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A B S r n C r  

Childhood cancer is the second most cornmon cause of death for children. Canada 

is among the countries reporthg the highea incidence of pedjatric cancer, and the 

incidence of chiMhood cancer is gradually hcmshg m this country. SurVival rates have 

dramaticaIly miproved due to advances m t h  treatment of childhood malignancks. 

Subsequently, the expience for the M y  has change. fkom living with their child's 

imminent death to now experiencing chronic uncertainty. The diagnosis of pediatric 

cancer af5ects the entire f d y .  The treatrrient and care for children with cancer are 

usuaily located within a large tertiary health care facility and often f d e s  üve a great 

distance fkom the neamnt  centre. The focus of this srudy was to explore the needs of 

rural families, expenencing childhood cancer, who rive a considerable distance from the 

centraüzed pediatric cancer aeatmnt cenae. A review of the lirerature suggested a ladc 

of research examining rural familes with a child with cancer. A qualitative research 

study, using an ethnographie mthodology and ùitegrating family systems theory as the 

conceptual fkumwork was used to explore the needs of these families. Ten family 

interviews were conducted; in to ta1 twenty-five family rnembers participatd. The 

interviews were tape recorded and later transcribed. hirposehil samphg was used to 

drive the seiection of families for this study. Data were collecteci using a serni-structureci 

interview guide specfically developed for the study. 

Data CO Uec tion and analysis proceeded concurrentl y. Analysis revealed eight 

thems which were sigrilficant in the overall experiences of xurai families with a child with 

cancer. Some of the themes were 'digging up the pain - the diagnosis story,' 'living at a 



dûuuice h m  om hope.' 'lik is now dintrtnt and lifc goes on,' and 'the wind beneath our 

wings. ' Fmdings higblighttd that pmistcntly the expcricnces of these faniilics wgc nIlcd 

with additional messes due to iiving at a distance h m  the treaaamicnt centre and Iiving 

away h m  honit durhg matment Som of the saessors unique to nual farriilies were the 

added expenses of traveiiing and acconmiodatiow, travelling m poor weather. tmst with 

the local health c m  providers, and the faniily unit king separateci during inpatient 

periods. It was evident that the entire faniily was a&cted by the diagnosû as they nied to 

' d e  a place' for cancer in their family Hé. Overall, most rurai familes felt they received 

enormous support from their fannly, frknds, and local cornmunity in assisting them to 

cope with the diagnosis. Families also suggested several recomndaùons to enhance the 

current delivery of pediatric oncology services in Manitoba in order to take into account 

the unique challenges that rural families face. 

Implications for nursing practice. education, research. and policy are discussed. 
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Introduction 

Cancer is the second leading cause of death m children aher infancy and below the 

age of 20 years (Aitken & Hathaway. 1993; Foley. Fochtman. & Mooney. 1993: Health 

Canada 1996; McCourt, Chu. Desmules, 1993). Canada is among the countries of the 

world reporting the highest rates of c W o o d  cancers (Canadian Council of Cancer 

Registries, 1993; Health Canada, 1996); this can partiy be explained by the completeness 

of cancer regisû-ation in Canada The incidence of cancer in children in Canada has been 

gradually increasing (Canadian Council of Cancer Regisaies. 1993; National Cancer 

Insritute of C m  1995). Each year, approxirriately 1.300 Canadian chiIdren under the 

age of 20 wül develop cancer (Gibbons & Levy. 1993; Health Canada. 1996) and 

approxirnately 240 will die of it (Health Canada, 1996). Cancer occurs in approximately 

16 out of every 100.000 Canadian children and teens each year (Heaith Canada, 1996). 

Within the province of Manitoba approximately 30-40 chiidren are inflicted wirh cancer 

yearly (Manitoba Cancer Foundation. 1995). AnnuaiIy. in Canada there are approxhmtely 

5000 hospital admissions and 50.000 days spent in hospital due to pediamc cancers 

(McCoun, et al.. 1993). 

The diagosis of childhood cancer is a crisis for the entire family (Adams & 

Deveau, 1988; Aitken & Hathaway. 1993; Bain. 1995; TM~& 1986) and evokes many 

strong emotions and images, such as uncertainty. fear, helplessness. anger. pain. and 

certain death (Hockenbemy, Coody. & Bennett, 1990; Thomas. 1984; Thorn. 1985: 



Tringali, 1986). Danielson, -1-Bison and WmStcad-Fry (1994) assert that for the 

fbdy, coping with cancer, " lit] is as m c h  an emtiooal bat& as a physicd one" (p. 

355). When a chiid who has ev-g to live for is diagnosed with cancer* the dreams 

and ideals of the fiiture are suddenly ciestmyeci (Peterson & Peterson, 1977). Qiildren 

with cancer are hquentiy si&, féeling unwell, and ofien imitable. The specific problem 

experienced by these chüdnn are often related to their developmental stage and their stage 

in the cancer aajectory (Le. diagnosis, treamnt, remission. etc.). 

Families of children with cancer experience many Life changes and have to deal 

with several new challenges. including doctors' appointments, painful cancer treatments. 

dealing with the range of emtions experienced by the ü1 child and siblings, disciplining the 

ill child, and increasing financial demands. ActMties that the family once treasured and 

Looked fonvard to are often repiaced by appointnienu, diagnostic tests, and treaunrnts. 

AU aspects of the familes* iives appear to be encroached upon by cancer ( A d m  & 

Deveau, 1988). 

Recent advances in the treatmnt of childhood malignancies have drarnaticaiiy 

improved survival rates, and thus. have changed the nature of the experience for the family 

from one of living with their child's i d e n t  death to now one of chronic uncenainty 

(Koocher & O'Malley, 1981; Martinson & Cohen. 1989; Martinson, ColaiPo, Freeman, 

Bosser. IWO). Health Canada (1 996) reports that m s t  of the tim, tnxting cancer in 

children is more successhil than treating malignancies in adults. It has been suggested that 

by the year 2000. between 1 in 900 and 1 in 1000 young adults, aged 16 years to 34 years, 

will have sunived childhood cancer (Health Canada, 1996; Meadows. Krejrnas, & 



Belasco, 1980). 

The mjority of pediatric oncology care takes phce at tertiary &al centres 

which are locatexi m mtropolitan artas, and often a large percentage of children receiving 

mamient for childhood cancer live a great distance h m  the centre ( M e n  & Hathaway, 

1993). Within the province of Manitoba. specialized pediaaic cancer care and treaurient is 

delivered only at one site. located in Winnipeg, its provincial capital Manitoba has a 

unique population dismbution, in which approxhately 60% of the province resides in 

Winnipeg. and the other 40% is scattered h u g h o u t  the vast province. The centralization 

of specialized pediatric cancer services. has a unique and major impact on the rival 

familes a&cted by t h  He-threatening, yet chronic illness (Aitken & Hathaway. 1993). 

Ofien these f d e s  are separated from their M y  and ffiends for many weeks at a Ume; 

they experience hancial difficulties, parental stress. and ernployment problems (Aitken & 

Hathaway, 1993; Barbarin & Chesler, 1986; Health Canada. 1996; Lansky, Cairns, & 

Clark, 1979; Spinetta, 1982). 

Problem S tatement 

The purpose of this study was to explore and describe the experiences and needs 

of rurai fanglies experiencing childhood cancer. The ernotiond financial. family, 

infomtion. and social needs of these families were explored. The central question guiding 

the study was, "what are the experiences and needs of nnal familes with a chikl with 

cancer?" 

Purpose of the S tudv 

The goal of this study was to develop an understanding of the unique experiences 
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and needs of this p u p  of faniiüts. 'Ilnough identifkation of the expericnces and ntcds of 

these iani*cs, health a r e  profcssionals Win be able to more thoroughly understand the 

unique chalknges and dernards with whrh rural faniiües experiencing childhood cancer 

lm. Descriptions of rural fhdks' experiences of having a child with cancer were 

collected through in-depth semi-structured intenkws conducted with the faniilics. 

The Research Ouestions 

More specincally, the data collection process was guided by the following 

questions: 

1. How do farnilies with a child with cancer describe their experience? 

2. Ho w are the fimilies' lives aected and altered due to their child's cancer? 

3. How do faniilies perceive the social supports and mdical expertise in their home 

community? 

4. How do rurai families perceive their cancer experience? Do they diink their experience 

is different nom families who live within the city of Winnipeg? 

5. How do rural families perceive their social supports. finances. and coping skills in order 

to deal with the inpatient and outpatient treatment periods and follow up appointmnts in 

the city? 

6. What are s o m  suggestions for possible resources and programs that wouid be 

beneficial to these f d e s ?  

Simificance of the Studv 

The study contributes to Our understanding of the cancer experiences and needs of 

rural families with a child with cancer. Postl(1995) in his report "The Health of 
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Manitoba's Children" reconnnended an improvenm% -y in rural areas, in hom 

care and M y  support semices to faniilrs with a child with cancer. Once the nadings of 

this study are dissenimated. they m y  assist health cart agencies and governnient to ensure 

health services are provided to met the pardcular needs of these unique rural faniiiics 

(Adams, 1992; Aitken & Hathaway, 1993). Additionally, the findings of this study wiU be 

of benefit to health c m  professionals who work with nual pediatrk oncology f d e s  

during inpatient periods to oqanize discharge planning and teaching . respective of the 

resources and supports in the fimilies' local corrimunities. 

Concepnial h w o r k s  and theories provide the basis for generating and refmhg 

the research problem and purpose and link them to the reievant theoretical knowledp in 

nursing or related fields (Burns & Grove, 1993). The research study was pided by 

family systems theory. 

Familv Svsterns Theorv 

The f a d y  systems theory has been fkquently applied by health professionals 

when studying f a d e s  (Wright & Leahey. 1994). This theory is based on the general 

system theory inuoduced by von BertalanfQ in the 1950s (Hazzard. 197 1) and includes 

integration kom theories in nursing, systems, cybemetics, and family therapy (Wright & 

Leahey, 1990). This conceptual fkarmwork was introduced to nursing when Fawcett 

(1975) combined the general systems theory with nurse theorist. Martha Rogers' 

fkarmwork (Mener, 1989). The systems approach aliows the family to be viewed as a 

complex i n t e r ac~g  unit (Ackerman. 1984; Danielson, Hal-Bissei l  & Winstead-Fry. 



1994) a d  enabks observation of the interaction ammg M y  mmbas rathtr than 

studying turrily mmbers nidividually (Wright & Leahey, 1994). This particular theory 

was chosen because of its fiexi'bility which is requned when dtaling with a diagnosis of 

cancer that demands ongoing faniily adjumnt and adaptation (Danielson et al, 1994). 

This theory suggests that farri*es are open systems that are constantly exchanging energy 

and information with the environment (McPhee, 1995). An excellent analogy that 

ïiiustrates the concepts of the systems theory as applied to fimilies was portrayed by 

Allmond, Buckmïn, and G o h  (1 979). This particular analogy also is beneficial in 

iIlustrating the eEect of the diagnosis of childhood cancer on the entire faniily: 

V i s u a h  a mobile with four of five pieces suspended fkom the ceiluig, 

gently moving in the air. The whole is in balance, steady yet moving. 

S o m  pieces are moving rapidly; others a~ alrnost stationary. S o m  are 

heavier and appear to carry more weight in the ultimate direction of the 

mobile's movement; others seem to go dong for the ride. A breeze 

catching only one s e p n t  of the mobile irrnnediately influences rnovement 

of every piece, s o m  more than others. and the Pace picks up with some 

pieces unbalaocing themselves and moving chaotically about for a tim. 

Graduaily the whole exens its influence in the errant part(s) and baiance is 

reestablished but not before a decided change in direction of the whole may 

have taken place. You wiU ako notice the changeabitity regarding 

closeness and distance among pieces, the impact of actual contact one with 

another, and the importance of vertical hierarchy. Coalitions of rnovement 



may be obscmd berwecn two pieces. Or one piece may pcrsistentiy 

appurr isolated h m  the ohers; yct its position of isolation is essential to 

the balancing of the enthe system (p. 16). 

As the above analogy suggests, the M y  is a compiex interacting system When 

one member of the fanrmy is affmted by ilùiess, for example. the e n t -  farriiy is af5ected 

and must compensate for the iii mrnber (Johnson, Ch&, Titler, Halm. Kleiber, 

Montgomery, Megivem. Nicholson & Buckwater. 1995). A benefit of this approach is 

that it advocates for fiindies to identify their own needs and rneet these needs through 

niethods they deem as helpful (McPhee, 1995). Using this approach, familes will feel 

empowered. the ultimate goal of the farnily systems approach (McPhee. 1995). 

The family systems theory acted as a guide to understanding the effect a diagnosis 

of cancer has on all of the memben in the family unit. The theory was also useful in 

understanding how the dynamics within a family unit change when the family is deaiing 

with a crisis such as cancer. 

The rnost important axiorns or tenets of the family systems theory integrated as 

theoretical foundations for this study are discussed. The first tenet is that a farnily system 

is a part of a larger supra system and is &O cornposed of rnany subsystems (Wright & 

Leahey, 1994). Central to this idea. a family is cornposed of subsystems of individuals. 

and these individuals are very complex systerns also cornposed of various subsystems, for 

example physical or psychological subsystems. In order to actualizt this concept. the 

researcher asked the primary caregiver to identify and invite any penon(s) he/she feels is 

a member of their family to attend the interview. The control of who was included in the 
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nunily intaMew was dekgated to the prirriary caregivm. nie rationale for this decision û 

discussed later in Chapter 3. 

Secondly7 the faniily as a whok is gr#uu than the surn of irs parts (von 

Bertalanffy, 1965; Miller & Winstead-Fry, 1982; Acke- 1984; Wright & lpnhey, 

1994). This tenet emphasizes that the f d y ' s  "wholeness" is more than skriply the 

addition of each h d y  niember (Ackerrxxm 1984). This concept illustrates the necessity 

of observing the interaction among f w y  mmbers, which often more clearly explains an 

individual farriily mmber's function or role. The researcher integrated this component of 

the theory by having an open invitation to al l  f&dy rnernben. This concept is the 

rationale for the decision by the researcher to have the interviews ideally held in the 

families' homes. By locating the i n t e~ews  in their homs, the f d e s  had a -ter 

potential to feel comfortable and the researcher was given the opportunity to see the 

emrgence of various farnily mmbers' beliefs and roles. 

The third tenet used to the study, is that a change in one f a d y  mmber 

af5ects al l  family mmbers. The principle of the entire M y  king affected by chronic and 

Me threatening illnesses is hquently mentioned in the iiterature. For instance, Thomas 

(1984) stated that the entire family is dûnipted by a child with a chronic illwss, such as 

cancer. Roles and routines must be altered to accomdate  a farnily mmber who di&rs 

fiom expectations. The analogy of the mobile illusaated this tenet (AUmond, Buckman, & 

Gomian. 1979; Wright & Leahey, 1994). This tenet essenthily guided the study as the 

researcher based the study on the hypothesis, as supported in the relevant Literature. that 

the entire family is a£fected by childhood cancer. 



The d o n  of a balance berween change and stability within the f'amily is the 

fourth tenet. This essentially mms, when a change occurs m a family, the -y 

reorganizes in a way that is dinerent h m  any previous organization (Wright & Leahey. 

1994). Koocher and O'Malty (1981) in their ~ s e a r c h  exaniirimg fh&s with a chüd 

with cancer found that shats in mies, household tasks and responsibilities were usudy 

requjred. The farriiy's He is often chan@ by a diagnosis of canceG routines are altered. 

and family mernbers must take on differenr and additional roles. The interview guide used 

to elicit infoxmation about these m e s '  experiences reflects the idea of a balance 

between change and stabiiity. Farniiy mmbers were asked about the changes and the 

"things that have stayed with same" since the diagnosis of cancer was d e .  

The last tenet of fiunily systems theory which was integrated into this study was 

that M y  niernbers' behaviour is k s t  understood fiom a view of circular rather than 

linear causality. This tenet sugpsts that each family mmber's behaviour has an effect on 

and influences the other farnily members (Wright 8c Leahey, 1994). This point is vitai in 

exaniinùig the effect of a chüdhood cancer experience on a family as it is related to the 

third concept. a change in one farnily member affects the entire family. 

The f d y  systems theory is not without criticisrns. The main cnticism of the 

system theory found in the Iiteratm is the circuiar causality of interactions (Cottone & 

GreenwaU, 1992; Nelson-GardeU. 1995) which consequently in the opinion of the previous 

authon. leads to discrimination against women. Cottone & Greenwali (1992) beiieves this 

is due to the fact that the lirnits of a patriarchal society have not k e n  addressed. The 

circular causality of interactions relates specifically to the issue that ushg a systerns theory 
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perspective, a victim of abuse nray be responsible for her victiniization (Nelson-GardeIl, 

1995). This is due to the k t  that systens thinLing does not suppon a causez&a 

relattonship. The researcher considered the ùenefits of the systems theory for this 

partkular study outweighed its short comhgs and criticism m the area of f b d y  violence. 

Sumrriarv 

In thk chapter. the researcher outlined the problem statemnt and purpose of the 

study. The signincance of the study in relation to potential benefits for health care 

profession& who work with chillnn with cancer, and the govemment were proposed. 

The conceptual h m w o r k .  f a d y  systems theory, which guided the study was discussed 

and critiqueci. 



Chapmn 

REVIEW OF THE LITERATURE 

A review of the literature spanning from the mid-1970s to the present reveaieù that 

the needs of nnal faniilies experiencing chiidhood cancer have not been adequately 

researched. There has been a substantiai amount of literanue examinhg the experiences 

of urban families with a chrfd with cancer and fhilies with a child with a chronic illness. 

A literature review was conducted using the CD- ROM databases of MEDI..DE. 

CINHAL. HEALTHPLAN, CANCER; as well as rnanual literature searches fkom key 

articles. The foliowing literature revkw is organized and critically reviewed according to 

the major categories identifid in the literatw: the definition of family, family issues with 

a child with chronic illness. f d y  issues where an adult has cancer. family issues where a 

child has cancer. parents and sibhg of a child with cancer. the patient (adult and child) 

with cancer. and the distance factor. 

The Definition of Fardy 

hior to procceding into presenting the iiteranirr related to pediaaic cancer and 

chronic childhood illnesses and the family one must thoroughly examine the concept of 

family. F d e s  are special subsets of social systems (Broderick, 1993). yet due to the 

trends in modern day society describing 'family' has becorne increasingly difncult. 

Increasing divorce and R-rn-ge statistics. as weii as the increased popularity of living 

corrimon-law conmbute to this dikmma of developing a definition of family that mets 

everyone's situations. Broderick (1993) succinctly described the cornplexity of this 

concept; "everyone knows what a faMly is. yet no one seems to be able to find a definition 



that is acceptable to everyone*' (p. 51). 

The writer bas f o d y  investigated this concept and compkted a concept analysis 

(Scon-F1Il(i1ayV 19%). For tht purposes of thû thesis, a summaxy of the findings are 

presented It is imperative to mntion that fkquently the concept of family is not definecl 

in nuning research publications (Stuart, 1991), thus complicating an already complex 

issue. Kristjanson (1992) in her examhiion of conceptuai issues related to masuremnt 

in f d y  research reiterates that a frcquent problem in the iiterature is that the= Û 

confusion related to the dehnition of the term 'Yady." A narro w definition of M y ,  as 

portrayed in the Webster dictionary (1 996. p.489). is "aii the people living in the same 

house; a social unit consisùng of parents and the chiidren they rear; the children of the 

same parents;"this dennition was not utitized in this study. In this study of the experiences 

and needs of rurai families with a child with cancer. a conceptualization was used that 

offered the families the fkeedom for them to decide who they considered to be a part of 

their family unit. 

The farnily is one of the rnost fluid institutions in North Armican life with no other 

sphere of society seeing such rapid and sienificant changes (Staples. 1989). The farniiy 

unit Û always changing in smcture. size, composition, and roles (Perch, 1987). Bala 

(1995) stated that questions surrounding what types of relationships constitute a f d y  are 

some of the rnost controversial issues. The conceptualization of "faxnily" has changed 

throughout history. Ancient famiiy f o m  varied nom those of the present but the 

functions cf the f a d y  have rernained more or less constant (Hanson & Boyd. 1996). 

Histoncaily. the social and legal conception of farnily was based on heterosexual manjage 
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and the blood tics that arose h m  marital relationships or adoption. Over tim. this 

conceptualization has changed reflccmig the drmographics of today's society. 

'Family' has been defimd differently refiecting the perspective of each discipline 

(Le. nursing, kgai, economic, mdb& sociologica) that identities f h i l y  as a phenomnon 

of study. Wright, Watson and Ben (1996) propose that each M y  mmber has a clear 

interpretaaon of their f d y  and due to this there are "as many f-es as there are f d y  

mmbers" (p. 46). In Canada, over the last few decades, the= has been increased 

complexity in the types of fimihl ~ht i0n~hÎps  that are legally recognired. These changes 

reflect the developrrients in society such as rising divorce rates, increased numbers of 

womn in the labour force, binh control methods. single parenthood. and sexuality (Bala. 

1995; Davies. 1995; Hanson & Boyd, 1996). 

It is unredistic in today's tims to narrowly view the family in nuclear family 

terms; one man and one wornan with children in a Iife long. sexually exclusive rnarriage 

(Macklin, 1980). In the United States. the majority of households do not represent 

traditional nuclear families (Mackh, 1980). Given sirnilar values and culture. a 

comparable picture regardhg farniiy structure may be drawn in Canada. It is important to 

mention that many of the definitions of farnily exclude homosexuals (Eiiason. 1996), thus 

broad, encompassing conceptualizations are needed. 

For the purposes of this study. famïiy was conceptualized using the attributes 

previously uncovered by Stuart (1989) in her conceptuai analysis. These attributes were 

also found by the writer in her analysis of the concept. 

1. A social system or unit that is self-defined by its rnemben and is not 



a constant, that is change and &vclopllltnt are inhtrent 

2. The members may or may not be reIated by binh. adoption, or 

nmuriage and may or may not live under one roof. 

3. The unit may or may not contain dependent children. 

4. There nma be comnntmnt and attachnient among mmbers that 

develop over tim and have som notion of future obligation. 

5. The unit c e s  out the relevant functions of care giving, that is. 

protection. nomishment, and s o c ~ t i o n  of its mernbers. including 

providing the priniary source for children to leani cultural values. 

b.33) 

An additional atmbute which was used to provide criteria for inclusion into the 

study involved viewing the family as a system that is open and functions in relation to its 

broder socioculniral life cycle. A description of M y  put forth by Wright. Watson and 

Bell (1 996) also assisted in providing clarity surroundhg the concept of fmily. Their 

description cenad  around one of their beliefs about families; "a f d y  is a group of 

individuals who are bound by suong ernotional fies, a sense of belonging. and a passion 

for king involved in one another's Lives" (p.45). 

Family Issues with a Child with a Chronic mess  

Children with a chronic Wess place unique demands on the family and may disupt 

a well-functioning system (Austin, 1991; Gailo. 1991; RoUand, 1992; Thomas. 1984; 

Vidaver. 199 1 ; Welch-McCafEey. 1988; Whyte. 1992). Feelings of isolation from family 

and fiiends and hadequate access to supports and resources are fixquently reported by 
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parents caring for chronicaily in chi'kircn (Gallo, 1991; Ray & Ritchie, 1993). Ray Br 

Ritchie (1993) hvestigated the factors that influenced parents' coping with a chroniçally ili 

child and found that the parents' nianmrs of copiog with their chilà's iiiness w m  

influenced by the b d e n  of care giving and the availabiIity of coping resources. 

Chronic rllness a&cts the individual, Eaniily, and c o d t y  in multiple ways 

(Vidaver, 1991). Fear, uncertainty, isolation, grief, and role change are s o m  of the 

feelings and challenges experienced by farriily m m b m  with a child with a chronic illness 

(Ray & Ritchie, 1993; Thomas, 1984; Vidaver. 199 1). Sabbeth (1984) in her paper 

examinhg the impact of chronic childhood h e s s  on faniiles explained the difnculty of 

assessing the impact of iIlness on the farriily. SShe also indicated that much of the research 

is done on the effect of the illness on the mother, and little is known about the impact on 

the father. 

