffer immense ly from a 

cancerous tumor and the experience frightens her now that her daughter has cancer. 

In this study, I had found worI)' to be a common experience among participant 

Several factors associated with child 's illness with cancer had made participant parent ' 
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to be worried . Child ' s survival and resuming better hea lth, cost of med ications and 

diagnostic procedures that were not ava ilable at hospita l, in-ava ilability of medic ines 

even in private pharmacies, conditions of their children and spouses le ft at horne, and 

making the right medical care decisions on behalf of sick a child were identified as 

factors that worry participant parents. 

The most prominent factor for worry among FG D partic ipant was assoc iated with 

cost of medications and diagnostic procedures that were not available at hospital and the 

conditions of their children and spouses who were left at home. As expla ined by 

part icipant, the two factors prominent among FGD partic ipants were fo und to be related. 

Stress 

Another emotional reaction that was experienced by participants was stress. 

Chi ld 's health condition, re-occurrence of disease, un-ava ilability of medic ines, fi nancial 

problems, and not knowing survival of child were identified as factors that made 

partic ipants to feel stressed. To elaborate more, Mekdes expressed the situation as "there 

is lack of chemo medicines and are very difficult to find . It is also very expensive to bu y 

espec ially in pharmacies outside the hospital. When the medicine is not ava ilable at all, it 

is very stressful". 

Hopelessness 

Moreover, study participants had experienced loss of hope in the process of their 

respective child's cancer diagnosis and treatment. Hearing child ' s diagnos is fir st t ime 

(among parents who had awareness about cancer), re-occurrence of the disease, child 

deve loping infections, when given long appointment dates for treatment in supplementary 

units, and fmancial problems were among the reasons that had made partic ipant pa rents 
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feel hopeless. In contrast to identified factors, Mekdes sa id "there are many situation 

where you would lose hope, for me, especially the quest ions my Son would ask make me 

think that he may never get better and I '" (pause, sad look on her face) lose hope then". 

In addition to that, there were situations that had made parent participant 's to lose 

hope in the focus group discussion. In explaining one of the situations that made him 

lose hope, Zelalem, FGD participant, had said "my child has been follow ing treatment for 

the past three years. When I heard rumors that cancer killed Meles Ze naw i, I lost a ll 

hope (waiving his hand in frustration) ". On another parent 's case, it was a remark given 

by another parent that made Mustefa feels hopeless. He sa id "she sa id that children with 

blood cancer do not survive and she herself is a mother of child with tumor that. I felt 

hope less". 

Sadness and Crying 

Sadness and crying were also other emotional reactions identified by study 

participants as a result of their respective children's health situation which was 

experienced on different occasions throughout the process. In regards to crymg, 

elaborating further, Mekdes had said "I cry every time I set foot in this ward . I start 

crying the minute I reach the ward door (pointing towards the door). I cry when I see 

chi ldren dying, I put my son in that position and I cry". Likewise, Selam (key informant) 

had stated that parents of children with cancer, and especially mothers, cry more 

freq uently. During the period of data collection, I was able to observe three mothers of 

children with cancer who were talking about their respective children 's cases and crying 

in the waiting area of the ward (Observation, May 13, 2014). 
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Guilt 

Another emotional reaction to diagnosis of a child with cancer identified by 

participants was guilt. In that regard, Mekdes said 

When I first found out my son had cancer, I felt guilty. I asked myse lf, as a 

parent, what my mistake was. Should I had taken him to the doctor's right afier 

he had been hit the first time at school playing with his friends or was therc so me 

mistake I had made when I was raising him. 

Similarly, Maritu said 

I feel that my daughter would not be sick if she had not had so many 

responsibilities at home. She is a type of child who would so rt things out and 

make plans before I even ask. I ask myself if it is my stress and worries that made 

her sick. 

In contrast to both mothers, Askale explained that she never had guilty feeling, "I 

made sure my daughter had everything and had provided her care and made sure she had 

clean food. It is God's work and I cannot fight with him". 

Disbelief and difficulty of accepting 

Disbelief and difficulty of accepting of child ' s health condition were also other 

emotional reactions identified by study participants as a result of childhood cancer. In 

regards to disbelief, Woinshet expressed her experience as 

I had five test results on my hand and all but one say normal. I asked the nurse 

what it said and she looked at it and said it shows blood cancer. I was shocked 

(frowning her face) I could not believe it. 
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Mekdes expressed why it is difficult for her to accept and throughout th e 

interview she had mentioned the word " it is hard to accept" five times. 

I cannot express what I felt when I fir st heard that my son had cancer. It is so 

hard, as a mother, especially one who had sacrificed a lot .. . giving birth to both 

my children at an early age. r withdrew from schoo l and quit my work to raise 

them myself (fighting her tears). It is hard for me to accept this. You hca r that 

packed and processed foods bring cancer. But I never fed my son such kinds 0 f 

foods. I made sure his foods were clean and I made sure he took his vacc ination 

on time. I raised him with the at most care (shaking her head and fighting tea rs) it 

is hard to accept. 

Numbness 

Feeling of numbness was identified by one mother as her reaction when she heard 

her child's diagnosis with cancer. Mother of two years and ten months old child 

diagnosed with blood cancer, Askale said "when I first heard that my daughter had blood 

cancer, I felt numb (frowning her face) ... my mind and body were both numb (holding 

her head with both her hands) ... I do not remember what happened after that". 

4.3.2. Aggravating Factors 

Participant parent's reactions to child 's diagnosis with cancer were agg ravated by 

different situations and vary from one parent to another. The finding of this study show 

that parent's awareness to the disease, their perception, the way information was 

communicated, health condition of child, remarks of other people including fam il y 

members and issues related to medical care had been identified in thi s study as 

aggravating factors of psychological impact of childhood cancer on parents. 
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4.3.2.1. Parent Participant's Awareness and Perception of Cancer 

This section of the study finding presents parent' s awareness of ca ncer prior to 

their child's diagnosis and their perception. Understanding study participant 's awareness 

of cancer prior to child's diagnosis with cancer and their perception is imperative as it 

enables to look into how parents react to the situation and adjust themse lves to li fe 

changes that had come about. 

Parent participant 's awareness of cancer prior to their child's diagnos is vanes 

across participants. There were participants in-depth interview who had never heard 

about cancer in their area of residence at all prior to their child's diagnosis . In 

re inforcing this, Ali said "I have never heard about cancer where I am fr'om which is 

Arusi. 1 have not even told my wife what our child has. I just told her that hc has 

'tenecha ' (some form oftumor)". 

In contrast to that, there were other participants who had some form of awareness 

about cancer in general and specifically about adult cancer. However, Maritu had 

awareness about cancer in children. She said 

I saw Mathiwos' father on television talking about cancer in chi Idren and I always 

wanted to know more about it, how it occur especially on children, how long it 

would take to recover, what accidents bring it, how it passes fTom people . .. 

though I had never seen anyone who was sick where I live. 

The findings of the study indicate that parents who had so me form of awareness 

about cancer had experienced reactions when they were first informed. However, it is not 

to mean that parents who had no awareness had not experienced reaction rather their 

reactions were related to other factors such as what they had been informed about the 
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disease from others including health care professionals. Similarly, the experience of 

FGD participants was also similar with in-depth interview participants where so me 

participant's had awareness about caner in adults while others had never heard about it. 

Melaku, FGD participant, in sharing what he had heard, "what I have heard about cancer 

is that if it is breast cancer then the breast has to be removed , if it on the leg then the leg 

has to be removed for people to recover ... " (with a questioning look on his fa ce). 

In regards perception about the disease, Kebede had expressed it as ;'beshatew 

rasu seaitan new " (the disease itself is the devil). Whereas other participants had 

perceived it as a disease that would cause death and associated their child be in g 

diagnosed with cancer as they had been told their child had died and in so me instances 

when parents lack the financial capacity to buy medicines, parents assume that the ir child 

would die. Similarly, FGD participants had also perceived cancer with death and 

associated parent's lack of financial capacity to buy medicines with child 's death . 

However, cancer was also perceived as a disease that "destroys property, weakness th e 

sick child and will not leave the child" by Alebachew. 

4.3.2.2. Sudden Onset of the Illness 

Another aggravating factor which was identified in this study was the sudden 

onset of child's illness which had resulted in parent 's coming to Tikur Anbessa 

Specialized Hospital without any preparation. According to the findings of the study, 

fourteen participants reside outside of Addis Ababa and had traveled long distances to 

receive medical support to their respective children. Most parents had stated that they 

were not prepared financially or in settling issues related to their livelihood. In respective 

to that, Kebede said 
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I took her to Dessie health center and they referred me to Tikur Anbessa. We 

came here and she was admitted and had started chemo and then she had surgery 

to remove the tumor and we had stayed here for nine month. 1 had never expected 

we would stay that long. This time around, we came here for her check up and I 

was told that the tumor had re-occurred and that she needs to stay here and take 

medications and have surgery again. 1 only brought 1,600 birr with me and 1 have 

already spent 1,500 birr on CT scan. 

4.3.2.3. Communication 

In regards to impacts childhood cancer on parents, the findin gs of this stud y 

indicate that the situation in which parents had been informed of their child 's diag nos is 

fro m health care professionals and what family members and others comment aggravates 

psychological impacts. 

In regards to communicating information to study participants from hea lth care 

providers, the study had identified that it had brought impact on some parents. According 

to Woinshet 

We (her husband, her daughter and herse lf) were at the emerge ncy room and my 

daughter had taken blood the day before. 1 had five test results on my hand and 

all but one say normal. 1 asked the nurse what it sa id and she looked at it and sa id 

'it shows that you daughter has blood cancer ' . 1 was shocked (frowning her face) 

I could not believe it. A day before they had said that it shows a lump 0 11 her li ver 

and spleen. Then I asked her how is it? and her response was 'she may li ve or 

not ' . I started to have headache, I hated seeing people, and 1 even hang up my 

phone on people and cry even while stand ing there. 
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Similarly, Mustefa had stated that "I had asked a physic ian I had found pass ing by 

to look at a test result and he told me there that it says that my daughter has blood cancer. 

