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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 assoc iated with that are immense. In line wit h 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 co llection were in-depth 

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

Purposive sampling technique was used to se lect participants leading to sixteen 

parents of chi ldren with cancer who are current ly following either admitted or as an 

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

profess iona ls 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 emot ional focused coping strategies to mitigate the 

challenges they encounter. Different informal and formal support systems also ass ist 

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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had identified that depress ion and anxiety were accounted by fami ly members with 

20.8% and 15% of variance respect ively. Furthermore, Kazak (2005, pp. 3 1-32) had 

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

the ir families and reported that famili es exhibit high distress levels during initial 

diagnos is of their children with cancer. She had also reported that parents' lack o f soc ial 

suppo rt poses greater risk for constant cha llenges. 

Pollock, Litze lman, Wisk and Witt (20 13, p. 107) on the other hand, compared the 

physiological and psychological stress among parents with children diagnosed wit h 

cancer with those of healthy o nce and id entified that parents of children with cancer 

exhibited higher leve ls of physiologica l symptoms of stress than their counter parts. The 

research also identified poo r quality of sleep and greater negative soc ial interactions were 

significant among those parents of children with cancer. 

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

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

co mpared with parents with children who had completed treatment that signifies the 

necess ity for psychosoc ial and behavioral services during the treatment period. The 

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

control" and they reco mmended for a need of support in "establishing and mainta ining 

near normal daily routines dur ing med ica l cri sis". With a specific fo cus on mothers; 

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

psycholog ical vu lnerability factors to post-traumatic stress symptomatology (PTSS)" in 

mothers with children who are cancer survivors and had ident ified that mothers who 

sensed mo re restraints in express ing their "thoughts and fee lings" to others had 
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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 admiss ion due to malignancies 

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 

ch ildhood malignancies from 1974-1981 that were observed at the paediatrics clin ic 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 Go nder Co llege 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 fourt een. 

Dye, et a l. (201 I) conducted a research assessing "beliefs and practice around 

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

(patients and families) had the sense of fatalism about cancer (Dye, et al. 20 I I, 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 the ir diagnosis. 

On to p of that around 10% patients and families ind icated that they had faced 

"st igmatization and iso lation" 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 revea led that 69.6% of respondents have stated that they have igno red the first 
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The specific research questions of the study are: 

What are the psycho log ica l impacts of childhood cancer on parents? 

What are the social impacts of chi ldhood 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, soc ial and economic impacts to parents 

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

psychosoc ial impact of childhood cancer on parents as we ll as their cop ing mechanisms 

and identifying the types of psychosocial support provided to the parents by hea lth 

inst itution, family members and socia l support systems will be able to serve as a stepping 

stone in trying to id entify the psychosocia l cha ll enges parents face as a resu lt of their 

child's health situat ion and provide an insight to a s ituation not so far cons idered . In 

addition to that, it wi ll 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 ch ildhood cancer directly or 

indirectly and wi ll 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 qua litative study, which foc used 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 psychosoc ial impact 

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

givers in the context of Ethiopia. Moreover, the study had the intention of conducting 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 so me identified mothers were not provided medical 

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

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 

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: 

Identity and describe the psychological impacts of childhood cancer on 

parents, 

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

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

Identity 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 chi ld diagnosed with cancer 

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

and other health (biological) related problems rising as a resu lt 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 socia l activities, marital problems, change of fami ly 

roles, added responsibilities, and lack of support from famil y 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 re levant literatures and research conducted in the area of 

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

The chapter has four main sect ions that provide genera l view o n cancer, impacts on 

nuclear family with main focu s on parents, parents co ping mechanisms and theories that 

further explain the impacts and parental coping mechani sms. 

2.1. Overview of Cancer 

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

(NCDs) such as cardiovascu lar diseases, cancer, chron ic respiratory infections and 

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

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

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

(FMOH, 20 I 0, p. 13) had reported that cardiovascular diseases, diabetes mellitus and 

cancer a longs ide with injuries to be amongst the major contributors to the high leve l of 

morta lity and morbidit y in Ethiopia. Similarly, WHO had anticipated that 34% of the 

Ethiop ian populat ion would die from non-communicable diseases in the year 20 11 (as 

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

p.I). 

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

cardiovascular diseases, diabetes and chronic obstructive diseases. Chi ldhood cancer, 

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

percentage of the g lobal cancer burden with 84% of childhood cancers occurring in low­

income and middle-inco me countries (as cited in Magrath, Stel iarova-Foucher, Epe lman, 
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Ribeiro, Harif, Li, Kebudi, Macfarlane & Howard, 20 13, 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 African 

Americans respective ly (as c ited in Yared Tadesse & Etsegenet Ged lu, 2008, 

Introduction section, para. I) . And accord ing to America n Cancer Society (20 I 3, What 

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

leading cause of death in children, in United States rep resents about 1% o f the total 

cancer diagnos is each year with an est imated 10,450 new diagnosis in 20 14. 

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

commu ni cable diseases in general and cancer in particular as there is lack of proper 

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

13; Awoke Misganaw, Damen Haile Mariam, Ahmed A li & Tekebash Araya, 20 14, p. 2; 

Shad , Challinor & Cohen, 20 13, p. 109). However, WHO (20 1 I) est imated that the 

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

Ortegon and Strong (2007) indicated that "Globa l Burden of Disease (GBD) studies 

estimated age-standardized death rates of 150 per 100,000 is attributed to cancer" (as 

cited in Awoke Misganaw, et al. 20 14, pp. 1-2). Similarly, Anylaem Abreha (20 13, p.13) 

claim that medica l reco rds/ information indicate that the prevalence of cancer is 

increas ing with cervical cancer leading with 30%. Similar ly Shad, Challinor and Cohen 

(2013, p. 109) had stated that Tikur Anbessa Radiotherapy Center medical reco rd s 

est imate around 120,500 new cases of per annum. Moreover, a study co nducted by Yared 

Tadesse and Etsegenet Gedlu (2008 , Discuss ion sect ion, para. I) indicated that admiss io n 
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due to child hood mal ignanc ies at T ikur Anbessa Hospita l ITo m January 2005 to 

December 2006 was 3. 1 % of a ll the ad miss ions. 

2.1.1. Causes, Types and Health Consequences of Childhood Cancer 

Cancer, a known disease for more than 3000 years (Aynalem Abreha, 20 13, p. I), 

IS a neop lastic (a growth of tumo r) diso rd er, that ca n invo lve all body organs with 

manifestations that vary according to the body system affected and type of tumo r cells. 

Ca nce r occurs when ce lls lose the ir normal growth-controlling mechan ism lead ing to 

unco ntro lled ce ll growth (S ilverstri, 2008, p.635) . Cancer ce lls start causing serious 

hea lth problem when they move from their or ig in al locatio n to other s ite which is referred 

as metastas is (Sil verstri, 2008, p.635). Cancers are class ifi ed as so lid tumors, when it is 

a llied with the organ fro m which it develops such as breast and lung cancers, and 

hematolog ical, w hen it orig inates fro m blood ce ll forming tissues such as leukemia 

(S ilverstri, 2008, p.636). 

There is no know n cause o f cancer in adu lts and childre n. However, co ns idering 

the patterns evidenced in many co untries, the causes in adults are attributed in lifesty le or 

enviro nmenta l risk factors such as smokin g, foods eaten, inha ling c hemica ls, exposure to 

natural and synthetic radiatio ns (Peto, 1996 as c ited in Auya ng, "n.d", p. 5). However, 

the case is d ifferent in child re n as it is usua lly the result of changes in the ir DNA that 

co uld eve n happen during co ncept ion (American Cancer Soc iety, 201 3, What are the 

d ifferences between cancer in adults and chi ldren? section, para. I ; Fearo n, "n.d" as c ited 

. A " d" 5) 111 uyang, n. , p. . 



PSYCHOSOCIAL IMPACT OF CH ILDHOOD CANCER ... 14 

There are different types of cancer that affect chi ldren . Leukemia, also referred as 

blood cancer, affects the bone marrow caus ing anemia, bleeding and infect ions. Another 

type of ca ncer is Hodgkin 's disease which origin ate in a single lymp h node or a s ingle 

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

cancer of intra-abdomina l 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 a lso other types of cancers that affect children (S ilverstr i, 2008, 

pp.548-554; Chi ldren 's Onco logy Group, 20 11 , pp. 13-26; Kramarova & Stiller, 1996, 

pp.759-761). 

The serious hea lth problems caused by cancer ranges from impaired immune and 

blood producing functions, altered gastro- intest ina l tract structure and function, motor 

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

(Si lverstri, 2008, p.635). Accord ing to Shad, Cha llinor and Cohen (20 13, p. 109) in 

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

most treatable forms of chi ldhood 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 deve lopment is affected making the care 

tremendous ly comp lex and invo lving a co mbination of medical and other services (Stein, 

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

The treatment of cancer involves surgery, chemotherapy and rad iotherapy. In 

some cases, two or three of the treatments are combined. For cancer treatment, surgery is 
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prov ided as prophylactic, curat ive, controll ing, palliative, reconstructive means. The 

different types of surgeries se rve different purposes for instance prophylactic surgery is 

performed to remove an exi st ing premalignant tumor to prevent it from turning into 

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

tumor and controlling surgery is performed to contro l the number of cancer cells to 

increase the chance of other treatments wo rking. Pa lliative surgery is performed to 

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

reconstruct ive surgery is also performed to improve qual ity of life through re in stat ing 

maximum function and appearances (Si lverstri, 2008, p.638). 

The other treatment type is chemotherapy which is used destroy or halt the 

reproduction of cancer ce lls at the same time destroying normal ce lls. Chemotherapy 

agents are ad ministered systematically and sometimes different agents are combined to 

" increase the therapeut ic response" (Si lverstri, 2008, p.638). Radiotherapy on the other 

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

leading to inhibition of the replication abi lity of the cancer ce lls or kill the attacked cell s 

(S il verstri, 2008, p. 639). 

Ca ncer treatment is not without s ide effects. Chemotherapies and radiotherapies 

have s ide effects of fatigue, a lopec ia (hair loss), nausea, vom iting, mucos ities, sk in 

changes, bone marrow suppress ion (neutropenia, anemia, thrombocytopen ia), fever, pain, 

skin changes, irritation, sleep lessness, changes in eating and s leeping patterns, changes 

in attitude, mood and behavior, distress, suffer ing and changes in taste sensation on 

individuals taking the treatment (Si lverstri, 2008, pp.638-639; Jones, 20 12, p. 217). 

Although, ch ildren tend to respo nd to chemotherapeutic medications better than adults, 
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children who had taken the treatment require carefu l follow-up for the reminder of their 

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

side effects (American Cancer Soc iety, 2013, What are the differences between cancer in 

adults and children? section, para. 2). 

2.2. Impact of Cancer on C hildren , Siblings and Parents 

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

impact on the child, the parents, sib lings and other family members (J ones, 2012, p. 2 14). 

In line wit h that, this section of the chapte r presents literatures that discuss the different 

arenas of those impacts. 

2.2.1. Impacts to Diagnosed Children 

The most commonly used definition of hea lth is that of WHO that considers 

health as "a state of comp lete phys ica l, mental and soc ial wellbeing and not merely the 

absence of a disease infirmity" (WHO, 1949 as c ited in WHO, 2003). According to 

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

healthy state for anyone "with the s lightest imperfection in the ir bodily, psycho log ical or 

social functioning" . In that notion, as cancer in children has profound psycho logical, 

soc ial and physical impact (Li, Chung & Chiu, 2010 as cited in Marcus, 2012 p. 211) 

although children 's reactio n to the diagnosis and treatment varies depending o n 

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

factors (Chalikiopou lou, 1980 as cited in Theofanidis, 2007, p. 2). 

From psycho logical perspective, children experience shock, stress, fear, anxiety, 

anger, guilt , sorrow, depression, low se lf-esteem, negative perception of self-appearance 
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among other things (Theofa nidis, 2007, p. I ; Amer ican Cancer Soc iety 20 12, How do 

children w ith cancer and the ir s iblings react to a cancer diagnos is? section, para. 9; To ro, 

"n.d", The psycho log ica l impact on the child section, para. I). The di fferent 

psycho log ica l 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 result of the treatments 

they undergo and a lso have pro blems coping (as c ited in Marcus, 20 12 p. 2 11 ). 

S imilarly, Theo fanidis (2007, p. I) and American Cancer Society (201 2, How do children 

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

diag nosed with cancer are afra id of the sudden shift fro m a normal state to be ing sick as 

we ll as to the di fferent invas ive tests and treatments assoc iated such as bone marrow 

aspiration, lumbar puncture, frequent blood withdrawals and others. They a lso deve lop 

fear when they view that the ex ist ing circumstances as permanent which III so me 

instances may lead to panic state that will " influence the ir abili ty to dea l w ith the 

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

(Theofa nidis, 2007, p. 2). 

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

d iffe rent procedures they have to do, have the ir privacy be invad ed and be ing admitted to 

the hospital fo r a longer period at times (American Cancer Society, 2012 , Siblings of the 

child w ith cancer section, para. 2). And the guilt usua lly ari ses fro m the ir belief that the 

situat ion is a " punishment" for be ing "bad" or "parents past s ins" (Amer ican Cancer 

Soc iety, 20 12, How do children with cancer and the ir s iblings react to a cancer 

d iag nos is?, para. II ; Theofa nidis, 2007, pp. 1-2) . The guilt exacerbates espec ially when 
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the family encounters crisis, when parents are in conflict or even divorce (A merican 

Cancer Soc iety, 20 12, How do children with cancer and the ir siblings react to a cancer 

diagnosis? section, para. 13). 

The other feelings that children wit h cancer encounter are sadness and depression. 