Whyte (1992) snidied the nursing contribution to the support of the family with a 

child who has a chronic ihess. Through a longitudinal ethnographie study of the 

experience of four f d e s  with a chikl with cystic fibrosis, Whyte described the chronic 

burùen of care felt by these families. The study demonstrated the weii k i n g  of the parents 

and siblings were influenced by the health and illness of the child with cystic fibrosis. 

Although Whyte's study found comparable results on the effects of a chronically ili child in 

the family* it is important to mention, not di of the hdings fkom this study are applicable 

to families experiencing childhood cancer. This is due to the different iilness uajectories 

of these two different chronic, yet Me-threatening diseases. 

The sibhgs of the iii child are also affected by a diagnosis of a chronic iuness 
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(Sabbeth, 1984). SibIings expaience acmndous change m the interaction with their 

fkdy,  and often fée1 resentmnt and anger toward the iU child (Kramtr. 1981). The 

sibliags experienct r m y  différent reactions, such as fcar of catching the disease. fetlings 

of envy due to the aîtention their iU brother or sista is getting, and feelings of 

embarrassmnt of their sibüng (Sabbeth, 1984). 

CaUery (1997) corducted a qualitative nidy involhg intwriews with the parents 

of 24 children discharged post-operatively fiom a cNdren's hospital in Britain. The 

purpose of his study was to gain an understanding of the parental costs for their 

involvement in the care of their hospitalized child. Cailery dircovered that the mjority of 

the costs to pmnts are bgely hidden. including mvel costs. loss of eamings. and loss of 

privacy. He conmnted that because these costs are hidden they are given inadequate 

attention by health care professionals and health policy makers. 

Horner, Rawlins & Giks (1987) stressed the importance of comparing the needs of 

rural parents with a chronically ill child with urban f d e s  in sYniiat situations. 

Unfortunately, the rnajority of research has k e n  completed in tertiary care centres ofren 

looking broadly at the M e s '  experiences with a chrOnic iiiness. Most research studies 

to date. do not differentiate the experiences of urban familes as compared to nual 

f d e s .  or families who must uavel F a t  distances in order to p t  specialired care and 

treatmnt. Although the rnajority of the articles and research conducted oniy reported on 

the negative effects on the farnily fiom the chiid's chronic condition, Rolland (1987) found 

that f d e s  who were coping with a chronic childhood illness often appeared to be more 

cohesive than families who were not experiencing a childhood chronic iuness. 
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As some pediaûic malignancies may be categorizd as chronic illnesses due to 

improved life expectancy. pamllels may be drawn between families with a child with 

cancer and families with a chronically ill child. This section highlighted some research 

studies which explored the effects of a chronically il1 child on the fmily such as feelings 

of isolation. role change and financial burdens. The literature smssed that the entire 

farnily unit is intimately affected by the diagosis of a pediatric chronic illness. 

Famiiv Issues Where an Adult has Cancer 

As previously stated. the diagnosis of cancer is a crisis for the family system 

(Tringaii. 1986). The farnily with a cancer patient is confronted with alterations in its 

circumstances diat involve drastic changes of life style and threaten chenshed hopes and 

values for al1 its members (Kaplan. 1982). Kristjanson and Ashcroft (1994) in their 

review of the literanire related to the famiiies' experiences with cancer reported that 

cancer is "a phenornenon experienced by the entire family" (p. 1 ). Wrlch-McCaffrey 

( 1988) inuoduced her research by explainine that health care professionals must perceive 

cancer as a '"family disease." The following literature highlights some key studies which 

researched the needs of cancer patients (Bunston & Mings. 1995: Vachon. Lancee. 

Conway. & Adair. 1990). needs of family members (Hinds. 1985: Tnngali. 1986). 

availability of resources (Buehler & Lee. 1993). copine suategies of both the cancer 

patient and family (Dodd. Dibble & Thomas. 1992) and the psychological impact of 

cancer ( Frank-Suomborg. Wright. Segalla and Diekrnan. 1 984). 

The needs of families who cared for patients with cancer at home were explored by 
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Hinds (1985) in a descriptive sndy. Eighty-* f h d y  lacmbers parricipattd in the 

study. Results indiçated that the majority of the fanrüics' support cam fkom within their 

irmnediate social nctwork. Twenty-smn per cent of the faniiües indicated they needed 

assistance wuh ph* care. F a d e s  &O innicated they needtd assistance with 

psychological(531). financial (16%). and respite (79%) meds. It was intereshg to note 

that seldom did fanrilies sexk help for social or emo tional needs. Through the results of 

her study, Hinds (1 985) suggested that f a d e s  who provide c m  for patients with cancer 

at ho= are a group at risk. Buehier and Lee (1992) explorcd the availability and 

perceived adequacy of fornial resources to assist M y  caregivers of niral persons wuh 

cancer. They discovered that fomal health care resources are "woefdy lacking for niral 

f a d e s "  (p. 306). They found that care giving for a family mmber was laden with 

burden. 

Research examinhg the needs of famity mmben a€fected by cancer is lacking 

(Tringali, 1986). The needs of this population were explored by Tringali (1986) and she 

subsequentiy discovered two areas as important to farniIy rnembers afTected by cancer. 

The identified needs were informational needs and general help with the problems the 

families were experiencing. Seventy-six percent of the needs identified by the findies 

were cognitive and 248 were emotional needs. The use of undentandable ternis and 

honest answers were of most importance to the family. T ~ g a l i ' s  study discovered 

important informatio~ but the generalization of these findings is limited by the smak non- 

random sample. and the definition of family consisting of one person. 

Silveira and Winstead-Fry (1997) explored the needs of adults experiencing cancer 
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and thtir caregivtrs in d scttings through a replication of a 1992 urban smdy by 

Longnian, Atwood, Shcmiaa, &mdict. and Shang. The results of the study by Longman 

et ai. (1992) kd to the developmnt of scales to identify the needs of patients wiîh cancer 

receiving care at hom, in addition to the carcgiver's nteds (intercoder rcliability of 9946 

and a coefficient alpha of 0.80 for both scales). Thirty patients completed the self- 

administered 104 item patient needs scale and 30 caregiven completed the 90 item 

caregiver needs scales. Both scales had subscaies within them that masured involvernent 

with health c m ,  personal care, activity management. interpersonal interaction and 

hances. ResuIts fiom the sweys indicated that patients reponed a total of 56 needs with 

the majority of their needs in the areas of personal care, involvement with health care and 

interpersonal involvernent The patients reported that 5% of their needs were not met. 

Interesthgly, caregivers reported that 14% of their needs were unrnet. They identifed a 

total of 48 needs in the same areas identified by the patients' scores with the addition of 

activit y management. When compared with the previo us s tudy , the samples were 

dempphicaliy similar. 

Dodd et ai., (1992) studied cancer patients' and farnily mmbers' concerns and 

coping smtegies. They found both patients and family niembers were very concerned 

about disease-reiated physical health. yet were not active in managing their concems. 

Dodd et aL also discovered that the f a d y  niembers reported more concems than patients. 

This finding has important implications especially when considering rurai families with a 

child with cancer. Ofken these families are forced apart at critical tims due to the 

distances which separate them Thus. the f d y  rnernbers at home have decreased 
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expsurc to the i11 M y  mmber and health cart prokstionals who couid adciress their 

conCernS. 

It is weil documented that cancer can be a lie threatening mess. 'Ibis snidy by 

Johnson, C d &  Titler, H a h ,  Kleiber, Montgomrry, Megiven. Nicholson & Buckwalter 

(1995) explored the e&ts of hospiralilahon on f M y  roles and responsibilities. They 

discovered that a critical care hospitahation placed additional burdens on ai l  Eimily 

rnembers. The exploratory design used identified seven main thernes: pulling together, 

h p n t a t i o n  of families; increased dependence; increased interdependence; increased 

responsibilities; change in routine; and change in feelings. These findings can be 

exaapolated to understanding f-s wirh a child with cancer. as these f d e s  

expenence many critical hospitalization periods. It is important to mntion that a 

limitation of this parricular study was that most subjects (799%. N=41) were fernale. and it 

is weii-known that fernales tend to do the majonty of faniily care giving. 

Vachon et aL. (1990) examined the needs of adult patients (greater than 22 years 

of age) across Manitoba and subsequently identified muitiple unmet needs. Their study 

identified more than 100 trips were made to W i p e g  for neatmnt and follow up for 

som rural patients. and the range of cost for transportation experienced by the family was 

kom $15 to $20,000. Some of the unmet needs included literature related to their 

diagnosis. contact with their cIergy. availability of mental health counsellon, and support 

groups in their connnunity. Vachon et ai.. (1990) identified that the urban and rural 

patients' needs were not always similar and suggested that m e r  research was needed io 

examine the needs of patients who live outside of Wkpeg. This study discovered 
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miportant data for enhanhg the dclivuy of canca carc wahm the province of Manitoba. 

However. the findings of the study arc not gcntralizable to the mtds of farroües with a 

ch% with canm as chiken tend to acquire di&:rent types of cancers. as weil as demaud 

différent leveis of care. 

Faniilv Issues Where a Chilci has Cancer 

The following research suggests that the diagnosis of pediamc cancer puts a strain 

on ail facets of M y  life including the foundationai marital bond (Barbarin, Hughes & 

Chesler, 1985; Fi. 1980; Friedman, 1987). emotional life (Binger. Ablin, Feuentein. 

Kushner. Zoger & Mikkelsen, 1969; Hockenberry. Coody & Bennett. 1990; Kaplan, 1982; 

Leventbal-Be&, Bakker & Russon, 1993; Martinson & Cohen, 1988). and financial 

security (Bloom Knon & Evans, 1985). S o m  studies explored the impact of the 

diagnosis on the family (Adams. 1992; Friedman, 1987) and the challenges the diagnosis 

of cancer places on the family unit (Moore. Kramr & Rose, 1986). Researchers used a 

varicty of rnethodological approaches to determine the impact of cancer on the famiy. 

For instance. sorne researchers used interviews (Barbarin et aL. 1985; Bkiger et ai., 1969; 

Crom 1995). whereas others used more quantitative means (Cayse. 1994; Fie. Norton & 

Groom, 1987; Wright. 1993) to explore the impact of pediatric cancer on the famiy unit. 

S o m  snidies identified variables that rnay lessen the s n a i n  of cancer or serve as a 

protective function such as positive coping sküls (Shapiro & Shumaker. 1987) and 

education (Krarrier & Perin. 1985). 

The needs of Canadian parents with a child with cancer were explored by Adams 

(1992) through the use of a nationally circulateci questionnaire. Sorne of the findings from 
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his snuiy suggestcd that the probkms encountered by parents included rirarital nifficulties, 

financiai probiems. isolation h m  friends. changes in lifestyie, problems associated with 

child c m  outside of the hom. completion of active ûeamient, rehtionships with 

grandparents, and alterations to ernploymnt 

Frequent hospitiili;rations and chic visits required for the care and cure of ctiildren 

with cancer disupt re- farriily life (Close, Burkey, Kazak, Danz & Lange, 1995). 

Contrary to c o m n  speculations, the completion of cancer therapy is faced with 

ambivatence by many faniiles. During the treatrrient process the child is receiving anti- 

cancer dmgs and a staff of people are C O ~ M U ~ Y  monitoring the child's heaith (hmky, 

1985). It is evident through Lansky's research (1985) that farrnlies rely heavily on the 

medical centre for their expertise and judgernent. This observation begs one to consider, 

how are rural f d e s  with a child with cancer affected by their remteness fiom the 

treamnt facility and what are their needs? 

The diagnosis of cancer in a child alten family functioning and coping and may 

subsequently impact the family's quality of Me. Sorrie research has reported that family 

coping, and subsequent quality of Me, rernains constant over t h e  or irnproves (Fie. 

Norton & Groom, 1987; Thorna. Hockenberry-Eaton & Kemp. 1993) whereas. other 

research suggests family coping and functioning are impaired (Kapian. 1982; Magni Carli, 

Leo. Tshilolo & Zanesco. 1986; RoUand. 1992). Research has indicated that coping with 

pediatric cancer is related to pre-diagnosis coping. For example. faniiles who have 

f i c u l t y  coping with the diagnosis often have preexisting problerns (Fiie et ai.. 1987). An 

important point is that a change in family dynamics appears to occur four to six months 
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pst diagnosis. Fife et aL(1987) amibute this to the reality of the cancer diagnosis setting. 

Fifc et aL. (1987) examineci the M y ' s  adaptation to childhood kukeniia through 

studying 34 f&milies. Four psychomaic masiires w g t  used to masure the specitic 

effects of the mess of the diagnosis on the farnily and its individual mmkrs. The results 

suggested that faniilics' patterns of coping were relatively constant over tirrie. For 

instance. ' 'fades with predomimntly stable relationships and adequate support w i t b  the 

famüy unit were able to maintain their usual quality of Me despite the onset of acute 

suess" (p. 167). 

Life change events and coping behaviours in families of children with cancer 

compared Mth a control group of -es with physically healthy cMdren were exarnined 

by Thorna et al. (1993). Twenty-one familes cornpleted a psychomeaic measure, the 

Family Inventory of Life Events and Changes. The results indicated that there were no 

signincant Merences in the coping behaviours of families with a child with cancer 

conrpared with familes with physically healthy children. Families with a child with cancer 

had a significant number of more saessful life change evennts during the iast 12 months 

than the control families. The He change events included marital suains, intra-fdy 

strains. and financial and business suains. Overa  the results suggested that families with 

a child with cancer experience an increased number of life change events when comparecl 

with familes who have physicaily healthy children, yet they appeared to have sufficient 

coping skills. 

Hockenberry, Coody, and Bennett (1990) examined the psychosocial concems of 

families with a child with cancer and discovend the families* ability to adjust to the initial 
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diagnosis depended on the prognosis for the cbU, the nature of the disease, parental 

attitudes, adjusmrnt of the child., and the eflixts cancer could have on the child's basic 

needs. Shapiro and Shuriiaker (1987) reporteci comparable findings which suggea that 

psychologiEal and ph* wen being within the famiiy is enhanml through open and 

m u e n t  c o ~ t i o n  around the diagnosis 

Quality of life is important to understand in relation to coping as it is stated in the 

literature that the child's adjusmient to cancer depends "on the parents* ability to deal with 

their own anxiety" (p. 139. Wright. 1993). Wright's (1993) results indicated that the 

cancer diagnosis signiscantiy changed their quaüty of He with indications that the parents' 

quality of H e  was not as good as before their child was diagnosed with cancer. Sirriilar to 

the point stated above that panntal anxiety influences the child's adjusuritnt to cancer is 

that the parentai cophg styles during maunent phases have important repercussions for 

the psychological and social functioning of both the chiid and parents after the coqletion 

of treatment (Overhosler & Fritz, 1990). 

Both clinical and research observations have indicated a disturbingly large number 

of f d e s  who face childhood cancer fail to cope adequately with the problems the 

disease poses ( K a p h  1982). This finding contradicts the findings by Thorna et aL (1993) 

who reponed families with a child with cancer have adequate coping skitls. No rationde 

can be provideci to explain this difference. except that each individual and farnily copes 

uniquely with their life situations. Kaplan's (1982) previous research suggests tirne should 

be spent by health care professionals assessing the family's ability to cope with the cancer 

diagnosis and providing additional support to the M y  if necessary. Rural families rnay 
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be at risk for hadequate coping because of the lack of foxmal support and resources in 

their local communities. 

In another study. Koch (1985) interyiewed the parents and sibiings of 32 childhood 

cancer patients to understand their experiences with cancer. Five thems related to the 

diagnosis of cancer were extracted nom the interviews. They were: "experience of 

increased negative effect, mks prohiiiting exnotional expression, hedth and behaviour 

problerns following the diagnosis, roIe changes. and increased closeness" (p.65). These 

themes are consistent with findings in related smdies. Koch used the findings to construct 

a rnodel which illustrates family adaptation to pediaaic cancer. The rnodel highlights the 

importance of families dealing with pediatric oncology king flexible through allowing role 

changes and expression of emotions. 

Relapsing iIlnesses. such as cancer. have a unconventional effect on the f d y  unit 

and its hinctioning (Rolland. 1992). Relative to progressive or constant course illnesses. 

the episodic nature of cancer requires a flexibility that permits movement back and forth 

between two forms of family organization, fkom a form of "normalcy** to a form of 

reallocation of roles. This shifüng back and forth is important to consider when looking at 

the coping strategies of families with a chiid with cancer. 

Cancer has a serious impact on the family which produces suain on the f W y  

causing a shift in the roles and responsibilities (Friedman, 1987). Marital relationships are 

often anected and ties with extended family change due to the responsibilities associated 

with the care of a child with cancer. Enedman (1987) stated that "too much closeness 

between the mother and sick child ofien exists" (p.224). This has implications for the 



developmnt of the c h u  in the future. Friedman (1987) identined that self-help d 

community groups are important in helping faniüies cope with stressors that chiGdhood 

cancer creates. 

Rose (1987) explored methods of assessing faniilies of school-aged chüdren with 

cancer. She cited a study by Barbarin* Hughes & Chesler (1985) that focused on marital 

functioning in fkrdies with a child with cancer. Thhty-two f-s were in te~ewed 

regarding marital quality, spousai support. f d y  cohesion. Results indicated that the 

majority of faniilies (54%) dispiayed improved f m y  and d t a l  We. Yet. res& 

demonstrateci that as hospitalizations increased perceiveci marital quality and spousal 

support decreased. This factor would be especiaily important when examinuig rural 

fiindies needs regarding their quality of f M y  He as children with cancer are often 

hospitalized for periods of ùnie. thus separating f d y  rnembers during these periods of 

tirne and possibly further increasing the strains on the f d y .  

The results of the above study by Barbarin et ai. (1985) are dinerent fiom results 

suggested by Fie (1980) who proposed that there is considerable strain placed on 

marriages which are dealing with childhood cancer. Fie attributed this to parents who do 

not take the tirne to meet their own needs or the needs of the marriage because of their 

continual involvernent in the care of their il1 child. 

A report of the psychosocial issues inherent with families experiencing childhood 

cancer was cornpiled by Health Canada in 1996. The reports cited that &ancial pressures 

on families with a child with cancer can becorne a source of stress although the 

hospitahation costs are the pririiary responsibihies of the provincial and temtorial heaith 
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care systena. Tbis can be attriibuted to costs related to acconnmdations. travel food, and 

items not covered by heakh immmce such as certain dnigs, lirnb prothesis. Additionally. 

one parent, in two parent faniüies, rnay have to take a leave of absence h m  work to care 

for the ili child In faniilies where the= is only one parent, the situation is often more 

complex and saessfuL Health Canada (1996) documented the efféct the diagnosis of 

cancer has on the child. 

The costs of caring for a ct3d with cancer dimpt a fbdy's hancial security. An 

Amrican study conducted by Bloom et al (1985) considered a l l  medicai charges. out-of- 

pocket expenses and wages lost through analyzing hospital records. submissions to 

insurance agencies. and family hancial logs. They deterrnined those f d y  out-O f-pocket 
I 

expenses (for exarnp k, transportation. tutors. parking, etc.) added approximately 50% to 

the total cost of disease-related care and consumd 38% of gross annuai f d y  income. 

They discovered that more than one third of the families' gross annual income was spent 

on disease-related costs. This translates into signiFicant changes in m s t  f a d e s '  standard 

of living and may have serious implications for how various members of the family cope 

with - the diagnosis (Le. siblings, patient). Due to the current structure of Canada's heaith 

tare system, most mdical charges would not be of grave concem to these families. 

Parents of chüdren with cancer ofien have fears about bringing their child hom 

bom the hospitai (Martinson & Cohen, 1989). As weil, they c o m d y  experience 

dependency on the medical cenue. Consequently. these familes rnay begin to distrust the 

competence of their local physician. This study has implications for rural families as a lack 

of trust for the local physician could cause fethgs of isolation and fear. Martinson and 
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Cohen also found the uncertainty of the child's status was a major source of stress for the 

M y .  LeventMi-Bekr, Bakker and Russon (1993) &O discovered si& findings 

when snidying parents of childhood cancer survivors. The parents' had pervasive 

concem about their child's future health complications and feared the possibility of a 

reiapse. 

The diagnosis of pedianic cancer is a huge challenge to the f d y  as they are faced 

with treatment plans and decisions which they know Little about (Moore et aL. 1986). 

Educational information is fkquently cited in the literature as an essential need to f d e s  

dealhg with a child with cancer. The bulk of information regarding diagnosis and 

maunent is given to families shonly afier diagnosis which is an extremly stressful timc. 

The penod afier diagnosis is full of anxiety which d e s  it difficult to intemalize the 

information. Kramr & Perin (1985) suggested the educational needs for families 

expenencing this diagno sis were based on the cntical phases of childhood cancer @re- 

diagnosis, diagnosis, maintenance phases, cornpletion of treatment, relapse). Moore et al., 

(1986) suggested that information be provided to these families on a continual basis 

tailored to the needs and leamhg preferences of the family- 

The Effect of Childhood Cancer on Individual Familv Members 

No f d y  rmmber appears to be left untouched fiom cancer. Several research 

studies have highlighted the effects of pediatric cancer on the sibling (Hymovich. 1995; 

Kramer. 1981; Spinetta, 1981; Walker. 1988). ill chiid (Hymovich. 1995). mother 

(Whiteley, 1996). and father (Cayse, 1994). Research studies have discovered that cancer 

does not always have negative e&cts on the fa mil^ sornetirnes there are positive benefits 



(Kramer, 1981). 

Siblincs - 

Cancer affects the entire family; this is especially the case with siblings as their 

bonds are often intense and complex (Walker. 1990). Walker (1988) studied 16 siblings. 

a p d  7 to 1 1 years. from 15 families in order to understand the cognitive and behavioural 

coping swtegies used by siblings of childhood cancer patients. Data were obtained from 

open-ended parent interviews and psychosociai assessments and direct questions to the 

siblings. Results indicated that 6 9 9  (N=18) of the children displayed one or more types 

of stress response since the cancer diagnosis in their sibling. Qualitative data revealed 

three main themes of: loss. fear of death and change. Another important finding was that 

there was a 444 disagreement between what the children revealed as their coping 

strategies and what the parents thought thcrir child's coping strategies were. This finding 

highlights the importance of including siblings whenrver possible in family interventions 

so that their unique needs are known and subsequently met. 

Spinetta ( 198 1 ) studied 103 siblings in a three-year longitudinal study to 

undentand the impact the cancer diagnosis has on the sibiinp. Results revraled the 

siblings overall adjusted more poorly than the child with cancer and they felt that their 

parents were emo tionally distant from them. S pinettri's results revealed si blings' needs 

were being inadequately met. She also discovered some age-related difierences. Four to 

six-year-old siblings had negative attitudes toward themselves and had significantly lower 

selfconcept scores. The six to twelve-year-oid siblings adapted poorly to the diagnosis. 

and experienced maladaptive responses. anxiety and depression. Results also indicated 



that these chüdrcn required more hep> when their ill sibling and parents were trying to 

retum to periods of " n o d '  life, during periods of remission. 

Martinson, GiUiss, Colaizzo, Freerrian, and Bossa  (1990) examineci the impact of 

chüdhood cancer on the siblings. The siblings' responses were grouped and analysed 

according to the status of their ïii sïbhg (iiving or dead). Ti~ough their research, som of 

the concerns and needs of siblings were iden-, the need for information, the feeiing of 

king displaced and unimportant, and the need to be involved in the life of their ili sibling. 

Research studies have indicated that there are positive benefits to having a sibling 

with cancer ( J h m r ,  198 1). Kranvr used qualitative research techniques to understand 

some of the potennal positive benefits. Eleven siblings were involved in the study; the 

main findings were that sibiings experienced increased sensitivity and empathy, there was 

increased family cohesion and the siblings mnianired through the experience. Negative 

consequences were also disco vered through her research. These included: increased 

parental expectations, emo tional deprivation and decreased parental tolerance for 

unaccep table be haviour. 

Hymovich (1995) in her work exarnining the meaning of cancer to children also 

included s o m  literature review and analysis on the meaning of cancer to siblings. She 

indicated that data on the cognitive maning of cancer to siblings is quite sparse 

(Hymovich, 1995). Sibhgs of children with cancer report a different experience than 

their sibling with cancer. Cancer nieans a wide varîety of feelings to the siblings. It may 

mean k i n g  isolated. depnved, or left alone. These children may &O feel envious of the 

attention focused on their iü sibling or they may feel anger or remorse for the ihess of 



their sibling. Due to feelings that siblings rnay experience Hymovich ( 1995) 

recomrnended children should be included in the entire cancer process. 