I was shocked". Similarly, Mekdes had said 

The situation in which I heard my son's diagnosis was very difficult. I heard it at 

the private hospital I first took him. The physician at the time laid everything on 

me. His approach was very dangerous (nodding her head sidcways in 

disapproval). If I had some other health problem I may not have li ved, I may not 

have cared for my son. 

In contrast to their first experience, both Mekdes and Mustefa had stated that they 

later had been reassured by other physicians. As much as communication is important 

fro m health care providers, communication from family members and other peo ple also 

had impact on parents. In relation to that Kebede had sa id 

I had no idea about cancer when I first came and heard about if from other parents 

in the hospital. T asked them 'what is this cancer? Do doctors cure it?' and one 

parent said that it had killed all the children. That shocked and sca red me. 

However, for FGD, in addition to what they had been told from hea lth care 

profess ionals, it was what close family members would say had been presented as 

aggravating the psychological impacts. In that note, Gemechu had sa id "I am stress in g 

because my relatives are saying that I will spend the remainder of my money for a coffin 

and burry my daughter as she will not survive". 

4.1.1.1. Issues Associated with Child's Medical Care 

This study had identified factors associated with medica l care of child aggravated 

psychological impact on participant parents in this study. The identified fac tor were 
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related to medication expense, in availability of chemotherapeutic med icin es and cost of 

diagnostic procedures. Study participants had stated they had experienced psycholog ica l 

impacts manifested through emotional reactions stated above as a result of the three 

factors identified in the study. The three factors mentioned here are discussed in more 

detai l in the social impact section of the finding . 

4.4. Social Impact of Childhood Cancer on Parents 

The findings of this study also identified soc ial impact of childhood cancer on 

participant parents. The main identified social impacts are changes in soc ial act ivity, 

changes in family role and responsibility, changes in marital relationship and economica l 

prob lems. The sub-themes are discussed below in more deta il. 

4.4. 1. Impacts on Social Roles 

This section presents the impacts brought by childhood ca ncer on fam ily and 

social roles and responsibilities parent participants. 

4.4.1. 1. Family Roles and Responsibilities 

In respect to changes in their family roles, the major impact identi fied by stud y 

participants was inability to provide for family. Thirteen parent participants u ed to be 

breadwinners for their families while one participant shared the responsibility with her 

spouse. Most of the study participants (thirteen) were engaged in farmin g and as a result 

of their respective children's illness their families had faced grave cha llenges. 

All FGD participants had the role of provider for their fam ilies. However, due to 

child ' s illness they had now assumed the role care provider for their respec ti ve sick child , 

while no one had filled in the role of provider they used to fill. As a re ult of that 
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participants had stated that they not harvested their crops and had not cultiva ted their 

land, leading to inability to provide food for their families . 

In relation to addition of responsibilities, Mekdes had expressed that caring for a 

chi ld with cancer had added burden on her responsibilities as a mother to a sick child and 

another healthy, wife and care provider for her child. 

4.4.1.2. Social and Community Roles 

As for impact in their societal and community roles, all study participants had 

indicated that the social roles that they used to perform in their area of res idence, such as 

visiting sick people, attending social events such as weddings, funeral, christening and 

others had been affected. Fourteen study participants had indicated that as they had 

traveled far from their home to follow medical treatment for their children they were not 

able to maintain the social activities they used to perform. However, Mekdes who is 

fro m Addis Ababa, the case is different. "I do not have soc ial life anymore; I do not 

know who is giving birth, I do not attend funerals or visit anyone. My so n needs care fu II 

time and because of that I had completely isolated myse lf". 

4.4.2. Impacts on Marital Relationship 

The findings of the study indicate that child 's diagnosis with cancer had impacted 

some participant's marital relationship while others had stated that it did not. Kebede had 

claimed that his wife used to mistrust him as he had spent nine months in Ad dis Ababa 

fo llowing up treatment for their daughter and had not disclosed their child 's actual 

diagnosis to her. For Mekdes, her son's illness had impacted the co mmunication with her 

husband . She said " it had changed our communication. Now all we wa nt and ta lk about, 
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read about and hear about is our son's case. We had stopped talking about anything 

else". 

However, argument with spouse was prominent among FGD participants due to 

financ ial problems they had encountered as a result of the ir child's medica l treatment. In 

that regard, Melaku said 

The argument with my wife was over the phone about financial iss ues. What she 

said was 'you are telling us to sell the remaining property and send yo u money. 

What am I going to sell and send you? Where did you take all that money yo u 

took? At least the government is feeding you and the child 'enjera' . What am I 

going to feed the once here?' That is what we argue about. 

In contrast to that, in case of Woinshet who took a pos ition that her prior ity is her 

daughter rather than her marriage and said "I am not in a position to think about my 

marriage. You cannot think about marriage being in separate places". 

Both Martha and Selam (key informants) share that cancer in children affects 

parent's marital relationship. According to Martha, who had twenty yea rs of experience 

in pediatrics department ofTASH, 

In my experience, I have seen a father leaving his wife because their child was 

diagnosed with cancer. We had a father, when we were in 87, who was car ing for 

his daughter with cancer and his wife was at home with their seco nd child . While 

he was here his wife left their child with their neighbors, so ld all of their , 

belongings and left for one of the Arab countries . He cries whenever he come 

here. 
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In contrast to the above findings, there were participants who had claimed that 

they had not encountered marital problems rather they discuss with their ignifica nt 

others and they support each other. 

4.4.3. Economical Impact of Childhood Cancer on Parents 

The study had found out that childhood cancer had brought economical impact on 

participants associated with disruption of work, expensive cost of chemotherapeutic 

med icines and diagnostic investigations. 

4.4.3.1. Disruption of work 

The fact that their children had been diagnosed with cancer and followin g 

treatment for a long period of time, parents work had been disrupted which had 

exacerbated their financial problems. Mekedes said 

The minute I heard my son's diagnosis, I called my office and told them hi s 

diagnosis and never went back. Now I am on my third month. My boss 

suggested that I took leave without pay and I recently went to faci litate that. Even 

if I did go back to work, I do not think I will be able to work and I do not think I 

will handle my responsibilities. Financially it is challenging as my husband is the 

only one working and it is hard to live on a single person 's sa lary but our so n 

needs care full time. 

Similarly, participants had indicated that their works had been disrupted. Where 

the main income of the family was farming, participants had indicated that following 

medical treatment for their respective children and staying in Addis Ababa for months at 

a time, it was impossible for them to cultivate and harvest. This disruption of their work 

according to the participants, had significantly affected their families. 
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For other participants, although their Spouses were the bread winners and were 

still working, their respective children's illness had impacted their spouses work a they 

travel back and forth between Addis Ababa and their area of res idence or to the ho pital 

two or three times a day. Moreover, Selam asserted that work disruption was very 

common in parents with children with cancer. 

For instance in case of Leukemia patients, usually it would start as fever or 

bleeding and parents would take their children to hea lth faciliti es. Then they are 

told they need to take their child to Tikur Anbessa urgently. And here (in the 

hospital) they end up staying three and four months without being prepared for 

anything. 

4.4.3.2. Cost of Medications and Investigation 

In regards to cost of medications and investigat ion, partic ipants had tated that 

medic ines that were available in the hospital were given to free patients (known as ' nesa 

takami' ~, .rilOlf. in Amharic) and available at the pharmacy ins ide the hospital (known as 

' Ieyu' pharmacy in Amharic) for paying patients. However, when medications were not 

ava ilable in the hospital, parents were forced to procure from private pharmacies. The 

challenge parents stated in this regard is that the medications were only found in spec ific 

number of pharmacies and were very expensive. 

Costs of medications were voiced prominently among FGD part icipants as th e 

main impact participants had encountered. In further explaining how expen ive the 

medications were, Belay said "I bought three vials of chemo medicat ion for 3,000 birr 

from a pharmacy in ' Kera '. The total number of vials he needs to take is nine and no\ 

am left to buy the remaining six vials". 
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Similarly, for diagnostic investigations that were not ava ilable in the ho pital, 

parents were forced to incur cost at private laboratories which aga in were very expen ive. 

In that regard , Woinshet said, 

Financially it is damaging. For instance we had spent 700 birr for blood 

investigation. And then we had bought different medica tions ... imagine she had 

not even started the main chemo medications yet '" and so fa r, in two weeks, we 

had spent about 3,000 birr. 

FGD participants had discussed the different costs they had incurred for their 

respective children 's medications as well as diagnostic investiga tions had brought 

financ ial impact 

Selam shared the notion that parent's encounter financial challenges a a re ult of 

cost of medications and diagnostic investigations vo iced by participants. She said 

Parents are really challenged financially. The main chemo medications such as 

Asparginase, Bleomycine, Actinomycine B and Cytarabine are very expensive 

and were not available in our hospital. Which means everyone, both free and 

paying patients, would need to by them from pharmacies outside. Even if there 

are organizations that were willing to cover the cost fa milies incur for the 

medications, the challenge is that the pharmac ies do not prov id e receipts. As for 

investigations, our laboratories do not usually co nduct li ver and renal function 

tests, which mean parents, have to go to outsid e labo ratories to have them done 

and are also expensive. 