Realizatio n that some of the routine activities and those they enjoy doing will be halted 

for a long time and that they are not the same anymore leads to the ir feelings o f sadness. 

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

changing causes them depress ion (A merican Cance r Society, 2012, How do children with 

cancer and their sib lings react to a cancer diagnos is? sectio n, para . 16). 

In addition to psycho logical impacts chi ldren experience arising from the physica l 

symptom of cancer and treatments assoc iated, they also experience severe socia l 

challenges and behavioura l disturbances (Toro, "n.d" , The psycho log ica l impact on the 

child sectio n, para. I; Chalikiopou lou 1990 as c ited in Theofanid is, 2007, p. 2). In 

addition, they a lso tend to develop low se lf-esteem, negative perception of se lf­

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

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

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

According to Toro ("n.d", The psychologica l impact on the child section, para. 2), hav ing 

to go through the different challenges o f cancer such as "pain, hair loss, weight gain or 

loss, phys ical disfigurement, and repeated absences from schoo l and peers" severe ly 

affects the ir psycho log ical and soc ial adjustment. In addition to that, the insecurity they 

fee l a lso esca lates parental stress that will in turn further increase the stress of the 
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chi ldren and may even bring behaviora l disturbances (Chalikiopoulou 1990 as c ited In 

Theofan idis, 2007, p. 2). 

2.2.2. Impact of Cancer on Siblings of Children with Cancer 

As previously mentioned , diagnosis of a ch ild in a family has effect on the whole 

family including siblings of the diagnosed child. Similar to ch ildren diagnosed with 

cancer, their sibl ings are also cha llenged psycho logically and soc ially. 

As the families' daily routines and normal activities change, the routines s iblings 

used to also change to the extent of being cared for by relatives or neighbors (American 

Cancer Society, 2012, When a chi ld has cancer, it's a cris is for the who le family section, 

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

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

neglected and guilt". In addition to that, they also experience greater distress, post­

traumatic stress symptoms, negative emotional reactions, poor quality of life, a sense of 

losing parental attention and sense of status in the family (Alderfer, Long, Lown, et al. 

20 I 0 as cited in Jones 2012, p. 216). To the contrary, some siblings a lso show posit ive 

outcomes such as increased capacity for empathy and psychological maturity (Alderfer, 

Long, Lown, et al. 2010 as cited in Jones 20 12, p. 216). 

According to American Cancer Soc iety (2012, How do children wit h cancer and 

their s iblings react to a cancer diagnos is? section, para. II ), siblings of children with 

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

with their brother or s ister and that they may also get cancer. And the fact that their 

parents are not there to care for them wh ile other family members, neighbors and fam ily 
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anxiety, depress ion, pro longed and compl icated mournmg are among the potentia l 

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

20 12, p. 2 14). 

The different emotions exhibited by parents arise as a consequence of different 

issues re lated to their child 's d iagnos is. Acco rding to American Cancer Society (20 12, 

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

fir st hear the ir child 's diagnosis, they may be frightened that the ir child " is go ing to suffe r 

and perhaps die", they a lso fee l con fused and experience numbness which they descr ibe 

as inability to hear when phys ic ians expla in the child ' s diagnosis or p lan of treatment. In 

support of the notion, a study by Khoury, Huijer and Doumit (201 3, p. 20) had revea led 

that almost a ll study part ic ipants had experienced shock when the ir child was diagnosed 

w ith cancer and had lead to los ing the ir "way of life". 

Furthermore, d isbelief and denia l are also common fee lings parents exper ience 

mani fested by questioning whether laboratory had made a mistake, if the result actua ll y 

be lo ng to the ir child, seeking to get second op inion, questioning the qua lifications 

medica l staffs o r health faci lity (American Cancer Soc iety, 20 12, How do parents usually 

react to a child ' s cancer diagnos is? section, para. 4). On top of that, fear and an xiety 

usua lly arises fro m be ing bombarded by an unfamil iar s ituation and the result of whic h 

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

treatment or beliefs that cancer is equivalent o f ' a death se ntence' (American Cancer 

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

7). 
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friend s are taking care of them (American Cancer Society, 20 12, How do children with 

cancer and the ir siblings react to a cancer diagnosis? section, para. II ). Another 

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

attent ion is directed towards the s ick child, they fee l that their parents have no time for 

them and the routines they were used is changing (American Cancer Soc iety, 20 12, How 

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

S imilarly, in a study co nducted by Khoury, Huijer and Doumit (20 13, pp. 19-20) revealed 

that s ibling rivalry as one issue parents needed to deal with as a result of their focus and 

attent ion being directed towards their sick child . 

2.2.3. Impact on Parents with Children Diagnosed with Cancer 

Parents experience different psycho logica l, socia l and physical challenges in 

relation to their child's diagnos is with cancer. According ly, this section presents what 

different literatures and researches state abo ut the impacts parents face as a resu lt of their 

child being diagnosed with cancer. 

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 (American Cancer Soc iety, 20 12, 

How do parents usua lly react to a child 's cancer diagnosis? section, para . I). Similarly, 

Children 's Oncology Group (20 II , pp. 92-93) and Jones (2006 as c ited in Jones, 20 12, p. 

2 14) a lso share the notion that most parents fee l hopeless, become depressed, fee l sense 

of di shonest and blame themse lves for their child' s sickness and think always about what 

may have caused their chi ld 's cancer leading to diverse perso nal and social life problems. 

However, for Manne, Duhame l and Redd (2000) , Jones (2006) and Boman (2003) 
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Parents guilt arise especially a fter accepting the diagnosis of the ir child evident 

through fee ling they may have done something to cause their child' s s ickness, fee l it 

co uld be "payback" fo r their past mistakes. Mothers mostly fee l guilty associating the 

s ituation with something they did or failed to do so during the ir pregnancy (American 

Cancer Soc iety, 201 2, How do parents usua lly react to a child ' s cancer diagnos is? 

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

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

to the diagnos is o f the disease leading to feeling of sadness and hopeless (American 

Cancer Society, 201 2, How do parents usua lly react to a child 's cancer diagnos is? 

section, para. 15). 

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

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

directed towards health profess ionals invo lved in the ir child ' s care, the painful diagnostic 

and treatment procedures, staying at the hospita l fo r long periods of time, to other famil y 

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

parents may even resent one another as well for previous or current situat ions that are 

affecting their child 's treatment (American Cancer Soc iety, 201 2, How do parents usually 

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

2.2.3.2. Social 1m pacts 

Chronic illnesses including cancer have several socia l impacts on parent s when 

the ir child is diagnosed w ith one inc luding change o f family ro les, addition o f 

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

(Jones, 20 12, p. 2 15; Khoury, Huijer & Doumit, 201 3, pp. 18-19; Bona, Dusse l, Orellana, 
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Kang, Geyer, Feudtner & Wolfe, 2014, p. 598). Similarly, for Manne, Duhamel and 

Redd (2000), finan cial distress, marital/partner or family disco rd, socia l and behavioral 

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

co nseq uences parents with children diagnosed with cancer encounter (as cited in Jones, 

2012, p. 214). 

In regards to ro le changes, parent s 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 

well acquainted with adds the role of "advocates, councilors, and medical technicians" 

and they beg in to deal with and respond to different side effects of treatments involved 

when the ir child has cancer (Jones, 2012, p. 2 15) . In line with that, the findings of 

Khoury, Huij er and Doumit (2013, p. 19) reveals that the diag nosis ofa child with cancer 

adds responsibilities to both parents with the fathers being financially responsible and 

mothers with taking care of the househo ld . 

Similarly, studies by Young, Dixon-Woods, Findlay et al. (2002) and Jones, 

Pelletier, Deeker, et al. (20 I 0 as cited in Jo nes 2012, p. 216) had revealed 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 relurn to work and focus on the financial aspects. 

When the role responsibilities split between the parents, the impacts also differ as fathers 

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

mothers report the emotiona l work of care giving as intense and complex (Young, Dixon­

Woods, Findlay et aI. , 2002 & Jones, Pelletier, Deeker et aI., 20 I 0 as c ited in Jones 2012, 

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 relationship satisfaction and divorce 

(Lawrence, 2012, p. 21; Brody & Simmons, 2007; Da Silva et ai., 2010; Yeh, 2003 as 

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

found out no effect while others have indicated " increased closeness, greater cohesion, 

increased support and lower divorce rates" among spouses (Lawrence, 2012, p. 21). 

Similar to both notions, a study by Khoury, Huijer and Doumit (2013, p. 20) had found 

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

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

In relation to social interaction, Pollock, Litzelman, Wisk and Witt (2013, p. 107) 

had found out that parents of children exhibited greater negative social 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 felt while most to share firsthand 

information about their child with families and friends. 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 Oncology Nursing, 2011, p. 275). 
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Another socia l impact parents have to deal with is eco nomic prob lems second ary 

to the ir child being diagnosed with cancer that includes financia l burden, work disruptio n 

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

treatments. A study co nducted by Bona, et al. (20 14, p. 598) that loo ked into the 

economic impact of advanced childhood cancer on fami lies had found out that preva lent 

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

leav ing a job due to child 's illness in 42% families and loss of income due to work 

disrupt ions which is considerable in all fa milies. In the same study, more than 28% of 

parents portrayed their child 's illness as "a great eco nomic hard ship" (Bona, et aI. , 20 14, 

p. 597). S imilarly, a stud y by Khoury, Huijer and Doumit (2013, p. 19) had also 

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

parents. In the study, o ne father had stated that one of his sons had to drop o ut of 

university and his daughter had to transfer to public schoo l because the family was not 

able to afford paying as the medical expe nse of their s ick child was massive and hi s 

sa lary was not sufficient (Khoury, Huijer & Doumit, 2013 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 s ing le cervica l cancer patient to be $407.20 while that of the inpatient was 

$334.20 with 74% of the cost related to med ica l while 26% re lated to non-medica l costs. 

In line w ith that, the researchers had co nc luded that cervical cancer presents enormous 

fin anc ial burden on patients and families (A lemayehu Hailu & Damene Hailemariam, 

20 11 , p. 7). 
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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 actions that constitute these 

efforts". 

2.3.1. Parents own coping mechanism 

In line with that, Hutchison (1999, p. 14 1) identified two methods by which 

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

prob lem-focused coping style, people view that circumstance cou ld be restrained so they 

try to alter the circumstances by taking actions. To the contrary, emotion-focused cop ing, 

prevails in s ituations 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 self of what is happening" (Hutchison, 1999, p. 14 1). 

Similarly, a study by Papastavrou, Charalambous and Tsangari (2012, p. 260) had 

identified the different copying strategies utilized by care g ivers. According to the 

findings of the study, positive approach, seek ing social support, wishful thinking, 

avo idance/denial, confronting coping, burden and depression were id entified as coping 

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

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

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

Accord ingly, statements suc h as "I was hop ing for a miracle", " I was hoping that time 

wou ld change things and s imply waited" and " I found conso lidation in my faith to God" 

were emotionally focused ways of coping that were repeated ly used with the highest 

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

were used by care givers with lowes! mean (Papastavrou, 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 cancer and identified 

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

is, isolating ITom others, escaping into fantasies". The study had also revealed that more 

frequent use of "act ive problem focusing (acting immediately and being goal oriented, 

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

situations) and pass ive reactions were associated with low levels of anxiety and 

depress ion" (Norberg, Lindblad & Boman, 2005, p. 970). Likewise, in coping with the 

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

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

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

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

coping strategy. Other coping mechanisms uti I ized 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 improve coping section, para. 1) 

reco mmends different supports that will enable parents to cope better with their child's 

illness. In line with that, Hamama-Raz, Rot and Buchbinder (2012, p. 37) stress on 
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utilization of formal and informal supports as ways in which parents cope with the social 

problems they enco unter. The formal support system is from hea lth care profess ionals 

and treatment centers or hospita ls through provision of med ica l support to their child. 

Whereas, informal socia l supports are from the couples themselves, fa mily and soc ia l 

netwo rks (Hamama-Raz, Rot and Buchbinder, 20 12, pp. 36-37). 

For parents support from hea lth professions or "cancer team" such as doctors, 

nurses, soc ial workers and others invo lved through info rmation provis io n, co un se ling, 

teaching "new ski lls such as relaxation and stress management" (American Cancer 

Society, 20 12, Ways to improve cop ing section, para. 2). Similarly, 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 cop ing had found out that parents began 

the jo urney of coping when they had received the definite diagnosis of the ir child . 

Similarly, the researchers assert that providing parents with c lear information on medical 

diagnosis and treatment plan of the ir child is an important step is assist ing them to cope 

w ith the cha llenges (Hamama-Raz, Rot and Buchbinder, 2012, p. 36). Corresponding ly, 

Kaste l, Enskar and Bjork (2011 , p. 29 1) states that clear information shou ld be prov ided 

to parents on the diagnos is and treatment of their child as it will assist them in takin g 

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 fee l 

when their child was s ick such as he lpless ness, panic, and fear were exacerbated by 

parents rece iving vague information from hea lth professionals. 

Another mechani sm that w ill ass ist parents to co pe with the impacts of childhood 

cancer is co mmunication among the coup le. According to Da Si lva, Jaco b and 
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Nasc imento (20 I 0, p. 256), "communication is an important factor that affected the 

marita l re lationships betwee n fathers and mothers and helped parents to cope with the 

child 's illness". Factors such as separation and geographica l distance gap had 

tremend ously affected co uples to communicate on " increased demand s, difficult and 

important issues, to share plans and ta lk with spouses abo ut the future" (Da Silva, Jaco b 

& Nasc imento, 20 I 0, p. 256). A research by Ste ffen and Casto ldi (2006) had found that 

when there is higher stress leve l amo ng couples communication problems, both verbal 

and nonverba l, tend to be greater (as c ited in Da Si lva, Jacob and Nasci mento, 20 I 0, p. 