As these studies have shown. siblings of a child with cancer are affected by the 

diagnosis. They often experience a wide variety of emotions which may be quite 

traumatic. 

Parents 

The emotional impact of childhood leukernia on the patient and family was 

examined in a landmark study from the 1960s (Binger et ai. 1969). They conducted a 

qualitative. retrospective study of families who had lost a child from acute leukemia. 

hitially. most parents experienced feelings of depression. self-blame and physicd distress. 

These feelings later tumed into acceptance. It was interesting to see the approaches and 

treatment used during this time period ( 1960s). At this time. families with a child with 

cancer were dealing with a terminal illness and they knew the outcorne was death of the 

chiid. Today. the large majority of fmilies with a child with cancer are dealing with a 

chronic illness that has achieved remarkable survivonhip. Binger et al. ( 1969 ) concluded 

thût everyone reacts to a childhood cancer diagnosis individunll y whîc h parallels people's 

unique life experiences. and penonali ty . 

As previously mentioned. the diagnosis of pediatric cancer may have a profoundly 

negative impact on the parents and family (Kaplan. 1981: Magni et al. 1986). Magni et 

al.. ( 1986) longitudinally examined the psycholo@cal distress in parents of children with 

acute lymphocyuc leukernia or Hodgkin's disease. Fony-one parents completed the 

Symptom Distress Checklist at three intervals throughout their child' illness trajectory 
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(within the h t  fkw days post-diagnosis. 8 months pst-diagnosis, and 20 mnths post- 

diagnosis). The results were compared with a conml group of 25 sirilüar subjects. 

Resuhs verined high scores of psychological distress, specifically with slep disturbances 

and depression subscales. 

Fathers and rnothers are greatly affectecl by pediatric cancer. Unfortmately, there 

are no studies which look specifically at the experience of rural fhthers' and mothers' 

experiences with childhood cancer. Whiteley (1996) developed and tested an instrument 

to measure care needs of rnothers of chiidren with cancer. Her research &O included 

exploring the extent to which the c m  needs of these mothers were met. She discovered 

that the overall needs scores for mothers who lived in Winniyeg were significantly lower 

than the needs scores for mothen who lived outside of Winnipeg. The distance a mother 

lived fkom Winnipeg did affect the extent to which her needs were met. Results indicated 

that mo thers living fiom 1 0 1 to 240 km fkom Winnipeg had significantly higher needs-mrt 

scores than rnothers living further than 240 km from Wipeg.  Her results dernonstrated 

that rurai families with a child with cancer could have significantly more unmet needs than 

farnilies Living close to the treatment centre. 

Koocher & O'Malley, (198 1) discovered that the majority of the mothers havhg a 

cMd with cancer reponed that they coped by talking about it, whereas the fathen coped 

by hiding their feelings. Aitken & Hathaway (1993) found that effective communication is 

an essential elernent in the care of the child with cancer and the parents need reliable 

support system to help them cope with the multiple problems this disease b ~ g s .  Woods, 

Lewis, & Ellison (1989) suggested that families influence the adjustrnent of the person 



with cancer. thus. effective coping patterns would be essential in ensuring positive 

adj ustment of the inflicted child. 

Cayse ( 1994) studied fathers of children with cancer to identiQ their stressors and 

coping strategies. Twenty-three fathers completed the Parental Perception Inventory 

questionnaire. The two mosi cornmonly reported coping strategies used by fathers were 

'praying' and 'looking at the options'. 'Wondering what my child's future is likely to be' 

and 'rny child's health' were the two most comrnonly reported stressors. This particular 

study pointed out the importance of having a family approach to assisting families with a 

child with cancer. As well. the study suggested implications for nursing that can help the 

father cope. such as accessing resources. and answenng questions. The findings from this 

study may be extrapolated to the current study to hypothesize that rural fathers may 

expenence increased stress due to the distance to the cancer treatrnent centre frorn their 

home. This May be explained by the fact rural fathen have lcss exposure to the cancer 

treatment centre due to the distance. Thus. they may have subsequently more unmet 

needs. 

The Patient 

The Adult with Cancer 

in a study that examined the psychological impact of the diagnosis of cancer. 

Frank-Suomborg et al.. ( 1984) developed a questionnaire to discover the activities of daily 

living and other areas of their lives that had been affected by the diagnosis. The 

questionnaire also included some questions that explored the feelings experienced by the 

patient after they received their diagnosis. The questionnaires were distnbuted using a 
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convenient, non-raadom sarrq>hg mthod in an ambulatory meatmnt cenm or cancer 

self-heip group. 340 questionnaires were renimed compkted. The largea number of 

participants (29%) indicated they experienced feelings of shock, fear and disbelief when 

infonrrsd of their cancer diagnosis. Contrary to expectations of the investigators. 27% of 

participants stated positive feelings and attitudes; they accepted their diagnosis and wanted 

to proceed with treaunent. The third largea p u p  of responses indicated the respondents 

felt angry, depressed, anaor hopeless about their current situation. It is important to 

mention that the reliability of the questionnaire insaunient has not ken  assessed but 

content vnlidity has ken  connmied. This study verifies previous studies in that patients 

and f m s  expenence a wide variety of potential responses to a cancer diagnosis. Health 

care professionals must be sensitive to the wide array of emotional needs that rnay change 

during the cancer trajectory. 

The psychosocial needs of individu& with cancer were investigated through the 

use of focus groups of patients and hospital caregivers (Bunston & Mings, 1995). 

Twenty-one categories of needs were discovered through content analysis of the 

individual patients' descriptions. They most frequently identified: fear of recurrence, fear 

of the unknown. concems around treatmnt efficacy and side effects as their needs. The 

least fkequently cited needs were pain control. information needs, and anger management. 

There was lack of congruence between the patients' descriptions of their needs and the 

health pro fessionals perceived understanding of the patients ' psyc hosocial needs. The 

heaith care professionals' perspectives most fkquentiy identified the foiiowing as patient 

needs or concems: hances, employment. fear of the unloiown, family adjustrnent, 
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information needs. emotional responses and ueatment concerns. Bunston and Mings' 

study emphasizes the importance of obtaining more than one perspective when gathering 

information. 

The Child with Cancer 

Heaith Canada ( 1996) suggested children with cancer often have difficulty 

achieving normal developmental milestones due to the issues facing them. Their report 

pointed to the child's age and developmental stage as some of the factors which affect a 

child's coping with their illness. For instance. pre-school children may revert back to 

behavioun of younger children and school-age children may become upset and anbq as 

their lives are upset (i.e. attending school. being with their fiiends ). 

Certainly an important point to consider when looking at the issues faced by 

families with a child with cancer is overall function. Olson. Boyle. Evans. and Zug ( 1993) 

explored the overail function in rural-based childhood cancer survivon. Eight 

psychometric mesures were used to evaluate social competence and emotional health in 

?O mral cancer survivors ( q e d  6 to 16) and J O  age- and gender-rnmched peers. Results 

demonstrated that the cancer survivor portrayed poorer social competence. as noted by 

teachers and parents. Additionally. teachers and parents stressed poorer school 

performance and more behaviour problerns. respectively. among this sarne group. The 

article stated there is a lack of information regarding the childhood cancer survivon' 

functioning in daily life and the long term effects of cancer treatrnent. On a more positive 

note. the results suggested that children who are survivors of cancer have good self-esteern 

and sense of control and they function normaily in daily activities. As Olson et al. 
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(1993) suggested, "children siwiving cancer bring certain strcngths and M o n s  to this 

process" (p.340). The article highlighted the importance of dealing with both the physical 

problem and functioning in daily living in order for children dealing with cancer to be a 

total cure. 

The maning of cancer to the &ted child was studied by Hymovich (1995). Her 

study was based on Mted data available from a review of the fiterature and two data sets 

of unpublished i n t e ~ e w s  with children and parents. The rneaning of cancer to chitdren is 

an important aspect when considmng famiy functioning and coping with hess.  

Hymovich (1995) discovered that the nieaning of cancer depends on several 

characteristics, including the child ' s developmnt and cognitive level, previous He 

experiences, the family mernber with cancer and faniily relationships. She ascertained that 

children with cancer perceived the illness Merently at different development levels. For 

instance, she discovered that school-aged cMdren were more concerned with the 

treatment and manifestations of the disease, whereas adolescents were threatened about 

the possibility of permanent disability. Due to the d e s t a t i o n s  of their iIlness and their 

concems and fears. the child with cancer should be an integral part of the treatmnt plan. 

Children with cancer develop theîr nieanhg of illness nom others (Hymovich, 1995) and 

in order for chüdren to thoroughly understand the rneaning of cancer, they need 

information appropriate to their needs and developrnental leveL Thus, the a rgmnt  can 

be made that the child with cancer should be included in the M y  i n t e ~ e w  as they will 

be able to contribute information about their needs and concems. As well, it may be an 

opponunity for them to develop a more thorough understanding of their illness. 



The Distance Factor 

Rural Living: and Health Care 

According to the latest statistics. approximately 1 in 4 Canadians Lives in a rural 

area (Bavington. 1994). An issue of particular importance in rural cornrnunities is access 

to hedth care (Knollmueller. 1993). Bavington ( 1994) suggests that rural communities are 

at nsk as they are characterized by lower average total incomes. higher unemploymeni 

rates. lower education levels. and poorer housing. Curtiss ( 1993) examined the issues for 

cancer care in Arnerican rural cornrnunities. and discovered geographic location can have 

a profound impact on access to health care. use of resources necessary to maintain hedth. 

and availability of speciiilty consultation. She continues to suggest the nreds to uavel a 

long distance for care adds physical. financial. and emotional burden to an already stressed 

patient and farnily. Curtiss reported the psychosocial impact on patients and families 

being treated away from home is uemendous: people often repon feeling isolated. 

abandoned and distanced from friends and farnily. thus further compounding the 

requirements for copine with cancer. 

Horner. Arnbrogne. Coleman. Hanson. Hodnicki. Lopez. Talmadge ( 1994) 

qualitatively explored the perceptions of American rural dwellrn on hedth care issues. 

They conciuded that the perceptions and preferences of rural consumers of health care 

have not been fully explored. Some of the participants in their study commented on the 

discornfort of driving in the "big city" to attend medical appointments. The participants 

felt they should be involved in planning health care delivery in their area and that further 

research was required. 



38 

Weinen and Long ( 1987) explored the health care needs of rural families and 

determined the hedth perceptions and hedth care preference of rural people have not been 

adequately explored. They discovered that the leve1 of perceived social suppon was 

consistently higher for rural dwellers. and that rurd dwellers relied less on formal sources 

of suppon. perhaps due to the fact that these sources of help are sirnply less available. 

Weinert and Long suggested that the health care senices must be tailored to suit the 

preferences of rurd persons. and the formai health care system needs to correspond to the 

informal helping system in the rural areas. This study. dong with the two previous 

smdies. is limited in the generalization of the findings to undentand Canadian rural 

families because the study was American based and dealt solely with adults with cancer. 

Adults with Cancer 

The needs of urban and rural patients and caregivers were similar in several aspects 

in a study by Silveira and Winstead-Fry ( 1997). Yet. the participants reponed some 

different areas as important. For instances. only the rural caregivers reported that 

interpersonal interactions were imponant. These differences have implications for 

practice. As Silveira and Winstead-Fry ( 1997) suggested. these findings are important as 

previously it was uncenain if urban research was generalizable to rural populations. They 

postulated that perhaps "differences [between urban and mrd populations] aise in the 

appraisal or the strategy to meet the needs" (p.75). This study is important as it suggests 

that rural and urban patients and caregivers have similar basic needs yet differences may 

aise in their panicular ways to meet the needs. In interpreting the results it is important to 

remernber that the study did not include children as patients: as well. al1 rural patients 



from this study were within one hour of their treatment facility. 

Families with a ChiId with Cancer 

The majority of research studies that have investigated farnilies with a child with 

cancer are Arnerican based. quantitative and involve only the parents (Aitken and 

Hathaway. 1993: Binger. Ablin. Feuerstein. Kushner. Zoger & Mikkelsen. 1969). As well. 

few studies have specificdly exarnined the effects of distance from the treatment centre in 

families experiencing pediauic cancer due to the distance from treatment centre (Aitken & 

Hathaway. 1993: Mercer. 1994: Mercer & Ritchie. 1997). The two most notable research 

studies that specifically examined the effect distance from the cancer centre the farnilies' 

homes were by Aitken and Hathaway ( 1993) and Mercer ( 1994). 

in the fist  study. Aitken and Hathaway ( 1993). exarnined the effect of remoteness 

had on parents of children with cancer. They utilized the Hymovich Prirent Perception 

Inventory to mess  the parents' concerns. feelings. and coping behavioun. The findings 

suggested the parents who travelled long distances for cancer care were living at a near- 

poveny level. were younger. and less educated than the parents who lived within 100 miles 

of the cancer centre. The families who travelled a _mat distance felt that they had to travel 

too far for cancer care and they believed they did not get enough information about their 

child's condition. The long distance group of parents also indicated that they used more 

ineffective coping strategïes than the more proximal parents. and they identified friends as 

more supportive than the closer parents. The study reflected the overall need to recognize 

the special concems of families who have to travel a great distance for cancer care and 

treatment for their child. and the importance of developing prognms and 



resources to address th& unique needs. 

This snidy also revealed that a long-distance relationship ktween the cancer 

centre and the a&cted f b d y  decrrased the amount of contact and communication 

between the oncology team and the famüy and c h u  thus havhg implications for the 

child's care. Aitken and Hathaway (1993) also suggested that more research is needed to 

identify the specifif issues surrounding the care of children who have cancer and theH 

parents who live in rural versus urban areas. The study is limiteci as it is an American- 

based prokct which solely focused on the parents, not the siblings or the child with 

cancer. As well, some of the findings focused on the irriplications of paying for mdical 

care, which is not an issue for discussion in the current Canadian health care system 

The second smdy was Canadian-based and explored the needs of parents whose 

children were undergoing cancer treaanent to identify clifferences in needs between 

parents whose chddren received al1 of their care at a major te* centre and parents 

whose children received at least some of their care in the local cornrnunity (Mercer, 1994; 

Mercer & Ritchie, 1997). This is the only Canadian study to &te which has critically 

reviewed the challenges for rural families with a child with cancer. It is essential to state 

that this study was conducted in the Maritimes. There are different challenges, such as 

dinerent weather patterns and unique transportation dilemmas, that must be considered 

when examinhg the h e s s  experiences of f d e s  fkom the Canadian M e s  as compared 

to Atlantic Canada. 

Mercer (1994) and Mercer and Ritchie (1 997) indicated that there was no 

lirerature regardhg the needs of faniiles in areas outside the major teniary centres and 
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m s t  research on this target group has b e n  cormducted within the te- entre. FÏ- 

eight fannlies completed a mod ih i  version of the Caregiver Needs Assesment S w e y  

and 20 of these fanrilies participatexi in a semi-structured interview to assess their 

important needs. Mercer and Ritchie discoverai that the m a  important met needs for 

these families related to care and treatrnent and the most important unmet needs dealt with 

financial support and personal needs. Overall, the W e s t  percentage of needs listed were 

in the category of interpersonal interaction. There were no statisticd differences between 

the needs of parents whose children received ail of their care at a te* cenue and those 

who received s o m  part of the mannent at a corrnnunity centre. Parents whose children 

received at least some of their care at the local community hospital reported more total 

needs and difnculries in seeking advice in their local area. Mercer and Ritchie (1 997) 

concluded that there is an overail need to enhance the present system, specifically in the 

area of information, for Atlantic Canadian familes with a cMd with cancer who is 

receiving som of hisher care outside of the tertiary care centre. As weil, the local health 

care professionals do not have the oppominity to develop expertise in this area due to the 

low prevalence of pediatric cancer. 

Families who travel kom other counuies to receive cancer treatment for their 

children may experience som sunilarities to the experiences of rural f d e s .  For 

instance. Crom (1995) conducted a phenomenological study to explore the experiences of 

South Amencan mthers who brought their children to the United States for treaurient of 

cancer. She reported that cancer had a devasta~g impact on the chüd and family. 

Language ~ c u l t i e s ,  continual preoccupation with the illness. and cultural challenges 



were som of the gnatcst challenges expcrienced by these mthers. Som of these 

experiences codd be siniilar to the fetlings e n d m  by nirai faniilits with a child with 

cancer receiving tceatment in an urban setting. Rural fimilies with a child with cancer 

undergo stressfui situations. are located in u n .  environmnts and often, experience 

cultural digerenœs. 

Adams (1992) also found that parents fquently voiced the tremendous stress 

encountered by the distance mvelied to treamnt cenaes and the lack of seMces in the+ 

own communities. The parents in this study suggested that there shouid be increased 

contact by health care profession& with rural families such as improved communication 

systems for niral families and increased attention to forging links between the 

professionals and parent support groups. As weU research and evaluation should be 

directed to the additionai problems that rural f d e s  encounter (Adams. 1992). Adams' 

research study was k t e d  by the overail response rate of 7.2% and the srnall percentage 

of participants fiom the prairie and maritime provinces where long distances and lack of 

services specificaüy for rural families are a major pro blem 

Su- 

There are varying opinions regarding the extent and time of the literature revjew in 

qualitative research proposais (Kuckeiman Cobb& Hagemaster, 1987). For the purposes 

of micro ethnography. applicable Iiterature was reviewed pnor to data collection to 

identify the scope, range, intent, and type of nsearch that has been done to date. As we& 

the literature review is an ongoing process from data collection through to data analysis 

and reporting the findings. 
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The review of the litcnihire rcfiecu the current suue of knowledge regarding the 

hndy, farriiüts with a child with a chronic ihess, faniüits where an ad& has cancer, 

faniilies where a child has cancer, the e&xt of childhood cancer on individual family 

family niembers. the patients and the e&ct of distance. S o m  of the critical findings in the 

review of the literature were that the entire f a d y  is a£Fécted with the diagnosis of cancer 

in a fardy mmber and support coiries h m  the immdiate social network. Thus. there 

are implications for rurai familes who are often separated fiom their suppon network 

during critical periods of time. The great majority of research in these areas focused on the 

experiences of white. middle class, urban families. Thus. understanding the cancer 

experience fiom the niral families* perspective becornes more challenghg. The review of 

the fiterature indicated that there is a kick of literature examining the experiences and 

needs of rural fdmites with a chiià with cancer. The cumulation of literature suggested 

that further research is required in the sekcted area of study due to the lack of specific 

literature examining diis cohon of people with important and unique, ofien unniet. needs. 



Qiapter III 

METHODOLOGY 

In this chapter the niethodology incorporated in this study is presented. A micro 

ethnographie approach was used to explore the experiences and needs of niral fanrilies 

with a chiid with cancer. The sample was obtallied kom the pediatric oncology clinic of a 

provincial cancer treatmnt centre through the pedianic oncology nurse clinician. Other 

avenues were inipkrnented to recruit fadies such as sending posters to the Ronald 

McDonald House. The majority of the data were collectecl in the familes' homes uniess 

they chose another location. The investigator used a semi-structureci interview guide to 

coilect the data fkom the families. A demgraphic form was completed with the assistance 

of the researcher at the start of the interview. In addition, a sub-scale of the Family 

Assessrnent Device (FAD) was administered to each family member participating in the 

interview who was capable of understanding the masure. The FAD was utilized in order 

to obtain information about the participating sample's family functioning. Ethical 

considerations were upheld throughout the study. 

It is important to mention that there were several conceptual and methodolo@cai 

complexities inherent within this study as it was designed as a family study. In other 

words, both the individuai and Eamily were the unit of analysis. 

Fitmily Research 

It is important to discuss the implications of a family research study at the onset of 

the rnethodology section as these considerations influence the entire study's design. It has 

been documented that research with families intmduces several complex conceptual and 



nurses have always been interested in fhïlks. yet research and theoretical interest in the 

fannly as a unit of analysis has been relatively ruxnt. During the last two decades, there 

has been a trend toward a family perspective in research, as compared to an exclusive 

individual perspective to anaipis (Feethm, 1984; Gillis, 1983, Murphy, 1986). Moriarty 

continues by suggesting that f a d y  research is compiex because of the special challenges 

of workiag with more than one person Gillis (1983,1991) agrees with Moriarty by saying 

that interest in fanrily research is growing. yet the complexiries of this type of research 

often lmpede its propss. 

Feetham has tackled s o m  of the conceptual and mthodological issues of 

research involving h i l i es .  She is weil-hown for her distinctions between fdy-related 

and famiy research (1984. 1988). These distinctions have been used kquently in the 

family research literature. Farnily-related research derives data fiom individu& to focus 

on relationships between family rnembers, whereas, family research focuses on the family 

as the unit of analysis. Feetharn (1988) has also deheated criteria for family research: 

1) There is a conceptual or theoretical framework for the research, 2) there 

is an explicit conceptuakation of the family, 3) there is a dennition of the 

farnily that is consistent with the conceptualiriition, 4) the research adds to 

the knowledp of f a d y  functioning and farnily structure, 5) the research is 

relevant to nursing practice, 6) the conceptuakation, measurement, and 

analysis aspects of the research all reflect the family as a unit of analysis, 



and 7) the research adds to knowledge of the famüy system (p.36). 

Robinson (1995) has started to challenge s o m  of the previous literahirt on fanniy 

nsearch. She believes that the literature to date has separateci the M y  and the 

individual, and subsequently "the part of person that is separate fiom fimdy has ofien been 

omitted" (p.9). Siniply, Robinson maintains that aIl of the attention is on the f a d y  and 

subsequeniiy, the influence or uniqueness of the individual becomes vague and cloudeci. 

She believes thû is due in part to the focus on the estabiishnient of a separate, unique body 

of research and knowledge in M y  nursing and secondly, a misunderstanding of the 

interface between general system theory (von Be-, 1968) and our 

conceptualizaîion of the famüy which results in the individual king forgotten. Cenaal to 

this misunderstanding of generd systems theory is that one cannot understand wholes 

without understandings parts and their reiationships. This is where previous family 

research has falterod because this research has solely focused on the 'whole,' the family, 

and has forgotten to look at the 'parts,' the individuals. Robinson believes that "to 

consider a whole without also considering its pans and their relations is a form of 

reductionism that is not consistent with systems theory" (p. 12). S he proposes that future 

research "sirnuitaneously focus on two system - that is. the person and the family .... this 

way, one never loses sight of the individual when focused on family and one never loses 

sight of the f M y  when focused on the individual" (p. 10). Robinson calls this fonn of 

research, nursing research of individuai/family system This form of research looks at bo th 

the individual and the family and suggests that because there are as many familes as there 

are family rnembers (Maturima & Varela, 1992) as many perspectives as possible should 
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be obtaimd h m  di&rent M y  mrnbers because each outlook is lücely to vary 

somwhat. The researcher through her critical examination of faniiy research in the 

iiteram and her work with fangoes. agreed with the arguments put forth by Robinson. 

Moving beyond the current dichotomy surrounding Liavidual and family research was 

desind by the mearcher, thus, Robinson's recommndaiions were adapted into this 

study's design. 

The present study was an interface of research looking at both the M y  and 

individual The researcher had previously conducted a conceptual adysis of f d y  and 

presented the definition of the f a d y  that guided the study. as outhed in Chapter 2. The 

researcher considers she upheld all of the criteria set fonh by Robinson (1995). 

Moriarty (1990) describes M y  research as "research that considers the faniiy 

unit as the unit of analysis and that involves data coliection with at least two family 

mmbers" (p.2). This prernise draws forth other questions as who should or should not be 

included in the study? Uphold and Sûicickland (1 989) claim that the number and type of 

participants for the study depends on the research question and the theoretical 

underpinnings of the study. They rnake an interesthg and important c o m n t  by stating 

that more reliable and valid data is not guaranteed because several family members are 

used as respondents. In fact. the opposite may be me as the researcher m y  receive very 

difirent explanations of the families' experiences and needs. Uphold & Smckiand (1989) 

also suggest that bias rnay be inherent withh family studies because not al l  M y  mmbers 

m y  agree to participate in the study. Woods & Lewis (1 992) maintain that one way to 

deal with the complexities of producing a holistic famüy perspective is to consider 
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"multiple be l s  of M y  systems as sources of data" (p.408). They man obtaiuing data 

fmm individuals, total family, dyads within the fhdy* and perhaps the M y  network. In 

order to deal with these complexities. the writer decided to invite any person whom the 

famüy condered to be pan of their family to participate in the interview, as weil as the 

chüd experiencing cancer. This conceptualiclrition was consistent with the definition of 

f h d y  given in Chapter 2 and it is appropriate when using M y  systems theory. 