FGD participants had stated that the economica l impact associated wit h child' 

illness had resulted in affecting their family through disrupting their children' educat ion 
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unable to afford travel expense to go home in case of Ze lalem and unable to afford 

accommodation as a result forced to sleep under hospital benches in case of Abebe. In 

sharing the experience of other families had encountered, participants had stated that as a 

result of huge economic impacts on families, in some instances parents were unable to 

take home their deceased children's corps to their home for burial. In that regard , Gurmu 

said 

There was a man who came from 'Wolega' and his daughter passed away and he 

did not have money to take the corps. So we collected aro und 1,600 birr here and 

we bought one coffin for 600 birr. Then we have found a car that could take them 

but the driver asked us 5,000 birr. Imagine 5,000 birr to take a corps. We did not 

have any choice so we paid the 1,000 birr that was left as advance and se nt him 

home, 

4.5. Physical Impact of Childhood Cancer on Parents 

Study participants had experienced different physical impacts as a res ult of their 

ch ild diagnosis with cancer. In addition to that, two parents had stated that the ir 

respective child ' s diagnosis with cancer had exacerbated previous and ex isting hea lth 

conditions, 

Study participants had stated that they had experienced tiredness and lack of 

energy ever since their respective children's illness. According to the study partic ipants, 

the physical impacts are related to lack of sleep/disturbance which all particip ants in in­

depth interview had revealed that they had problem with sleeping espec ially when their 

h'ld ' k A dl'ng to Mekdes ''the fact that you are sleep ing here, on the c I ren were SIC , ccor , 

fl h 't 'ct I sleep worrying and the whole day I feel tired". imilarl , oor as I sown rrnpa ,,, .. , 
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Woinshet said "I doze off rather than sleep ... I wake up when she moves her hand or hear 

her grant. And I spend the next day tired, not having the energy even to think". 

Likewise, other participants had stated that they had experienced feelings of tiredne and 

loss of energy. However, some parents had stated that through time, their sleeping patter 

had gotten better though it is difficult to have a "peaceful sleep" in the case of Mustefa, 

Askale and Senait. 

Other identified problems were associated with lack of appetite and in some ca cs 

weight loss in the case of Maritu. In elaborating, Senait said 

You lose your appetite not only because of your child 's health problem but also 

because of what you see here (looking around and frowning her fuce) ... whcn 

you are trying to eat your child gets sick or you hear someone yelling and cryin g 

because their child had died ... all that make you lose your appetite" . 

Another factor identified in this study was that child's diagnosis with ca ncer had 

exacerbated two participant's previous health conditions. Maritu, a mother of four 

children from Harar, was a known diabetic patient on medication. She sa id 

I was in Hara when my husband called and told me that our daughter has blood 

cancer. My sugar shoot up ... I had feelings that it has increased so I wen! to the 

hospital. They tested me and the doctor told me that I need to be ad mitted, I 

refused I told him that I do not have the time or the desire to stay as I am go ing to , 

Tikur Anbessa. I asked him to just give me something that will reduce it. We 

argued for a while and I told him the situation I was in. He finally agreed and 

gave me the medication but warned me to seek help immediately I reached Addi . 

I did as he told me and now ... the doctors in Addis have put me on in ulin 
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injection as the tables cannot control it any more. It still fluctuate when I get a 

little bit angry or sad (fighting her tears and gaz ing through the window). 

Similarly, Ali, previously a soldier, had bullet injury on his right upper thigh. 

(Rolled up his trouser to show me the scar) when I brought my son from Adama, I 

do not remember what happened but my leg had swollen. I have alway had 

problem on my right leg as a result of the bullet injury so I do not wear flip fl op 

because they are not comfortable for my leg. But after my foot had swo llen, the 

shoe I was wearing would not fit so I had to buy and wear flip flops (show ing me 

his swollen foot). 

4.6. Coping Mechanisms of Parents 

Study participants utilized different methods to try to co pe with the impacts of 

child hood cancer. Categorized in tow sub-sections, this section describes how parents 

cope with the situation as well as the different psychosoc ial supports that ass ist them in 

coping. 

4.6. 1. Parents Coping Mechanism 

The findings of the study indicate that study participant's use di fferent method 

depending on the situation as a coping mechanism. One of the coping mechanism that 

participants have stated was crying, more common among female study part icipants. 

Part icipants used crying as an outlet and solution for their problems and felt relieved 

afterwards. 

Another coping mechanism used by study participants was relay ing in thei r 

relig ion/faith. In accordance to that, participants had identified that pra ing and putting 
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trust in God and Allah (according to their respectl've I" ) h d b re Iglons a ena led them to co pc. 

In this regard, Woinshet said 

My husband and I were together when we first heard her diagnosi and he wa 

right next to us. From our reaction she knew it was so mething seri us and he 

said to me 'there is God for me'. Right there, I said let her take the medication let 

what God wishes happen. I have now dec ided that there is God who care more 

for her than me, he is the one who gave her to me and who has rai ed her. And 

this has come as a test for me. 

Similarly, Mustefa said "I am Muslim and I pray every time so that Allah wo uld 

give me strength and save my daughter". 

Another coping mechanism only identified by parent Mekdes wa , as he had 

referred it "wed ras memelse" (returning to self). Elaborating more what it mean , she 

said 

I started to look into myself. I now know that my being alive is very important to 

my family and especially to my son. I am trying to make myse lf strong. I may not 

sleep eight hours like most people but at least now I am trying to sleep for four 

hours. I am planning on staring a part time job, thank s to God my field of stud y 

allows me to work part time, which will be good as it will support my fam ily 

financially and at the same time I think it will distract me from my son 's sick nes . 

Financial impact of childhood cancer had bee n voiced by study participants 

repeatedly. Participants had identified having free paper (referred as "ye nesa wo rket ' in 

Amharic), selling their properties and contracting out their lands as cop ing mechani m 

for the financial challenges they have encountered. Accordingly fo urteen part icipant 
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had brought free paper from their respective local administration and were reg i tered by 

the hospital and their children were receiving services that were avai lable in the h pital 

without paying. 

In regards to selling proprieties, participants from both groups had tated they had 

sold their cattle and in some instances, their house as well. In discuss ing what he had to 

sell, Ali had said 

I had two oxen and I sold one when I came here for 6,000 birr. I had 5,000 birr 

when I came here. If I showed you what I have in my pocket (open ing his hirt 

pocket to show me), you would cry. 

Another financial coping mechanism that was used by participant was 

contracting out their farm lands as they are not there to f~lfIn the land which wa used by 

FGD participant's as it enabled them to generate income rather than their land remaining 

idle. 

4.6.2. Psychosocial Supports that Assist Parents to Cope 

Study participants had identified different supports that had assisted them in 

coping with the situations they were in. Social supports, from different orga niza tions, 

fro m the hospital, and health care works were identified as support systems that a i ted 

parents to cope. Below, the find ings under the different sub-themes are prese nted. 

4.6.2.1. Social Supports 

Supports from family members, ' idir ', friends, neighbors and religiou leader 

were discussed by participants as supports that ass isted them to cope. upport from 

f: '1 b h f: '1 members took responsib ility of look ing after children at ami y mem ers, were ami y 

home and farming their lands had been stated as a huge support among parti ipant . 
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Whereas, for Senait, her domestic helper was mainly responsible in loo king aller the 

children while family members and neighbors help out whenever they. 

' Idirs ' were also identified as one support system. However, in rega rd to that, 

two contradictory notions were identified during in-depth interview. Kebede had stated 

that his ' idir' (also called 'kere' Cpt, local term in Wollo) had bee n a huge upport in the 

course of child's diagnosis with cancer and treatment. In co ntrast to that, Ali had aid 

' 'there is no such thing as support from ' idir' where I live. If the father i ther , he doe 

what he can if not you leave it. If the owner is there, he ca n handle it if not there i 

noth ing. It is not even the culture" However, FGD participant acknowledged the 

existence of social supports from ' idirs ', but as farming consisted several and difricult 

co ntinues processes, it would be difficult for members to farm other peo ple' land . 

Another social support identified by participants was from neighbors. Through 

their prayers and moral support, Woinshet had stated that her neighbors had helped her 

while Senait stated that, her neighbors even "stay over the night with my children at 

home when my son is sick and both me and my husband had to stay at the hospital". The 

other support participants had received was from religious leaders through their prayer . 

In contrast to that Ali had said that "there is no such type of support from religious 

leaders from where r came". 

4.6.2.2. From health care professionals 

Study participants had identified that hea lth care profess ional had I' Ie In 

enabling them to cope with their children's diagnosis. Kebede had aid 

Doctors had informed me about my child 's hea lth. I had been inD I'm d \ h re the 

. ltd nd that it has not spread to her other part . I had al tumor IS oca e a be n I Id 
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that cancer and its treatment were very tough and that it wa not omething that 

would end in a short period rather that it will take a long time. Thi in~ rmati n 

had helped me a lot and is very important to parents. Becau c without kn wing 

exactly, you spend all your money and when yo u child dies, it will bc difficult to 

find money to take the corps back home. 

Similarly, Mekdes had said that she had an opportunity to di cu s with a cnior 

phys ician of the unit for forty five minutes about her son's hea lth issue which wa vcry 

help ful for her. In addition to that, the same participant had sa id "the nur es herc arc very 

understanding, supportive and are willing to help not because it is their jo b but out f 

hu manity". Similarly Senait also shares the participant 's claim. 

The counseling both the above mentioned participants had tated , according to 

Martha, is referred as "medical counseling which is primarily given by phys icians and i 

main ly about the disease, medications and their side effects and related things" . 

However, Selam said "even the medical counse ling is not properly given. ol11etimes 

parents are roughly told about the case. Sometimes during rounds, parents are to Id that 

their child will start medication. Sometimes they l11ight be told about the case". 