256) . 

According to American Cancer Soc iety (201 2, Ways to improve coping section, 

para . 3), parents can co pe better if they took time to take care o f the ir needs while at 

caring for the ir child as nonnal routines such as "eating, s leeping, exerc is ing, and taking 

breaks from caring for the child" are eas ily neglected. Finding ways to express fee lings 

or emotio ns and discuss and share information w ith extended fa mily members is a lso 

another mechanism recommended by American Cancer Soc iety (201 2, Ways to improve 

co ping section, para. 5) as so me parents tend not to share the diagnos is from extended 

families in order to protect them from the emotiona l impact. 

American Cancer Soc iety (201 2, Ways to improve coping section, para . 8) 

stresses the importance of getting support ITom other sources such as "extended fami ly, 

p lace of worship, workplace or community" as a mechanism o f co ping fo r parents. 

Co rrespondingly, Hamama-Raz, Rot and Buchbinder (201 2, p. 36) had identified fa mily 

support to be "source of comfort and suppo rt that enabled more effec tive coping w ith the 

situation". 
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accessed which may be provided through fami lies " instrumentally, emotionally, and 

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

networking, help with problem-so lving skills, and providing assistance in accessing valuable 

resources" (as cited in Smith et a I. , 2009, pp. 96-97) as support enab les one to build self­

esteem and feelings of se lf-worth increase and can be seen as a s ign of love" (Smith, et aI., 

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

support from friends, neighbors, and family can lead to more positive 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 conducting the stud y. It 

presents the study design employed with justifications. The method is a descriptive 

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

technique was used to se lect part ic ipants. As primary source o f data co llection, interview 

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

sampling methods uti lized. In addition, it also contains data co llection procedure, data 

analysis and data quality assurances employed. Lastly, ethica l consideration aspects of 

the study are presented. 

3.1. Study Design 

Alston and Bowles (2003, pp . 65-66) describe research design as a road map for 

data co llection, analys is and how it is reported inc luding the progress ion in sampling, 

data co llection methods and analys is to be used. However, in order to se lect the 

appropriate research des ign fo r a stud y, a researcher must have a clear philosophica l 

worldview or stance. According to Creswe ll (2014, pp. 5-6), philosophica l worldview or 

stance of a research wi ll explain the cho ice for !he type of methods of approach in a 

research. 

In line with that, the philoso phica l wor ld view that was se lected to guide this 

research was soc ial constructivists. According to Creswell (20 14, p.8), soc ial 

constructivist worldview give space for ind ividuals to try and search their own 

understanding o f the world they live in and extract their own mea nings which co uld be 

diverse and numerous and in turn will enable researchers to look into the "complex ity of 
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childhood cancer, TASH is the o nl y referral cancer diagnostic and treatment centre in 

Ethiop ia providing service for children 1T0m all parts of the co untry. T he pediat ric s 

department ofTASH is located on the seventh fl oo r of the main building. It has its own 

dedicated Pediatrics Hemato logy/Onco logy ward prov iding service for children 

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

outpatient (stay ing at home or a she lter and following treatment) leve ls. 

Therefore, the rat iona l for se lecting the study area arises fro m the fact that TASH 

is the on ly cancer diagnostic and treatment center provid ing service fo r children from a ll 

parts of Ethiopia. 

3.2. Selection of Stndy Participants 

As Krueger and Neuman (2006, p. 209) stated, qua litat ive research focuses on 

how thc samples present the issue in a way that clar ify and expand understanding of the 

subj ect. As the stud y was trying to seek information in the area of psychosoc ia l impact 

of chi ldhood cancer o n parents a nd the expected participants were parents with c hildren 

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

participants that co uld assist in acquiring detailed informat ion on the research topic. In 

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

of information in an original area and focuses on participa nts who symbo lize the topic 

under study, non-probability samp ling is very valuab le. 

Of non-probability sampling, purpos ive samplin g was used to select participants 

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

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

profess ional to identify those pare nts whose children with cancer as there were also 
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parents whose ch ildren's status were not co nfirmed. The nurse identified the partic ipants 

fro m and gave me a list and I app roached partic ipants myse lf and used the exclusion and 

inc lus ion criteria 's set for this study to further refine partic ipants. 

3.2.1. Sample Size 

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

Creswe ll (201 4, p. 189), does not require samp le s izes or partic ipant number to be 

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

attaining adequate in fo rmation rather than focus ing on the number of data co llected (as 

c ited in Krueger & Neuman, 2006, p. 434). However, Creswe ll (20 14, p. 189) 

reco mmends incorpo rating four to fi ve partic ipants when employ ing case stud y method. 

In consideratio n o f a ll the factors, this study had co nducted in-depth face to face 

interv iew w ith eight individua l parents of children diagnosed with cancer. 

On top of that, foc us group discussio n was inc luded in the study. Both Creswe ll 

(20 14, p. 190) and Kerr et al. ( 1998 as cited in Bloor & Wood, 2006, p. 89) reco mmends 

mai nta ining participants number in foc us group in the range o f six to eight in order to 

ga in in-depth deta iled in fo rmatio n o n the topic. Similarly, the study had co nducted 

interviews w ith a s ing le homogeneo us focus group compris in g of fathers. The 

partic ipant's number in the gro up co mprised of e ight individuals. 

In addition to d irect partic ipants, three hea lth care profess io na ls who are working 

at the pediatr ics hemato logy/onco logy unit of TAS H were a lso inc luded as key 

in fo rmants. Therefore, a total of nin eteen peo ple have participated in the study. 
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3.2.2. Inclusion and Exclusion Criteria 

As the focus of the study is on psychosoc ia l impact o f chi ldhood cancer on 

parents with chi ldren diagnosed w ith the disease, the mai n partic ipants of the stud y were 

wi lling 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 TASH. To the 

co ntrary, parents of children with o ther chronic diseases, parents who have not been 

in formed of their child ' s diagnosis by a physician and parents of children who were in 

cr itica l co ndition during time of data co llection were exc luded from participati ng in the 

study. 

The study had also incorpo rate in-dept h interview w ith three hea lth care 

profess ionals (nurses and phys ic ian) who are work ing and have been engaged in 

prov iding treatment for cancer patients at the pediatrics hemato logy/onco logy unit of 

TASH . These key in formants were included in the study to provide add itiona l 

perspect ive (0 the issue under study. 

3.3. Methods of data collection 

Creswe ll (2009, p.179) stated that qualitat ive research depend s on multiple 

sources of data to obta in a co mprehensive understanding of the research issue. To 

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

interv iews with parents o f children diagnosed wit h cancer were co nducted. In add ition to 

that, in-depth interview was cond ucted w ith hea lth care pro fe ss io nals as key informants. 

The study a lso used observation as a method of data collection. Other sources of data that 

were used to obtain information was reviewing public documents relevant to the topic of 
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stud y inc luding books, journa ls, magaz ines, newspapers, boo klets, brochures, and 

websites. 

In-depth Interview 

Acco rding to Alston and Bowles (2003, p.11 7), in-depth interview was se lected as 

it is more fl exible than other methods of co llect ing data, provides partic ipants the space 

to free ly respond to the stud y to pic and allows researchers to conduct the interview 

themse lves which is o ne way assuring quality of co llected data. The researcher used 

semi- structured open ended questions as it g ives partic ipants the opportun ities to free ly 

share the ir views and experiences . In order to get detailed informat ion, efforts have been 

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

annexes 2 & 6). The inte rview guid e was deve loped in accordance w ith issues assessed in 

literature rev iew section and from the research questions. 

In conducting the interv iew, Amharic was the med ium of language with seven 

participants. And w ith one participa nt, I had used a translator, based on the consent give n 

by the participant, as the partic ipant was bi-lingua l (speaks Amharic and Oromifa). In 

interviewing the partic ipant, I asked the questions in Amharic and fo r most parts he did 

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

c larification, the translator was used. The participant, when he fe lt co mfortable, 

responded in Amharic but for most parts he was responding in Oro mi fa which was 

translated to Amharic by the translato r. The interviews were cond ucted in a quiet room 

in the ward a llocated fo r this study taking an average of fo rty to sixty minutes. And a ll 

the interviews co nducted were aud io reco rded and notes were also taken during the 

interviews . 
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The medium of conversation during the focus group discussion 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 participants. The discussion took place in 

a qu iet 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 participants 

were translated in Amahric and were transcribed later. 

Key Informant Interview 

Key informant interview was also conducted with three health care professionals 

of Pediatrics 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 collection to look into formal 

services 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 observing 

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 participants (Creswell, 

2014, p. 19 I). While conducting the in-depth interviews, participant's behaviors, 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 activ ities such as 

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

environment and ga in firsthand information with utilization of unstructured observat ion 

technique. 

3.4. Data Analysis 

Data analys is, according to Creswe ll (2009, p. 183), is a major part of a research 

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

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

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

from the time of data collection and invo lves different steps (Creswe ll, 2009, p.184). 

In conducting this study, I had used audio recording to co llect data from all 

participants in focus group discuss ion, in-depth and key informant interviews were used 

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

labeled the aud io tapes w ith numbers so that it would be less time consuming as well as 

not to reuse/delete already reco rded audio tapes. After conducting all the interviews, 1 

translated fi eld notes I took fro m Amharic into English every day and mostly while at the 

hospital so that to make sure that all observed information are st ill well remembered. In 

add ition, I transcribed all audio records into fifty s ix text formats orig inally to Amharic 

and later to English. 

For interview that two languages (in foc us group discuss io n and in-depth 

interviews) were used, I transcribe the Amhar ic t ranslations which were verified by 
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another person (different from the trans lator used) who is a nat ive Oromi fa and flu ent 

Amharic speaker to check if the responses given by partic ipants and translations were a ll 

in line and for va lidity 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 se lected individual participants from in-depth interv iew in order to 

clarify the gathered information. Member validation is a way by which validity of a 

qualitative data is ensured through check ing accuracy of findings by involving 

participants to verify the in for matio n they have provided is correct through view ing the 

final report or certain descriptions of topics (Creswell, 20 14, p. 20 1; Bloor & Wood, 

2006, p. 170) . 

. Once member validation was conducted and data was cleared in a manner where 

identified insufficient and amb iguous information where checked and were c leared, the 

gathered data was translated into Engl ish language that was used to write the findings. 

Then, 1 read the transcripts thorough ly unt il understanding of the main po ints was 

achieved. While reading the transcript, I used different colored highlighters and stickers 

to und erline significa nt participant quotes that impressed me in a way that provided in­

depth picture of the s ituation. Later, spec ific issues or terms/words and recurrent issues 

in the text were used to code the data which gave rise to forty seve n codes. 

The codes were then categorized into thirteen in order to sort out texts into 

vario us segments, leading to a manageab le data. A category, in this study, includes 

associated codes exp lored depending on the s imilarity and relationship under different 

head in gs. Later, themes of four were developed derived from the categories by extracting 

co mmon and sign ificant linkages. The final report was written after ex haustively 
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examining the themes. To maintain anonymity and mainta in co nfidentiality of 

partic ipants, pseudo names were given to each participant. 

3.5. Quality Assu rance of the Study 

Ensuring the quality of the data in qua litative research is important as the findings 

cannot be accurately measured and ad d up and are usually articulated in word s rather than 

statistica l figures (Williman, 20 11 , p. 72). Assuring quality of a study can be ac hieved 

through ensuring validity, a way by which the prec isio n of the data is checked from the 

perspectives of the researcher, participants or readers (B loo r & Wood, 2006, p. 147; 

Creswe ll & Miller, 2000 as cited in Creswe ll, 2009, p. 19 1), of the study which can be 

conducted through employ ing different approaches. 

One of the methods of ensuring the assuring the qua lity of the data is through 

utilizat ion of member va lidation, a way by which va lidity of the data is ensured through 

check ing accuracy of findings by invo lving participants to verify the information they 

ha ve provided through viewing the fi nal report or certa in descriptions of topics (Creswe ll, 

2014, p. 201; Bloor & Wood, 2006, p. 170). Therefore, this stud y had tried to ensure 

va lid ity of the research through utilization o f val idat ion. Thus once the data was 

transcr ibed, follow up interview was conducted with se lected participants so that they 

were ab le to verify the accuracy of the information they had provided. 

Other issues to co nsider in assuring the quality of the study, according to Krueger 

and Neuman (2006), is ensuring object ivity and integrity of the research as there are 

"opportunities for biased, dishonest or unethica l research" (p. 138). In qualitative study, 

acco rding to Krueger and Neuman (2006), obj ectivity is ensured through stress ing 

"human factor and intimate firsthand know ledge of the resea rch setting" wh ich implies 
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that researchers should not detach themse lves from events and people they are study ing, 

to the contrary they shou ld ga in "persona l insight, feelings, and human perspect ives to 

understand soc ial 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 perso nal va lues to judge the 

obta ined information but rather I had tried to show my genuine interest in the 

participants' insight and enco urage them to provide as much information as poss ible. 

In regards to integrity, qualitative research upho lds greater trust in the perso na l 

integrity of individual researchers (Krueger & Neuman, 2006, p. 138). In that note, this 

research had given due emphasis to the issue of integrity by be ing mindful of perso nal 

beliefs and biases that may interfere in obtain ing unbiased information for the qualitative 

data and wi ll a lso 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 

professiona l o bligat ion (Krueger & Neuman, 2006, p.98). Researcher must be carried out 

with high regard to honesty and integr ity in co llecting 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 qua lity of in formatio n they produce while 

trying as much as possible to minimize risk to participants, co lleagues, and soc iety in 

genera l. In conducting research that invo lves humans as part icipants, according 

Williman (20 II , p. 42) "a lways raises ethica l issues" in o llr treatment which "should be 

w ith respect before, during and even a fter the research". 
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To Williman (2011, p. 43), there are two ethical issues that researchers must 

consider in research: the first is "the individual values of the researcher relating to 

honesty and frankness and perso na l integrity. And the second is the researcher' s 

treatment of other people involved in the research, relating to informed consent, 

confidentiality, anonymity and courtesy". 