Cromwell & Olson (1975) concur with this statemnt as they believe multiple family 

mmbers' perspectives are required when w o r h g  fkom a family systems perspective in 

order to grasp the complexity of the system Inclusion of a child in a research study 

involves methodologicai and ethical dileninias. Deaîrick & Faux (1 99 1) indicated through 

their research that chifdren cm be reliable. valid informants of their illness experiences. 

The researcher took extra ethical precautions for chiklren who wanted to be involved in 

the study. These considerations wiii be discussed Iater in the chapter. 

Research ksim 

There has ben  a longstanding relationship between families and qualitative 

methods of inquiry (Daly, 1992). Subsequently, a qualitative approach was used for this 

study. Qualitative data are flexible and sensitive enough in order to provide the multiple 

perspectives required for f a d y  research (Daly, 1992) and can produce thick descriptions 

of f d y  experiences, beliefs, values, and culnue. Gilgun (1992) suggests that qualitative 

fmdy research is essentiaiiy "research with a focus on experiences within fanglies as well 

as between familes and outside systems" (p. 24). This conceptualilation was fitting 

considering the theoretical underpinnings of family systems theory which guided the 
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In qualitative studies. the study design will unfoid or change as the resuirch study 

progresses and as kkiwork occurs (Patton, 1990). Patton (1990) continues by s t a ~ g  

that: 

There is both a science and an art to qualitative inquiry generally, and 

qualitative anaiysis specifically. The scientific part is systematic. analytical, 

rigorous, disciplineci and critical in perspective. The &tic part is 

exploring, playfi& metaphoricd, insightfuL and creative. (p.433) 

A qualitative nature of inquiry permis the researcher to explore selected issues in detail 

and depth (Patton. 1990). Qualitative approaches increase the understanding of 

phenorriena due to the wealth of description and detail about a sniall nurnber of people or 

cases, as contrasted with the quantitative mthod which gives broad generalizable hdings. 

The qualitative approach was chosen because of the rich descriptions and deep meanings 

that c m  be obtained ftom using this mthod. As Morse and Field (1995) so eloquently 

state "qualitative inquiry is used to describe how groups of people live or how people 

cope with their daily lives. Qualitative research provides the reader with understanding 

and enables others to make sense of reality" (p. 16). 

Ethnography "is the work of descnbing culture" (Spradley, 1980. p.3). 

Ethnography's origin is in the field of cultural anthropology. The intent of ethnographie 

research is to obtain a holistic picture of the subjects' eveiyday lives. This holistic picture 

reveals how people structure and describe their world (Cresweil, 1994). Morse & Keld 

(1995) state that "ethnography moves beyond description to reveal or explain aspects of 
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social patterns or observed conduct" (p. 27). Sneubert & Carpenter (1995) state that the 

ultiripte goal of ethnography is to understand the lives of individu& through research. 

They believe that cenaal to ethnographie research are three characteristics: "researcher as 

instnunent, fkldwork, and the cyclic nature of data collection and analysis" (p. 90). 

Researcher as instrunient siniply mans that the researcher becoms irrnrprsed in the 

culture by mans of observation and conversation and recording of these interactions. It is 

important to mntion that the researcher wiü never N l y  understand the emic or native 

perspective as he/she is fiom outside the culture. The second characteristic of fieldwork 

involves going to the place where the culnire of interest is. Lastiy, the cyclic nature of 

data collection mans that answering questions poses further questions: this is the 

rationaie for data cokt ion  and analysis to be concurrent. 

Morse (1987) States there is great diversity in 'pnscription and practice" (p. 258) 

among researchers doing ethnography. Hammrsley and Atkinson (1 983) suggest that 

'W-re is disagreemnt as to whether ethnography's distinctive feature is the elicitation of 

cultural knowkige, the detaiIed investigation of patterns of social interaction. or holistic 

analysis of societies" (p. 1). As Chalmers (1990) suggests there appears to be overlap 

arnong qualitative methodologies. By that. she means qualitative rnethods are not separate 

entities and various qualitative methodologies have been used concumntly in snidies to 

meet the goals of the research. Others. such as Field and Morse (1985) and Spradley 

(1 980) validate this prerriise. 

Ethnography centres around the concept of culture (SorreU& Redmond, 1995), 

but as Spradley (1979) suggests a culture is broader and more diverse than s-ly 
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exploring people of siniüar etbnic backgrounds; that is. "any group of people who s h  

knowiedge, customs, objects, events and actMQes is considered to be a culture" (p. 6). 

Thus, according to this dennition, rurai fanrilies experiencing chüdhood cancer are a 

unique culture themselves because of the siniilar event they are experiencing. 

An ethnographic design was seltcted for this study for two reasons. Fit, there is 

a hck of studies e x p l o ~ g  the experiences and needs of rurai family experiencing 

childhood cancer- Second, the purpose of the study was to understand the lives and 

experiences of these fimilies in order to appreciate their unique needs. Descrïbing the 

experiences and ne& of nual famüies experiencing chüdhood cancer was essential in 

order to M y  understand their unique experiences and needs. Ethnopphy faciIitated this 

h o  wledge developmnt and understanding through the rich descriptions of the beliefs, 

rneaning and values, in other words the culture, of these f d e s .  

For the purposes of this study, micro ethnography guided the study design. This 

particular design was chosen because of the narrow focus of the question and the srnall 

nature of the study (Srnuben & Carpenter, 1995). The end result of choosing an 

ethnographic research design was that health care professionals and other caregivers will 

be able to more thoroughly cornprehend and appreciate the unique experiences of these 

families through the results of the study. Through using an ethnographic approach, the 

information related to the familes experiences and needs were accessed from the emic, or 

insider's perspective, rather than the health care professionals. which is often the case. As 

well, the results of the study have added to, and perhaps. in the future. will challenge the 

body of Literature on rural families experiencing iiiness. 
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A semi-structured interview format was utilized to colle~t information h m  the 

participants. Morse and Field (1995) consider that this rriethod is effixtive "when the 

researcher knows m s t  of the questions to ask but c a ~ o t  predicr the answers" (p. 94). 

When utking qualitative approaches, the researcher is the instrument (Patton. 1990). By 

this, one means that the researchers cm greatly influence the ngor and subsequent results 

of the study through their sküls. coqetence, and presence. 

SamDLinq 

The issue of sample s k  in qualitative research is complicated. Sandelowski 

(1995a) postdates that sample size in qualitative research is a matter of j u d p n t  and 

experience. Sample sizes depend on the type of research design. Sandelowski (1995a) 

suggests a downfall to not having exact criteria for sample size in qualitative studies rnay 

be that the sample number used rnaybe too small to have achieved theoretical saturation. 

Yet, preset sarnple size may force continued data collection and analysis long afier 

saturation has been reached. 

PurposeN sampling was used to obtain the sample. A purposive sampling 

approach within subjects was used to maximize variation within the data (Patton. 1980). 

Purposeful sampling is typically used in qualitative studies. Using this sampling mthod. 

people with particular characteristics are sought out because they are considered to be 

good sources of information (Sandelowski. 1995a). This suits the purpose of qualitative 

research which is to understand phenoniena Due to the fact that qualitative and 

quantitative research are striving for Merent end products, the rationale that guides 

sample selection is different. In cornparison to qualitative researc h, quantitative studies 
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represcntatk of the population is important. Patton (1990) beiieves that nothing captures 

the différences betwcen qualitative and quantitative niethodologies bener than sampling 

issues. 

Taking the above Literature into consideration. the researcher speculated that a 

sample of approximately 10 to 15 faniilies Wrely would be required to fulfill thcorchcal 

saturation. in k t ,  theoretical saturation was achieved afier interviewhg eight M e s .  

As the researcher was a novice in qualitative mthodologies. there was a need to be 

certain that saturation had been achieved. Thus, the researcher conducted interviews with 

two additional faniiles. Families involved in the study hcluded children who are dong the 

continuum of the cancer experience spectrum, for example, newly diagnosecl, remission, 

r e c m n t  disease, and advanced disease. No families cumntly experiencing a child with 

cancer in the palliative stage were Licluded in the research study. The researcher waited 

until at lest  eight weeks afier the initial diagnosis to contact the families. This was done 

in recognition that these familes are especially vulnerable because of the ovenvhelming 

stress and Me changes a diagnosis of cancer b ~ g s  to the family unit. At the tim of the 

family i n t e ~ e w .  the length of time since diagnosis varied fkom 3 - 36 months. 

A potential limitation of the sampling approach was that the families who agreed to 

participate may k more open in their communication patterns. Therefon, to determine 

the level of communication and functioning within the family a subscale of the Family 

Assessmnt Device (Fm) (MiUer. Epstein. Bishop & Keitner, 1985) was admuiistered to 

ali participating family mmbers. It was important to find out about the communication 
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patterns of the sample to ennire that the study was not reporthg findings based ody upon 

farmlfes who are more open as opposeci to faniilies who tend not to discuss their 

experknces ard emotiow . 

In fâmily research sampling is a mon compiex process because of the dilem 

smunding sample composition (Moriariy, 1990). Another important factor rclated to 

samphg was the achowledgement that faxdies will Vary in the amount of enculturation 

they have experienced with childhood cancer. Therefore, families were obtained fkom all 

areas of the cancer trajectory fiom diagnosis to paniation. 

Morse (1986) and Morse and Fild (1995) state that qualitative samphg is guided 

by the principles of appropriateness and adequacy. Appropriateness means seeking out 

participants who can meet the theoretical requirernents of the study. This concept is 

especially important because in qualitative research the data collection process must be 

efficient because ofien the sarnple size is s d  and there are large amounts of data fkom 

each participant. Adequacy refen to the fact that enough data are coiiected so that no 

new interpretations will emrge if more participants were recruited and there are rich 

descriptions of the phenornena. 

There were strengths and limitations inherent within the sample used for this study. 

A strength was that familes believed that the study was important; therefore, they were 

willing to explicitly share their experiences with the researcher. The limitations of the 

study were that no one-parent families. and no familes fkom Nonhem Manitoba were 

included in the study. As weU, a hirther limitation was that the majonty of families 

included in this study had a d e  child with cancer. These limitations may be expIained by 
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the particular faniilies who were at cancer ciinic on the days where the pcdiatric oncology 

nurse clinrian was actively recruiting f h i k s  for the study. As we& faniilits who m y  

have been in aisis m y  not have been interested in receiving more mfomtion about this 

study. 

Recniitrrient and Access 

Recruitment of multiple family rnembers is challenging because of the difnculty of 

scheduiing interviews when all interested family mmbers can attend (Moriarty, 1990). as 

well as the increased costs and ~~ITE associated with exp1-g the project and 

inte~ewing more than one person. Moriarty (1990) suggests that researchers must 

e x p b  the benefits of research in order for recniitrnent to be successful One benefit is 

that family research gives the f d y  mmben the o p p o d t y  to sit d o m  together. talk 

about their experiences and leam more about other mmbers' needs and experiences. 

Inclusion criteria for the sample consisted of the following: 

1) Able to speak, understand. read, write English. Exceptions were to k 

made for children. for instance. pre-school children who are not yet able to &te yet 

would be able to participate in the f m y  group in te~ew.  

2) Live outside of the perh te r  of Winnipeg. In the literature it is apparent 

that the interpretation of ''mal'* has been an obstacle to researchers (Weinen & Bok, 

1995). Consequently. due to the population distribution of the province of Manitoba, the 

researcher decided to label 'rural* as living outside of Winnipeg. 

3) Be a mmber of a family (nuclear or extended) in a family experiencing 

childhood cancer (birth to 18 years) or be a chüd with cancer. 
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4) The chilà with cancer mua be receiving treatment and/or foilow up at the 

provincial cancer ntamicnt centre. 

The researcher attempted to rem& faniüies for this study using two approaches. 

The primary mthod was through the pediatric oncology chic at the provincial cancer 

treatment cenm. After receiving access to the cancer treatment centre. the researcher 

( s e  letter for access. Appendix A) planned to ask the pediaaic oncology tearn if she could 

be prcsent during clinic days nuesdays and Fridays). Members of the pediatxic oncology 

tearn would then approach familes who niet the study criteria. provide hem with 

information about the propct and ask them if they are interested in hearing more about the 

study (Appendix B). If the f d e s  were interested, the researcher would be present at the 

ch ic  to describe the study, answer any questions they might have had, and inquire if they 

were interested in participating. However, the pediaaic oncology team felt this approach 

would not be effective because of the structure of the clinic visits. nius. the pediatric 

oncology nurse clhician was responsible for recmiting families whose children met die 

study requirements and also fit the purposehl sampling criteria requested by the 

researc her. 

The nurse clinician p honed the prirnary caregiver(s) of each famiy at home or 

spoke to them d u ~ g  cancer chic and asked if they would be interested in hearing more 

about the research study and if they agreed to release their names and phone number to 

the researcher. Then researcher phoned the families to give them more information about 

the research study and to inquire if they had any questions (Appendix C). The f d e s  

were then asked if they were interested in participating in the study. and if so. a t h  and 
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place for the interview were amngeü. At this tim. the researcher explained that al l  farnily 

mmbers were invited to participate m the interview and the choice of who was to 

be included in the mtenritw was Iefi with the prinias, cartgivers of the chüd This 

stipulation was put into place in order to give som conaol given to the primary 

caregivers with regards to inclusion of other M y  niembers in the study. 

Another recruitrnent venue was through posters (Appendix D and E) advertising 

the study placed at Ronald McDonald House. a hom Iocated close to Chüdren's Hospital 

where several xurai M e s  stay while their cWsibling is rcceivhg matment and/or 

foilow-up. Unfonunately. no m e s  were recruÏted through this venue. It is speculated 

this method was not popuiar because there was no human contact specificaüy reaching out 

to f d e s  with this mthod As weL tirnes when fimilies stay at Ronald McDonald 

House tend to be filled with more anxiety as their child will most Likely be receivhg 

inpatient treatmnt if ovemight accommodation is required. The researc her did no t utilize 

admission periods to Children's Hospital as opportunities for r e m i m n t  into the study 

because often inpatient admissions are t ims of increased smss on the family. 

Eleven family nams were given to the researcher to phone and provi.de additional 

information and inquire if they were interested in participating in the study. Ten of the 

faniiles participated in the study, the rrrnaining family did not participate because they felt 

they were too busy with their ill chiid at the present tirne. Toward the end of the study, 

the pediatric oncology nurse clinician gave the researcher two additionai names of f a d e s  

who were interested in the study. These families were not needed because theoretical 

saturation had already been achieved. The researcher subsequently phoned these fanrilies 
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to thank them for the* interest m the study and infom thern that their participation was 

not quitedat this tmR 

Data Collection 

Data coktion and nnalysk were carried out concumntly. The cokt ion  of data 

lasted six months. Data cokt ion continued until no further information was required. 

Data was c o k t e d  through f&mily interviews, field notes, participant observation during 

the f a d y  interviews, idormation received during phone calls for clarification and 

verification of hdings, and information fkom a demographic form and a sub-scale of the 

Famity Assessrnent Device. A semi-smictured interview guide was used to smicture the 

famiiy interviews. The semi-structured i n t e ~ e w  guide was developed, and subsequently 

revised, fkom a pilot smdy in 1995 of this proposed study. The guide was initially 

developed fiom literature describing research findings of reiated studies. Modifications 

have since been made to encornpass the findings of the pilot work. to fit with the 

theoretical framework and to deal with the complexities of interviewhg families. The goal 

of data collection was to capture the experiences of the f d y  members related to l f i g  in 

a d area and having a family with a child with cancer so that the researcher is able to 

describe their iives, cornmunit y, and culture. 

There was only one face-to-face i n t e ~ e w  per f m y .  May (1 986) concurs with 

this decision by s t a ~ g  that "one-tirm interviews rnay be best when access to infonnants is 

difficult" @. 189). She proceeds by making an observation that was originally proposed by 

Munhall& Oiler (1986). that most ethnographie and grounded theory research studies rely 

on one-tirne formal interviews with the more emphasis on participant observation and 
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interviews are useci, provisions should be put in place to contact idormants for 

clarification of unciear points, and for validation of findings. Chalmers (1990) cited the 

work of Lofiand and Lofland (1984) and West (1 980) to erriphasis that interviewing can 

be the major source of data in qualitative research. with participant observation 

supplmienting this information 

The researcher contacted the families after the interview if she required any 

clarification about material discussed in the in te~ew.  In addition. the rationde for only 

one tim interviews was based on the feasibility and cost of additional interviews. Driving 

to each f a d e s '  horries for the interview took a great deal of tirne and money, thus in 

order to be efficient and to not stress the faniiles, only one interview took place. The 

researcher drove more than 2100 km inte~ewing ten families (Appendk F). It is 

important to mention that it was easier to recruit families because they only had to 

participate in one face-to-face interview rather than more than one. This is a crucial point 

to emphasire as the researcher did no t want to place an added burden on these f d e s  

whose lives were already severely stressed. 

The f a d y  was called the day prior to the scheduled i n t e ~ e w  in order to coxfirm 

the interview appointment. The telephone confirmation had the advantage of putting less 

stress on the farnily if they did not want to participate and saved needess driving for the 

researcher if the f d y  did not want to participate. Moriarty and Controneo (1992) 

believe that collecting data in the home inmases recmitmnt of families because of the 

convenience; as weU, the home is seen as a safe, comfonable place for discussing sensitive 
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rnatters (Steinglass, 1980). Daly (1992) mfirnms a chaüenge for quaütative  sea archers is 

to enter the protected a m  of the fatiiiücs' expcrknces. She believes that a qualitative 

design dows for the opportun@ to build a rapport benvtcn the faniily and the researcher, 

so hopefully these protected experiences wül be uncovered and discussed. Relating this 

point to the belgfs of Moriariy and Controneo (1992), it appears that the horrie is an 

appropriate setting for the interview. Moriarty (1990) believes another advantage to 

having the interview completed in the Families' homes is that it gives the researcher the 

opponunity to observe the f a d y  in its naturai setting. 

On the day of the interview, the researcher and the family mt at the predeterrnined 

location. The researcher again e x p h e d  the project to the participants and discussed 

consent (Appendix G) and assent (Appendix H) to participate in the study. The researcher 

then gave the family a handout describing the project in more detail (Appendix I). This 

handout was for the family to keep, as well, the families were instructed if they had any 

questions about the project after the researcher left to phone either the researcher or the 

thesis advisor at one of the numkrs on the bottom of the handout. The researcher 

reiterated that their participation was entirely voiuntary and they were under no obligation 

to participate. As weii, the f d y  members were reminded thar they were free to 

withdraw fiam the project at any tim and everything discussed would be kept 

confidentid. Assent form were utiüzed for any children, sibhgs and/or the chikl with 

cancer, who wanted to participate in the research study. The assent f o m  were designed 

to explain the project to the child in a way that they could understand. It is important to 

acknowledge that individual children rnay be capable of fully infornicd consent/refusal at 
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assessed if the chüd understood the assent process. Their parents or the researcher read 

the form to them If they agreed, the child signed the form and one parent CO-signed the 

form as wel 

Once the consenting process was completed and the ground d e s  of the interview 

process were briefly discussed the interview recording began. The interview sonietims 

started by having the family complete the dernographic fom (Appendix I). At other times 

because the M y  was already speaking about the diagnosis of cancer and their 

experience with childhood cancer the i n t e ~ e w  proceeded inimdiately with the 

demographic form king completed at the end of the interview. The demographic form 

was consmcted to collect information about the child with cancer's age. type of 

diagnosis. the age of the parents. and distance to the provincial cancer neatmnt centre, to 

name a few. This fom was an easy task and helped build rapport between the researcher 

and families who were more quiet and reserved at the beginning. Once the demographic 

form was completed, a rapport had bepn to develop between the family and researcher. 

thus making it easier for them to proceed into a research conversation. The interview 

began with a grand tour question. in other words. a broad question that asks the families 

to describe their experience with cancer. As Spradiey (1979) suggests, broad descriptive 

questions encourage the participants to gain confidence by speaking openly, thus building 

rapport between the participants and researcher. The interview guide is outlined in 

Appendix K As the i n t e ~ e w  progresseci, the researcher began to ask more focused 

questions. Robes were used, as listed on the interview guide. to c w  the nieanhg of 



responses and to ensure ail information relatai to the topic was dûcussed The 

interviewer did not always proceed in the order outlined on the i n t e ~ e w  guide; the 

interviewer aliowed the fbily to as- conml of the progrcss of the interview. At 

times, the researcher had to take control of the discussions in order to ensure that di 

relevant information had been discussed.. 

The General Functioning subxale of the Family Assessrnent Device (FAD) was 

completed by ai l  participating M y  members, except for young children, after the 

interview. The FAD was onginally consmcted as a screening tool to c o k t  information 

on various elements of the f d y  system as a whole (Epstein. Baldwin & Bishop, 1983). 

The FAD (Appendix L). is 53-item, seif-report scaie, designed to assess f d y  functioning 

(Miller, Bishop, Epstein. & Keitner, 1985). The Device is based on the McMaster Mode1 

of Family Functioning (Epstein, Bishop & Levin, 1978) which originally identifieci six 

dimensions of f a d y  fûnctioning; pro blem solving, communication. roles. affective 

responsiveness, aective involvemnt, and behaviour control; a seventh dimension, general 

functioning, has been added to the scale to assess overall health/pathology (Miller et aL, 

1985). The FAD has a Liken sale design, with a four item scale ranging fkom 'strongly 

agree' to 'strongly disagree.' The seven scaies within the instrument have a demnsmted 

intemd consistency ranging fiorn 0.72 to 0.92 (Miller et al, 1985) and test-retest estimates 

fkom 0.66 to 0.76. Each of the seven subscales has health/pathology cutoffs; these 

refennce points have adequate levels of specificity and sensitivity (Miller et al., 1985). 

For the purposes of this study. only one su b-scde. general functioning, was 

utilized. This sub-scak, 12 items, was used to assess overaü family health pathology. The 
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FAD, especially the general functioning subscak. is short and easy to adnmiister, as we& 

it has dequate tcst-retest esthates and interna1 consistency (Millrr, Bishop. Epstein, & 

Keitner, 1985). The FAD has been utilized in a variety of research studies including 

studies relating to adolescents with a mother with breast cancer (Kristjanson, Chatrriers, 

Taylor-Brown, Nelson, Woodgate, & Ramserran, 1997)- familes with a prrmature infant 

(Lanouette & S t. Jacques, 1994). and chiidren with a chronic condition (Gottleib & 

Feeley, 1994). The general functioning sub scale of the FAD was used 'post hoc', that is, 

it was not king  used to drive the selection of the sample. The prKnary purpose for the 

use of the FAD in this study was to describe the samples* family communication patterns 

as well as to ensure that a range of faniilies are represented in the data. The hdings the 

FAD wiIi be discussed in the hdings section of the study. 

The interviews ended with an informal debriefing which included asking the farnily 

if they wouid like to conaibute any other information, as well as a s h g  the farriily if they 

had any questions or closing rernarks. At thû time, the researcher assessed W o r  asked if 

the family needed immtdiate assistance due to the sensitive nature of the topic of the 

interview. If more information or support was required, the researcher would have given 

the family the phone number of the pediaaic oncology social worker anaor the pediatric 

oncology nurse ciinician for assistance with more complex issues. At the end of the 

interview, the researcher inquired if the family would agree to be phoned within the next 

few weeks if the researcher needed clarification of anything discussed during the 

interview. In addition, the researcher invited the primary caregivers to speak together 

privately if they wanted to. The purpose of this activity was to ensure that the primary 
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caregivers had the oppoRunity to 'speak thea rnind.' In the faniiy interview the primary 

caregivers. in particular, may have felt that they should not auly speak their nmid in order 

to protect their c h .  Actually. the researcher did not have to ask if the primary caregivers 

wanted to speak privately with her because it occurred n a d y  as the researcher was 

beginning to ieave the interview setting. It was the researcher's experience that 

occasionally at the end of the interview when either she was leaving or the tape recorder 

was being turned off that the p r i -  caregiver more openiy dixussed their experiences 

and feelings. 