Both Martha and Selam assert that there was no proper psycholog ica l support in 

the ward for parents. Martha said "as nurses, although we do not have proper co un elin g 

training, we try to reassure parents as much as we can". Similarly, Se lam said 

In my point of view, to begin with, there is no psycholog ica l support. There i no 

counseling where parents would come, taking time, in informing and di cu ing 

with them about their child 's case kind of counseling. In addition to that there i 

no one who would help them to address the soc ial problems the are faced \ ith . 
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4.6.2.3. Support from Organizations 

Different organizations work with TASH hospital and spec ifica ll y with pediatri 

hematology/oncology unit to provide support for children li ving with ca ncer and the ir 

parents. The supports presented in this section are those that participant had identified 

and those key informants had described . 

Mother Tressa Missionary shelter 

Mother Tressa Missionary shelter located in 'Asko' (a l 0 referred a 'Ask ' by 

parents) area Addis Ababa was identified by FGD participant a providing a huge 

ass istance and support. In their own words 'hiwot achnen yaterfe' (w hat ha aved our 

lives). In explaining the reasons, FGD participants had stated that the heltel' pr vide 

them with a place to sleep for them and their children, provides them fo d three times a 

day and provides them with sanitary materials for them and their children . 

Sharing their personal views, Gemechu said "for food and anyt hing el e, I wa 

ab le to cope a little better after I had joined Asko. Before that, I wa even thinking f 

leaving the girl on the streets and go back home". Similarly, Abebe sa id " if they did not 

write me a paper and had not joined Asko, I was thinking of either to hung or throw 

myself into a moving car and kill myself'. 

According to all key informants, Mother Tressa Miss ionary was one of the be t 

soc ial support organizations that provided fifty patients and their parents comin g from 

regions who did not have sufficient or no family support in Addis Ababa. In addition t 

the services participants had mentioned, the organization also provided imple lab rat r 

test (Complete Blood Count also called CBC) and facilitates tran porlation three time a 

week from the shelter to TASH and back for children and their pa rent " hil e 
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International Network for Cancer Treatment and Research, USA (INCTR-U A) c vel' 

the cost of transportation. 

Likewise, in discussing the importance of the shelter in the outcome of medica l 

treatment of children, Michael had said 

We can saylOO% of all cases coming to our hospital are brought at an adva nced 

stage which by itself had implication on the outcome of the treatment. n t p of 

that patients default as parents, for several reasons, are econom ica lly drained. 

The support this shelter had enabled in reducing the defaulter rate and so m how 

minimized the economic challenges parents face. 

Ye Mathiwos Wondu Ye Ethiopia Cancer Society 

Another organization that was identified is Ye Mathiwos Wondu Ye Ethiop ia 

Cancer Society. The organization has been providing support for familie for yea r . In 

regards to the support the organization provides for families, Se lam sa id 

The organization supports fifty parents who are economically challenged and 

most of whom from different regions of Ethiopia . The support includes covering 

any type of diagnostic procedures and medication costs. For the med ica tions a 

long as there is receipt, the organization covers but the challenge i find ing 

receipts. Most of the patients of the organization are out patient but in o rne 

instances if the children are admitted, the organization give them more than one 

hundred birr per week for food . 

Another support parents had identified which occur was during h lid a peri d . 

Different people would and spend the holiday with them, pia ing \' ith th 

Selam had stated that organizations such as Ye Mathi\ 0 Wondu Ye thi pia 

hildren. 

an er 
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Society and an association called 'Enem Le Wogne' ce lebrate holiday \' ith the hildr n 

and parents. She said, 

Ato Wondu with his supporters organizes lunch and traditional · thi plan c me 

ceremony for holidays. On top of that they also organize mu ic and p em 

competitions for the children and give presents to those who win . Apart from thaI 

they also give out cakes for everyone (including taft) and prov ide every parcnt 

with 100 birr and soaps. They spend a very good day here. 

International Network for Cancer Treatment nnd RcscHrch , U A 

(INCTR-USA) 

Other support participants had identified that had becn helping thcm was the 

traditional coffee ceremony organized twice a week on Tue day and Thur 'day aflernoon 

ca lled 'Nu Buna Tetu ' (come and drink coffee). Organized by the head nur c fthe unit, 

parent 's gather and had coffee while discuss ing issues that were of their concern related 

to the service in the ward, the challenges they are facing in the medica l ervice deli very 

of the unit, experience sharing with parents of cancer survivo r children and tho e who 

have lost their children to cancer. Participants had stated that the discuss ions held during 

the coffee ceremony, had helped them tremendously. Acco rding to Mustefa the 

experience sharing had given him hope. 

According to Martha, the coffee ceremony was sponso red by I CTR- SA and 

the parents who came and share their experience were member of Te fa Ad di Parent 

Childhood Cancer Organization (TAPCCO) , established by parent of ca ncer ur I 

children and health care professionals in the hospital. The parent of the rga niza ti n 

according to the same key informant, share their experience \ ilh parenl in rc lal ion I 
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what the care and support was like when their children were sick, ab ut mcdi ati n and 

other issues. 

Another huge supporting organization identified by all key infj rmant wa 

International Network for Cancer Treatment and Research, U A (I TR- t\) . 

According to Michael, "INCTR-USA had signed Memorandum of Und er tandin g (Mo ) 

with FMOH and the hospital. They had renovated the pediatric hcmatol gy/ nc logy 

unit. They had also provided us a fellowship program". Similarly Martha aid "I TR 

provided us with protective materials such as gloves, apron ma k for nur c a thc 

medications have hazardous effects, vital sign materials such a th erm mctcr pu l c 

oxymeter, blood pressure calf and other supports". 

Enem Le Wogne Association 

Another local supporting organization participants and key infj rmant had 

identified was an association called 'Enem Le Wogne '. The maj r upp rt the 

assoc iation had made was donation of twenty six mattresses. Selam had aid "prey iou Iy, 

parents used to sleep on cartons on the floor and now they are sleeping on the noor but on 

mattresses". Apart from the donation, the association had organized a lunch program me 

for children and the parents during Easter for the past two consecutive year . 

Fekat Circus Group 

Another support parents had identified that had ass isted them i children' pia 

time that took place twice a week on Monday and Thursday from 4 to 6 pm. Acc rd ing 

to Ali, "the program is also good for parents because see ing the children pia ing, d e 

not make the disease disappear but takes away the thoughts". imilarl ari tu had aid 
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The children's play brings me . d h ' . JOY an appmess. I Just get up and danc \ ith m 

daughter (smiling .. . the first time I saw her smile). They ass ign the children int 

groups of cats and mouse, and the children play and they become very happ . A 

I have never thought I would see my daughter play aga in and ee ing her pl ay in g 

and enjoying, makes me very happy. I forget the disease and the tres I wa 

feeling, just disappears. Seeing the other children playing and enjoy in g al 0 

makes me really happy (smiling). 

As for children 's play program, Martha had explained that it wa initiated a a 

play therapy for children and there were two types of programs. The fir t wa thc onc 

organized by Fekat Circus Group commencing twice a week on Monday and Thursday. 

And the second one was available for the children inside play roo m r the ward 

faci litated by a volunteer psychologist. Martha said 

Fekat Circus Group organize play program for all the children in the ho pita!. 

But the program for our children is a separate one as the children are u ceptiblc 

for infections; they cannot be mixed with other children. The group had 

understood the health challenges these children face and prov id e the service with 

utmost care. 

In the wards waiting room, the ward cleaners would clean the noor and then 

members ofthe circus group first dust and clean the sofas, tables, benches and children' 

chairs with antibacterial solutions. Then they clean their hand s with the ame olution 

and provide everyone coming in to participate in the eve nt anti-bacteri al olution to 

clean their hands. After the initial safety precautions, they put out book , pai nt an ther 

materials on the tables and turn own children 's music which send the ignal f, r all the 
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children and parents in the ward that the program is about to start (o b ervati n Ma I 

and 15, 2014) . 

Volunteers 

In addition to different organizations providing support, there are al v lunteer 

individuals who provide assistance to parents at di fferent time . In de cribing that, 

Martha had said, 

There were individuals who celebrate holidays or spend time on normal weekend 

and invite the children and parents lunch. There were al 0 other wh donate 

money for parents even Ethiopians who came for a vacation from abr ad do nate. 

In addition to that, also school students, for instance athedral tudcnts, wh 

donated to children with cancer. 

Tikur Anbessa Specialized Hospital 

TASH as a health institution provides bas ic services of diagno tic and therapeutic 

services. Apart from that, the hospital also provided food fo r admitted pat ient . In case of 

pediatrics hematology/oncology patients, according to Selam, 

Free patients had access to receive available services in the hospital free of charge 

while paying patients pay for the services. What had improved in service de livery 

from past years is the nutritional support for cancer patient s. hildren are 

provided with protein diet such as eggs, beef, and one liter milk per da and 

depending on the need, gruel. 

Accordingly, fourteen study participant's children were regi tered a free pa t ient' 

and receive available medications and diagnostic procedure fo r free. 
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According to Michael the establishment of a dedicated ward for children \. ith 

cancer by itself is a huge improvement as it helped in minimizing infecti n lead ing to 

better outcome. In addition to that, according to Martha and Se lam, improvement in the 

area of provision of medication, only a maximum of two patient be ing adm itted in a 

single room (which previously ranged from six to eight patients per roo m), eac h pati nl 

room equipped with its own bathroom (previously which was two bathroo m for 4 

patients) were some of the improvements. 
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CHAPTER FIVE: DISCUSSION 

This chapter of the paper discusses the results of the tudy by linking th mt 

relevant literatures in the area. The discussion focuses on the theme that were identifi d 

by the findings of the study presented in the previous chapter and an wer the re ea reh 

questions presented in the first chapter. The discussion will enable to under tand the 

psychological, social and physical impacts of childhood cancer on particip ant parent a 

well as shows how parents had coped with the impacts. 