Therefore, ethical consideration is an important and integral part of this study. In 

co nducting the study, I had first co ntacted the Medical Director of the hosp ital and 

explained about the research. The Medical Director then referred me to Pediatrics 

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 permission to conduct the 

research . [had first acquired permission from Pediatrics Department ofTASH. 

In addition to that, this study had put due emphasis to respecting the autonomy of 

each participant by acknowledging their personal choice to participate in the study which 

was effected through us ing informed conse nt (see annexes I & 5) which had assist 

participants to voluntarily confirm the ir 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 o f 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 maintaining 

confidentiality of information. In order to protect the privacy of partic ipants, the study 

had not used any identifying information of the participants and had kept the 

communication of the result anonymous. Moreover, the findings of data are only shared 
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w ith concerned professionals and on ly for professional purpose. However, the Nationa l 

Soc ia l Workers Assoc iation (NSW A) code of ethics state that confidentia l ity is breached 

"when d isclosure is necessary to prevent serious, foreseeable, and imminent harm to a 

cl ient or other identifiable person or when laws or regulations require disc losure without 

a c lient's consent". Accordingly, this st ud y will breach confidentiality when 

circumstances raised above are visible fo llowing appropriate procedures and had included 

this informat ion in the informed consent and will vio late the privacy of the information if 

there is life threatening risk for the participant and/or other individua ls. 

The study had given due emphasis in using c itat ions and avo iding plagiarism and 

falsification of information. In add itio n, during co llection of data and writ ing the 

research report, the study had given empha sis 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 palticipants based on their age, sex, ethnic group and 

disabil ity. With regards to incentives/ benefits, Kumar (20 11 , p. 245) states that providing 

incentives to study participants is not unethical when the incentive is g iven after the data 

is collected but it is considered unethical if incentives are given prior to gathering the 

data. Therefore, a ll parent participants were provided with fifty birr equally at the end of 

the data co llect ion for dedicating their time in providing the necessary information. 

Participants were not informed at the beginning of the interview that there wou ld be fifty 

birr incentive for participating a nd were provided at the end of the data collection 

procedure. 
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Table 4:- Socia-Demographic Information of children diagnosed with cancer 

(part icipants of foclls 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! 

years) 

Abebe 6 8 years F Has not started Osteosarcoma 3 years 

(bone cancer) 

Alebachew 3 8 years F Kindergarten Leukemia (blood 3 years 

cancer) 

Ze lalem 9 7 years M Has not started Leukemia (blood 3 years 

cancer) 

Gurmu 9 4 years & 5 F Has not started Leukemia (b lood 6 months 

months cancer) 

Gemechu 3 8 years F Has not started Leukemia (b lood 4 months 

cancer) 

Belay 4 9 years M I" grade Leukemia (blood I month & 2 

cancer) weeks 

Melaku 9 7 years F Has not started Leukem ia (b lood 2 months 

cancer) 

Muhidin 10 13 years M 4th grade Leukemia (b lood 2 months 

cancer) 

Table 5 shows the soc io-demographic information of key informants. The key 

informants in this study were health care professionals engaged in provision of care and 

support to ch ildren with cancer at Tikur Anbessa Specialized and Teaching Referral 

Hospita l. Alike parent partic ipant' s, the key informants have also been give pseudonyms 

as wel l. 
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Table5:- Socia-Demographic In/ormation 0/ Key In/orman/s 

Participant Age Sex Marital Education Profession Position in Work Experience in 

Pseudonym slatus Level Pediatrics experience Pediatrics 

Hematology! Hematology! 

oncology unil oncology 

Michael 47 M Married Tertiary Physician Head 23 years 9 years 
education 

Martha 4S F Married Tertiary Nurse Head Nurse 2S years 20 years 
education 

Selam 28 F Single Tertiary Nurse Staff Nurse S years S years 
education 

4.2. Physical Set Up ofPedialrics Hematology!Oncology Ward 

Th is section presents findings gathered from key informant interview as we ll as 

observation made . Acquainting readers to the unit set up is be lieved to provide Pediat rics 

Hemato logy/Oncology ward is located on the sevenths floor of T ikur Anbessa 

Specialized Hospital, co mmo nly known as D7 indicating the fl oo r number and the wing. 

In describ ing the establ ishment of the unit , Michae l, key informant, said 

A ded icated oncology ward was estab lished on April 2013. However, pediatric 

oncology treatment had been given at the hospital for more than two decades. The 

hosp ital is the o nly cancer treatment center in Eth iopia for adu lts and children. And 

in case of child ren, it is the only diagnostic and therapeutic center in the country. In 

regards to pediatrics ca ncer, the expectation is of the total population under the age of 

fifteen years, 44% to be cancer patients a nd of which 10% to vis it our hospital. What 

we expect is that 500 to 600 new diagnosis of cancer in children each year. 
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In regards to the environment of the ward , the first th ing I have fou nd in reaching 

the ward is the wait ing area that has sofas and chairs. In exp la in ing the purpose, Se lam 

said 

The wa iting area serves different purposes; first, visitors coming ca n stay there 

and enter patient room one by one. We have to minimize exposing the children to 

lots of infections so we have to minimize number of people entering o ur ward. 

Secondly, it serves as an entertainment area for children's playas well as durin g 

ho lidays where we have many vis itors. 

The second thing I had noticed e nter ing the ward, unlike the other adjacent two 

pediatrics wards (87 and C7), is the light green and blue wa ll paints with different anima l 

and other paints that made me exc ited and se nse that children may enjoy the paintings. I 

had noticed the paintings and the light co lors throughout the ward and patient's room as 

we ll. Unl ike other wards, there was sign that stated pediatrics hemato logy/onco logy, 

which 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, 

laundry, 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 a lso 

labe led in English accord ing to their purpose. The maximum number one patient room 

can accommodate is two bringing the total patient number the ward can admit to twenty 

six. A ll patient rooms have their own bathrooms and very clean. 

I was very much impressed by the play room that was ava ilable for children in the 

ward . The room was filled wit h different books, toys and puzzles. Martha sa id 
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As part of treatment for children with cancer, play therapy he lps the children 

psycho log ically. The roo m is on ly 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 psyc ho log ist. 

As for number of staff, Martha said, "the unit has fourteen staff nurses and one 

senior phys ician current ly 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 t ime". 

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 chi ldren with cancer. The ward 

pro vides med ical support to children with cancer at an inpatient and outpatient leve ls. 

According to Michael, children are admitted for di ffe rent reasons falling into three 

major categories. He sa id 

When biopsy is needed to diagnose and surgeo ns could not perform the procedure 

over loca l anesthesia, which is very co mmon in chi ldren, we admit the children 

and biopsy is taken under general anesthesia. Another reason for admitting 

children is for therapeut ic purposes espec ia lly when the treatment children are 

go ing to take is intensive in case of Leukemia patients for instance where when 

we need to fo llow the children c lose ly, monitor ing the ir labo rato ry results . 

And a lso when the treatment they will need to take requires for them to take be 

hydrated which is 48 to 72 hours prior to admin istering chemo medications is a lso 

another therapeutic criteria for admiss io n. The third criteria for admission is when 

we need to provide supportive treatment fo r instance when children deve lop 
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hypertension or other related issues, we adm it them and provide 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 

emotiona l reactions to the diagnosis ofa child w ith cancer and the aggravating factor s. 

4.3.1. Emotional Reactions 

Th is section presents the emotional reaction that participant parents had 

experienced. Emotional reactions of shock, fear, worry, sadness, stress, hopelessness, 

guilt, numbness, di sbelief and difficulty of accepting had been experienced by 

partic ipants in relation to child 's diagnosis and illness with cancer. The fi ndings o f the 

study show that participants had experienced mo re than one emot iona l reaction not o nly 

when hearing the diagnos is of their child but also across the process of child 's treatment 

Shock 

Shock was one of the reactions parent' s had when they were informed of ch ild's 

d iag nosis with cancer which was found to be a common reaction among partic ipants in 

both catego ries. However, Senait, had sa id that she was not shocked when she heard her 

child 's diagnosis from a phys ician. She sa id 

I was not shocked when my son ' s diagnosis was confirmed because he was 

ad mitted 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 fro m growing. On to p o f that, a ll the children that 

we were seeing in the ward were all cancer patients and in worse conditions than 
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our so n, and that made me and my husband to expect that it co uld be cancer and 

we were prepared for that. 

Parents who had awareness about cancer experienced shock when hearing the ir 

child ' s diagnosis the first time than parent' s who had no awareness about the disease. 

However, parents who had no awareness about the disease, experienced shock from what 

hea lth care profess ionals and other people had sa id. Ali sa id " I have never heard about 

cancer when I was in Arusi. I was shocked when the docto r in Adama told me that my 

son had a very difftcult disease called cancer. And that I must 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 

prev ious enco unter with perso n diagnosed with cancer and had seen pain and suffering as 

a result, which also make parent develop fear. Mekedes, mother of a thirteen year old 

boy explained why she fears as "I worry and fear every s ingle day. I fear every word that 

comes out of my so n' s mouth. The other day he asked me 'does this mean I will not be 

able to run anymore'?" Similarly Ali had said "the more I heard about cancer, the more I 

started to fear that my so n would die" . Woinshet had said that she had always been 

"terrified of cancer" which aroused due to seeing a close re lative suffer immense ly from a 

cancerous tumor and the experience frightens her now that her daughter has cancer. 

In this study, I had found worry to be a common experience among participants. 

Several factors assoc iated w ith child 's illness w ith cancer had made participant parent 's 
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to be worried. Child 's surviva l and resuming better hea lth, cost of medications and 

diagnostic procedures that were not avai lab le at hospita l, in-ava ilability of medicines 

even in private pharmacies, conditions of their children and spouses le ft at home, and 

making the right medica l care dec isio ns on behalf of s ick a child were identi fied as 

factors that worry participant parent s. 

The most prominent factor for worry amo ng FGD partic ipant was assoc iated with 

cost of med icat io ns and diagnostic procedures that were not available at hosp ita l and the 

condit ions of their children and spouses who were left at home. As explained by 

partic ipant, the two factors pro minent among FGD partic ipants were fo und to be related. 

Stress 

Another emotional reaction that was experienced by partic ipants was stress. 

Child 's hea lth condit io n, re-occurrence of disease, un-availability of medic ines, financial 

problems, and not knowing surviva l o f child were identified as factors that made 

part ic ipants to fee l stressed. To elabo rate more, Mekdes expressed the situatio n as "there 

is lack of chemo medic ines and are very d ifficult to find . It is a lso very expensive to buy 

especia lly in pharmac ies outside the hospita l. When the medicine is not ava ilab le at a ll, it 

is very stressful". 

Hopelessness 

Mo reover, study part ic ipants had experienced loss of hope in the process of the ir 

respecti ve child 's cancer diagnos is and treatment . Hearing child 's diagnos is fi rst time 

(among parents who had awareness abo ut cancer), re-occurrence of the d isease, child 

deve loping in fect ions, when given long appointment dates fo r treatment in supplementary 

un its, and financial problems were among the reasons that had made partic ipant parents 
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fee l hopeless. In contrast to identified factors, Mekdes sa id "there are many situation 

where you would lose hope, for me, especially the questions 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 following treatment for 

the past three years. When I heard rumors that cancer killed Meles Zenawi, I lost all 

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 said "she said that children with 

blood cancer do not survive and she herself is a mother of child with tumor that. I felt 

hopeless". 

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 cry1l1g, 

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 

children dying, I put my son in that position and I cry". Likewise, Se lam (key informant) 

had stated that parents of children with cancer, and especially mothers, cry more 

frequently . 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 chi ld with cancer identified by 

participants was guilt. In that regard, Mekdes sa id 

When I first found out my son had cancer, I felt guilty, I asked myself, as a 

parent, what my mistake was, Shou ld I had taken him to the doctor's right after 

he had been hit the first time at schoo l playing with his friends or was there some 

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 wou ld sort 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 gui lty feeling, "I 

made sure my daughter had everyth ing 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 sa id and she looked at it and said it shows blood cancer, I was shocked 

(frowning her face) I cou ld not believe it. 
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Mekdes expressed why it is difficult for her to accept and throughout the 

interview she had mentioned the wo rd " it is hard to accept" five times. 

I cannot express what I felt when I first heard that my so n 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. I withdrew from schoo l and quit my work to raise 

them myself (fighting her tears) . It is hard for me to accept this. You hear that 

packed and processed foods bring cancer. But I never fed my so n such kinds of 

foods. I made sure his foods were clean and [ made sure he took his vaccination 

on time. [raised him with the at most care (shak ing her head and fighting tears) it 

is hard to accept. 

Numbness 

Feeling of numbness was identified by one mother as her reaction when she heard 

her ch ild 's diagnosi s with cancer. Mother of two years and ten months old ch ild 

diagnosed with blood cancer, Askale sa id "whe n 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 chi ld ' s diagnosis with cancer were aggravated by 

different s ituations and vary from one parent to another. The finding of this study show 

that parent's awareness to the disease, the ir perception, the way information was 

communicated, health cond ition of child, remarks of other people including family 

members and issues re lated to medical care had been identified in this study as 

aggravating facto rs of psycholog ical impact of chi ldhood 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 cancer prior to 

their child 's diagnos is and their perception. Understanding study participant's awareness 

of cancer prior to child' s diagnos is with cancer and their perception is imperat ive as it 

enab les to look into how parents react to the situation and adjust themselves to life 

changes that had come about. 