The interview guide used for thk study was pilot tested on two rural f e s  

experiencing childhood cancer in the Fall of 1995 as part of Masters course work. The 

guide proved to be usehl to elicit thick descriptions of the familes' needs and 

experiences. The guide was flexible enough to enable the researcher to meet the goals of 

the pilot study and the families to discuss issues and events that were s iwcant  to them 

As weiI, the interview guide was critiqueci by six Master of Nursing student colieagues. As 

previously mntioned, s o m  revisions had k e n  made to the guide. True to qualitative 

inquiry, the fonnat of the i n t e ~ e w  guide changed as the study progressed. For instance. 

in the last few interviews the researcher tested out some hypotheses that she had 

formuiated to date during analysis. Thus, the i n t e ~ e w  covered the same information, but 

&O included some closed ended questions to 'test out' some of the researcher's 

hypotheses anci conceptuarizations. Two areas that were added to the interview guide 

involved aying to get at the specific experiences of farhers and attempting to discem if 

rural families with a child with cancer felt as though they were the gatekeepers and the 



local experts for their chüd's care. 

During data collection, the interviewer rernained "multidirectional partial'' 

(Moriarty, 1990, p. 10) so that faniily mrnbers were encouraged to present their own 

ideas. and experienxs even if they are not congruent with other f d y  nrrnbers. The 

i n t e ~ e w s  were king tape recorded, with niinirrial note taking during the interview. 

During the interview the researcher documnted any significant events such as f d y  

reactions. and body language during the interview. These notes documnted the 

participant observation component which is a s i ~ c a n t  elenient of qualitative research. 

As Morse and Fild (1995) indicate, "participant observation is the second most common 

approach to data co~ection" (p. 106). There was minimal note taking during the inteniiew 

as it had the potential to alter the group process occurring. The notes. when took. were 

very brief. mre words and phrases. As Schatzman & Strauss (1973) suggest "the 

presence of a stranger in a natural hurnan situation introduces some measure of 

disturbance in the scene" (p.53). This supported the decision for minimal recording during 

the i n t e~ew.  

Field notes were made by the researcher and tape recorded following the 

interview. Field notes were used to supplernent interview data and included the 

researcher's impressions. iùrther details about the setting. expressions in the interview. 

body language and other nonverbal communication. As weii. the researcher included 

s o m  possible hypothesis and relationships in the field notes. These field notes were later 

mscribed and were sirnilar to the notes or 'mmos' as described by other qualitative 

researchers (Schatzman & Strauss, 1973). Schatzman & Strauss (1973) believe that notes 



"becom vehicles for ordered Crieativity'' (p.104). T k y  suggest bat there are t h  

distinct types of notes, mthodological thtorehi, and O bservationai. Methodological 

notes are instructions or critiques by the researcher about the research process. 

Theoretical notes are seIf-conscious attempts to denve manllig fkom the observational 

notes. Theoretical notes are where the rtsearcher attempts to conceptudize, interpret and 

link concepts together. F i y ,  observational notes are statemnts which xkte to events 

expeknced through htening and watching. Each observational note is developed as a 

unit event. Morse and Field (1995) explain the importance of field notes and state that 

'detailed, accurate and extensive field notes are needed for a successful qualitative study" 

(p. 1 12). 

The researcher was aware of the disadvantages of conjoint or famüy interviews. 

One disadvantage in panicular is that the researcher may characteristicaiiy provide 

counsehg to "reconcile differences or to get at the 'red truth"' (Morse, 1987, p. 134). 

The reason for the conjoint interviews was efficiency of time for the family and researcher. 

as weli, this style of interviewhg offered benefits to the farnily. The benefits to the family 

included the oppominity to 'tell their stories* to an attentive ktener, in addition to the 

family members having the oppominity to learn about each other's needs. experiences and 

feelings related to the illness. 

Interviews 

At the onset of the smdy, the researcher planned for the semi-structured interviews 

to ideally take place in the faniilies' local communities if they Lived less than 3-4 hours 

nom WlRnipeg. AU of the interviews except for two were conducted in the families 



homs. The two remahhg interviews were conducted in locations that the faniilies 

requested, R o d d  McDonald House and the Children's Hospital. In each case. 

arrangenients were put in place to provide pnvacy for the m e s  during the interviews. 

The majority of the M y  interviews occurred in the evening, a tim that seemed 

to be the rnoa convenient in order to get the largest number of family mmbers 

participating. Most of the intenriews were conducted in the kitchen at the dimer table. 

This interested the nsearcher because it was seen by the family as a 'cornmon ground' 

where the faniily was cornfortable to sit down together and discuss sensitive issues. The 

number of famüy nicmbers participa~g ranged fkom two to five people. People 

participating included mo thers, fathers, the c hild with cancer, siblings. and grandmothers. 

The interviews began with a grand tour question, "Can you tell m about your experience 

of havhg a child with cancer and living in a niral are&" Often, families had difficulty with 

this question as they did not know where to begh  N o d y ,  they started by telling their 

story, the story surrounding how they came to know their child was ill, the diagnosis 

phase, and treamnt. During their stories there was fkquently great emotion expressed. 

hurtfùl expressions on their faces. sobbing, wet eyes, and occasionally poor eye contact. 

None of the families wanted to stop and take a break; they wanted to continue to share 

their experiences. It was interesting to note, in the familes where both parents were 

present. it was h s t  expected that the rnother/wife would speak £irst, and in fact, in 

some cases the fatherhusband, would request for them to proceed. The researcher did 

not notice any great reluctance of the families to share their experiences. They spoke 

openly about their ordeals. 
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The interviews lasted h m  just over an hour to slightly more than two hours. The 

fam*es tended to be vocal, quiring fkw probes to solicii more details about their 

experiences. This was especially the case with farriiües who had been diagnosed for longer 

periods of tirrie. The researcher found herself sharing personal stories with those faniüies 

had s o m  difficultly conveying their experiences. This technique is suggested by Sorrel& 

Redmond (1 995); it was effective in building trust in the relationship between the family 

and the researcher. As weli, the researcher felt that the Edmilies had little diffiiculty 

speaking with her because she is a health care professional and she grew up in niral 

Manitoba, thus she could associate with their Mestyle. The researcher tried to give the 

family as much conml over the interview as possible. S o m h s  the researcher had to 

get the interview back on track as the M y  was deviating fiom the focus of the 

interview. The farriilies did not appear to have difnculty with the interviews king taped. 

They got over the initiai hesitation within the first few minutes and by the end of the 

interview, most of the familes said they forgot the tape recorder was ninning. The 

exception was with one family. when the tape recorder was tumed off, the rnother 

expressed s o m  different viewpoints than she had previously expressed whilc king taped. 

At the end of the interviews ai l  of the families said that the interview had been 

beneficial, at t i m s  ofien cathanic, in sorrie way for them For instance. one family stated 

it was beneficial because they often donTt have the tirne to sit do wn and discuss how 

everyone perceived their experiences. Robinson and Wright ( 1 995) discovered p hysically 

bringing the faniily together to discuss their experiences was one of the interventions 

fanriües living with chronic illnesses stated as effective in healing the* family suffering. 
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On a couple of occasions, the nscarcher was accompanicd out to hcr vehick by 

the mother and somtims sigdkant information and feelings were expresscd at tbis tim. 

There is evidence of thû p& king commn in M y  therapy. S o m  of the posnile 

reasons for this occurrence include the familyfdvidual jua starting to ' w a m  up', and not 

wanting the session to end Perhaps, another m o n  was the morhu wanted the 

opportunity to express her ftelings away h m  the rest of rhe faniiy. In conclusion, the 

interviews were a positive experience for both the researcher in O btaining nch data 

describing the experiences of rurai f d e s  experiencing childhood cancer and for the 

fardy and its members because of the opportunity to share their experiences. 

Data Analvsis 

Data collection and analysis proceeded concurrently in order that thems that 

emrged in preliminary analysis could be explored in subsequent interviews. Interviews 

were tape recorded and transcribed and data were subjected to a process of thematic 

content analysis. Initial analysis of data involved tentative coding of items of data under 

generai headings. 

The dernographic and FAD forrns were anal@ using SPSS/PC+ statistical 

software to detemrine the characteristics of the families utilized for this study. Specifically, 

the information fiom the FAD questionnaires was used to obtaùi the range of man scores 

in order to assess if the farriiles used in this study could be considered average in ternis of 

farnily communication and functioning. 

Irmrrdiately foIlowing the interview, the researcher listened to the interview on the 

drive home in order to get inaiiersed in the data During the drive back to the city the 
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researcher started to develop hypotheses about the mtcrviews and prelhinary thems that 

were evident in the interview. The drive back was an excellent tmie to get irnrnersed in 

the data and reflect upon the interviews. Mems were then generated by the researcher 

once she reached her home. Then the interviews were transCribed verbatim. The 

researcher took provisions to protect the uanscriber due to the sensitivity of the interview 

mate- such as h a h g  debriefing sessions and preparing the tranSCnber for the 

termination of the research (Gregory, Russell & Phillip, 1997). The tramcriber was &O 

bnefed about issues smunding confidentiality. Once the transcription was completed, the 

researcher checked the aanscript for accuracy against the tape. This was another method 

of becorriing innricrsed in the data. 

After each tape was transcribed and checkd. data analysis began. The researcher 

consultecl several qualitative sources for how to proceed with data analysis. As well the 

suggestions put forth by Burnard (1 99 1) were closely foilowed. ûriginaliy. the researcher 

considemi that she would utilize the Ethnograph program (Seidei, Kidseth & Seymour, 

1988) throughout the data anaiysis process. Yet, aftcr doing the initial coding. the 

researcher decided against this step. This decision was made because the researcher 

feared that hplemntation of a cornputer program may take her m e r  away Ikom the 

data The fact that the data set was relatively s d ,  328 pages of transcriptions and 

several pages of field notes and mmos, the researcher felt cordortable with this decision. 

Sandelowski (1995b) supports the researcher's decision by suggesting, only recently have 

scholars realized the adverse effects of computer technology. such as "transforming the 

look and fée1 of qualitative research" (p.205) and rnaking qualitative inquiry appear more 
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like conventional research. It was kit that îhe henents of the computer data managernent 

technique. such as sÛcamünuig the organization of the data and quick manipulation of the 

data were ouweighed by the poss~'b%ty of the researcher losing the 'look and fecl' of 

qualitative researc h 

Analytic work included line by line analysis of the transcxipts to do open coduig 

and to identify concepnial categories. Content analysis guided the interpretation of the 

data. The data analysis approach was guided by the fou. principles outluied by Morse and 

Field (1995). "cornprehending, synthesizing, theorking and recontextualizing" (p. 126). 

The researcher read the entire i n t e ~ e w  over several tims in order to grasp an 

understanding of the interview (comprehending) then the interview was read again for the 

purpose of identifjing important topics. The topics or generd ideas present in the 

interview were coded and the topics broke the interview up into segnients. The researcher 

was continually immrsed in the data through reading and rereading the transcripts unul 

she felt that the meaning of the intervkw was gr-d by the codes (synthesizing). 

Categories were combined, if appropriate, to create general thenies. This process 

continueci for each aanscript. Then the researcher looked across alI transcripts to 

discover if the categories were full and if saturation has been reached. As had been stated 

earlier, the researcher felt that theoretical saturation had been reached afier inte~ewing 

eight f a d e s ;  yet two additional W e s  were inte~ewed, as she was a novice with 

qualitative methodology. At this tim. again s o m  categories were combined or r e n d  

(theorizing). Then the researcher looked for patterns and relations hips between the 

categories (recontextualizing). 
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nie anaiytical process was flexible in order to deal with the complexities of faniily 

research. Both the individual and the faniiy were the unit of analysis; thus, the researcher 

searcheci for patterns. trends and diErences ktween and m n g s t  families, faniily 

mrnbers, and individuals as weil as looichg for patterns betwem différent famüy roies 

and genders. The researcher compared data within and across faniilies; and wiulin and 

between family mrnbers. As Murphy (1992) suggests, by rnalOng comparisons across 

f a d e s  "one can see ciifferences and similanties more clearly, gainhg Uisight into 

meanings and experiences that may be c o m n  to several f d e s  or unique to one family. 

The analysis of each new families' data illurriinates the previous family's data*' (p. 155- 

156). 

Vefication of Fmdin~s 

In order to ensure that the researcher uiterpreted the f d e s '  experiences and 

needs comctiy, the researcher contacted three familes to verify nsults. The selection of 

the three fanriles was based on criteria identified dluing the data analysis that appears to 

be aecting the families* experiences, such as distance nom the treamnt centre. Mer 

the fimdy interview, each family was i n f o d  that îhey may be contacted by phone within 

the next few rnonths to assût in validaùng the study findings. When the researcher was 

ready to validate her hdings she selectively contactcd three families (Appendix M). At 

this time. the researcher asked if she could r d  a copy of the sunnnaiy of the findings to 

the family for the initiai reactions and feedback. If they agreed. the su- (Appendix N 

and 0) would be maileci to them and within the next two weeks the researcher contacted 

the farriily via phone to discuss their opinions and =actions to the summary of hdings. 



Rior to the process. the researckr asked the Euri*cs to select a spokesperson to 

represent the views of their M y  as the discussions would be conducted over the phone. 

Dirring the validation of the fjnâings (Appendix P), th researcher took detailed notes of 

the conversations. When the faniily memùer and researcher spoke about the study, the 

current finduigs were presented. Then the researcher askeù if the cangiver could identify 

with the findings b m  the study. Also at this t k ,  the  sea archer asked if there is 

anything else that the i n f o m t  wanted to contribute about the experiences and needs of 

niral families with a c N d  with cancer. 

Through the process of verdying the findings with the th= families it was 

discovered overaii that they concurred with the findings presented by the researcher. Two 

f d e s  had sorne difficulty with the fact that hundreds of pages of data were condensed 

into a one and a half page surnrnary. The researcher elaborated on this point to these 

families and stated that only the basic hdings were sent to the families and only a few 

select examples of each them were given. The reason surrounding rhis decision was to 

not confuse the faniiles. as well as, not burden the families by the enomiity of categories 

and examples represented under each thenie. At times. some iùrther information about 

qualitative mthodologies had to be presented to the families so that they could 

understand the research data. ûvera& they felt that they could put the findings of the 

study into context of their own lives. The family mmbers involved in the verscation of 

the findings, d mothers, were especially interested in the suggestions put forth by other 

niral families expenencing childhood cancer. 

Verification of the data with participants is recomnded by Morse & Field 



(1995). As this was the researcher's fim experknce workmg independently on a 

qualitative research study, a nurse rcsearcher with expertise in qualitative mthodologies 

did open coding of three intenkw eanscripts. Smiilar codes were achieved. As we& the 

smdy findings were verified by the relateà lierature, a M e r  mthod suggestcd by Morse 

and Field (1 995). 

R i ~ o r  

Rigor in qualitative ~search is distinct fiom ngor in quantitative research. The 

assessmnt of ngor was guided by the four aspects of austworthiness identifieci by Lincoln 

and Guba (1 985). They believed that the following four aspects are relevant to both 

qualitative and quantitative data: mith value or crrdibility* applicability or fittjngness. 

consis tency, and neutrality or confimiability. 

Credibility refers to the fact that the researcher is responsible for reporting the 

participants' perspectives honestly and as clearly as possible. A study of a qualitative 

nature would be considered credible when the interpretations of human experience 

generated by the researcher are recopizable by the humans living with the experience 

(Sandelowski, 1986). Credibility in this study was enhanced by checking out data and 

interpretations with study participants. Ushg this mthod. the participants determined if 

the researcher has cap& the meaning of their experience. 

Applicability relates to whether the results of the study can be applied to other 

groups. or in other contexts. A study mets applicability if the findings 'fit* the data 

(Sandelowski 1986). Applicability was addresseci in this study by the line by line analysis 

of the interview transcripts duMg the data analysis phase. As weil, the preliniinary 



findings of this study were prcsented at an International Qualitative Hcalth Rcsearch 

Conférence in Fébruary, 1998. Diiring the poster pnsentation, several researchers 

c o m n t e d  on the congniency of the nndings h m  this study with findings nom studies 

they had independently coonipkted. 

Consistency is related to the compatibility of qualitative findings. Consistency or 

auditability is present within a study if another investigator couid foilow the researcher 's 

mthod and arrive at similar findings. The researcher enhanced consistency in this study 

through detailed accounts of the research process and the decisions made related to the 

study's method. As previously mentioned an experienced nurse researcher open coded 

three of the interview transcripts and arrived at similar hdings. 

Neutrality refers to a lack of bias in the study methodology and results 

(Sandelowski, 1986). Neutrality is achieved if the researcher smves, and is successfuL in 

producing results that honestiy capture the phenornenon under investigation. This may be 

achieved hough prolonged contact, using long periods of observation and identification 

of the researcher's own biases. Morse and Feld (1995) suggest that researchers should 

identify their own biases and record them Neuaality was addressed by the researcher 

through the detailed recording of any biases the researcher may have had throughout the 

research process. The researcher deemed neusality was maintained throughout the study. 

This was due to the fact that the researcher never previously car& for any of the families 

intervieweci in this study, thus, she did not have any perceived ideas about their 

experiences. The researcher experienced a few instances of 'over imnienion' in the data 

during the process of data analysis where she had vivid dreams regarding sorne of the 



f h i k s  she had intexviewed. The researcher adsnowledged this* and was carefui to 

ensure this did not e fkt  the &ta anal@ process. In addition. neutrality is achkved in 

essence through the careful integration of the above tbree criteria for ngor, cfedl'büjr, 

appLicabi7ity. and consistency. 

Researcher Protection 

Due to the sensitive nature of the rescarch, there was po t e n u  that the researcher 

rnay be psychologically and emotiondy fatigued and drained by the fieldwork, interviews. 

and participant observation. In order to prevent this. the researcher did not conduct more 

than nvo interviews in one day, recorded her thoughts and feelings in her thesis journal 

and debriefed with her thesis conmittee when required. DUM (1991) suggests that 

qualitative researchers should report their experiences, in addition to the participants, 

because these experiences will influence the data collection process and the interpretation 

of the data Boyle (1994) would concur with DUM as she acknowledges the reflexive 

nature of ethnographie work and how the researcher is part of the world she is studying as 

weU as king affectai by it. 

Reflection and Reflexivitv 

True to qualitative inquiry. the researcher needs to openly state his/her experiences 

and feelings throughout the research process. The purpose is that the researcher's 

experiences influence the entire research process and understanding one's experience 

equates to an enhmced comprehension of the data The processes of reflection and 

refiexivity stresses the importance of how earlier experiences effect present and future 

experiences. Reflection and reflexivity help to put the researcher's Life in context in 
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relation to the research study. Due to the personal nature of this d o n  it will be written 

in 5rst person- 

Throughout my iifè 1 have been a&md by the devastatmg e&cts of cancer. both 

personally and profèssionally as a pediaaic nurse. The most striking example of how my 

Iifc has b e n  affecteci by th disease was when I was p w i n g  up in niral Manitoba. My 

Grandpa whom 1 was very close to, was diagnosed with prostate and colon cancer. 

Throughout the joumey of this research project, 1 began to R-live the suffering of loshg 

my Grandpa - ten yean later. I feel that this was due in part to the similarities in the 

experiences of the farriilies 1 inte~ewed and the experiences that my family faced. S o m  

of the congruencies between rny experiences and the experiences of the families 1 

in te~ewed were the feelings of fear. the stniggle for normalcy, and the whole faniily 

being affectecl. 

During the course of thû study, 1 remember how alone 1 felt ten years ago seeing 

my Grandpa succumbing to a disease, somthing 1 could not see, only fecL Throughout his 

smggle with cancer my Grandpa trkd very hard to maintain nonnaicy; he would still drive 

m: to schooL work in the fields - only taking breaks to go and p t  his treatment. I 

remmber my whole M y  changing - especidiy when things got worse. My Mom would 

be helping my Grandma care for my Grandpa and my Dad would be working harder 

because my Grandpa was too di to work; yet as a farnily we tried so hard to keep things 

' n o r d  ' At this tirne. 1 was a teenager - not a child, no t an adult - 1 was 'in between' and 

minimal information about my Grandpa's condition was given to me. 1 remmber feeling 

helpless at times because cancer seemed to k taking over our lives. 1 would hear stories 
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h m  my Grandma of rny Grandpa king sick on the side of the mad coniing h o m  h m  

radiotherapy in Wmnipeg - this absohitely crushed me. One of the mst distinct mmories 

that 1 have is the 1st tim 1 saw him - lying in a hospital bed, his skin yeilowy-brown, his 

large fkam visibk Wugh his paper thin skia He was wearing a blue hospital gown. 1 

reniember the gown matched nis eyes - he looked so weak and M. As 1 went to leave, I 

hugged him and he said "piease do not reniember me this way"; 1 knew that wodd be the 

last time 1 would see him, and 1 slowly left his room hoping to prolong our last few 

moments together. 

This personal experience changed my Me as it taught nie about complexities of H e  

and forced rrie to examine what 1 wanted to capture from He. What surpriseci me 

throughout cokt ing and analyUng data for t h  study was that my mernories of my 

grandfather c a m  back very vividly. The similanties between the families 1 was 

inte~ewing and rny own experiences were mon parallel than 1 expected. In order to 

maintain boundaries on my research study. 1 wrote my feelings about my Grandfather 

dom, and dkcussed them with my family. 1 nalized that my personal experiences have 

perhaps aff'ected and enhanceci the research data. as does any qualitative researcher 

influence the data collection and analysis. Throughout the study, I felt that 1 shared a 

similarïty with the familes 1 interviewed because we seemd to be co~ec ted  by a 

common rnorbidity - cancer. 1 mentioned my experiences to the families 1 interviewed. 

and 1 felt that my experiences helped to build trust and rapport with these families as they 

knew 1 could understand their pain. 



Ethical Issues 

There were several ethical issues presuit within this smdy, specifically due to the 

fact that chUren had the opportuniîy to be involveci. The Tri-Council Workhg Group's 

report on the @raft) Code of Conduct for Research Involving Humans (1996) was 

consultai to assist in rnanaging these concerns. As outiined in the report. there is: 

an obligation to encourage and pursue research involving children as research 

subjects in legitirrmte research protocols. This obligation is rooted in three 

principks: 

1) harm could corn to infants, children, and adolescents if research 

about them is not pursued; 

2) it is unjust to these three young populations to exclude them fkom 

research that rnay be to their benefit; and 

3) respect must be given to the nghts and obligations of parents to 

ensure the weil-king of their children 

(p. 12-5 - 12-6). 

This research study focused on the expenences of familes with a child with cancer, thus it 

was vital to include children as they are rnembers of the f d y  and their experiences may 

be di&rent from their parents. To the knowledge of the researcher. there has only been 

one study, b r i c a n  based. which specifically examines the needs of familes experiencing 

childhood cancer who must travel large distances for c m .  This particular study was 

quantitative in nature and denved farnily data ffom only assessing the parents. Due to the 

lack of research in this area, the hdings of this project have potential to identify faniily 
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needs not prtviously known. Thus, the resuits couLl be of benefit to chüdnn and the rea 

of the fiudy* 

Due to the fact that children may be involved, pardcular attention was given in 

obtaining participation assent. This procedure has been previously discussed in this 

chapter. The researcher made every attempt to make full disclosure of the proposed 

research projezt in an open and understandable manner to the child and f a d y  in 

agreement with the child's maturity (Tri-Council WorlOng Group, 1996). 

I n f o r d  consent of aU participating members was sec& by the nsearcher at the 

stan of the in te~ew.  Children completed an assent form witb the assistance of one of 

their parents/legal guardians. The researcher explained the nature of the research. the 

demands that wiU be placed on the participants, in addition to the benefits and risks to the 

participants at the stan of the i n t e~ew.  At this tirne. the researcher answered any 

questions that the family rnemben may have and infomied them that any f d y  member or 

members may withdraw fiom the study at any tirne. 