A child's illness is an issue that cannot be seen without the context of the family 

and in this case, parents. According to Lowe (1997) health is not an experience pec ific 

only to an individual but within the framework of the co mmunity, gr up, and 

organization (as cited in Hutchison, 1999, p. 85) which, according to perry (2006) i 

common in the healthcare system, where bio-medical model takes precedence, integrated 

mind and body treatment tend lack (as cited in Atkinsa, Colville & John, 2011 , p. I 4) . 

Therefore, this study shows how a child 's illness affects parents from p ycholog ica l and 

social arenas. 

5.1. Psychological Impact of Childhood Cancer on Parents 

The results of the study showed that participant parents of chi Idren " ith ca ncer 

experienced shock, fear, worry, stress, sadness, hopelessness, guilt, numbne , di belief 

and difficulty of accepting child's diagnosis. In line with that, Jones (2006 a cited in 

Jones, 2012, p. 214) had indicated that most parents experience hopeles ne depre i n, 

sense of dishonest and guilt as a result of their child illnes . imilarl America n ancer 

Society (2012, How do parents usually react to a child 's cancer diagno i ? ti n, para. 

I) asserted that emotions of shock, disbelief, anger fear, guilt adne and anxiet \ I' 
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common experiences of parents when they hear the diag nos is of their child. I I \' er, in 

contrast to Manne, Duhamel and Redd (2000), Jones (2006) and Boman (2003), the tud 

had not found out sense of dishonesty, depression prolonged and co mpli ated mournin g 

among participants (as cited in Jones, 2012, p. 214) . 

The results of the study indicated that the emotional reaction that partic ipant 

parents experienced were not only when hearing the initial diagno i of their child but 

throughout the treatment process. The results of the study also revea led that ev ral 

factors such as cost of medical treatment and diagnosis, co mmunica ti n ab ut child 

diagnosis, awareness and perception about the disease and sudden on et of the d i ea e 

were found to aggravate the emotional reactions study participant had experienced. 

Simi larly, American Cancer Society (2012, How do parents usuall y react t a child ' 

cancer diagnosis? section, para. 2-19) had also expressed different cenario wo uld make 

parents experience the different emotional reactions. 

5.2. Social Impact of Childhood Cancer on Parents 

Findings of the study reveal that diagnosis of a child with ca ncer had oc ial 

impact on participant parents. Changes in social roles including family role change in 

responsibilities of parents, changes in marital relationship, and economic impact were the 

indentified social impacts participant parents had experienced. Economic impact wa 

fo und in this study to be a major concern among parents and was also a common fac tor 

among the different issues addressed . This goes in line with the propos ition f f Jone 

(2012, p. 215), Khoury, Huijer and Doumit (2013, pp . 18-1 9) and Bona et a I, (20 14, p. 

598) had that chronic illnesses such as cancer brings change in fam i I ro Ie , add it i n f 

. ... . d' . hange in quality of life and ec nomi im pa I . responsIbilItIes, manta I IsruptlOns, c 
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5.2.1. Impacts on Social Roles 

In respect to changes in their family roles, the results of the tudy indi ate that 

inability to provide for family as a major impact identified by study participant. In the 

family system, thirteen participants were breadwinners while one participant hare th e 

responsibility with her spouse. Majority of the participants (thirteen) were engaged in 

farm ing and one participant in weaving. As a result of their re pectiv children' 

diagnosis illness with cancer, study participants roles as prov ider to thei r familie had 

changed to that of care giver. In addition to role change, the result of the study how 

that a child 's illness with cancer adds responsibility on parents as ca re pr vider fI r th 

sick child. Similarly, Jones (2012, p. 215) asserts that diagnosi of a child with ca ncer 

changes parents role and add additional roles of "advocate , counci lors, and medical 

technicians". Likewise, Khoury, Huijer and Doumit (201 3, p. 19) al 0 tre that 

diagnosis of a child with cancer adds responsibilities to both parents with father be ing 

financially responsible and mothers with taking care of the household. Lik ew i e, in thi s 

study, in instances where children were admitted and mothers were the primary care 

prov iders in four families, fathers were responsible for financia l aspects of the famil y 

wh ile mothers were responsible in providing care for their sick child . In contrast to the 

literatures, there were instances where fathers were responsible for provis ion of care for 

their sick children while mothers were responsible for the financial aspect and managin g 

their household. 

Another result of the study shows that as a result of child 's illne oc ietal and 

. I f II t dy participants had been affected , Societal role that u ed t be commul1lty ro es 0 a s u 
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carried out in their area of residence such as visiting sick peo I tt d' . I P e, a en II1g socIa eve nt 

such as weddings, funeral, christening and others had been affected. In line with that , 

Pollock, et al. (2013, p. 107) had indicated that parents of children with cancer 

display negative social interactions. Similarly, Patterson and McCubbin (1983), Byrne 

and Cunningham (1985) and Kazak (1986) asserted the social iso lation of parent of 

chi ldren with chronic illness (as cited in Tak & McCubbin, 2002, p. 192). 

5.2.2. Impacts on Marital Relationship 

The results of the study indicate that child 's diagnosis with cancer had impact on 

the marital relationship of some participants. The impacts identified are related to 

communication where communication between the couples is only focused on child ' 

health condition, argument as a result of financial challenges brought on the family, 

mistrust among the couples, and giving priority and focus to sick child . Similar ly, 

researches conducted by Lawrence (2012, p. 21), Brody and Simmons (2007), Da Sil va et 

al. (2010) and Yeh (2003) ind icate that chronic illness such as cancer on chi Idren bring 

marital problems such as communication problems, argument, increased role strain, 

decreased relationship satisfaction, not spending time with each other, and divorce (as 

cited in Khoury, Huijer and Doumit, 2013, p. 20). 

On the other hand, some study participant' s case, child 's illness had not impacted 

marital relationship of the participants rather they discuss and support each other. im i lar 

to the research finding, Lawrence (2012, p. 21) had ind icated that ome mar ita I 

relationships encounter increased closeness, cohesion and support among the couple. 

Similar to both fmdings, a research by Khoury, Huijer and Doumit (20 13 p. 20) had 
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revealed that child 's illness had brought cohesion and closene amo ng the upl In 

most families who participated in the research whl'le co ntl 'ct I ' ~' I 
I on y 111 one laml y. 

5.2.3. Economic Impact 

Another result of the study was economic impact of childhood ca ncer on parent . 

It is the finding of this study that participants had significa ntly been afTec tcd a a rc ult f 

their income being disrupted as well as cost of medicat ions and diagno tic in vc tiga ti n . 

Disruption of work had been identified across all participant and had an im pact on thc 

inco me of each household . However, economic impacts were more cv ident in clcvcn 

families than in others. The results of the study also ind icated that 10 f inco mc had 

aggravated the financial impacts. Similarly, Bona, et al. (20 14, p. 598) had idcnt i ficd 

wo rk disruption, at least one parent leaving a job and los 0 f income duc to w rk 

disruptions in all families to be the main economic impacts f childhood cancer on 

parents. 

In relation medication and diagnostic investigat ions, the results indica te that so me 

chemotherapeutic medications were available and others (main chemotherap y 

medications) were not available in the hospital (TASH). In addition to that the co t of 

the medications had a huge financial burden on the participant e pec ially when 

medications were bought from private pharmacies. In line with that, Alemayehll Hailll 

and Damene Hailemariam (2011 , p. 7) had revea led that medica l costs in ca e of cer ica l 

cancer patients in showed that tremendous financial burden on patients and fami I ie . 

Similarly, a study by Khoury, Huijer and Doumit (20 13 p. 19) had al 0 identified that in 

cancer treatment of children, financial matters to be a major is ue. 
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5.3. Physical Impacts of Childhood Cancer on Parents 

The results of the study indicate that participants had experienced ph ica l 

impacts as a result of their children illness with cancer. The impact ident ifi d are 

t iredness and lack of energy to perform tasks which had occurred a a re ult f 'Ieep 

disturbance/lack of sleep which parents described as not having a 'peace ful I el " and 

"worrying while sleeping". Similarly, Klassen et al. (2008, p. 5888) ind icated that I ep 

disturbances are common among parents of children with cancer and Pollock et al. (20 I 

p. 107) also assert that poor quality of sleep is associated with the stre level parent are 

in. Meltzer and Moore (2008, p. 279) have also identified that "nighttim care giving anel 

worries about the child's illness" result in parent 's sleep disruption which in lude "p I' 

sleep quality and shorter sleep quantity". 

In addition to child ' s health condition, the results of the tudy indicate that the 

env ironment in which parents spend time (hospital ward), and the co ndition in which 

they sleep (sleeping on the floor on a mattress) are identified a factor that ca u e poor 

quality of sleep among study participants. Similarly, Young, et al (2002, p. 18 8) had 

found out the conditions under which parents sleep have effects on the quality of leep of 

parents. 

Another result of the study that participants had experienced is 10 of appetite 

leading to weight loss. Similarly, American Cancer Society (201 2 Wa to impro e 

. . 3) rts that parents of children with cancer are likel t neg lect copmg sectIon, para. asse 

daily routines such as eating, sleeping, and others that allow them to care for their hi Id 

better. 
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The study result also revealed that ch 'ldh d 
I 00 cancer exacerbated pr 

existing medical conditions in two parent J h . s, n t e case of thl tudy ex i ting mcdica l 

condition in one mother diabetes had been d ' , , aggravate to a pomt where th m th r had 

to be put on insulin injection, In the other participant's case, prev iou leg pr blcm a a 

result of a bullet injury was aggravated associated with child 's hea lth i uc. imilarl y, 

Brehaut et at. (2004) and Raina et at. (2005) had stated that poor hea lth conditi n t bc 

common in parents of children with chronic illness (as cited in Meltzer & M r 2 08 , p. 