Parent partic ipant 's awareness of cancer prio r to their child ' s diagnosis 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 diagnos is. In 

reinforcing this, Ali sa id "I have never heard about cancer where I am from which is 

Arusi. I have not even told my wife what our child has. 1 just told her that he has 

'Ienecha' (some form of tumor)". 

In co ntrast to that, there were other participants who had some fo rm of awareness 

about cancer in general and specifica lly about adult cancer. However, Maritu had 

awareness about cancer in chi ldren. She said 

I saw Mathiwos' father on telev ision talking about cancer in children and I always 

wanted to know more about it, how it occur especially on children, how long it 

wou ld take to recover, what accidents bring it , how it passes from people ... 

though I had never seen anyone who was sick where I live. 

The findings o f the study indicate that parents who had some form o f awareness 

about cancer had experienced reactio ns when they were first informed . However, it is not 

to mean that parents who had no awareness had not experienced reactions, rather their 

react ions were related to other factor s such as what they had been informed about the 
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disease from others including health care professionals. S imilar ly, the experience o f 

FGD participants was also s imilar with in-depth interview participants where so me 

participant's had awareness about caner in ad ults 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 quest ioning look on his face). 

In regards perception about the disease, Kebede had expressed it as "beshatew 

rasu seailan new " (the disease it self is the dev il). Whereas other participants had 

perceived it as a disease that would cause death and assoc iated their child being 

diagnosed with cancer as they had been told their child had died and in some instances 

when parents lack the financial capacity to buy medicines, parents assume that their child 

would die. Simi larly, FGD participants had a lso perce ived cancer w ith death and 

assoc iated parent' s lack of financial capac ity to buy med icines w ith child 's death. 

However, cancer was also perceived as a d isease that "destroys property, weakness the 

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 resu lted in parent 's co ming to Tikur Anbessa 

Specialized Hospital wit hout any preparation. According to the findings of the study, 

fo urteen participants res ide outsid e of Addis Ababa and had trave led long distances to 

rece ive medical suppo rt to their respective children. Most parents had stated that they 

were not prepared financ ia lly or in settling issues re lated to their live lihood. 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. I 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. I only brought 1,600 birr with me and I have 

already spent 1,500 birr on CT scan. 

4.3.2.3. Communication 

In regards to impacts childhood cancer on parents, the findings of this study 

indicate that the situation in which parents had been informed of their child's diagnosis 

from health care professionals and what family members and others comment aggravates 

psychological impacts. 

In regards to communicating information to study participants from health care 

providers, the study had identified that it had brought impact on some parents. According 

to Woinshet 

We (her husband, her daughter and herself) were at the emergency room and my 

daughter had taken blood the day before. I had five test results on my hand and 

all but one say normal. J asked the nurse what it said and she looked at it and said 

' it shows that you daughter has blood cancer'. I was shocked (frowning her face) 

I could not believe it. A day before they had sa id that it shows a lump on her liver 

and spleen. Then I asked her how is it? and her response was 'she may live or 

not' . I started to have headache, I hated see ing people, and I even hang up my 

phone on people and cry even while standing there. 
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related to medication expense, in availability of chemotherapeutic medicines and cost of 

diagnostic procedures. Study participants had stated they had experienced psychological 

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 

detail in the soc ial impact section ofthe finding. 

4.4. Social Impact of Childhood Cancer on Parents 

The findings of this study also identified social impact of childhood cancer on 

participant parents. The main identified social impacts are changes in soc ial activity, 

changes in family role and responsibility, changes in marital relationship and economical 

problems. The sub-themes are discussed below in more detail. 

4.4.1. Impacts on Social Roles 

This section presents the impacts brought by childhood cancer on family and 

soc ial roles and responsibilities parent participants. 

4.4.1.1. Family Roles and Responsibilities 

In respect to changes in their family roles, the major impact identified by study 

participants was inability to provide for family. Thirteen parent participants used to be 

breadwinners for their families while one participant shared the responsibility with her 

spouse. Most of the study participants (thirteen) were engaged in farming and as a result 

of their respect ive children ' s illness their families had faced grave challenges. 

All FGD participants had the role of provider for their families. However, due to 

child's illness they had now assumed the role care provider for their respective sick child , 

while no one had fill ed in the role of provider they used to fill. As a result of that, 
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participants had stated that they not harvested their crops and had not cult ivated the ir 

land , leading to inability to prov ide food for their families. 

In relation to addition of respo nsibilities, Mekdes had expressed that caring for a 

child with cancer had added burden on her respons ibilities as a mother to a s ick child and 

another hea lthy, w ife and care provider for her child . 

4.4.1.2. Social and Community Roles 

As for impact in the ir soc ietal and community roles, all study partic ipants had 

indicated that the soc ial ro les that they used to perform in the ir area of res idence, such as 

visiting sick people, attending soc ial eve nts such as weddings, funeral, christening and 

others had been affected. Fourteen study partic ipants had indicated that as they had 

trave led far from the ir home to fo llow med ica l treatment for their children they were not 

ab le to mainta in the soc ia l activit ies they used to perform. However, Mekdes who is 

from Addis Ababa, the case is different. " I do not have soc ial li fe anymore; I do not 

know who is giv ing birth, I do not attend funerals or visit anyone. My son needs care fu II 

time and because of that I had completely iso lated 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 

clai med that his wife used to mistrust him as he had spent nine months in Addis Ababa 

following up treatment for the ir daughter and had not disc losed their child 's actual 

diagnosis to her. For Mekdes, her son 's illness had impacted the communication with her 

husband . She said " it had changed our co mmunication. Now all we want and talk about, 



PSYCHOSOCIAL IMPACT OF C HILDHOOD CANCER . . . 69 

read about and hear about is o ur son 's case. We had stopped talk ing about anything 

else". 

However, argument with spouse was prominent among FGD part icipants due to 

financial problems they had encountered as a result of the ir child 's medical treatment. In 

that regard, Melaku sa id 

The argument with my wife was over the phone about financial issues. What she 

said was 'you are telling us to se ll the remaining property and send you money. 

What am I going to se ll and send you? Where did you take all that money you 

too k? 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 position that her priority 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 a nd Selam (key informants) share that cancer in children affects 

parent' s marital relationship. According to Martha, who had twenty years of experience 

in pediatrics department ofTASH, 

In my experience, I have seen a father leaving his wife because the ir child was 

diagnosed with cancer. We had a father, when we were in B7, who was caring for 

his daughter w ith 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 

be lo ngings and left for one of the Arab countries. He cries whenever he co mes 

here. 
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In contrast to the above findings, there were partic ipants who had claimed that 

they had not encountered marital problems rather they discuss with their significant 

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 o f chemotherapeutic 

medicines and diagnostic investigations. 

4.4.3.1. Disruption of work 

The fact that their children had been diagnosed with cancer and following 

treatment for a long period of time, parents work had been disrupted which had 

exacerbated their financ ia l problems. Mekedes sa id 

The minute I heard my son's diagnos is, I called my office and told them hi s 

diagnosis and never went back. Now I am on my third mo nth. My boss 

suggested that 1 took leave without pay and I recently went to facilitate 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 respo nsibilities. Financially it is challenging as my husband is the 

only one working and it is hard to live on a sing le 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, part ic ipants had indicated that following 

medical treatment for their respective children and staying in Addis Ababa for months at 

a time, it was imposs ible for them to cultivate and harvest. This disruption of the ir work, 

accord ing to the partic ipants, had significantly a ffected their fam ilies. 
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Similarly, for diagnostic investigations that were not available in the hospital, 

parents were forced to incur cost at private laboratories which again were very expensive. 

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 medications ... imagine she had 

not even started the main chemo medications yet ... and so far, 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 investigations had brought 

financial impact 

Selam shared the notion that parent's encounter financial challenges as a result of 

cost of medications and diagnostic investigations voiced by participants. She said 

Parents are really challenged financially. The main chemo medications such as 

Asparginase, Bleomycine, Actinomycine Band 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 families incur for the 

med ications, the challenge is that the pharmacies do not provide receipts. As for 

investigations, our laboratories do not usually conduct liver and renal function 

tests, which mean parents, have to go to outside laboratories to have them done 

and are also expensive. 

FGD participants had stated that the economical impact associated with child's 

illness had resulted in affecting their family through disrupting their children 's education, 
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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 so me in stances 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 around 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 sent him 

home. 

4.5. Physical Impact of Childhood Cancer on Parents 

Study participants had experienced different physical impacts as a result of their 

child diagnosis with cancer. In addition to that, two parents had stated that the ir 

respective child ' s diagnosis with cancer had exacerbated previous and existing health 

conditions. 

Study participants had stated that they had experienced tiredness and lack of 

energy ever s ince their respective children's illness. According to the study participants, 

the phys ica l impacts are related to lack of sleep/disturbance which all participants in in­

depth interview had revealed that they had problem w ith sleeping especially when the ir 

children were s ick. According to Mekdes, "the fact that yo u are s leeping here, on the 

floor has its own impact ... I s leep worrying ... and the who le day I fee l tired". Simi lar ly, 
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Woinshet said " I doze off rather than s leep ... 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 palticipants had stated that they had experienced feelings of tiredness and 

loss of energy . However, some parents had stated that through time, their sleep ing patter 

had gotten better though it is difficult to have a "peacefu l sleep" in the case of Mustefa, 

Askale and Senait. 

Other ident ified problems were assoc iated with lack of appetite and in some cases 

weight loss in the case of Maritu. In elaborat ing, 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 face) ... when 

you are trying to eat your ch ild gets sick or you hear someone ye lling and cry ing 

because their child had died ... all that make you lo se your appetite". 

Another factor identified in this study was that child's diagnosis with cancer had 

exacerbated two participant's previous health cond itions. Maritu, a mother of four 

ch ildren from Harar, was a known diabetic patient on medication. She said 

I was in Hara when my husband ca lled and told me that our daughter has blood 

cancer. My sugar shoot up ... I had feelings that it has increased so I went to the 

hospital. T hey tested me and the doctor told me that I need to be admitted, I 

refused, I told him thaI I do not have the time or the desire to stay as I am going to 

Tikur Anbessa. I asked him to just give me something that w ill reduce it. We 

argued for a whi le 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 Add is. 

I did as he told me and now.. the doctors in Addis have put me on insu lin 
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injection as the tables cannot co ntro l it any more. It still fluctuates when I get a 

little bit angry or sad (fighting her tears and gaz ing through the window). 

Similarly, Ali, previously a so ldier, had bullet injury on his right upper thigh. 

(Ro lled 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 swo llen. I have a lways had 

pro blem on my right leg as a resu It of the bullet injury so I do not wear flip flops 

because they are not comfortable for my leg. But after my foot had swo llen, the 

shoe I was wearing wo uld not fit so I had to buy and wear flip flops (showing me 

his swo llen foot). 

4.6. Coping Mechanisms of Parents 

Study participants utilized different methods to try to cope with the impacts of 

childhood cancer. Catego rized in tow sub-sect ions, this sect ion describes how parents 

cope w ith the situat ion as well as the diffe rent psyc hosoc ia l supports that assist them in 

cop ing. 

4.6.1. Pa ren ts Coping Mechanism 

The findings of the study indicate that study participant's use different methods 

depending on the s ituation as a coping mechani sm. One of the cop ing mechanisms that 

participants have stated was crying, more common among female study participants. 

Participants used crying as an outlet and so lut ion for their problems and felt relieved 

afterwards. 

Another cop ing mec han ism used by study participants was relaying in their 

religio n/faith. In accordance to that, participants had identifi ed that praying and putting 
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trust in God and Allah (accord ing to their respective religions) had enabled them to cope. 

In this regard, Woinshet sa id 

My husband and I were together when we first heard her diagnosis and she was 

right next to LI S. From our reaction she knew it was something ser ious and she 

sa id to me 'there is God for me'. Right there, I sa id let her take the medication let 

what God wishes happen. I have now decided that there is God who cares more 

for her than me, he is the one who gave her to me and who has raised her. And 

this has come as a test for me. 

Similarly, Mustefa sa id "I am Muslim and I pray every time so that Allah wou ld 

give me strength and save my daughter". 

Another cop ing mechanism only identified by parent Mekdes was, as she had 

referred it "wed ras meme/se" (returning to se lf). Elaborat ing more what it means, she 

said 

I started to look into myself. I now know that my being a live is very important to 

my family and especially to my so n. I am try ing to make myse lf strong. I may not 

s leep 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, thanks to God my field of study 

allows me to work part time, which will be good as it w ill su pport my family 

financially and at the same time I think it will distract me from my son's s ickness. 

Financia l impact of ch ildhood cancer had been voiced by study participants 

repeatedly. Participants had identified having free paper (referred as "ye nesa worket" in 

Amharic), selling their properties and co ntract ing out their lands as coping mechanisms 

for the financ ial cha llenges they have encountered. Accordingly fourteen participants 
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Whereas, for Senait, her domestic he lper was mainly responsible in loo king after the 

children while family members and neighbors help out whenever they. 

' Idirs' were a lso identified as one support system. However, in regards to that, 

two contrad icto ry notions were identified during in-depth interview. Kebede had stated 

that his ' idir ' (also called 'kere' ip,:, local term in Wollo) had been a huge support in the 

course of child's diagnosis with cancer and treatment. In contrast to that, Ali had sa id 

"there is no such thing as support from ' id ir ' where I live. If the father is there, he does 

what he can if not you leave it. If the owner is there, he can handle it if not there is 

nothing. It is not even the culture" However, FGD participants acknowledged the 

existence of social supports from 'idirs', but as farming consisted severa l and difficult 

continues processes, it would be difficult for members to farm other people's 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 s ick and both me and my husband had to stay at the hospital" . The 

other support participants had received was from re ligious leaders through the ir prayers. 