The researcher made every effort to maintain confidentiaiity. AU participants' 

names and phone numbers were locked up separately nom the i n t e~ews  and tapes. The 

data transcripu did not record any names; instead an initial was used rather than the full 

n a m .  The transcripts were coded with a unique number and the s a m  number placed on 

the corresponding tape. AU research data wiü remain locked in secured areas for seven to 

ten years. Oniy the resuvcher has access to the codes and the participant's nams, 

addresses and phone numbers. Ody the researcher and the thesis comfnittez (except for 

Dr. Yanofsky, who cares for these children and their families) will have access to the tapes 
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and aanscripts. 

In addition, as this srudy mvolved childrcn, the nsearcher admowledged that there 

is the potential to observe situations involving possible chikl abuse. If the situation amse, 

the researcher would have terminated the intenriew and in fond  the M y  that she is 

obiigated to contact the proper authorities regarding her concem for the child. The 

authorities would then be contacted. The researcher would have mntioned to these 

families that they may maintain contact with her if they have any issues they need to 

discuss. 

It Û wen-hown that the diagnosis of cancer aEects the entire M y .  In order to 

protect the child with cancer ffom feeling responsible for the changes within the M y ,  if 

relevant, the researcher asked at the end of the interview. if the prirnary caregivers wanted 

to speak to the researcher alone for a few minutes. Normally. more private conversations 

occumd between the researcher and primary caregivers when the researcher was gerting 

ready to Ieave the families* homcs. Plans were ako organizcd if excessive negarive 

comments started to occur wiihin the intewiew. The researcher would have asked for a 

''tirne out." At this time, she would have acknowledged the diffïculties of the diagnosis. 

and asked that these comments be discussed with the researcher separately. Fortunately. 

negative c o m n t s  did not occur during the family interviews, although disagreements 

between farnily rnembers occurred. 

As the interviews discussed sensitive issues, it was essential to have some ground 

rules pnor to starting the interview. Ail family rnembers agreed to the mles before starting 

the interview. As well, the families were given the option of making additional d e s .  
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&en that the d e s  do not hûinge upon the objectives of the research project and they do 

not add any additional ethjcal implications. The fïrst nile was that everyom had the 

oppominity to speak during the interview. The researcher made every attempt to ensure 

that one M y  niember did not rnonopolize the conversation and she specincally directed 

questions to quieter f d y  mmbers to obtain their feelings. The second rule was that 

sorne issues r a i d  during the intewiew niay be new to other family rnembers. If this was 

the case, the famiy mrnben must respect the confidentlality of these issues and must not 

discuss these issues outside of this group. 

Due to the sensitive nature of the interviews the interviewer had a debriefing 

session at the end of each i n t e~ew.  At this tirne, any questions were answered and tirne 

was given to discuss feelings. 

The researcher acknowledged that due to the sensitive nature of the interview 

there was the possibility that the children involveci rnay expenence s o m  anxiety. Special 

provisions were organized to deal with this possible occurrence. The provisions included 

speaking with the child independently to discover their level of distress and then referring 

them to the pediatric oncology social worker and/or pediaaic nurse clinician. If the child 

was in agreement. the researcher would have phoned the social worker andlor nurse 

clinician to arrange a tim for the child and professional to meet. The researcher would 

no t have lefi the child if they required hunediate assis tance. The mearcher only would 

have retumed to complete the interview if the child indicated that it was okay. As well, the 

researcher would have referred any f a d e s  requiring funher assistance to the pediatric 

oncology social worker andior nurse clinician upon their agrrement of this referrai. These 
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provisions were not nquired during the interviews. k u g h o u t  the mtewicws, children 

were quite aansient, often times leaving when they did not fée1 like talking and coming 

back when they wanted to add somcthmg. At the conchsion of the i n t e ~ e w s  the 

researcher assessed whether faniilies were in distress due to discussing this sensitive topic. 

Overall, the fart-iilies wete not distressecl; at times fbmïks commented that it was beneficial 

that the faniily sat down topther and discussed their experiences. At the end of one 

interview, the mother appeared dismssed as her son had just recently relapsed. The 

researcher and mther spoke privately for a few minutes pnor to the researcher leaving. 

The rnother stated that she woulcl be airight and she felt that it was therapeutic to have the 

opponunity to discuss her feelings and experiences with a health care professional 

Since the researcher is a registered nurse at the Winnipeg Children's Hospital, it is 

important to mention that the researcher did not work with these families clinically during 

the data collection process. For the k t  year the researcher has had ümited clinical 

exposure to c-n with cancer. This decision was made so that during the period of 

data collection and analysis there wouM be distance betwcen the researcher and potentiai 

research f a d e s .  

Summary 

In this chapter the rnethodology was outlined. The f d y  rerearch study was a 

qualitative. micro ethnograpby witb a sample of 10 families who live outside of the study 

city. Recnllmient was based out of the pediatric oncology clinic at the provincial cancer 

meamnt centre with the pediatric oncology nurse clinician assisting with this process. 

Data was collecteci in a location chosen by the families; overall, the intemiews were 
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conducted in the fartiilies' ho- with the except of two intemiews. Data was cokted 

nom a demographic forni. the general functioning subscak of the F a d y  Assessmnt 

Device (FAD), field notes, one semi-structufed interview. clariEication telephone calls, and 

verification of nndings phone calls. Data anal@ proceeded concmntly with data 

collection Content anaiysis guided the data andysis pmcess. Data analysis and 

organizaîion were conducted nianually. without the hplementation of computer software 

packages. E thical considerations for the study were ako discussed. 



Chapter IV 

r n I N G S  

In this chapter the findings h m  the analysis of the data are presented. This 

chapter is organized according to the eight major themes identificd h m  the data analysis. 

Each theme is composed of several categories which had been developed h m  the merger 

of more minor categories or codes. This section exclusively presents the eight thenies and 

their respective categories that ded with the experience of h a h g  a child with cancer and 

living in a nuai ana Rior to presenting the thenies. s o m  information about the 

informants is presented. The chapter concludes with the results fkom the F d y  

Assessrnent Device completed by the study participants. 

The Informants 

Ten familes participated in the interviews with 25 family members king involved. 

A demgraphic fom compieted by each family gleancd rnost of the basic information 

about the family and its members. The dernographics data for the families are outlined in 

Tables (4.1,4.2,4.3) to facilitate easy access to information. Overall, the 'average' 

farnily interviewed had two children (one with cancer). the parents were 36 years old and 

it had been just over a year since diagnosis. 



Table 4.1 - Famüy Demographics 

I Age of cbild 
with cancer 

( # of siblings 

I Age of 
siblings 

1 Parents9 age 

1 diagnosis 

I Gender of 
children with 
cancer 

Type of 
malignaoc y 

Range 

0-2 siblings 

3- 36 months 

10.6 years 

1 sibhg 

39.5 years 
- - 

16 months 

- -- 

Other 



Table 4.2 - Occupations of Parents 

Farinlies intenkwed (n= 1 O), Parents (n=20) 

Occupation 

Teacher 

OfEce Worker 

Farrner/Self Employed 

Hommaker 

Raiiw ay/Seasonal Worker 

Service Industry 

Frequency 

3 

2 

4 

3 

3 

5 



Tabk 4.3 - The Distances Faniilies TraveRed for Cancer Care 

I Distance to 
t d a r y  centre 
(one way trip) 

Number of 
trips to terüary 
treatment 
centre (at time 
of interview) 

Number of 
kilometres 
driven (round 
trip) to tertiary 
centre since 
diagnosis (at 
time of 
interview) 

Total number 
of kilometres 
driven by the 
10 families to 
the tertiary 
centre since 
diagnosis (at 
time of 
interview) 

- - 

b n g t h  of time 
' to drive to 
tertiary centre 
from the 
families' homes 

Distance to 
nearest medical 

- - 

1 - 4.5 hours 

61.4 trips 

2 hours 1.5 hours 

It is worth noting that the enormous number of kilomtrcs driven by these ten farriilics for 
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the treatment and foiiow up of their chüdren is equivaient to t k e  and a half iims around 

the world at the equator. 



Fimm 4.1 - Presentation of thenies and categories 

1 Diggïng Up the Pain - The Diagnosis Story 

Signs and symptom - knowing soniething is wrong 
Tryhg to be heard 
Waiting & watching tht uolaiown 
Hearing the news 

II Treatmnt - Trying to Destmy the Enemy 

Types of treatment 
Side effects 

ïU Away From Hom 

Travelling to get care 
Dealing with the distance 
Urban health care 
Escaping the situation 

IV Living at a Distance From Our Hope 

Experts and gatekeepers for our children 
Tms t 
Suspicion 
Exploring our alternatives 
The rurai experience 
Our home - our sacred place 

V LXe is Now DSerent and Life Goes On .... 

Nomialcy - aying to maintain status quo 
The price of cancer 
Receiving bad news ... somtims it is part of the joumey 
School - a comection to normalcy 
Taking on new d e s  
S trains and stresses 



VI The Wd Beneath Our Wmgs 

The ties that bind us together 
Support 
Coping - trying to corn to t e m  with cancer 
Cancer bas enhanaxi our lives 

W The Entire Mobile Swings - The Whole Family is Mected 

The price the children pay 
Father's experience - 1 am there when 1 can be 
Mother - the d m  role and traditional caregiver 
Changes in marital dynamics 
Cancer. a new mmber of our farnily - making it part of our lives 

W Our Wuhes On F a h g  S tan.. .Our Wish List 

The hospital experience 
Changing the 'big' system 
Rural suggestions 



The thems and categories uneaftfied during data analysis Win be presented- 

Exampies h m  the data are cited to support the developmnt of these t h e m s  and 

categories. 

Dies - UD the Pain - The Diagnosis Stoq 

The fim them was r e a y  apparent in all interviews. AU famüies started the 

interview by 'teiling their story' about the diagnosis of cNdhood cancer. When the 

families were describing their experiences it was readily apparent the diagnosis of cancer 

was very pauiful F d y  mmben often gave very detailed accounts of the diagnosis 

phase and the time before diagnosis. Four categories were discovend under this general 

thenie. 'signs and symptorns - howing somthing is wrong." aying to be hearâ," waiting 

and watching for the unknown.' and 'hearing the news.' 

The detaiIed accounts of the child's diagnosis fkquently included graphic 

descriptions of the chüd's worsening niedical condition. In aii cases. the fatdy knew that 

somthing was wrong with their child because of physiologicd cues, behaviour changes, 

or nienta1 ciifferences. This category was called "signs and symptoms - knowing 

somthing is wrong." Ail f d e s  who were interviewed knew something was wrong with 

their child wefl before diagnosis. They subsequently took their child to a physician. In no 

cases did a physician diagnose cancer before the M y  started to notice changes in the 

child. 

In four farriilies, the process of diagnosis involved a great Iength of tim pnor to 

diagnosis (greater than one rnonth). misdizignoses, and severe symptoms in the il1 child. In 

one farmly, a teenage boy had been experiencing severe headaches. dizziness. weight loss, 
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and vomiting for over two mnths. The local physiciaa could not find anything wrong and 

each &y the boy would go to school taking gravol and pain kiIlns contindy. The 

motkr knew somthing was wrong and was very persistent: 

M) But 1 go and um, and his questions we& is everything going 0.K at 

schooi, O.K. at honie, and you known then, it is a nerve M g .  He fi@ 

it was nerves and 1 didn't think it was that. 1 think there is somthing 

wrong he re...... We mntioned C.T. scan, he sent, the doctor sent hmi for 

an dtrasound on his stomach (Pause). And whenever we kept mntioning 

C.T. scan he'd Say well that's an expensive test. We'il just you know 

eiiminate aii the others h t .  

I) Ya 

M) Then finally Christmas we were, Christmas day was not a good day. On 

Boxing Day and then we took them down to the doctor. And that was the 

last tirne 1 was going to this doctor, 1 said one mon  time if he's not going 

to do anything we're going eisewhere. And he put hirn in the hospitad 

Well then the other doctors came to look at him and I guess 1 kind of 

pushed this guy to do something for B. They said there is somthing 

wrong here" (Interview 004, p. 10,385-420). 

In some of the families that waited under one month for a diagnosis, it still felt Like an 

etemity for them For these f a d e s ,  watching their chiid's medical condition getting 

worse without any explanation was very painful 
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The next category, trying to be heard, ctntred amund the experiences of faiT8ücs 

aying to be heard by halth care profession&. Often tmies, these faniüies had to be 

extrenly persistent and were confinually gohg to th& local doctor, and hawig nquests 

for diagnostic tests overlooked. One M y  aied relentlessly to be heard by their local 

health care professional: 

M) And it was hard because I just started that new job and ail of a 

sudden she was sick aii the tim and broke her kg and it 's hard to 

find people to watch her when she's sick and I'm sick and 1 duin't 

h o w  what was wrong. I'd bring her to the doctor somet+s 

three tVnes a day. Like. somthing's wrong. do s o m  tests and 

they wouldn't do any tests. 

1) Were you getting hstrated? 

M) Oh very finistratecl because I'd call B and Say that, iike, 1 caiied 

him one cime and he caiied me from his fiend's house and he'd 

gone fishing. He called to Say that he was on his way hom and 1 

said 1 think the doctors are giving rrie the run around (Interview 

012, p-17,713-726). 

During the turbulent tirne before and at the tim of diagnosis, faniiles ofien 

endured a tremndous amount of stress while their child was going through diagnostic 

tests. and sornetimes the symptorns of cancer were increasing s i ~ c a n t l y .  caushg the 

child great pain. The period of time before the f d y  knew what was wrong with their 
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chüd was very distfessing. D h g  this tim, farriilies oftcn tims cam into the city for 

coIlSUltations, and tests - fiequently on an emrgent basis. These experiences were 

capnaed under the category ''waiting and watching the unlaiown." The following 

example illustrates the stress m m  rurai farrnlics experience before the diagnosis. The two 

year old boy had been spihg a &ver of 106 -108 degrees for severai days and he was 

very weak with a rash and bruises on his body. His mother had relentlessiy taken him to 

the doctor for severai days before a blood test was done: 

M) And the doctor looked at him, and the doctor said 'weli f think 

what it is. is his intemal organs. his white blood ceils have gotten 

too high and they are niniing on his interna1 organs and its not a 

big deal he'U probably just go into the hospitai for a coupb of 

days.' He sent us to the lab and said go home and we'U c d  you if 

there is anything wrong. Well, probably an hour and a haif later he 

phoned me back and said we think your son has leukemia, he told 

me right on the phone. He said I'm redy sorry we didn't find this 

out on Monday. Now it's Wednesday. So his whole body was in 

systemic shock by this point ....bis body was shutting dom. So we 

drove him into W ~ p e g  in the car because they said it will just be 

&ter if you can drive in than get an ambulance or whatever .... He 

was almost unconscious when we got him in" (InteMew 005. p.3 - 

4, 1 15- 138). 

Hearing the diagnosis. the final category. was manifested in a wide variety of ways. 



S o m  farRlits klt almost relieved because they now knew what they were up against. 

whereas, other rurai faniüics were in shock Al1 of the farriües indicated that this tim 

was exaemly stressful for them as they were trying to get over the initial shock of the 

word, 'cancer.' No faniilics had suspeacd that their chüd had cancer pnor to the actual 

diagnosis. Fanrilies gave de- wounts of what happened during the initiai days 

foliowing the diagnosis. The events kcluded a la& of privacy, king ovenvhelrried by the 

amount of information king given to them and the large numkr of people involved in 

caring for their iil child One mother recounts the mernories at diagnosis: 

M) Ya 1 was sitting in there and 1 couldn't stop my face f?om shaking 

cause I was so scared and 1 couldn't stop rny face h m  shaking so 

I just had to get out of there. 

1) Right 

M) 1 went to the washroom 1 washed my face cause ever since this 

happened 1 have never let my son see me cry" (Interview 0 10. p.6. 

228-235). 

Treatment - TrWig to Destrov the Enemy 

Family rxmbers and the child with cancer talked very vividly and explicitly about 

the treatment of the cancer, The rnanner in which the cancer was discussed was as 

soniething that they needed to get rid of or kill so that their famdy could return to nomial 

AU of the faniilies interviewed had either undergone chemo therapy and/or radiation 

treatment for the2 child 's cancer. S o m  families also experienced surgical intervention for 

their child's malignancy. Two categories supported this hem,  the types of treamient and 



the side e&cts. The children expaitnced a variety of si& e&ts h m  treatrrient, 

including voriliting, hair loss, hcread fktigue, weight loss, and changes in behaviour. 

These skie e&cu were accenmated by the fàct that these famiks often had to uruiergo 

long drives after receiving treatrrient which at t i m s  often hcreased the syny>tons. This 

fimdy had to drive over an hour and a half to get hom h m  Winnipeg with their son 

V O ~ T I ~ M ~ :  

Gm) Then they sent h i .  hom on tkm, (clears throat). I was kind of 

upset about that. He had just had his chemo and uh, he vomited 

ail the way home. 

0 Uhm 

Gm) We stopped at OB and trkd to get something to set& his stomach 

or somthing. He ps t  couldn't keep anything down so we ended 

up gohg back the next day. didn't we? (Interview 003. p.3. 103- 

110). 

The rreatmnt of childhood cancer consists of several unique circumsta~xs for 

rurai families. including treatments being late because of poor weather. and long penods in 

the hospital without seeing farraly and fiends due to the distance. It seems so paradoxical 

as during cancer treamnt famüy support is essential. Yet. in with rurai families. the 

family unit is forced to split apart because of the responsibilities and c o ~ t m e n t s  of its 

rnernbers. Because of this, it appears that each family member suffers in some way. 

During a a m n t ,  these feelings appear to be heightened because the penods of tim away 

fiorn hom are at the longest. 



Awav From Hom 

This theme. 'Away h m  hom' sigaified the expWnces of ruraI farrrilies with a 

child with cancer when t k y  were outside of their own environment; in other words, when 

they were in the city for mmicnt and follow up for  the^ child's malignancy. A large 

percentage of the interviews focused on the f a d y  mrnbers discussing the e k t s  of being 

away fiom home. During the interviews, the viewpoints of dinerent fardy mmbers were 

discussed. Not pst  those who were away fkom hom. but those fhrdy mmbers who had 

to stay at hom ais0 vocalized how they perceived their experience. T b  them accounted 

for the implications of travelling to get care such as experiencing poor weather and driving 

conditions. dealing with the distance, leaniing to adapt to the city. and living in the city. 

Four categories contributed to this therne, 'travelling to get care," dealing with the 

distance." urban health care.' and 'escaping the situation-' 

Rural families with a child with cancer spent a substantiai amount of time driving 

back and forth between their hom and the te* care faciüy. As was previously stated, 

the ten familes involved in this study drove a distance qua i  to three and a half Ums 

around the world, just for cancer treatment and foilow up for their child. Rural dnWig is 

kaught with adversities, especially in a province such as Manitoba where the land is fbt. 

with few trees. and the weather is of exaemes, with winters king very cold, with large 

snow fails and heavy winds. On days when the chM with cancer needed mamient or 

follow up, farmlies stated that once they finally got into the city they felt as though their 

day was half over. In actuality. it had just begun. 

The c o m n  oncology treamnt modalities ay to kill the cancerous cells. while at 
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the sanie tirne, they d e m y  healthy ce&. This demands canful mnitoring of the c m ' s  

blood work in order to detcnnM their degree of immunocomprorrrise. In som cases. 

-y mmbers wouid dnvt into the city for cancer -nt, oniy to discover that the 

chiid's blood values were not high enough for treatment. Blood work was conimonly 

done in the rural a m  and sometims disaepancies occurred between blood values in the 

city and those done in the niral areas. There are two possible explanations for this, one 

codd be e x p h e d  by different procedures and equipment in the various labs or haWig the 

blood tests done in the niral area the &y before the treatrrient. These discrepancies 

resulted in wasted trips for the -es. 

Travelling for care was one of the largest stresses for rurai fari-eües with a child 

with cancer mentioned in the interviews. One rnother felt that she couid not handle both 

the stress of haWig a child with cancer and driving in the city 

M) 1 realized right at the very be-g I was very stressed and 1 just 

couldn't handle the ûafinc. Well, making decisions, where am 1 

going to park or what lane am 1 going into? 1 just didn't want to - it 

was too much (Interview 009, p.9.358-362). 

Another family stressecl the challenges of rural winter driving: 

F) 1 remmber the worst part was a lot of tim. you know we'd drive, 

we'd leave here at five in the moming and get there for eight, we'd 

spend ail day in the hospital and the chic and then we'd leave 

about five, about five the suns stamng to corn down in the winter 

thm. Then you are basically dnving at night into snow and m g  
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to get back here, and it uh, you know t h  is a lot of snow. And 

you ieave the city and its ok but then dl of a sudden you hit P and 

thae's no trees and aJl of a sudden it starts snowhg and then it get 

bliYarding and then it gets worse (005, p.22.9 17-925). 

Dealing with the distance between the ounilies' homs and the cancer treatnient 

centre was difficult and ofkn tims equated into more responsibilities for the faniily in the 

care of their child. As well, because of the distance, Eamilies ofien times were not 

together, or they had to go to e m m e  len@s to try and be together. This one farnily 

tried to be together throughout some of the5 chilci's cancer treatment, however, it was a 

two and a half drive to the city nom their honie: 

M) But it is, it's hard. Like this week we arr going to drive in 

Monday, drive hom Monday night because Dad has the day off 

and he wants to corne with us and drive in Tuesday, stay 

somwhere Tuesday night corrie home Wednesday to have 

Thursday off, drive back out Friday and corne home Friday night 

(Interview 005, p.2 1, 872-877). 

The distance intmduced additional complexities with respect trying to maintain a 

routine and a household during this stressful h. During long inpatient pexiods for 

treatment, families had to find family or fiends to help care for other siblings, take care of 

pets and their hom, and even do simple tasks such as pick up the maiL For a f d y  

deaiing with the smss of having an ill child, the organization of these responsibilities was 

ofien times viewed as an additional burden. S o m  families had no supports to c d  on for 



Well for a coupie of wteks we both stayed [at the hospitail, and 

then we starred taking tums and she stayed thex moa of the tim. 

1 oniy left for one night but then I got sick. 

And after a few weeks like in there and once he was stabiti7Pn and 

O.K. then 1 had to dnve back here because we just left the house 

that day. 

And we ran out of clothes 

Our clothes and our cat 

It was winter 

Our water pipes froze up here. So we would corn in about once a 

week to shovel the dnve way, to get pillows, to make sure 

everythuig was, iike our water pipes didn't burst or somthing 

(Interview 005, p.9. 348-360). 

It is evident that life continued on while the M y  was going through this stressful time. 

While away nom home, the f d e s  spent a sigruficant m u n t  of time interacting 

with health care professionals at the children's hospital and at the provincial cancer 

neamnt  centre. The f d e s  overall had positive expenences with the urban health care 

professionals. They felt that the healtb care professionals met the majonty of their needs. 

The nual fiudks, at t i m s ,  felt ovexwhelrned by the nurnber of health care prokssionals 

involved in the care of their child. but they felt that the care they received was weU 

cooroinated and had a personal touch. However. two nual families thought that the urban 
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heaith care professionah did not uodcrsrand the extra challenges that rurai faniilies with a 

chiid with cancer h. Onc M y  recounts this experience: 

M) Dr. X told us that she's king adrriitted so and so forth so we 

packed up everything. cleaned the house. got sombody to move 

m for when we le& we came ail the way up here (3 hours). B went 

up to Ronald MacDonald House to unpack and everything, 1 

brought her in to see the Dr. and B m t  us there and he said, 'oh, 1 

forgot to tell you. we have to wait for the test results on Thursday, 

so you don? have to be up here till friday.' Like that kind of 

forgedul, 1 don't think they realize that it's not just as easy for us 

(Interview 012, p.27. 1108-1 117). 

The times that a chiM was admitted into the children's hospital for cancer 

treatment and rnanagemnt of syniptom wen very stressful tims for the fardy. 

especially for the farraly rnembers staying with the chüà, in most cases, the mother. The 

children's hospital aüowed one  parent to stay overnight with their hospitaüzed child. 

Staying overnight in the hospital with their sick child was cornforting for their child. yet at 

h s  was exhausting for the parent because of uncornfortable sleeping conditions. 

frtquently king awolcen for assessmnt of the child. and the s z s s  of seeing other fi 

children. This situation was stresshl for the pmnt because they do not seem to be abie to 

ieave and take a rest. Some fimilies spoke of the benefits of escaping the situation in 

order to rake refuge and refkct on everything: 

M) Usually 1 would stay every night with S. but then 1 would corn here for a 



coupie of hours during the afternoon. 