279). 

5.4. Coping Mechanisms of Parents 

In regards to how study participant's cope with the impacts they had faced, thc 

results indicate that participants had used both problem-focu ed and em tion-focu ed 

coping styles, Problem-focused coping includes having free paper, selling propcrtie and 

contracting out lands. While crying, praying, putting trust in higher power ( od and 

Allah according to their respective religions), and "returning to selF werc emotion-

focused coping styles that were used by participants, In line with that, Hutchi on ( 1999 

p. 141) describes problem-focused coping style as taking action to alter a situat ion when 

the circumstance is viewed as controllable. Whereas emotion-focused cop ing t Ie are 

used in circumstances where the prevailing view is that the situation i unchanged and 

people cope amend the manner or the meaning of the situation (Hutchi on 1999, p, 14 1). 

Similarly, the findings of Norberg, Lindblad and Boman (2005 , p. 970) re ea led 

that parents more frequently used active problem focu sing rather than a 0 idan e 

behavior. Likewise, the results of this study ind icate that participant parent had u ed 

active problem focused coping strategy such as se lling their propertie and ntra tin g 
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out lands to cope with economic problem th . s ey were faced with In co ntra t t the tLld 

findings, Papastavrou, Charalambous and Tsangari (2012, p. 26 1) had re ea led that 

majority of participant care givers in their research had t'I ' d . , U Ilze emott nail fI CLI d 

coping strategies mainly avoidance or denial and wishful thinking. Wherea the re LIlt 

of th is study revealed that difficulty of accepting ch 'lld 's d' " I lagnosls Wit 1 ca ncer t e i t, 

the study had not identified avoidance or denial of child 's diagnosi with can er am ng 

study participants. 

In coping with the challenges of economic burden, the re LIlt 0 f the tLld h wed 

part ic ipants had sold the cattle's and house and contracting out their land . imilarl , 

Bona et al. (2014, p, 598) had found out that parents used strateg ies uch as "redLlc in g 

expenses by avoiding big purchases, incurring debt, se lling property and organizin g 

fundra ising" as coping mechanisms. 

The results show that participants had utilized different psycho ocia l L1pport t 

co pe with the impacts brought by childhood cancer. The identified support were oc ia I 

supports, organizational supports and supports from hea lth care providers. In line wi th 

that, the results show that participants had received soc ial support from ramil friend , 

neighbors, ' idir' and from religious leaders. Similarly, Raz, Rot and Buchbinder (20 12 

p. 37) had identified that informal social supports from famil y member and oc ial 

networks were found to increase parental coping. Likewise, American Cancer ciet 

(2012, Ways to improve coping section, para. 8) stressed the importance cia l L1pp rt 

such as family, religious institutions, place of work and neighborh od in parental 

coping. 
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At organizational level, participants had also been supported dir tl 

indirectly, by different organizations includl'ng T' Ikur Anbessa pec ializ d II pita l 

(T ASH), International Network for Cancer Treatment and Research _ A (I TR-

USA), Mother Tressa Missionary Shelter, Ye Matias Wondu ancer oc ict rckat 

Circus Group and Tesfa Addis Parents Childhood Cancer Organization (TAP 

Similarly, Raz, Rot and Buchbinder (2012, p. 37) had found out tho e ~ nnal upp rt 

systems such as health care professionals and health institution were imp rtant ~ r 

parental coping. 

The results of the study indicate that majority of the upport pr vided were 

addressing the social impacts parents were facing as a result of child diagn with 

cancer. In addition to that, the supports were found to be inadequate. 

In regards to psychological support, the result of the study howed that therc wa 

insufficient support for parents. Proper provision of information, also referred a medica I 

counseling, was not consistent across study participants. Those participant wh had 

been provided with precise information on child 's diagnosis, treatment and id e effects 

of medications had benefited. Similarly, Raz, Rot and Buchbinder (20 12 p. 36) had 

fo und out that provision of clear information on diagnosis and treatment plan to parent s 

to be an important step in enabling them to cope with impact of childhood cancer. 

Similarly, Kastel, Enskar and Bjork (2011, p. 291) stated that clear informati nt parent 

on the diagnosis and treatment of their child assist them in taking re pon ibilit and 

making decisions. 
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5.5. Discussion summary 

According to the family stress theory, any event whether po it ive r n ga t i c ill 

have an impact on families (Smith et al 2009 pp 96 97) S' '1 I ' ., ,. - . IlTII ar y, a indi at d in the 

find ings and discussion parts of the study, childhood cancer had brought p y h ial 

impact on study participants. In addition to that, study participant had al oe pcricn cd 

physical impacts as a result of their children's illness. In spite of all that the tud had 

also identified ways in which study participants had tried to cope with ituati n a w II 

as the different supports that were available to them which correspond with ra mil tre 

theory which asserts that families can cope with a stres or event through utiliz in g 

reso urces available which could be within individuals in the fa mily, friend and ther 

fam ily members, and from the community (Smith, et aI. , 2009, pp. 96-97) . 

Hutchison (1999, p. 85) asserts that there exists a relation hip between ph i ai, 

psychological health and social experiences of an individual. I n line with that, the tud 

had also found out that different factors associated child 's illnes with cancer had brought 

those impacts and interdependence between the impacts is observed. This ignifie that, 

in case of this study, a childhood cancer does not only affect the diagno ed ch ild but it 

also affects the parents. And parents are affected psychologica lly, soc ially and ph i all . 
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CHAPTER SIX: CONCLUSION AND SOCIAL WORK IMPLI ATiON 

This chapter provides conclusion notes to the study and pre ent 

the study from social work, research and policy perspectives. 

6.1. Conclusion 

97 

This study was conducted to identify the psychosocial impact f hildh od 

cancer on parents with chi Idren diagnosed with cancer. It had the object ive f idcnt i f in g 

the psychological, social and physical impacts of childhood cancer a well a idcntif in g 

how parents cope with the impacts. 

The study was based on the perception and experience of participant wh had 

ch ildren below the age of fifteen, diagnosed with cancer and following trea tmcnt at 

Pediatrics Hematology/Oncology unit of TASH either as in or out patient. M rc cr 

hea lth care professionals were also included in the study as key informant . 

Emotional reactions such as shock, fear, worry, stress and adnc werc 

experienced by participants. Moreover, hopelessness, guilt, numbne di belief and 

difficulty of accepting child's diagnosis were also experienced by participant . The 

psychological impacts that study participants had experienced were not onl a 0 iated 

with hearing child's diagnosis but were also related to the social impacts the ha e 

encountered. 

Changes in social roles including family roles, changes in re ponsibiliti 

parents, changes in marital relationship, and economic impacts were the cial impa t 

parents of children with cancer in this study had experienced. Among tud parti ipa nt 

r 

.. t f hl'ld's l'llness with cancer associated with di rupti n r \ rk and 
economic Impac soc 

cost of med ical care were prominent. 
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Study participants had also experienced ph ' I ' YS lca mlpact tir dn and la k 

energy, as a result of child's illness with cancer, Participant exhibit d th Im pa t a a 

result of sleep disturbance/lack of sleep associated 'th ' WI worrYll1g a ut hild illn 

and the conditions and environments under which they sle I ·dd " I h ep, n a III n t t la t t 

study had revealed that existing medical and previous condition w re ag ra HIed H a 

result of child 's illness with cancer in two study participant , 

In addition, the study had also showed into the different way tud parti ipant ' 

cope with the impacts they had faced, In that regard , the tudy had re ea led that 

partic ipants used both problem-focused and emotion-focused coping tyle , The pr blem-

focused, specifically active problem focused, coping that were u ed include ha in ' free 

paper, selling properties and contracting out land s, While crying prayin g pullin' tru 't in 

higher power, and "returning to self' were the emotional-Focu ed coping Ie that \' ere 

used by participants, In line with that, participants had different p ych ial upp rt 

that assisted them in coping with the impacts brought by childhood cancer, upp rlS 

fro m social networks, organizations and from health care prov ider were the id entified 

support systems, However, psychological supports to parents were minimal. Alth ugh 

there were different social supports, they were not suffic ient as we ll a n I "ell 

organized, 

In conclusion, childhood cancer had brought different p ychol giea l, 

physical impacts on study participant parents with children with ca ncer, In 

manage the different impacts, study participants had used both problem and 

cia l and 

rd er I 

m Ii n 

, d'ffi nt stakeho lder in 01 ed had upp rl d 
focused copying strategies, Moreover, I ere 

h h " I ements were not directl 
participants to cope althoug t elf mvo v 

b r d b par III 
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participants. However, supports for parents were observed to be m r in 

soc ial dimension, the different psychological h II c a enges were neg leclcd. 

I in d I \ ard 

n I p flha l 

participants had voiced economic challenges to be the . . majo r Impa I Ih had fa d a a 

resu lt of child's illness with cancer and th . I e soc ia support la k rganiz'lli n and 

coordination. Furthermore, the different impacts observed on tud parI i ipanl had 

interdependent nature and should be observed together rather indcpcnd ntl . 

6.2. Social Work Implication 

The findings of the psychosocial impact of childh d cancer n pa r nl \I ilh 

ch ildren diagnosed with cancer study present soc ial work impli ati n' v hi h Hre 

organized in four major areas; practice, education, research and p li cy im pl i HI i n and 

are presented below . 

6.2.1. Practice Implication 

As the findings of the study show, parents with children diagn ed \I ilh ca ne r 

were faced with different psychological, social and phys ica l impacts and had tried I pc 

as much as possible with those challenges using the resources ava ilable ar und them. 