In contrast to that Ali had sa id that "there is no such type of support from religious 

leaders from where I came" . 

4.6.2.2. From health care professionals 

Study participants had identified that health care profess io nals had roles III 

enabling them to cope with their children's diagnosis. Kebede had sa id 

Doctors had in fo rmed me about my child's health. I had been infor med· where the 

tumor is located and that it has not spread to her other parts. I had also been told 
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that cancer and its treatment were very tough and that it was not something that 

wou ld end in a short period rather that it wi ll take a long time. This information 

had helped me a lot and is very important to parents. Because without knowing 

exactly, you spend all yo ur money and when you child dies, it wi ll be difficult to 

find money to take the corps back home. 

Similarly, Mekdes had sa id that she had an opportunity to discuss with a senior 

phys icia n of the unit for forty five minutes about her son's health issue which was very 

helpful fo r her. In addition to that, the same partic ipant had sa id " the nurses here are very 

understanding, supportive and are wi lling to help not because it is their job but out of 

humanity". Similarly Sena it a lso shares the participant's cla im. 

The counse ling both the above mentioned participants had stated, according to 

Martha, is referred as "medical counseling which is primarily g iven by phys icia ns and is 

mainly about the disease, medications and their s ide effects and related things". 

However, Selam said "even the medical counseling is not pro perly g iven. Sometimes 

parents are roughly to ld about the case. Sometimes during rounds, parents are told that 

their child will start medication. Somet imes they might be to ld about the case". 

Both Martha and Selam assert that there was no proper psycholog ical support in 

the ward for parents. Martha sa id "as nurses, a lthough we do not have proper co unse ling 

training, we t ry to reassure parents as much as we can" . Similarly, Se lam sa id 

In my point of view, to begin with, there is no psycho logica l support. There is no 

co unse ling where parents would come, taking time, in informing and discussing 

with them about their child' s case kind of co un se ling. In addition to that, there is 

no one who wou ld help them to address the soc ial prob lems they are faced with . 



PSYCHOSOCIAL IMPACT OF CHILDHOOD CANCER ... 80 

4.6.2.3. Support from Organizations 

Different organizat ions work with TASH hospital and specifica lly w ith pediatrics 

hemato logy/o nco logy unit to provide support for children living with cancer and their 

parents. The supports presented in this section are those that partic ipants had identified 

and those key informants had described . 

Mother Tressa Missionary shelter 

Mother Tressa Missionary shelter located in ' Asko' (also referred as 'Asko ' by 

parents) area Addis Ababa was identified by FGD participants as providing a huge 

assista nce and support. In their own words ' hiwot achnen yaterfe' (what has saved our 

lives). In explaining the reasons, FGD participants had stated that the shelter provides 

them with a place to s leep for them and their children, provides them food three times a 

day and provides them with sa nitary materials for them and their children. 

Sharing their personal views, Gemechu sa id "for food and anyt hing e lse, I was 

able to cope a little better a fter I had jo ined Asko. Before that, I was even thinking of 

leav ing the g irl on the streets and go back home" . Similarly, Abebe sa id " if they did not 

write me a paper and had not jo ined Asko, I was thinking of e ither to hung or throw 

myse lf into a moving car and kill myse lf ' . 

According to all key informants, Mother Tressa Miss io nary was one of the best 

socia l support organizat ions that provided fifty patients and their parents comin g from 

regions who did not have suffic ient or no family support in Addis Ababa. In addition to 

the services participants had mentioned, the organization also prov ided simple laboratory 

test (Co mplete Blood Co unt a lso ca lled CBC) and facilitates transportation three times a 

week from the she lter to TASH and back for children and their parents while 
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International Network for Cancer Treatment and Research, USA (INCTR-USA) covers 

the cost of transportation. 

Likewise, in discussing the importance of the shelter in the outcome of medical 

treatment of children, Michael had sa id 

We can say I 00% of all cases coming to our hosp ital are brought at an advanced 

stage which by itself had implication on the outcome of the treatment. On top of 

that patients default as parents, for several reasons, are economically drained. 

The support this shelter had enabled in reducing the defaulter rate and somehow 

minimized the economic challenges parents face. 

Ye Mathiwos Wondu Yc Ethiopia Cancer Society 

Another organization that was identified is Ye Mathiwos Wondu Ye Ethiopia 

Cancer Society. The organization has been providing support for families for years. In 

regards to the support the organization provides for families, Selam said 

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 medications, as 

long as there is receipt, the organization covers but the challenge is find ing 

receipts. Most of the patients of the organization are out patients but in some 

instances if the children are admitted, the organization gives them more than one 

hundred birr per week for food. 

Another support parents had identified which occurs was during holiday periods. 

Different people would and spend the holiday with them, playing with the children. 

Selam had stated that organizations such as Ye Mathiwos Wondu Ye Ethiopia Cancer 
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Society and an association called 'Enem Le Wogne' celebrate holidays with the children 

and parents. She sa id, 

Ato Wondu with his supporters organizes lunch and traditional Ethiopian coffee 

ceremony for holidays. On top of that they also organize music and poem 

competitions for the children and g ive presents to those who win. Apart from that 

they also give out cakes for everyo ne (including staff) and provide every parent 

with 100 birr and soaps. They spend a very good day here. 

International Network for Cancer Treatment and Research, USA 

(INCTR-USA) 

Other support participants had identified that had been helping them was the 

traditional coffee ceremo ny organized twice a week on Tuesday and Thursday afternoons 

called 'Nu Buna Tefu' (come and drink coffee). Organized by the head nurse of the unit, 

parent 's gather and had coffee while discussing issues that were of their concern related 

to the serv ice in the ward, the cha llenges they are facing in the medical service delivery 

of the unit, experience sharing with parents of cancer survivor ch ildren and those who 

have lost their children to cancer. Participants had stated that the discussions he ld during 

the coffee ceremony, had helped them tremendously. According to Mustefa, the 

experience sharing had g iven him hope. 

According to Martha, the coffee ceremony was sponsored by fNCTR-USA and 

the parents who came and share their experience were members of Tesfa Addis Parents 

Childhood Cancer Organization (TAPCCO), established by parents of cancer survivor 

children and health care professionals in the hosp ital. The parents of the organizat ion, 

according to the same key informant, share their experience with parents in relation to 
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what the care and support was like when their children were s ick, about medications and 

other issues. 

Another huge supporting organization identified by all key informants was 

International Netwo rk for Cancer T reatment and Research, USA (INCTR-USA). 

According to Michae l, "INCTR- USA had s igned Memorandum o f Understanding (MoU) 

with FMOH and the hospital. They had renovated the pediatrics hemato logy/oncology 

unit. They had a lso prov ided us a fellowship program". S imilarly, Martha sa id "INCTR 

provided us w ith protective materia ls such as gloves, aprons, masks for nurses as the 

medications have hazardous effects, vital s ign materials such as thermometer, pulse 

oxymeter, blood pressure calf and other supports". 

Enem Le Wogne Association 

Another loca l supporting organizatio n partic ipants and key in fo rmants had 

identified was an association ca lled 'Enem Le Wo gne'. The major support the 

association had made was donation of twenty s ix mattresses. Se lam had said "previously, 

parents used to s leep o n cartons on the floor and now they are sleeping on the floo r but on 

mattresses". Apart fro m the donation, the assoc iation had o rganized a lunch programme 

for children and the parents during Easter for the past two consecutive years. 

Fekat Circus Group 

Another support parents had identified that had ass isted them is children's play 

time that took place twice a week on Monday and Thursday fro m 4 to 6 pm. According 

to Ali, "the program is a lso good fo r parents because see ing the child ren play ing, does 

not make the disease disappear but takes away the thoughts". Similarly, Maritu had sa id 
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The ch ildren's play brings me joy and happiness. I just get up and dance with my 

daughter (smiling ... the first time I saw her smile) . They assign the children into 

groups of cats and mouse, and the chi ldren play and they become very happy. As 

I have never thought I would see my daughter play again and see ing her playing 

and enjoy ing, makes me very happy. I forget the disease and the stress I was 

feeling, just disappears. Seeing the other ch ildren playing and enjoy ing also 

makes me really happy (smil ing). 

As for children's play program, Martha had explained that it was initiated as a 

play therapy for children and there were two types of programs. The first was the one 

organized by Fekat C ircus Group commencing twice a week on Monday and Thursday. 

And the second one was available for the chil dren ins ide play roo m of the ward 

facilitated by a vo lunteer psychologist. Martha said 

Fekat Circus Group organize play program for all the children in the hospital. 

But the program for our chi ldren is a separate one as the children are susceptible 

for infections; they cannot be mixed with other children. The group had 

understood the hea lth cha llenges these chi ldren face and provide the service with 

utmost care. 

In the wards waiting room, the ward cleaners would clean the floor and then 

members of the c ircus group first dust and clean the sofas, tab les, benches and chi ldren ' s 

chairs with antibacterial solutions. Then they clean their hands with the same so lution 

and provide everyone coming in to participate in the event anti-bacterial so lutions to 

c lean their hands. After the initial safety precautions, they put o ut books, paints any other 

materials on the tables and turn own chi ldren 's music which sends the signal for all the 
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children and parents in the ward that the program is about to start (observation May 13 

and 15,20 14). 

Volunteers 

In addition to different organizations prov iding support, there are also vo lunteer 

individuals who provide ass istance to parents at different times. In describing that, 

Martha had sa id, 

There were individuals who ce lebrate holidays or spend time on normal weekends 

and invite the children and parents lunch. There were also others who donate 

money for parents even Ethiopians who came for a vacation from abroad donate. 

In addition to that, also schoo l students, for instance Cathedral students, who 

donated to children with cancer. 

Tikur Anbessa Specialized Hospital 

TASH as a health institution provides basic services of diagnost ic and therapeutic 

serv ices. Apart from that, the hosp ital also provided food for admitted patients. In case of 

pediatrics hematology/onco logy patients, according to Selam, 

Free patients had access to rece ive avai lable services in the hospital free of charge 

while paying patients pay for the services. What had improved in service delivery 

from past years is the nutritional support for cancer patients. Children are 

provided with protein diet such as eggs, bee f, and one liter milk per day and 

depending on the need, gruel. 

Accordingly, fourteen study partic ipant 's children were registered as free patient's 

and receive avai lable med ications and diagnostic procedures for free. 
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Accord ing to Michael the estab lishment of a dedicated ward for children with 

cancer by itself is a huge improvement as it helped in minimizing infection leading to 

better outcome. In add ition to that, accord ing to Martha and Se lam, improvements in the 

area of prov ision of medication, only a maximum of two patients being admitted in a 

s ing le room (which previously ranged from six to eight patients per room), each patient 

room equ ipped with its own bathroom (previously which was two bathrooms for 34 

patients) were some of the improvements. 
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common expe riences of parents when they hear the diagnosis of their child. However, in 

contrast to Manne, Duhamel and Redd (2000), Jones (2006) and Boman (2003), the study 

had not found out sense of dishonesty, depression prolonged and complicated mourning 

among participants (as cited in Jones, 2012, p. 214). 

The results of the study indicated that the emotional reactions that participant 

parents experienced were not only when hearing the initial diagnosis of their child but 

throughout the treatment process. The resu lts of the study also revealed that several 

factors such as cost of medical treatment and diagnosis, communication about child ' s 

diagnosis, awareness and perception about the di sease and sudden onset of the disease 

were found to aggravate the emotional reactions study participants had experienced. 

Similarly, American Cancer Society (2012, How do parents usually react to a child's 

cancer diagnosis? section, para. 2-19) had also expressed different scenarios would 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 cancer had soc ial 

impact on participant parents. Changes in social roles including family roles, changes in 

responsibilities of parents, changes in marital relationship, and economic impact were the 

indentified social impacts participant parents had experienced. Economic impact was 

found in this study to be a major concern among parents and was also a common factor 

among the different issues addressed. This goes in line with the proposition of of Jones 

(2012, p. 215), Khoury, Huijer and Doumit (2013 , pp. 18-19) and Bona, et ai, (2014, p. 

598) had that chronic illnesses such as cancer brings change in family roles, addition of 

responsib ilities, marital disruptions, change in quality of life and economic impacts. 
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5.2.1. Impacts on Social Roles 

In respect to changes in their family roles, the results of the study indicate that 

inability to provide for family as a major impact identified by study participants. In the 

family system, thirteen participants were breadwinners while one participant shares the 

responsibility with her spouse. Majority of the participants (thirteen) were engaged in 

farming and one participant in weaving. As a result of their respective children's 

diagnosis illness with cancer, study participants roles as provider to their families had 

changed to that of care giver. In addition to role change, the result of the study shows 

that a child's illness with cancer adds responsibility on parents as care providers for the 

sick child. Similarly, Jones (2012, p. 215) asserts that diagnosis of a child with cancer 

changes parents role and add additional roles of "advocates, councilors, and medical 

technicians". Likewise, Khoury, Huijer and Doumit (2013, p. 19) also stress that 

diagnosis of a child with cancer adds responsibilities to both parents with fathers being 

financially responsible and mothers with taking care of the household. Likewise, in this 

study, in instances where children were admitted and mothers were the primary care 

providers in four families, fathers were responsible for financial aspects of the family 

while mothers were responsible in providing care for their sick child. In contrast to the 

literatures, there were instances where fathers were responsible for provision of care for 

their sick children while mothers were responsible for the financial aspects and managing 

their household. 