0 Right, just to get away. 

M) Y& ya, just sit around and talk to the other parents and ste what they've 

gone through and what I, you h o w .  would have somt idea of what to 

expect (lotenriew 002, p. 10.406413). 

This mther continued on by stating she would go and have a cigarette or go to Ronald 

MacDonald House to do laundry, just to take refuge h m  everything. 

Living At A Distance h m  Our Hom 

This them. 'Living at a distance nom our hope' encornpassed the emotions and 

experiences faniilies conveyed to the researcher about living in a nuai area with a 

chronically iu child who was acutely ill at times. This them captured the events. emotions, 

insecurities and dilemmas of d families with a child with cancer while they are in their 

own homs and comrnunities. This them consisted of six integral pieces or categories, 

'experts and gatekeepen for our childrco. ' 'trust,' 'suspicion,' 'exploring our 

alternatives.' 'the rural experience. ' and 'our hom - our sacred place. ' 

The fist category, 'experts and garekeepers for our chikiren' became evident as 

d families had to take on significantly more responsibility than urban families for the 

care and coordination of theÎr child's treamient. At t i m s .  the families thought that this 

was more than they should be expected to do. For instance, families were drawing blood 

off of their child's cenaal line then nansporting the sampk to their local lab for analysis. 

One rnother spoke of the fact that she gave her son chemotherapy in their hom because 

the local nurses were not corrdortable dohg it: 
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M) We never once had a n u m  corn W. One tmit he was so sick 

h m  his Cherno that 1, because 1 do some of his a e m  at home, 1 

was s t d g  to teil p u  that the ninses won't do Som of his 

chem out thert, they're afraid to do k Dr. Y was really annoyed 

He said there is no -on why they shouldn't. WeU, they won't. 

So 1 do it at hotrie. 1 am not even a nurse. 

1) Uhmm 

M) Once 1 asked because he was so sick. 1 phoned to ask and see if 1 

could get a nurse out here to do hydration for m. 

I) Right* 

M) There's none. They're not allowed to do it in X. 

I) So what did you have to do then? 

M) 1 just kept on, 1 just took care of hirn myself. (Interview 005. 

p. 14,565-580). 

In their own cormunities some f d e s  spoke about how they knew their child's 

condition and maunent better than the local health care professionals: thus they decided 

which health care professionals they would allow to care for their child, if any: 

F) S was iike that cause 1 brought him for a blood test and they didn't 

have the siightest clue what they were doing. 

1) Andhowdidyoufeelthen? 

F) t ike I was wasting my tirne. 

1) ühmm So you got angry more than worried? 
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F) Ya, why run around and go there when we c m  do it oursclves 

(Interview 007, p. 12. -7). 

These ainiilies thought they had substantial respom'bility for their child's care in addition 

to king parents and providing emotiod support and reassurance at this cntical tim. 

Given how saessful the diagnosis of cancer U. especially in a child, it seems unnasonable 

that rural faniilies have to takt on additional roles, such as giving chemotherapy. 

Trust was a big concem to these faniilies. Rural faniiües with a child with cancer 

have to build trust with several morc people than urban families. They have to start 

building trust with local health care professionals and the pediatric health c m  

professionals in the city, especially the pediatric oncology tearn In most cases. there was 

already trust with the local profession&. but sornetinies the expectations of the famüy 

changed because the health care professionals were caring for a child with canctr. There 

were ciifferhg levels of trust expressed by the families in regards to how they perceived 

their local health care senrices. AU familes except for one said if there were any side 

effects fiom treamicnt (Le. neutropenia, fever, etc.) they would hmdkte ly  caii the 

pediatric oncology team in the city. The rernaining family felt the y had enough trust with 

their local physicians to contact them first. 

Unfominately, for s o m  famiiies, they had M e  trust with their local health care 

professionals, thus exalating their feelings of isolation. One family recounted the 

diagnosis of their child, who. at the tirne, was very ill. This family drove their acutely ill 

child into the city under the direction of the local physician. 

M) We were told that he should have been air lifteci into the city, 



that's how sick he was. 

1) Right, right 

M) and now 1 find it v u y  hard to trust anyone here in X b u s e  1 

don't hxl that they h o w ,  1 know they don't h o w  as much 

because they are not pediatric oncologist out here, so to m 1 fkd 

it very hard to put my m a  into any of the doctors here. (Interview 

005. p.6.231-239). 

Suspicion, at times. plagued the rninds of these faniilies because of unfortwiate 

incidents in the past. In most cases, this dealt with the local health care professionals. The 

rescarcher hypothesized this suspicion be@s prior to diagnosis and is intensified if the 

local health care professionah rriisdiagnose the child. or fail to refer the chiM to a specialist 

quickly. This one M y  had suspicions of the local health care provide because of the 

inconsistencies in the care between the local and urban settings: 

M) No. he was really nice when 1 brought him in, when 1 brought him 

in he was very nice. But I man when we've taken hirn in, the f h t  

tirne when we took hirn in and he had to do the blood work on hirn 

and we said oh wait, he didn't clean him, he has a centrai line. 

0 Right 

M) niat he didn't c lan  the centrai h e  properly. He didn't wash hû 

hands, he walked ail the way h m  his office down to the lab, 

opened door, had an alcohol swab, dipped it into an alcohol bottle 

and one wipe on his line and injecteci his needie. 
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He didn't wash his hsuriis for 30 seconds 

For 30 seconds and 

a d  you take about 4 wipes 

and we tried to teR him that stuff how they, how we've been taught 

and s- He said 1 know what 1 am doing. 1 don't need you to tell 

me how to do it. 1 do it my way. you do it your way. 

So it sounds like there is a lack of trust, somwhat, lïke for you. 

You don't tmst hun? 

For nie, 1 ... 

We try to keep a close eye on him, (Interview 005. p.7.272-297). 

Sorne f-s also expressed how they becam: suspicious of health care professionals in 

the city when there were inconsistencies in the care of the chiM. At t-S. som families 

were so upset and concemed at this that they would not leave their child's side. Again. 

these f d e s  were taking on another role - that of 'rnonitor.' During the intemkws. 

i d e s  fiquently gave critiques of the care certain health care professionals gave their 

chüd and coqared it to previous care: 

F) When K was in hospital and he was hooked up to tubes and 

machines gohg through it and I remmber then were so -y 

objectives that I was really foliowing it realiy closely. And 1 

noticed the nurses making mistakes and 1 would Say 'what are you 

doing? Are you sure that you know what you are doing? Are you 



m p u  kaow?' 

And mst of them were very go& 

A couple of them wouki 

The good nurses would let you question it and say 'good for you - 

you know what is going on.' The ones that weren't so good would 

Take it penonaIly? 

Ya, weil they wouM be like, ' you don't nctd to ask any questions 

uniess 1 ask you' (Interview 005, p-8,310-326). 

It is essential to mntion that the issues surrounding trust, mûmst, and inconsistencies in 

care are not exclusive to rurai fimilies. AU fimilies experiencing childhood cancer must 

builci trust with the health care professionals caring for their chilci. Yet, the findings fkorn 

this study indicate that nual faniilics experience different iqlications fkom mist and 

rriismist with health care professionals due to the distance between their hom and the 

cancer matment centx. 

Throughout their experience, familes explored the alternatives they had for the 

care and matment of their child. It appeared that they needed a balance between what 

worked for thek faniily and getting the best treamnt for their child. In the rriajonty of 

cases, this involved having blood tests drawn in their home or local comunity, having the 

results faxed to Winnipeg, and then getting the matment in the city. For some families, 

they said that sorne of their child's treatrnent could have been done in their local 

comrnunity, but the f d e s  were not corrdonable with that. Other familes, had some 

minor chemotherapy done in their local area. 
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Living with a child with cancer in a rural a m i  has its ùemfiîs and drawbacks. 

Families, incluâing the chüd with cancer, mntioned one of the beneh  of living in a snian 

communi&y was that everyone knows you and understands what you. as a f a d y .  are 

gomg through: 

Everyone in town. I know most of the people. We& most I guess but not 

dl, and al l  of them seem to know me for sorne reason. 

Because you were on the fkont of the Free Press. 

But yah. 1 can't imagine king in the city in a school full of 400 kids. 

Uhnan 

Weii more than that even Like a 1000 kids maybe or something. 

So do you think you have a better experience because people know you 

and h o w  what you're going through? 

Uhh. 1 don't know if they know what I'm going through but they (pause) 

express concerns and help m: out with whatever 1 need you know. 

Right 

More understanding 1 guess. Like that would give me a sense of not being 

cornfortable if 1 was in the city cause 1 wouldn't know what s o m  kids 

thought of it. (Intemiew 004, p. 30, 1 120- 1238). 

Yet, at tinics, this feeling that 'everyone knows what you are going through' was a 

disadvantage. This was because there appeared to be this understancihg within small 

comrnunities that everyone in the comunity needed to provide emo tional support to the 
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M y  gomg through the crisis. Thtse fhilks m crisis wcrc. at tims often ovuwhekd 

by local people trying to be kind and give support to them One niniily in particular 

discussed how thcy bezam firrther e x h a d  as f o d  they had to give support back to 

the conmninjr in ordu for the corrirminity to cope with their crisis. 

Living in rural areas also resulted in having fkwer resources available to assikt the 

f d y  to cope. Two faniilies d e s c n i  kir experknces of seeking local professional 

psychosocial support in order to help them cope with having a child with cancer. In both 

cases. the experiences were not effective. thus further heightening the stress these h d i e s  

experienced: 

M) And 1 thought weU, 1 got to talk to somebody, I'm just busting here, so I 

thought, okay. I'Il phone and she agreed to see m. That was the worst 

mistake that 1 niade. I went in there. this young gal says to nie I'm sorry if 

1 sounded 'cm* on the phone. but 1 have to be in PM by 1 o'clock. That 

was her fÏrst comment. 

1) O.K. so rhat sets the mood right there doesn't it? 

M) Yah. 1 thought. ohhh, 0.K - and she sat. now I know she was trying to 

look pleasant, now as miserable as I felt 1 could pick out ail these vibes, I 

don? know how 1 did. But um, she did, she was trying to look pleasant 

but to me she had a stupid grin on her face the whole time I'm telling her 

this. And I'm thinking she doesn't even care. And then she couldn't oEer 

any, like 1 know she couldn't take any of it away. but there was no words 

of wisdom, of iike I don't know what 1 was e x p e c ~ g  but there was 



nothing (IntcrVitw 004. p.32. 13041321). 

Thc iast catcgory related to this theme, was 'our hom - our sacred place. ' 

Faniilies spoke about how wonderful ir was to get their chüd homt h m  the h o s p i .  yet, 

conversely, how they féared this event The fear appeartd to be related to the k t  that 

while the chüd was in hospitd, they were being monitored by so nniny 'extra sets of eyes,' 

whereas at hom, the responsibility kil on the shoukiers of the famiy to notice any 

changes. One M y  voocalized their feelings when they first brought their son hom aftcr 

king in the hospital for 6 weeks: 

I) So when you f k t  brought h i .  hom you were happy to have him 

at ho=? 

F) Ya, 1 was happy to be back in the house 

M) But it's scary (Interview 005, p.19,803-806). 

This them illustrateci the unique stnsses and challenges that rural families with a 

child with cancer faced when living in th& own comunity. The analysis discovercd that 

king a distance nom the cancer neatmnt centre could have both positive and negative 

experience for these d faniiles. 

Life is Now Différent and Life Goes On ..... 

This îï€th thenie. 'Life is now different and He p e s  on ...,' related to how the 

families appeared to have accepted the düignosis and mied to move th& lives forward. 

Throughout the interviews families spoke of how their lives were changed because of 

cancer. Yet, they spoke of how they needed to corne to ternis with the diagnosis because 

life continues to progress. Six categories were relateci to this hem: 'normaicy - trying to 
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maintain stanis quo,' 'the price of cancer,' 'receihg bad news... sontmies it is part of 

the journey,' 'school - a coneection to nonrialcyt' 'taking on new roies,' and 'the sûains 

and stresses.' 

Farriilies describeci how they ûied to maintain somc nomralcy in their family Me. 

This appeared to be a coping Strategy for s o m  fdniilies. Some families aied to continue 

with the sam family mutines, disciplin and activities as before the diagnosis; they felt it 

was essential for their survival as a famiy. Other families felt that nothing was the same 

because Me changed so quickly and so immensely. One family describes how they tried to 

maintain stams quo: 

M) 1 try to keep it the s a m  as it was before. You know the same 

house niles and you do the same things as we did before (Interview 

002. p.20, 837-839). 

The diagnosis of cancer places many additional burdens on the M y  and taxes 

them in many ways. Throughout the interviews, infomiants spoke of the sacrifices and 

sufiering they have endured because of cancer. These sacrifices were financiai, exnotional, 

and physical F i c i a l  costs were hquentiy reporteci by these informants. Due to the 

increased costs associated with living in a nual area with a child with cancer. rnany of 

these families experienced great financial hardships. The increased costs included money 

for aansportation. accomdations. food. parking, and basically, as some fadies put it, 

'we were maintainhg two households.' The majority of these families also experienced 

loss of incorrie as one parent either took a bave or quit their job. One -y eloquently 

describecl the additional expenses encountered by niral famüies with a child with cancer: 
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Weil tht biggea thing about living out here is the expense of it 

Right 

That extra expense, it's cost us a lot of money. In the last 12 

months... 

Now what do you thinlc.. how has the extra money been spent? 1 

have my own ideas of how it is spent, but I'd iike you to say it for 

me, like parking and dnving? 

There ' s parking and transportation in and out .. 

Food.. 

Then the extra food and accommodations and . .. 

Somtims like we're set up for two separate households 

(Interview 003, p.9, 384-397). 

Sorrie of these families spoke of havkg to spend their savings in order to suvive during 

these difncult tirnes. One W y  in particular stood out in the muid of the mearcher; their 

son was recently diagnosed with Non Hodgkm's Lymphorna: 

M) 1 man you've got so much to think about. You don't have ùm to worry 

about parking and where the money's gonna corn from and 

0 uhmm 

M) Like I couldn't think of that the first week. 1 couldn't think of anythg. 1 

couldn't reniemkr anything. But now. iike 1 think a lot about iike we're 

behind in all our bills. 

1) Has C provided you with s o m  information about that? 



M) 1 talked to her and 1 tbink it was the second week there and we were 

broke. 1 didn't have any money. 1 had enough gas to get there and that 

was it. So 1 think they gave m s o m  money. 

Gm) $50 (htervicw O 10. p. 14.562-580). 

It was not only the financial saaifices that these faniiiies had to make that were ditacult. 

Cancer also took a toii on the amount of time the famüy couid spend together. At 

stressful tirnes Wre this. the -y needed to be together. not sepanited, which was 

fi-equentiy the case. 

An element of the acceptance that 'He is now different* was the f x t  that receiving 

bad news and dealing with loss was part of the process. This dealt with receiving personal 

bad news. such as a relapse. One of the families who was interview& had rccently 

discovered that thex son had relapsed: 

M) It's the same this tirne. Like B's. people know now. The word is 

out. It's almost iike the same thing over again. only its worse. 

n Now why is it worse? 

M) Because when he went in the first tim he wasn't well And we 

knew somthing had to be done nght away and plus we were taken 

out of our hom environment and put into (pause) a totally 

different environment but we were around people who were going 

through the s m  thing. 

0 Right 

M) And you didn't have to try and look strong. 
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M) Nothing. Now you're out here. he looks fine and we h o w  this is 

coming up and p u  have people coming up to p u  and its ahhhh 

I) Yah, soniething you don't want to deal with 1 k t .  

M) And, and they ali say well they don? understand and I'm thinking 

weil ya you don't (Interview 004. p.14.555-573). 

The losses went beyond personal losses. to include the loss of fiends with cancer. This 

was traumatic for the famiiies. For example, a fkw families discussed the shock and grief 

they experienced when children known to then through their personal situations of 

experiencing childhood cancer. died. One family stated that they felt the k s t  death of a 

child fkom the cancer treatment centre was the hardest for them to cope with. 

School is an essential part of the everyday routine for children. Thus, when a child 

with cancer retumed to school it was initially welcomed by the f d y  yet. at the s a m  

tirne feared because the parents, especially the mo ther, were concemed about the ill child 

at schooL The mothers' minds were plagued by thoughts such as: wiU they be okay, does 

anyone have a cold. Children with cancer often miss a lot of school. Families indicated 

that the rural teachers were very understanding and maintaineci good lines of 

cornmunicarion berneen the faniily and the school with the progrcss of the ill child. 

One intervention that helped both the school aged ill child and the sibling cope 

with the extra dilenimas faceci by returning to school was a presentation by the pediatric 

oncology nurse clinician and one of the teachers fiom the Children's HospitaL These 

professionais discussed cancer and some of the changes the child with cancer was 



experieacing. Fannües reportecl that these presentations heiped alleviate s o m  of the 

anxiety experienced by the chüd with cancer and hisher siblings. and aileviate s o m  of the 

fears and myths the other children in the school had about canm. Unfominately. in som 

cases, these professionals were not aüowed to give a prtsentation to ail of the students in 

the school, only to the teachers. This was due to the decision of the principal and teaching 

staff at the respective schools. 

Deeply rooted in the life changes expericnced by niral faniilies with a child with 

cancer were the acquisition of new roles which included taking on new ta&. AU rural 

families interviewed were at some tim responsible for di&nnt aspects of their child's 

care, whether it be hepaMizing the centrai h e .  doing dressing changes. drawing blood, or 

givùlg chemotherapy. 

F) So. but like 1 said 1 couldn't go back to work. 1 couidn't leave her. Even 

when we brought him hom we were like giving him injections and at first 

S wasn't cornfortable with it. She didn't want to give injections. Even 

changing the bandage we were womed about getting infections in there, 

giving needles that she didn't want to do it. Plus he needed medicine and 

pills and uh ..... (Interview 005, 13.55 1-558). 

In order to take on these new roles, current roles and responsibilities ohen had to 

be shifted. For instance, the mother had to leave her job or take a leave of absence so that 

she couM go to ail of her child's fnedical appoinmnts and be present for all of the 

inpatient periods. Mothers were not the only ones who expcrienced role shifts. s o m  

father expressed lhat they took Laves nom work, used up ai i  of their hoiidays or went on 
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disabiiity so they wuld be with their fbdy. Often h s  dinmg mpatient stays in the city, 

one parent accompany with the child The other parent would be ieft to care for the 

remaining ckdd~n, &tain the househoid, and go to work. In most cases, the mother 

would go to the nedical appointmnts, leaving the fathtr at hom to nui the household. 

For s o m  fathers this mant doing more arourd the house and subsequently learning new 

s6311s. such as doing laundry, and cooking. As previously mentioned. for sonic fâmilies 

these role changes were chalknging because they had to be parents at this crucial tim, 

and pt they also had to be 'caregivers': 

M) i'rnintearsanydaywhenhe'sinpain,whenhe'ssick.thatkindof 

t h g .  1 man I'm a registered nurse. a midde. I've done a lot of 

nursing in the Outbadc but nothing iike seeing my son in pain. 

That throws nie every time (Interview 009, p. 12.483-487). 

The s a a i n  and saesses of these famiiies 'new' lives was p p h i c d y  displayed 

throughout the discussions of their experiences. The stresses these rival families 

experienced were diverse in nature. S o m  of the stresses included lack of support, extra 

responsibilities and kdc of understanding h m  their jobs, no suppon £rom family and 

&ends while they were in the city. and feeling iike they were an inconvenience to their 

local heaith care professionals. One family discussed the merence they perceived 

between urban families with a child with cancer, and rurai f d e s  iike themselves. They 

emphasized that they bekved they had additional stresses to face, such as the extra stress 

of not having any support whüe they are at Chüdren's Hospital for long periods of time 

while their daughter was getting treatmnt: 
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M) Ya. but there's a lot of fanrilies that just corn in for the weck of 

chemo anci go hom and have their child ncuperating at home, 

which we can't do. for the simple faft that 2's too far away if 

somthing bappencd But blood nansfusions, platelet ~ s i o n s  

are harder to ge$ whereas here they could get them the same &y, 

where it takes 24 hours where we're h m  So. just things iïke that, 

but.. and i fs  probably nicer for hem too if they have M y  here 

whereas we don't, they have M y  here. They can corn and see 

you and SM like tha t... (Interview 012, p.20, 819-829). 

The Wmd Beneath Our Wmgs 

The sixth major them, 'The wind beneath our wings,' refemd to the integral facet 

of support in the experiences of d f d e s  experiencing pediatxic cancers. Support was 

essential for the use of positive coping mchanisms and acceptance of cancer in these 

f d e s .  The support of famiy, fkiends, and other f a d e s  with siniilar experiences was 

the sustenance for these families. 

'The ties that bind us topther* was the first category reiated to this therne. This 

category sigdïed the strong bonds and relationships that developed between and amongst 

other f&es with a child with cancer. These relationships developed through spending 

time together at the cancer clinic. Children's Hospital or Ronald MacDonald House. The 

relationshrps developed over tkm and som families maintained close contact by phonhg 

each other frequently and visiting. The families stated that these relationships were 

essential in helping them to cope. For rural faniiles, these relationships were more difficuit 



i 19 

to r-tain because of the costs associated with long distance phozhg and drivmg long 

distances. Som nuriiües spokc v u y  highly about the ties and relationships that they 

fonried with otha fhiks; they klt es though they were a part of an extended W y .  

Most of the d faniilies ktemiewed reccived extensive support h m  h d y ,  

nie&, and their Eaith. Perhaps what was mst reniarkabk was the support they received 

from their local communities, Ui tems of cooking. assistance with fann work, and money. 

Several corrmninities hosted hindraisers for these families to assist them cope with the 

additional costs of having a child with cancer. S o m  of the faniilies felt the main 

advantage of living in a rurai commURity was the emo tional support they received f?om 

their local communify. They continued by saying the driving was worth it considering the 

arnount of support they received fkom their community: 

M) Y a. they did a Io t of fund-raising for us. They had dances and 

socials. Um they had bowling toumaments, dart tournanients. they 

had raffies. They SOM buttons of A to help with it. They raised 

probably close to 17, 18 thousand dollars for us. to help us out. So 

that ail went into a fund for A and when we're up in Winnipeg we 

use that account to get by on everything and then for her dmgs and 

stuff Like that so it's been r e d y  helpful and they raised it to help 

with the bills seeing that 1 couldn't work anymore (Interview 012, 

p. 5, 177- 186). 

The next category was caiied, 'coping - tryinp to corn to ternis with 

cancer.' Each faniily had adopted different coping approaches to the diagnosis of 
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cancer. The mthods that the nuriilics iniplemntad appeared to be a support for 

them, thus it was included in this thenie. Families spoke of how their philosophy 

on lift had change for instance, som h d i e s  reported that they trkd to live eafh 

day as it coms. Om fatha described the importance for thcir fari.iily of 

concentrathg on the positive and living each day as it coms. This pareicuiar 

family had been told that their son had an approximate 70% chance of sumival: 

F) We're assuming that he's in that 70% and if he's not, we'll worry 

about that later so we're just gohg to enjo y everyday for what it is 

( h t e ~ e w  009, p. 1 1.450453). 

Other faniilies had not reached the stage of coming to ternis with cancer yet and 

they felt uncornfortable with cancer. 

The final category related to this them was 'cancer has enhanced our Lives.' The 

researcher did not predict discuvering that s o m  of these ruraI familes would be able to 

see any benefit of their experience with this disease. Some of the f m e s  conniiented that 

because of the extra stress that cancer has brought ro their lives their relationships are 

stronger, and the family has becorne closer. One mther expressed a touching explanation 

of how she felt their lives had somehow been enriched by the experience of havhg their 

young son diagnoseci with a W h ' s  turnour: 

M) Now, when 1 look out the window and see A so we& jumping up 

and down on the trampoline, it means so much to me. If cancer 

had not touched our lives, 1 probably wouldn't have appreciated 

seeing hirn so healthy and so happy as much (Interview 006. p.2, 
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The E n t h  Mobile Swines - The Whoie Fanalv is Afkcted 

This the= was commonplace throughout the interviews with farriüies. It was 

ewlent that the diagnosis of pediaaic cancer in niral faniüies put tremndous stress on the 

nunily unit It was evident that no one kfi the experience unscathed. 