However, as the impacts are diverse and sever and long lasting soc ial work inter enti n 

is also necessary in the area of childhood cancer for parents. I n that regard, ial \ ork 

intervention in a health setting is mandatory in the areas of: 

Awareness creation is important in the area of childhood can er and it impa t n 

children as well as on parents and families through uliliza tion f d i f~ r nl mea n 

of communication for all stakeholders, 

Both psychological and social supports should be a ailable ~ r par nl 
f hildr n 

diagnosed with cancer. In line with that, the ex i ling upp rt 
t m fr m h alth 
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care professionals, different organizations and I vo unteer h uld 

and strengthened, 

In provision of support to parents with children d iagn ed" ith an r ia l 

workers need to work with different interdisc iplinary tea m in lud ing ph i ian , 

nurses, psychologist, and others, 

Establishing psychosocial support unit in the hea lth in tituti n and inl \ rkcr ' 

should collaborate with concerned organizations and pr ved upp l1i c trainin 1 

for parents in the areas of managing stress, deve loping th ir c pin 1 ki ll and 

other relevant skill trainings. 

6.2.2. Education Implication 

In regards to education, social work education should incorp rate p ia I 

support in the health sector and specifically in the area of working" ith fa mili > r 

chi ldren with chronic diseases. Moreover, the health educa tion y tem hould al 

incorporate addressing the psychosocial aspects patients and that of the rami I t CI11 in 

the curriculum. 

6.2.3. Research Implication 

There is lack of research in the area of childhood cancer in general and 

spec ifically in relation to psychosocial effect on parents. As primar care pro ider and 

responsible in making decisions in all aspects of their children, parent ar challcnged 

and severely affected due to their child 's illness. Additional re earche in th ar an t 

incorporated in this study, such as impacts on spirituali of parent 

cancer that will enable to understand the situation in a different per p ti 

f hi ldr n \ ith 

ul1h rl11 r , 
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the existence of more researches will further direct the hea lth ar 

integrative and family centered. 

6.2.4. Policy Implication 

At policy level, recognizing burden of non-communi abl 

101 

tcm t 

di ea e and 

inco rporating prevention and treatment aspects in the hea lth p Ii y i c mm ndnb l . 

However, in the area of childhood cancer, focu s should be given to early dingn i rath r 

than prevention as cancer in children is not preventable. Thereforc the hca lth p Ii 

shou ld try to create condition (training health care providers ava ilabilit 

equipment's, and others) in which early diagnosis of cancer in childrcn i p iblc. In 

addit ion to that, availability of sufficient and co nsi tent cancer trca tmcnts 

(chemotherapeutic and other subsidiary medications) should be e tabli hed a \ ell . A 

cancer treatment medications are very expensive, measures that acc mm date med i ati n 

prov ision and affordability of the costs by families should be estab li 'hed c n id erin g 

soc io-economic status offamilies as well sustainability of treatments. 

In areas of childhood illnesses in general and cancer in particu lar the treatment 

take a long time and that has its own impact on parent's psycholog ica l cial fi nan ial , 

and health aspects. Therefore, policies should incorporate integrati ve and fami l entered 

serv ices for children and their families. In line with that, the bio-med ica I model that 

\ h Ic 
governs Ethiopia's health care system should also foc us on ee ing th 

(psychological, social, biological and spiritual) dimension of a perso n and addr 

issues accordingly. In addition, as TASH is the only centre pro iding an er diagn i 

and treatment for children, it does not have pediatric onco log i t. 

institutions should work to increase the number of hea lth car profe i nal in the r a. 
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As a health and education institution, T ASH should al 0 work In Ii a rat i n \ it h 

school of social work and psychology departments of Addi Ababa ni er it t pr id 

serv ices for parents of children with cancer. 

" 

~ I 
, . , 
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Annexes 

Annex 1 

Informed Consent 

My name is Atsednesh Getachew, and I am a post graduate tudent at Add i 

Ababa University, School of Social Work. ] am conducting a qualitative tud n the 

psychosocial impact of childhood cancer on parents with children diagn ed \ ith an er. 

This study is conducted as partial fulfillment of my master' s degree in cial w rk . The 

purpose of this study is to understand the impact childhood cancer on parent and h \' 

parents try to cope with the challenges they are faced with. 

The study'S fmdings are believed to serve as a starting step on identif ing the 

psychosocial challenges parents face as a result of their chi Id's hea lth itual i n. 

Secondly, it will increase awareness of the challenges parents face as a re ult f thei r 

child's diagnosis with cancer. On top of that, it will also assist hea lth and other 

concerned institutions who are working in the area of childhood cancer directl 

indirectly. 

Cancer poses physical, psychological, social and economic impact t parent 

when their child is diagnosed with the disease. In line with that, an in-depth tud f the 

psychosocial impact of childhood cancer on parents as well as their coping mechani m 

and identifying the types psychosocial support prov id ed to the parent b h alth 

institution, family members and social support systems wi ll be ab le to pr id e an in i ht 

Co 'd d and I't will also ser e a a our ~ r Furth r 
to a situation not so lar conSI ere 

investigation for other researches in the area. 
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Your participation in the study is much appreciated and will con it f an 

interview or focus group discussion. It is estimated that the in-depth intervie will tak 

one hour and half. Please know that this interview will be audio reco rded to a i t me t 

analyze it later on. The focus group discussion is also estimated to take one and half up 

to two hours and it will also be audio recorded for later analysis. I will do m b t t 

ensure that your participation is kept confidential but please know that the ru Ie f 

confidentiality shall be breached in cases where it is found necessary to prevent en u , 

foreseeable, and imminent harm to you or others or when laws or regulati n require 
/ 

disclosure without your consent. You may choose skip any qu estion that y u are n t 

interested to respond or quit the interview session at any time. By all mea n plea c kn w 

that your participation or not participating in the study will not in any form affect ur 

chi ld from getting the service he or she is currently receiving. 

If you have any question or concerns, you may contact the re earcher b the 

fo llowing telephone number 0911107328 Atsednesh Getachew or my Adv i or Dr. 

Ashenafi Hagos by the phone number 0911 099888. By signing below yo u agree that 

d the above informat ion, and wou ld be intere ted in 
you have read and understoo 

participating in this study. 

Name ________________ -------

Signature ______ ------

\ 
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Annex 2 

In depth interview guide 

Part 1 - Socio demographic data 

Age: _ _ Sex Religion - - - - Area of re iden e/r gi n 

Number of children - - - - -

Mar ital status: ------
Educational status: -------

Employment background:- ______ ,Main means of inco me/ upporting ------

Part II - Information of child 

Age _ __ _ Sex __ _ Education status/grade __ Diagno i time/h I ng __ 

Part III - Interview guide 

1. Could you please tell me about your child before diagnosis with cancer? 

Probing questions: 

• School and neighborhood activity, schoo l perfo rmance, interacti n ,ith 

family and friends 

2. Could you please tell me about the situation when your child va diagn ed \ ilh 

cancer? 
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(information about treatment sid ffi , e e ects, what to do during and aft er Ir aIm nl 

etc.) 

• How you have come about t k . o now all the Information you have (\. h pr ide 

the information) 

5. In what ways does your child's illness has brought change in you and y ur pu c? 

Probing questions: 

• 

• 

What type of physical changes you have observed in yo ur elF and p u c? 

(Weight loss, sleep disturbance, loss of appetite, etc.) 

What type of emotions/feelings you have observed? ( adne , an ler fea r, 

hopelessness, guilt, etc.) 

• What type of changes in your and spouses social life have you have b er d? 

(Decreased or lack of social activity such as visiting relative and sick pe pi , 

attending weddings or other occasions you and yo ur spou e are invited 

disruption or resigning from work, fmancial challenges, etc.) 

• Changes in marital relationship (not spending time with pOll e/partner, la k 

of communication, etc.) 

• Changes in family responsibility (taking care of hou e hold ch re , I king 

after other children, etc.) 

6. How do you try to cope with all the changes yo u have menlioned in ou and 
ur 

spouse 

\ 
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Probing questions: 

• When did he/she start to get sick, types of symptoms 

• How and where did you found out 

• What were the steps or procedures taken to initiate treatment? 

• How long has your child been admitted/ or following up treatment? 

3. Could you please tell me your experience when you first have been 1 Id ur hild 

has cancer? 

Probing questions: 

• What were your feelings/reactions? 

• What was your spouse experience/feelin g/react ion? 

• What were your children and other family member's 

'. feelings/experience/reaction? 

• What do you feel now that your child has cancer? 

4. 
Could you please tell me what you know about cancer in children? 

Probing questions: 

• 
What did you know about cancer in children before yo ur child ' diagn 

• 

ft ( ) our hild ' di ag n i ? 
What did you know about cancer in children aer no\ 

• 
What information do you have regarding diagno Ii pr 

dur and Ir aim nl 
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Probing questions: 

• What kind of support do you get that enables you to manage th hall ngc 

associated with your child's illness? 

• And who provides those supports for you? In what way has that help d 
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Annex 3 

Focus group discussion interview guide 

Part 1 - Socio demographic data 

xxiv 

Age: _ _ Sex Religion Area of re iden c/rcgi n ----

Number of children -----

Mar ital status: 
Educational status: - ------------

Employment background:- ______ Main means of income/ upp rting -------

Part II - Information of child 

Age _ __ _ Sex ----
Education status/grade _- Oiagn time/h w in ' 

1. What does having a child with cancer mean to parents? 

2. What type of changes parents with a child with cancer encounter a a re ult r the 

disease? 

Probing questions: 

• Type of physical changes (Weight loss, sleep di sturbance 10 of appetit 

etc.) 