Another result of the study shows that as a result of child's illness, societal and 

community roles of all study participants had been affected. Societal roles that used to be 
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carried out in their area of residence such as visiting sick peo ple, attendi ng soc ia l events 

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 

disp lay negative soc ial interact ions. Similarly, Patterson and McCubbin ( 1983), Byrne 

and Cunningham (1985) and Kazak (1986) asserted the socia l isolation of parents of 

children 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 chi ld 's diagnosis with cancer had impact on 

the marital relationship of so me participants . The impacts id entified are related to 

communication where communicat ion between the coup les is on ly focused on child 's 

health condition, argument as a result of financial challenges brought on the family, 

mistrust among the couples, and g iving priority and focus to sick child. Similarly, 

researches conducted by Lawrence (20 12, p. 2 1), Brody and Simmons (2007) , Da Si lva et 

al. (20 10) and Yeh (2003) ind icate that chronic illness such as cancer on children bring 

marital problems such as communicat ion problems, argument, increased ro le strain, 

decreased relationship satisfact ion, not spending time w ith each other, and divorce (as 

c ited 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. Similar 

to the research finding, Lawrence (2012, p. 2 1) had indicated that some marital 

relationships encounter increased closeness, cohesio n and support among the couple. 

Sim ilar to both find ings, a research by Khoury, Huijer and Doumit (20 13, p. 20) had 
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revealed that child 's illness had brought co hesion and closeness among the couple 111 

most families who participated in the research while co nflict only in o ne family. 

5.2.3. Economic Impact 

Another result of the study was eco nomic impact of childhood cancer on parents. 

It is the finding of this study that part icipants had s ignifica ntly been affected as a result of 

their income being disrupted as we ll as cost of medications and diagnostic investigat ions. 

Disruption of work had been identified across a ll participants and had an impact on the 

income of each ho useho ld. However, economic impacts were more ev ident in eleven 

families than in others. The results of the study also indicated that loss of income had 

aggravated the financial impacts. Similarly, Bona, et al. (2014, p. 598) had identified 

work disruption, at least one parent leaving a job and loss of income due to work 

disruptions in all families to be the main econo mic impacts of childhood cancer on 

parents. 

In relation medication and diagnostic invest igat ions, the results indicate that some 

chemotherapeutic med ications were ava ilable and others (main chemotherapy 

medicat ions) were not ava ilab le in the hosp ita l (TASH). In addition to that, the cost of 

the medications had a huge financial burden on the participants espec ia lly when 

medications were bought from private pharmacies. In line with that, Alemayehu Hailu 

and Damene Hailemariam (20 II , p. 7) had revea led that medica l costs in case of cervica l 

cancer patients in showed that tremendous financial burden on patients and families. 

Similar ly, a study by Khoury, Huijer and Doumit (2013, p . 19) had a lso identified that in 

cancer treatment of children, fi nancia l matters to be a major issue. 
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The study result also revea led that childhood cancer exacerbated previous and 

existing medical conditio ns in two parents. In the case of this study, ex isting medical 

condition in one mother, diabetes, had been aggravated to a po int where the mother had 

to be put on insulin inject ion. In the other participant 's case, prev ious leg problem as a 

result of a bullet injury was aggravated assoc iated with child's hea lth issues. Similarly, 

Brehaut et al. (2004) and Raina et al. (200S) had stated that poor hea lth co ndition to be 

co mmon in parents of children with chronic illness (as c ited in Me ltzer & Moo re 2008, p. 

279). 

5.4. Coping Mechanisms of Parents 

In regards to how study participant' s cope with the impacts they had faced, the 

results indicate that participants had used both problem-focused and emot ion-focused 

co ping styles. Problem-focused coping includes having free paper, selling properties and 

contracting out lands. While cry ing, pray ing, putting trust in higher power (God and 

Allah acco rding to their respective re ligions), and "returning to self' were emotion­

focused cop ing styles that were used by participants. In line with that, Hutchison (1999, 

p. 141) describes problem-focused coping style as taking action to alter a situation when 

the circumstance is viewed as controllable. Whereas emotion-focused co py ing style are 

used in circumstances where the preva iling view is that the situatio n is unchanged and 

people cope amend the manner or the meaning of the s ituation (Hutchiso n, 1999, p. 141). 

Similarly, the findings of Norberg, Lindblad and Boman (200S, p. 970) revea led 

that parents more frequent ly used active problem focusing rather than avo idance 

behavior. Likewise, the results o f this study indicate that partic ipant parents had used 

active prob lem focused coping strategy such as se lling the ir properties and co ntracting 
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out lands to cope with econo mic problems they were faced with . In contrast to the study 

find ings, Papastavrou, Charalambous and Tsangar i (2012, p. 26 1) had revea led that 

majority of participant care g ivers in their research, had utilized emotiona lly focused 

co ping strategies mainly avoidance or denial and wishful thinking. Whereas, the results 

of this study revealed that difficulty of accept ing child 's diagnosis w ith cancer to ex ist, 

the study had not identified avo idance or denial of child 's diagnos is with cancer among 

study participants. 

In coping w ith the challenges of economic burden, the result of the study showed 

participants had so ld the cattle's and house and contracting out their lands. S imilarly, 

Bona et al. (2014, p, 598) had found out that parents used strateg ies such as "reduc ing 

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

fundrai s in g" as coping mechanisms. 

The results show that participants had utilized different psychosoc ial supports to 

cope w ith the impacts brought by childhood cancer. The id entified supports were socia l 

supports, organizational supports and supports from hea lth care providers. In line with 

that, the results show that participants had received social support from family, friends, 

ne ighbors, ' idir ' and from religious leaders. S imilarly, Raz, Rot a nd Buchbinder (20 12, 

p. 37) had identified that informal socia l supports from family members and social 

networks were found to increase parental cop ing. Likewise, American Cancer Society 

(20 12, Ways to improve coping sectio n, para. 8) stressed the importance soc ia l support 

such as family, relig ious institutions, place of work and ne ighborhoods in parental 

cop1l1g. 
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At organizational leve l, participants had also been supported , directly or 

indirectly, by different o rganizations inc luding Tikur Anbessa Specia lized Hospital 

(TASH), Internat ional Network for Can cer Treatment and Research - USA (INCTR­

USA) , Mother Tressa Miss io nary Shelter, Ye Matias Wondu Cancer Society, Fekat 

C ircus Group and Tesfa Addis Parents Childhood Cancer Organization (TAPCCO). 

Similarly, Raz, Rot and Buchbinder (2012, p. 37) had found out those formal support 

systems such as health care profess ionals and hea lth inst itutions were important for 

parental coping. 

The results of the study indicate that majority of the supports provided were 

addressing the socia l impacts parents were facing as a result of ch ild diagnosis with 

cancer. In addit ion to that, the supports were found to be inadequate. 

In regards to psycho log ical support, the result of the study showed that there was 

insufficient support for parents. Proper prov ision of information, a lso referred as medica l 

co unse ling, was not consistent across study participants. Those participants who had 

been prov ided with prec ise info rmation on child ' s diagnosis, treatments and s ide effect s 

of medications had benefited. Simi larly, Raz, Rot and Buchbinder (20 12, p. 36) had 

found out that provis io n of clear information on diagnosis and treatment plan to parents 

to be an important step in enabling them to cope with impacts of ch ildhood cancer. 

S imilarly, Kastel, Enskar and Bjork (201 1, p. 29 1) stated that clear information to parents 

on the diagnosis and treatment of the ir child assist them in tak ing re sponsibility and 

makin g decisions. 
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5.5. Discussion summa ry 

According to the fam ily stress theory, any event whether posit ive or negati ve, will 

have an impact on fa milies (S mith, et a I. , 2009, pp. 96-97). Similarly, as ind icated in the 

findings and discussio n parts of the study, childhood cancer had brought psychosocia l 

impact on study part icipants. In add itio n to that, study part icipants had also experienced 

phys ical impacts as a result of their child ren's illness. In spite of all that, the study had 

a lso identified ways in which study participants had tried to cope with s ituations as we ll 

as the different supports that were ava ilab le to them which co rresponds with fa mily stress 

theory which asserts that fa milies can cope with a stressor eve nt through utiliz ing 

reso urces ava ilable which co uld be within ind iv idua ls in the fa mily, fr iends and other 

fa mily members, and from the community (Smith, et aI. , 2009, pp. 96-97). 

Hutchison ( 1999, p. 85) asserts that there ex ists a re lat ionship between physica l, 

psyc ho logica l hea lth and soc ia l experiences of an individua l. In line with that, the study 

had also found out that different factors assoc iated child's illness with cancer had brought 

those impacts and interdependence between the impacts is observed. This s ignifies that, 

in case of th is study, a childhood cancer does not only affect the d iag nosed child but it 

a lso affects the parents. And parents are affected psycho logica lly, soc ia lly and phys ically. 



PSYCHOSOCIAL IMPACT OF CHILDHOOD CANCER ... 97 

CHAPTER SIX: CONCLUSION AND SOCIAL WORK IMPLICATION 

This chapter provides conclusion notes to the study and presents implications of 

the study from social work, research and policy perspectives. 

6.1. Conclusion 

This study was conducted to identify the psychosocial impacts of childhood 

cancer on parents with children diagnosed with cancer. It had the objective of identifying 

the psychological, social and physical impacts of childhood cancer as well as identifying 

how parents cope with the impacts. 

The study was based on the perception and experience of participants who had 

children below the age of fifteen, diagnosed with cancer and following treatment at 

Pediatrics Hematology/Oncology unit of TASH either as in or out patient. Moreover, 

health care professionals were also included in the study as key informants. 

Emotional reactions such as shock, fear, worry, stress and sadness were 

experienced by participants. Moreover, hopelessness, guilt, numbness, disbelief and 

difficulty of accepting child's diagnosis were also experienced by participants. The 

psychological impacts that study participants had experienced were not only associated 

with hearing child's diagnosis but were also related to the social impacts they have 

encountered. 

Changes m social roles including family roles, changes in responsibilities of 

parents, changes in marital relationship, and economic impacts were the social impacts 

parents of children with cancer in this study had experienced. Among study participants, 

economic impacts of child's illness with cancer associated with disruption of work and 

cost of medical care were prominent. 
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Study partic ipants had a lso experienced physical impacts, tiredness and lack of 

energy, as a result of ch ild 's illness with cancer. Participants exhibited the impacts as a 

result of s leep disturbance/lack of sleep associated with worrying abo ut child ' s illness 

and the conditions and env ironments under which they s leep. In additio n to that, the 

study had revea led that ex ist ing medica l and previous conditions were aggravated as a 

result of child 's illness with cancer in two study participants. 

In addition, the study had also showed into the different ways study partic ipant's 

cope with the impacts they had faced. In that regard, the study had revealed that 

participants used both problem-focused and emotion-focused cop ing styles. The problem­

focused, spec ifically active problem focused, coping that were used include having free 

paper, se lling properties and contract ing out land s. While cry ing, praying, putting trust in 

higher power, and "returning to self' were the emot ional-focused cop ing styles that were 

used by participants. In line with that, part ici pants had different psychosocia l supports 

that assisted them in cop ing with the impacts brought by childhood cancer. Supports 

fro m soc ia l networks, organizations and from health care providers were the identified 

support systems. However, psychological sup ports to parents were minimal. Although 

there were different social supports, they were not suffic ient as well as not well 

organized. 

In conc lusion, childhood cancer had brought different psycho logica l, soc ia l and 

physica l impacts on study participant parents with children with cancer. In order to 

manage the different impacts, study participants had used both problem and emot ion 

focused copy ing strategies. Moreover, different stakeho ld ers involved had supported 

participants to cope although the ir invo lvements were not directly observed by parent 
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participants. However, supports for parents were observed to be more inclined towards 

social dimens io n, the different psychological cha llenges were neglected. On top of that, 

participants had voiced economic challenges to be the major impact they had faced as a 

result of child's illness with cancer and the soc ia l supports lack organizat ion and 

coord ination. Furthermore, the different impacts observed o n study participants had 

interd ependent nature and should be observed together rather independently. 

6.2. Social Work Implication 

The findings of the psychosocia l impact of chi ldhood cancer on parents with 

children diagnosed with cancer study prese nt social work implications wh ich are 

organ ized in four major areas; practice, ed ucation, research and policy implications and 

are presented be low. 

6.2.1. Practice Implication 

As the findings of the study show, parents with children diagnosed wit h cancer 

were faced with different psychological, socia l and physica l impacts and had tried to cope 

as much as possib le with those challenges using the resources avai lable around them. 

However, as the impacts are diverse and sever and long last ing, social work interve nt ion 

is a lso necessary in the area of childhood cancer for parents. In that regard, soc ia l work 

intervention in a health setting is mandatory in the areas of: 

Awareness creation is important in the area of childhood cancer and its impact on 

children as we ll as on parents and fam ilies through utilization of different means 

of communication for all stakeholders, 

Both psychological and soc ial supports should be ava ilable for parents of children 

diagnosed with cancer. In line with that, the existi ng support systems from hea lth 



PSYCHOSOCIAL IMPACT OF CHILDHOOD CANCER ... 100 

care profess ionals, different organizations and volunteers should be encouraged 

and strengthened, 

In provision of support to parents with children diagnosed with cancer, soc ial 

workers need to work with different interdisciplinary teams including physicians, 

nurses, psychologist, and others, 

Establishing psychosocial support unit in the health institution and social workers 

should collaborate with concerned organizations and proved supportive trainings 

for parents in the areas of managing stress, developing the ir coping skills and 

other relevant skill trainings. 

6.2.2. Education Implication 

In regards to education, soc ial work education should incorporate psychosocial 

support in the health sector and specifically in the area of working with famili es of 

children with chronic diseases. Moreover, the health education system should also 

inco rporate addressing the psychosoc ial aspects patients and that of the family system in 

the curriculum. 

6.2.3. Research Implication 

There is lack of research 111 the area of childhood cancer in general and 

specifically in relation to psychosoc ial effect on parents. As primary care providers and 

responsible in making decisions in all aspects of their children, parents are challenged 

and severely affected due to their child ' s illness. Additional researches in the area not 

incorporated in this study, such as impacts on spirituality of parents of children with 

cancer that will enable to understand the situation in a different perspective . Furthermore, 
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the ex istence of more researches will further d irect the hea lth care system to be 

integrative and fam ily centered. 

6.2.4. Policy Implication 

At policy level, recogniz ing burden of non-communicable d iseases and 

incorporating prevention and treatment aspects in the health po licy is commendable. 

However, in the area of childhood cancer, fo cus should be g iven to early diagnosis rather 

than prevent ion as cancer in children is not preventable. Therefore, the health policy 

shou ld try to create condition (training health care providers, ava ilab ility of diagnostic 

equipment 's, and others) in which early diagnos is of cancer in chi ldren is possible. In 

addition to that, avai labi lity of sufficient and consiste nt cancer treatments 

(chemotherapeut ic and other subsid iary medications) should be established as we ll. As 

cancer treatment med ications are very expensive, measures that accommodate med icatio n 

prov is ion and affordability of the costs by fami lies should be estab lished co nsidering 

socio-economic status of fami lies as we ll sustainab il ity of treatments. 

In areas of chi ldhood illnesses in genera l and cancer in particular, the treatment 

take a long t ime and that has its own impact on parent' s psyc ho log ica l, socia l, financia l, 

and hea lth aspects. Therefore, polic ies should incorporate integrat ive and fami ly centered 

services for children and their fami lies. In line with that, the bio-medical model that 

governs Eth iopia's health care system should also foc us on see in g the whole 

(psycholog ica l, soc ia l, bio logical and spiritual) dimensions of a perso n and address the 

issues accordingly. In addition, as TASH is the only centre prov iding cancer diagnos is 

and treatment fo r children, it does not have ped iatr ic o nco logist. Co ncerned govern ment 

inst itutions should work to increase the number of hea lth care professio nals in the area. 
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As a health and education institution, TASH should also work in co llaborat ion with 

school of social work and psychology departments of Addis Ababa University to provide 

services for parents of children with cancer. 
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As a health and education institution, TASH should a lso work in co llaboration with 

schoo l of social work and psychology departments of Addis Ababa University to provide 

serv ices for parents of children with cancer. 
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Annexes 

Annex I 

Informed Consent 

My name is Atsednesh Getachew, and I am a post graduate student at Addis 

Ababa University, School of Socia l Work. I am conducting a qualitative study on the 

psychosocial impact of childhood cancer on parents w ith children diagnosed w ith cancer. 

This study is conducted as partial fulfillment of my master' s degree in socia l work. The 

purpose of this study is to understand the impact childhood cancer on parents and how 

parents try to cope with the challenges they are faced with. 

The study's fmdings are believed to serve as a starting step on identifYing the 

psychosocial challenges parents face as a result of their child's · health s ituation. 

Secondly, it will increase awareness of the challenges parents face as a result of the ir 

chi ld 's diagnosis with cancer. On top of that, it will a lso ass ist hea lth and other 

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

ind irect Iy. 

Cancer poses phys ica l, psychological, soc ia l and economic impacts to parents 

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

psychosoc ial impact of chi ldhood cancer on parents as well as the ir coping mechanisms 

and identifying the types psyc hosoc ial support provided to the parents by health 

inst itution , family members and soc ial support systems wi ll be ab le to provid e an insight 

to a situation not so far co nsidered and it will also serve as a source for flllther 

investigation for other researches in the area. 
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Your participation In the study is much appreciated and wi ll consist of an 

interview or focus group discussion. It is estimated that the in-depth interview will take 

one hour and half. Please know that this interview will be audio recorded to assist me to 

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 my best to 

ensure that your participation is kept confidential but please know that the rule of 

confidentiality shall be breached in cases where it is found necessary to prevent serious, 

foreseeable, and imminent harm to you or others or when laws or rcgulations require , 

disclosure without your consent. You may choose skip any question that you are not 

interested to respond or quit the interview session at any time. By all means, please know 

that your participation or not participating in the study will not in any form affect your 

child from getting the service he or she is currently receiving. 

If you have any question or concerns, you may contact the researcher by the 

following telephone number 0911107328 Atsednesh Getachew or my Advisor Dr. 

Ashenafi Hagos by the phone number 0911 099888. By signing below you agree that 

you have read and understood the above information, and would be interested in 

participating in this study. 

Name ______________________ __ 

Signature ______________________ _ 
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Your participation In the study is much apprec iated and will consist of an 

interview or focus group discussion. It is est imated that the in-depth interview wi ll take 

one hour and half. Please know that this interview will be audio recorded to assist me to 

analyze it later on. The focus group discussion is also est imated to take one and half up 

to two hours and it will also be audio reco rded for later analysis. I will do my best to 

ensure that your participation is kept confidential but please know that the rule of 

co nfident iality shall be breached in cases where it is found necessary to prevent ser ious, 

foreseeable, and imminent harm to yo u or others or when laws or regulations require 

disclosure without your consent. You may choose skip any question that you are not 

interested to respond or quit the interview sess ion at any time. By all means, please know 

that your participation or not participating in the study will not in any form affect your 

child from gett ing the service he or she is currently receiving . 

If yo u have any question or co ncerns, yo u may contact the researcher by the 

following telephone number 0911107328 Atsednes h Getachew or my Advisor Dr. 

Ashenafi Hagos by the phone number 0911 099888. By s ignin g below yo u agree that 

you have read and understood the above information, and wo uld be interested in 

partic ipat ing in this study. 

Name ---------------------

Signature ___________ _ 
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Annex 2 

III depth interview guide 

Part I - Soc io demographic data 

Age: __ Sex Re lig ion ___ _ Area o f res id ence/ reg io n 

Number o f children -----

Mar ita l status: ______ _ Educational status: _______ _ 

Employment background:- _______ Main means of inco me/supporting ______ _ 

Part II - Info rmation of child 

Age __ _ Sex ___ _ Education status/grade __ Diagnos is time/how long __ 

Part III - Interview guide 

I . Could yo u please te ll me about yo ur child before diagnos is with cancer? 

Probing questions: 

• Schoo l and ne ighborhood activity, schoo l performance, interaction with 

fa mily and fri end s 

2. Could you please te ll me a bout the situat io n when your child was d iagnosed with 

cancer? 
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Probing questio ns: 

• 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 yo ur child been admitted/ or fo llowing up treatment? 

3. Cou ld you please tell me your experience when you first have been told your child 

has cancer? 

Probing questions: 

• What were your feelings/reactions? 

• What was your spouse experience/fe e ling/reaction? 

• What were yo ur children and other famil y member's 

fee I ings/experie nce/react io n? 

• What do yo u feel now that yo ur child has cancer? 

4. Co uld you please tell me what yo u know about cancer in children? 

Probing questions: 

• What did you know about cancer in children before yo ur child's diagnosis? 

• What did yo u know about cancer in children after (now) yo ur child's diagnosis? 

• What information do you have regarding diagnostic procedures and treatment 
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(information about treatment, side effects, what to do during and after treatment, 

etc.) 

• How you have come about to know all the information you have (who provides 

the information) 

5. In what ways does your child's illness has brought change in you and your spouse? 

Probing questions: 

• What type of physical changes you have observed in yourself and spouse? 

(Weight loss, sleep disturbance, loss of appetite, etc.) 

• What type of emotions/feelings you have observed? (Sadness, anger, fear, 

hopelessness, guilt, etc.) 

• What type of changes in your and spouses socia l life have you have observed? 

(Decreased or lack of social activity such as visiting relatives and sick people, 

attending weddings or other occasions you and your spouse are invited, 

disruption or resigning from work, financial challenges, etc.) 

• Changes in marital relationship (not spending time with spouse/partner, lack 

of communication, etc.) 

• Changes in family responsibility (taking care of house hold chores, looking 

after other children, etc.) 

6. How do you try to cope with all the changes you have mentioned in you and your 

spouse 
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Probing questions: 

• When did he/she start to get sick, types ofsymptoms 

• How and where did you found out 

• What were the steps or procedures taken to initiate treatme nt? 

• How long has your child been ad mitted/ or following up treatment? 

3. Could you please tell me yo ur exper ience when you fir st have been told your child 

has cancer? 

Probing questio ns: 

• What were your feelings/ react ions? 

• What was your spouse experience/feeling/reaction? 

• What were yo ur chi ldren and other family member's 

fee l i ngs/exp er ience/react io n? 

• What do you feel now that your ch ild has cancer? 

4. Cou ld you please tell me what you know about cancer in chi ldren? 

Probing questions: 

• What did you know about cancer in children before yo ur child's diagnosi s? 

• What did you know about cancer in children after (now) yo ur child's diagnos is? 

• What informat ion do yo u have regarding diagnost ic procedures and treatment 
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Prob ing questions: 

• What kind of support do yo u get that enables yo u to ma nage the cha lle nges 

associated with yo ur child' s illness? 

• And who provides those supports for yo u? In what way has that helped 
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Annex 3 

Focus group discussion interview guide 

Part I - Socio demographic data 

Age: __ Sex Religion ____ _ Area of resid ence/reg ion 

Number of children _____ _ 

Marital status: _ _____ _ Educational statu s: ______ _ 

Emp loyment backgro und:- _______ Main means of income/supporting ______ _ 

Part II - Information of child 

Age __ _ Sex ___ _ Educatio n status/grade __ Diagnosis time/how long __ 

I. What does having a child with cancer mean to parents? 

2. What type of changes parents with a child with cancer encounter as a result of the 

disease? 

Probing questions: 

• Type of phys ical changes (Weight loss, s leep disturbance, loss of appetite, 

etc.) 

• Type of emotions/feelings (Sadness, anger, fear, hopelessness, guilt , etc.) 

• Type of soc ial changes (Decreased or lack of soc ial activity such as vis iting 

re latives and s ick peo ple, attending weddings or other occas io ns yo u and your 
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spouse are invited, disruption or resigning from work, financia l challenges, 

etc.) 

• Changes in marital relationship (not spending time with spouse/partner, lack 

of communicat ion, etc.) 

• Changes in family responsibility (taking care of house ho ld chores, looking 

after other child ren, etc .) 

3. How do parents with a child with cancer try to cope with the challenges brought 

by the disease? 

Probing questions: 

• Type of support that enables them to cope with different cha llenges? (From 

family members, from hea lth inst itutions, from other in st itutions) 

• What kind of support do you think need to be avai lable for parents with 

children diagnosed with cancer that will enable them to cope better with the 

impact? 
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Annex 4 

Key informant interview gu ide 

Age: __ Sex Religion ____ _ 

Marita l status: _____ _ 

Educationa l leve l: ______ _ Professio n _____ _ 

Year of exper ience in ped iatric oncology unit : _______ _ 

I. What are the bas ic services available at the hospital fo r children and parents with 

children diagnosed with cancer? 

• Types of psyc hosoc ia l support services 

• What are the cha llenges 

• Who are the stakeho lders in the se rvice de livery & what are the ir ro les 

2. What are the changes that have occurred in service delivery in ped iatric onco logy 

in the past three years? 

3. In your experience, what type of psyc ho log ica l impacts ha ve you observed on 

parents w ith children d iagnosed with cancer? 

Pediatrics Hematology/Oncology unit head 

I. Co uld yo u please tell me about pediatrics hemato logy unit 

• Its estab lishment, 
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• basic servIces available at the hospital for children and parents with 

children diagnosed with cancer, what are the challenges 

• Who are the stakeho lders in the serv ice delivery & what are their roles 

• What are the changes that have occurred in service delivery in pediatric 

oncology in the past three years? 

2. Could yo u please tell me at what stage of the cancer progress ion do parents bring 

their children to health care facilitie s, in this case Tikur Anbessa Specialized 

Teaching and Referral Hospital? 

• What are the criteria' s and procedures utilized to differentiate between in 

and out patients? 
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Annex 7 

fUD(1)n 'I',I''iJlf.f (focus group discussion) 
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Glossary 

Contract out farm land: - is when a farmer bids out his/her farm land for another farmer 

for an agreed amount 0 f money 

Fa mily: - sibl ings, grandparents and other extended members who prov id e support to the 

parents in the home and/or hospital setting 

Free paper: - a document given by a loca l administration that states that a perso n is not 

ab le to pay for medical care as a result of his/her low socio-eco nomic stand. 

Free patient: - a person who is receiv ing medical service available in a government 

owned institution without payment 

Hea lth personnel: - an individua l who provides medica l service to the ca ncer patient in a 

hea lth facility 

Hematology: - area of medicine that fo cuses on diseases o f blood and blood forming 

organs 

Jdir: - A vo luntary se lf-he lp associat ion which serve as a soc io-economic insurance at 

times of death and carry out various local development activ ities 

Inpatient - chi ldren admitted and on treatment in the pediatr ics hematology/onco logy 

unit. 

' Kere': - A term used in Wo llo to refer to idir 

Onco logy: - fi e ld of medicine that study about treatment of tumors 

Outpatient - children fo llowing cancer treatment whi le they are at home or at a shelter 

Parents: - biologica l or lega l guardians of a chi ld diagnosed w ith cancer 

Pediat rics: - subdivis ion of medicine that deals with prov isio n of treatment to in fants and 

children 
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Private pharmac ies: - pharmac ies owned by individ ua ls and located outside of Tikur 

Anbessa Spec ialized Hospital 

Sharing fa rm land : - is when a farmer who owns a farm land agrees with another fa rmer 

who will be farm ing the land and share the yield equally amongst themselves. 

'Tenecha': - A term used in Arusi to refer to a tumor 

~ 
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