• Type of emotions/feelings (Sadness, anger, fear hopele sne 

• Type of social changes (Decreased or lack of social acti 

relatives and sick people, attending weddings or other c 

guilt et . 

h 

u and ur 
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• 

spouse are invited, disruption or resigning from work, financial challcn ' 

etc.) 

Changes in marital relationship (not spending time with spouse/partner la k 

of communication, etc.) 

• Changes in family responsibility (taking care of house hold chore , I kin 

after other children, etc.) 

3. How do parents with a child with cancer try to cope with the challenge br ught 

by the disease? 

• 

• 

Probing questions: 

Type of support that enables them to cope with different challenge? (Fr 111 

family members, from health institutions, from other institution) 

What kind of support do you think need to be available for parent \ ith 

children diagnosed with cancer that wiJl enable them to cope better v ith the 

impact? 
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Annex 4 

Key informant interview guide 

Age: __ Sex 

Marital status: ------

Religion 

Educational level: Profession - -----------

Year of experience in pediatric oncology unit: --- ----

xxvi 

- ---

1. What are the basic services available at the hospital for children and parent wi th 

children diagnosed with cancer? 

• Types of psychosocial support services 

• What are the challenges 

• Who are the stakeholders in the service delivery & what are their role 

2. What are the changes that have occurred in service delivery in pediatric onco l g 

in the past three years? 

3. In your experience, what type of psychological impacts have you ob er ed on 

parents with children diagnosed with cancer? 

Pediatrics Hematology/Oncology unit head 

1. Could you please tell me about pediatrics hematology unit 

• Its establishment, 
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• basic services available at the ho spital for children and par nl \ ith 

children diagnosed with cancer, what are the challenge 

• Who are the stakeholders in the service delivery & " hat are Ih ir r 

• What are the changes that have occurred in ervice deliver in ped iatri 

oncology in the past three years? 

2. Could you please tell me at what stage of the cancer progre i n d parcnt brin' 

their children to health care facilities, in this ca e Tikur Anbe a pc ializcd 

Teaching and Referral Hospital? 

• What are the criteria's and procedures utilized to differentiatc bet, ccn in 

and out patients? 
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Annex 6 

hCD~;JC ftJ'l\ ao~cI! f.,.H;J;f. 'I'f<tSP:f 

h~ - 1 \'+i\:J'4. aoa; 

\'t9l'vct ~t:P; (hEj:A) 

\'t9l'Uct Ir~,r:­

m.,.1'\ ()- '1"; rl (l ?016J;b 

111lPC "1.lltVlt/"1.llt\ot f,rCD<Pot 'Lit -------------------------

xxx 

1. M ~t A1.ll1~ ~7C':f (l~"l~~ 
ot9l'Uct n,t: (1I'\6.C AI1Cl(l: on,1'I'\{l " Cj n;1_~'1':f AI1Cl(l MM-N(\ CD' ,,'}<'i'!'l,!l>O, 

2, A;e:t f111!PC vlfl>9D ,,1.llt\orlt\t fI,rCD1> M~nLor 1r),;J' n.r fl LP,."'/ : 

_ (1D:f V(1D(lV< ,,1J.'f.?OLorl (lDt-t: ,,'}~t : \'t" '}_~;J'CD 4' 

_ vh9l'£j'or1 t\(lD'f.(lDC \'1'J.L7' 71"l'f.'# 

_ "h9"~tD-1 ""h;H-A h~""lff- ~1-h" 1f)tD-i'i 1-' ~1-l- ," ;-~~-I t ~ -h""ff' 
3. t\1'J- ~1"'C h1~hOt/~-l- ~""~",,tf'" IL)7C~-l- M)Ol"" .,.v o.fnl ~.'i ' 

_ ?O') 1N''l9't/?01 AJ.L7' 
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- fl(\o,t9': t\.(\of \'(\:1'00- A\'tl\t ?D,} 1N'1:far/?D,} AU.?' 

- OAIF'r OAt ?D,} f.,oatt9';rA 

4. OA;gf I\f., M01l.hot \'t'}OC j'(\9't "I'}Ii(\. n.j'I'IL~:OS 

- A;g t hUD ;rUDOP' /0;1. flt.t M ~flC? A(}o '}I'I? 

_ M UhSJD<iar ~?DCC1Dt'r Af.,H·f h'l OD~~Hf?D,} Af.,~·l· ODa; M9',n 

xxxi 

_ MOt.I\1.. \,UD~U'l:t: \''Jo'W'g 'l'''lff: h?DCODt'r h'l GD.l~'u~'l' hGoml'lP" 0&.:" '" 0· .... " 

UDU."1 M01l.1flfar (}o~;r9'f 

- "~fW'} UDL~9'f ",}J'ot ACD~:far 

5. \,A;gt U(1D9D o"co9''1 flfl(\(\.t9't I\f., OM ODAtr 1'~"'i fl9°'J'·f·M ·flfIar .I' ()C\(\'? 

(DH1') 

_ o~ A(W I\f., .!'(\ar 1'~"'i (attH,}: OD1'h?t: 1'04· OD</lL'J': c,:CU')-: mil"') 

_ O"'1UOt'r'i! Uf.,CDt I\f., j'(\ar N"'i/fiEi'l (~;J.aoao·'} GDm~(I' : o'Ul'I",W)· I'It'r (Jo(\'I ' ~ '1"C\ : 

\'11H11 6I>J,'1: CDH1') 

_ ot"lC I\f., j'(\ar N"'i/6I>J,'I (fl'£ "If!. MODl'lm'f mH'/') 

_ 00,1'1'111 UI\t.~t I\f., .!'(\ar N"'i/fiEi'l (A;g;r:f(}o'} \'GD'}hl1h·fl ;> "&J~ 'l , ml I'l t-

?I\t.~t: CDH1') 
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_ Hmcpattf?far HJ'o9':f ?D'} (\ar'J' "ODffJA9't? 
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Annex 7 

fCfDCDn 'l'fctsPf (focus group discussion) 

h~: 1 fTil;rt. CfDt.~ 

1. t\(lJt\~:f fl'l1l'1C \J~t;;: (;I.'{: OI>c;'C CI'/{\:r f'1 CI'/{\1' ~ar? 

xxxii 

_ 1l11'1C <f>10'/{\:r ~ar? 

2. Ol\;(.f ~I" f"'l.hM- ftO~C V"''' w",f ~I" 9"1 'I"l~ -tW:i"'l.' y?~"'·Y.O/lI? 
_ O,~~'I! illS ~I" y~'" .,.;,~ (hil~l·"""'W , ')to<- ","Ol ' 9'"111 .. , ;t """' lo · 

(lJHt ) 
_ ol liP' ~I" y~'" .,.;,~ (",/"" "'-th~ ! -tM-"""'"~' <-COl' WH-t) 

_ O"'/VOt-'I! v)OlD~ ~I" y~'" -t;,~/"" (fPuo-'l "'1I1,t' "'nT""'· M ooo·,·w,... ' 

f11Hll aJ,'i : (lJHt) 
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_ (1t~c fI~ ytlar 1'oh'i'/6I>J,'l (1<£ "Itt MODoffiT CDHt) 

(1(1,1'1'111 ufI&.,H flf.- ytlar tiJhfj/6I>J,'l (l\~:r:f1r1 ~OD1hl1hll ;!Il\&,~ 'l' : V(\;), (1t. 

?fI&.,~t : (lJH1') 

3. Hm'i'o-t11'oh'i'9'"f CDfI;e::f h1.l'o ~'.I:'.I:a:Ltr (tlooCpLI}: CD~'}90 t\do.p~ll 9"1 .l'J'.C,:J(\,) 

_ ~1'm'i'o-t1 1'oh'i'9'"f tlao'.I:'.I:9" h1"l:ftr hc\.(\o:f hl"t"~' 9°1 h~~'l 11711 d'''i'C ),!'In-1- ? 

(mS lltlC7l>"Y9'"f: V(l1o hJ:t-1oT J:C~.y.:f: (bt(){1:f: ~V~o~fj'l- "'!1:
o
1'l) 

_ tI(lJfI~"f 9"1 h~ ~T h11J ao'i'C MOT 
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Glossary 

Contract out farm land: - is when a farmer bids out his/her farm land for an ther farm r 

for an agreed amount of money 

Family: - siblings, grandparents and other extended member who provide lIpP rt I Ih 

parents in the home and/or hospital setting 

Free paper: - a document given by a local administration that tates that a per n I 

able to pay for medical care as a result of his/her low socio-economic land . 

n I 

Free patient: _ a person who is receiving med ical service avai labl in a g ernm nt 

owned institution without payment 

Health personnel: _ an individual who provides medica l service to the cancer patient in a 

health facility 

Hematology: _ area of medicine that focuses on diseases of bl d and bl d r finin g 

organs 

Idir: _ A voluntary self-help association which serve as a soc io-economic in lIrance at 

times of death and carry out various local development act ivities 

Inpatient _ children admitted and on treatment in the ped iatrics hematol gy/onc I gy 

unit. 

' Kere ':- A term used in Wollo to refer to idir 

Oncology: _ field of medicine that study about treatment of tumors 

outpatient _ children following cancer treatment while they are at home or at a helt r 

Parents: _ biological or legal guardians ofa child diagnosed with cancer 

Pediatrics: _ subdivision of medicine that dea ls with pro ision of trea tmentt infant and 

children 
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Private pharmacies: - pharmacies owned by individual and I ated Lit id c f Tikur 

Anbessa Specialized Hospital 

Sharing farm land: - is when a farmer who own a farm land agr "ith an th r farmcr 

who will be farming the land and share the yield eq ually am n t them cl 

'Tenecha': - A term used in Arusi to refer to a tumor 

\ I 