The price the children pay was the first category in this them. This category deals 

with the changes both the child with cancer and the siblings undenvent because of cancer. 

The child with cancer thought he or she had to grow up faster because of this disease. 

The siblings undenvent many changes. in k t ,  they appeared at times to be the silent 

victims of cancer. This is because they experienced a gamut of emotions ranging nom 

guilt of sonrhow causing the cancer to fear. Because these farriiles lived in nval areas 

these children were often separateci h m  their brother or sister and most ofien their 

mother for long periods of tirre while their sibling was receiving cancer treamient. Many 

of the siblings said that they wanted to be there for their brother or sister but could not be 

because of the distance. These children went for weeks at a tirne without seeing one of 

their parents and their ill brother or sister. Due to these long periods of separation. the 

sibluigs ofien had to do more around the house and subsquently became more 

independent. One child remmbers hû feelings when his brother was in the hospital for a 

long tirne and his mother was with his brother: 

R) We~IfeltkindofIonelybecausemylit tk... butsometimsIwould 

feel bad .... and then when he got shingles, 1 was, 1 was Iike. 1 

didn't know but 1 was kind of sad....and then sometirnes 1 felt 
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ma&..... at the start 1 thought it was rny faut and I didn't h o w  if 

like 1 codd have niade it happen (Interview 003, p.24, 1025- 1076). 

The nen category was 'father's expaiena - 1 am thue when 1 can be.' Fathers 

appeared to have had unique, yet turbulent experiences because rnoa of the thm they 

were expezted to work, often tims niissiag medical appoinmicnts and portions of 

inpatient n'eatriient periods. Fathers painted very descriptive pictures of how they had 

difnculties C O I ' K ~ X ~ M ~  at work because they wanted to be with their child and spouse at 

niedical appohtmnu. S o m  fathers fer as though they reaily niissed out on the 

experience. such as the developmnt of relationships with O ther families, and providing 

support to their child and spouse. Thus, they aied to create  the^ own experience; some 

father did this by getting more involved with the 'hands on' care of their child at hom. 

Other fathers s e e d  to become absorbed in the5 work - it almost appeared to be a 

coping strategy. In all cases. though. fathers took on different and new roles. such as 

more responsibility around the house and more chüd care. The foilowing excerpt is a 

family discussing the stresses of the father not always king there in the city for niedical 

appo intmnts: 

F) 1 think, 1 think ya, 1 think 1 would have rather been there more, but 

M) Like 1 think sorrietirries you feel guilty 

F) Ijustcan't. Notthatyoufeelguilry,IjustfeelW<eI'vemisseda 

lot. 

M) Sometims 1 fael maù. Like sometimes 1 feel rnad because, miss a 

&y of work and go with h i .  and 1% go to work (Interview 008, p. 



27, 1104-1111). 

Mothm had a complex role once th& chilcl was diagnoscd with amcer. Even 

though in some fanrilies, both the mottier and father went to al l  mdical appohtments, 

most of the care for the ch= fdi on the shouiders of the rnother. Mothers had their 

traditional matemai role to niaintain, in addition to ltaming their new rok of king a 

'caregiver' for their child. This new rok often forceci mthers to quit or leave theu job, 

leam to drive in the city, and l e m  s o m  basic mdical procedures (Le. cennal line care). 

One mother descn'bes how her H e  has changed: 

M) For m, I quit eveqthhg. 1 quit my ministry. 1 quit my job. 1 quit 

my fann, put everythïng on hold and 1 accept the fact that it takes 

1 1 months plus, waiting tim... so.. 1 accept that. but I'm not.. I'm 

hstrated with the fact that he has to suffer. 1 don? mind the 

treatmnt, 1 find the su&ring that he's going through too hard 

(Interview 009, 18,756-762). 

The &td relationship was a.Exted because of the diagnosis of the pediatric 

malignancy. The researcher speculated that this finding is not unique to rural families. but 

perhaps, intensifid because of the extra tolls involved in living in a rural area, such as the 

distance and the lengths of tim s o m  couples are separated due to cancer treamnt and 

foIlow up. This category, 'changes in marital dynamics' describes some of the changes 

that infonnants experienced with respect to the relationships that bond them together. 

S o m  faniilies found that their maniage was stronger because they discovered that they 

could make it through these difncult t i m s  together. In one family, the parents separated 



for a period of tim due to the mess that the diagnosis put on th& relationsbip. This 

p&ular famüy said that the additional stress nom their extended M y  and their 

unstable reIationship before the diagnosis caused them to need the break to reflect on the 

diagnosis and their relationship. Ail fanrilies said that because of the illness and the large 

distances that they mveiied for cancer care they did not see each other as often This 

farriily depicts ho w their marriage was put on hold, especially early after the diagnosis of 

leukernia in their young son: 

Somtimes like for p u ,  like 1 rernember in the begmning what 

was really hard, this is getting really personal. 1 needed him to 

hoid me or whatever, but like he couldn't. 

Ya 

He k1t ike it was taking away f?om him [the ill child]. so you 

know there is dinerent issues that as a couple you go through and 

there is different issues just dealing with, individually. 

Individuauy 

Like ai l  your energy was focused on your son. So you noticed 

changes then in your mmhge, iike in your relationship? 

Oh Ya 

Oh Ya 

It was put on hold (Interview 005, p. 16, 665-681). 

The last category pertaining to the effects on the whole faniily when a child has 

cancer was 'cancer, a new mmber of our family - making it a part of our lives. ' S o m  
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faniilies spoke about accepting cancer. a d  they vocalized it as if cancer was a mmber of 

their M y .  This couid be explained by the fbct that cancer invades f à d k '  lives in such 

irmnense ways. Making cancer part of their lives mant di&rent thmgs to di&rent 

faniilies; for s o m  faniiüts it mant accepting cancer, for others it signified a change in 

priorities. It is essential to mention that not ail fani*ts klt thk way. But for the fkw 

f-s who did, it was very significant because of the way in which they spoke about 

cancer and the changes it was forcing them to make. Again, this incident m y  not be 

unique to only rural faniiles with a chiM with cancer, but the experience of achieving this 

sense of acceptance may k more difEkult to realize in nual familes due to the increased 

demands many face. 

Our Wishes on F a h g  S tan.. .Ou. Wish List 

The final major theme iden- in the data analysis was 'Our wishes for f a h g  

stars. . .ou  wish list.' Throughout the interviews family members cited suggestions and 

'wûhes' they had for enhancing the current delivery of pediatric cancer services in the 

province of Manitoba Suggestions were recormnded for snengthening pediaûic 

oncology services for rural families at the urban, rural and health policy levels. 

Rural families thought that overall urban heaith care professionals went the 'extra 

d e '  to attempt to coordinate treaviicnt and care for their child. At t i m s  though. some 

f d e s  felt that heaith care professionals in the city did not understand and could not 

appreciate the additional stresses they. as rurai f d e s ,  face. As well, some M e s  felt 

that sorric health c m  professionals were not aware of the local health care seNices and 

thus made inappropriate assurnptions about the level of expertise in the rural setting (eg. 
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physiotherapy savices). 

Most fàmiks were happy with the cumnt cancer s m r t s  in the city. However. 

some feh that the outpatient camxr clinic could be more organized to iàcilitate the nceds 

of d farriilies (Le. decrease waiting tims. have trt8bntnts organized prior). They 

understood that treatmnt was based on their child's blood values. but they c o m n t e d  

that clinic &ys were ofkn very long and stressful days. S o m  faniilies said they wouid 

have iiked to receive some treamient closer to hom. but only if the local heaith care 

pro fessionals received more infomrition and training pertahhg to pediaaic oncolo gy. 

Other faniilies iiked the cumnt organization and Wred coming to Wùinipeg where "the 

experts are." 

Overall, the hospital experience was a positive experience for most families. Two 

faniiles thought it would be beneficial if hospital policies could be akered to ailow more 

than one parent stay ovemight with the child in hospital; thus necessitating larger room. 

Another hospital polky these i d e s  wouid Wre to see altered was the current emrgency 

room policy. Rural families reporteci that after driving several hours into the Children's 

Hospital emrgency room, they did not want to sit and wait in the ER. Waiting in the ER 

increased the faniiücs anxiety as there are many sick children in the ER, thus exposing 

their immunocompromked child to potentiai infections. Thex  famiües felt that it would 

be beneficial if they could go daectly to the pediatric oncology ward and wait to be 

examineci by a physick, thus not king exposed to unwanted infections. 

Financial irriplications were inherent in the suggestions that rural M e s  had for 

iniproving the care in the civ. Som familes stated it would be very beneficial if there 
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were fke parking areas close to the hospital for faniiües who would be adrriincd for long 

periods of tim for cancer treatment. One fafiny thought that mal cards for rurai faniilies 

would be bemfkial durhg inpatient periods, especiany since they stay with k i r  child dl 

the rim and cm not go hom for nniner. Due to the distance between k i r  homs and 

the city. al l  niral faniilies have to phone long distance when they have to ask a question of 

the pediatric oncology team The costs i n c d  by sonie of these faniilies reiated to 

c&g Winnipeg for information were signincant. They thought a toll fke phone number 

would help them cope with the Uicreased costs. as well as help them feel that it is 'okay' to 

phone and ask questions. One out of province famiy taked about the importance of 

developing policy partnerships between the provincial governments so the costs of 

outpatient dnigs would be covered for faniiles from out-of-province. 

Rural families spoke of the benefits (Le. gaining a sense of security) of rurai health 

care professionals having more exposurt to the care and treatment of pediauZc cancer 

patients. in particular, working with cenaal lines. Sorne farnilies felt they would feel more 

secure howing that somone nearby could understand what they were experiencing. 

Somtunes, they found themselves insmcting their local heaith care professionals. S o m  

f d e s  who lived close to a Comunity Cancer Program site felt it would be beneficial if 

they could receive extra supplies and medications fkom them OccasionaHy~ this was a 

problem for d farnilies because at the outpatient cancer ch ic  or at discharge fkom the 

Children's Hospital they are given the exact number of pills that their chiid needs. 

Unfortunately, somtimes their child vomits and thus they are short of mdication. This 

ofien necessitates getting another prescription and having to pay for it independently. 



At the poky levei, rural fanriües thought t h  shouid be mre provisions for 

faniilies in their situation. S o m  f h ü k s  feu tbat k v e s  of absence h m  th& occupations 

were not long enough to "get iifé orgarbd." Others experienced financial hardship 

because there are delays in receiving mmploynient insurance. Travel ailowances 

supplied by the goveninient were another suggestion put forth by the rurai faniilies. Rural 

faniüies have severai neeùs that are not king m t  by the current delivery of services. It is 

evident that our cumnt health care. social and financial aid propurs need to shift Li order 

to encornpass the diverse challenges and special circumstances these rurai f d e s  with a 

cm with cancer face. 

The Familv Assessrrient Device 

The Farriily Assessmnt Device was given to ail informants at the end of the 

inteniew. The device was not given to children approximately under the age of twelve 

because of the difficulties inherent with readmg and comprehension. As was previously 

stateù, the purpose of the devifc was to determine the general level of functioning of the 

fanrilies involved in the study. Only one subscale. the general functioning subscale was 

used. It is a 12 item su bscaie which assesses the overaü healtWpathology of the faniily. 

The informts read the short statemnts and check off one of four possible responses 

(strongly agree, agree, disagree, strongly disagree). The scores assigned to the responses 

range from one to four with one reflecting healthy functioning and four indicative of 

unhealthy functioning (Epstein. Baldwin &Bishop. 1983). A man cut off score greater 

than two incikates that a greater number of unhealthy items were endorsed (Miller et ai, 

1985). 
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A total of 21 FADs wen compkted. The data was entered into the SPSS/PC+ 

cornputer software package and the data was analyzed. The rnean total scores ranged 

fiom 1.33 to 2.33 with a niean of 1.8 1 and a mxhn of 1.92. There were three total 

scores greater than the cut off point of two (2.08,2.08,2.33). The range of meao total 

scores indicate that a m n g t h  of this study was that a range of perceptions of faniily hedth 

nom the informants was apparent. The researcher interpreted the results h m  the FAD to 

indicate that the family members that pareicipated perceived their respective fimdks to be 

hedthy. 

When looking at each of the statemnts separately. there were only two statemnts 

where no unhedthy choies were checked, 'in tims of crisis we can turn to each other for 

support' and ' we are able to make decisions about how to solve problem." AU of the 

statemnts, except for three, only had one informant indicate an unhealthy response. The 

following statemnts had more than one informant indicating unheakhy responses 'we can 

express feelings to each other' (2 informants disagreed). 'planning family activities is 

difficult because we misunderstand each other' (3 Lifomiants agreed). and 'malang 

decisions is a problem for our farrdy ' (3 informants agreed). 

S u m  

In this chapter the researcher presented the experiences of rurai families with a 

chüd with cancer. The eight major thems and respective categories uncovered by the 

researcher were presented and elaborated on with examples fiom the raw data. Extra 

attention was taken to descrik to the situations that are unique for rurai M e s  

experiencing childhood cancers in the themes. 'Away fiom hom,' 'Living at a distance 
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f?om our hope,' 'Mk is now différent & life goes on ...,' 'The wind beneath our wings,' 

'The entire mobile swings - the whole famiy is a&cted,' and 'Our wishes for fanmg 

stars.' In addition, the nsulu h m  the demographic form and the FAD were discussed 



chapter v 

DISCUSSION 

Tntroductio n 

This chapter pnsents a discussion of the research findings in relation to enpirical 

and theoretical findings in the cumnt literature. As we& methodological issues inherent 

in the study will be discussed. The final section of the chapter offers recommndations for 

nursing research. practice, education and health polic y. 

MethodologicaI Issues 

This section discusses the issues surroundhg the research design and 

mthodology. Both the strengths and limitations of the study's mthodology wiU be 

discussed. 

An important point that must be considered is that not a i l  of the families involved 

in the research study experienced the s a m  type of pediatric malignancy. AU rnalignancies 

are treated dinerently, thus each faniily experienced events Wrently and had dinerent 

treatrrent protocols. This is not a limitation of the study, but simply, a point that must be 

considered when reading the study. For instance, children with leukemia undergo a long 

maintenance phase in their treaunent. thus requiring frcquent visits to the cancer maunent 

cenm. Farniiies not experiencing pediaaic leukernia may not have to make as many visits 

into the tertiary cancer centre. 

Sorne of the strengths of this study's niethodology included the good response rate 

to partkipa~g; rich. description data; and the achievement of theoreticd saturation. As 

previously stated, 11 f d e s  were approached by the researcher to pdcipate in the 
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study; ten faniiacs p82ticipated. The fhdks who panicipated in the study provided very 

rich descriptions of their expericoccs king m a d ana and aavelling long disaroces to 

get cancer treatnient, Vivid examples of their experiences and perceptions were given by 

the fani*es. Theoretical saturation was achieved by the researcher after coqlering eight 

family interviews. Two additional interviews were conducted; they M e r  satngthened 

and emphasized the hdings. 

The lirriited amount of tirrie set aside for data collection, a srnall purposive. 

relatively hornogenous sample. and inte~ewing the f d y  together are limitations of this 

snidy. The potential e k t s  of these limitations on the fîndings of this study are exarriined- 

The data consisted of information gained fkom limiteci participant observation. one face- 

to-face interview, field notes. chification phone call. and the verincation of hdings 

phone c m .  Data cok t ion  took place over the span of six months and occumd 

primarily in the honies of the families' interviewed. It was a distinct advantage to the 

findings of the snidy that the researcher &ove to eight of the ten families' homes. 

Although the data were collected over such a substantial penod of Um (six rnonths), only 

one face-to- face interview occurred. Due to this methodology limitation. perhaps 

incomplete 'pictues' of the rural families' experiences were illuminateci. The researcher 

deem m e r  research on this unique population is required in order to M y  grasp their 

experiences. 

The second methodological issue concerns the srnail purposive sample which 

generated the data for this study. Due to the fact that only two-parent families 

participateci in the study the applicability or rekvance of the study findings are somwhat 



restricted. The mjority of the faniioes who participami in this study were of s ida r  

cultriral backgrounds; ail of the fhüies were C a u c h  The la& of culniral aiversity is 

also a limitation. In addition, the applicabïlïty of the findings of the study are somwhat 

Mted as the rnajority of the faniilies who p h i p a t e d  had a male child with cancer; only 

two f;uriilies with a krriale c h .  with cancer participated. Thus, in future studies the 

researcher rccorrniends that one-parent niral famüies and fkdks fkom diverse cultures be 

obtained in order to acquirc mformation about their unique experiences. 

The finai hnitation was the fàct that the entire family was interviewed together. 

Inte~ewing the family together and then interviewhg each farnily niernber individually 

wodd have been w s t  usefuL This is because perhaps family mmbers did not want to 

bring up sensitive issues in fiont of the other members. At the end of the interview 

though, t i m  was set aside for farnily mrnbers to speak to the researcher individuaii~ on 

two occassions this happeneci. 

Generalizability, although frequentiy associated with quantitative methodologies, 

h a  been utilized within the reaims of qualitative research methodologies to describe the 

applicability or devance of research findings (Johnson. 1997). Johnson (1 997) cites 

Morse (1992) as arguing that "the genemlizability of a study is facilitated when ünks are 

made with the work of othen*' (p. 201). Morse continues by stating that generhbility is 

enhmced when "support for one's findings are located in e x i s ~ g  theory" (p.20 1). Given 

this interpretation of applicability or generalizability. the findings fiom this study may be 

deemed as exemphfjing characteristics of generalizability. This is because the findings 

fkom this study can be supponed in the work of other related research studies. 
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It is important to mntion that due to the divasty of the faniilies intenkwed, with 

respect to di&rent types of malignancics and di&rent stages in the cancer trajtctory, ii is 

dBcult to identay the 'typical' rural M y  with a CM with cancer. One point was 

c o m n  tbroughout an farriüies; the distance was a great source of sfress and saain for 

the entire faniily unit 

In sumrriary, despite s o m  limitations. the study findings provided vivid 'Literary 

pictures' of the experiences of niral farmlies with a CM with cancer. The smaü purposive 

sample, which was homogenous in s o m  aspects. provided constraints for this study. 

Discussion of the Research Fmdings 

In this section, the kdings of this research study will be discussed in relation to 

the cumnt research Literature. The research findings that focus on the unique experiences 

of nual f i e s  with a child with cancer will be emphasized. 

Digging UR the Pain - The Diamosis Storv 

As previously mntioned, the 'diagnosis story' ofien monopolized the f5st part of 

the -y interview. Family niembers described in detait the story of their experiences 

before diagnosis. during diagnosis, and after diagnosis experiences. Wright (personal 

cornunication, March 21, 1998) stated that she believes people tell stories of their illness 

in order to 'make sense of their sufkring.' She also hypothesized that the t e h g  of stories 

may be part of the healing process. 

Frequently, f d e s  would Say that they knew soniethuig was wrong and they had 

to tirelessly try to be heard in their local communities. Not all families. ho wever, had a 

prolonged period of tim before diagnosis. The c m n t  literature widely supports that the 
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tim before diagnosis is a satssful the. fidl of unœrtainty, for faniilies with a child with a 

chronic or Hé-threatening i b s s  (Qarke-Steen, 1993; Cohen. 1993, 1995; Knafl, Ayres. 

Gallo. Zoekr. & Breitmayer, 1995; Moore, Kramx & Perh, 1986). Koafl et al (1995) in 

their qualitative study exaniioed the events in farriüies' lives preceding the diagnosis of a 

serious illness in their child They discovered that the time before diagnosis was a very 

stresshil tim for parents. They identifmi that parents took one of five major pathways to 

securing a diagnosis: k t .  deiay, detour, quest, or ordeaL The progression nom the 

direct pathway of diagnosis to the ordeal pathway involved a great increase in time spent 

' m g  to be heard' by heaIth care professionais. Their findings support the results from 

this study which discovered that some rural families tried endlessly to be heard by health 

care professionals. thus prolonging the length of time before diagnosis, and subsequently 

increasing the stress and strain for these families. Clarke-Steffen (1993) reinforces these 

findings with the results fkom her qualitative, longituduial study of families with a child 

with cancer. She discovered that the uncertainty at diagnosis. or as she cals it. 'the 

waiting and not knowing,' was the worst part of their chiid's cancer. 

Cohen (1993) suggests that the uncenainty pervades beyond the tim before 

diagnosis to encompass the entire h e s s  mjectory: "to iive with a chiid who has a He- 

threatening. chronic illness is to live with sustained uncertainty" (11.84). Moore et ai. 

(1 986) concur with the current findings from this study, by suggesting that diagnosis is an 

exnemely ovenvhelming tirne for the family. They suggest that diagnosis is not the tinie 

to provide families with a lot of Uiformation as they are no t able to retain it; this study 

reinforced this as several farnilies reported that they couM not remmber or comprthend 



anything that was said at diagnosk. 

The researcher believes that the information from this them is not unique to rurai 

farrnlies with a chüd with cancer. The fiterature supports that all faniilies in this situation 

experience siniüar emotions. Yet, the results h m  this study indicated that d faniüjcs 

perceive they have more challenges and unique stressors compared to wban faniüies with 

a child with cancer. As we& this study found that rival families may experience added 

stress due to the great distance h m  the specialists' care. 

Treatrrient - Trving to Destrov The Enemy 

Again, this theme is not unique to the experiences of rurai familes with a child 

with cancer. Yet, W y  descriptions of the treamnt of thek child's cancer indicated that 

it was a sigdcant part of their experience. The implications of having to mvel for 

treatmnt and cancer care will be discussed later on. 

Awav From Hom 

This them captured the unique events that rurai families experienced while away 

from their hom for treamnt or follow up for their chiid's cancer. F d e s  expressed 

that times away firom h o m  were stressful and difficult. Som of the issues that were 

significant in relation to this them included the travelling to get cancer care, dealhg or 

coping with the distance, learning the urban 'system, ' and m g  to escape or take a break 

fiom the situation. Recently, the nsearcher discovered a new s e ~ c e  offered at QiildRn's 

HospitaL Free of charge massages to parents of childnn admitted to the hospital are 

king  provided by Massage Therapy students. This service may prove to be helpful to 

sorne parents in decreasing their kvel of stress; this is provided thar the avaüability of this 
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provincial chillrtn's hospiîai or is f o d  in o h r  Canadian childrcn's hospitals. 

The issues and challenges related to cancer care in rural areas have been discussed 

by Curtiss (1993). She belkves that the psychosocial impact on the patients and faniilies 

king  aeated away h m  their homs is profound. She continues by stating: 

The losses iniposed by a cancer diagnosis are profound. People often report 

feeling ûolated, abandoned, and distanced h m  fkiends and families. Isolation for 

treavnent at fa. away centres M e r  compounds coping with cancer and therapy. 

Visits nom family and &nds may be inkquent because of geographic distance 

and the tirne it takes to traveL Difficult decisions rnay need to be made alone, 

without the support of family mmbers, the touch of a loved one. or the sharing of 

tears with a niend (p.244). 

The resuits from this research study are congruent with the ideas brought fonh by 

Curtiss. Rural families with a child with cancer face extra stresses and dilemmas that 

urban families do not face. s-ly kcause of the closer proximity they have to the cancer 

centre. 

Homer et aL, (1994) agrees with the findings of this study through the discovery 

that rural people experienced extrem dûcodon when they had to dnve in the city 

because of nafnc congestions and not king farniliar with the area S o m  of the families in 

this study feit that just getting to the cancer centres was half of the effort or suain 

involved. A few M e s  experienced stress when city driving, thus they brought friends 

and f m y  members with them to deaxase their anxiety. City driving, hding the cancer 
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centre, and discoverhg 'whae to pzuk' were especiaIly strrssful events for som faniilies. 

This could possibly be explained by the k t  that these faniilies weE experkncing great 

stress as they were m g  to deal with 'cancer' and they did not need any M e r  stress. 

Coping with cancer ia a child is enough stress, let alone the added stress of trying to 

understand and orient oneself to a new enviromnt and cdture. 

Aitken and Hathaway (1993) discovered that parents who live a distance from the 

urban based cancer aeamrnt cenm believe they had to uavel too far for their child's 

cancer c m .  The parents in their snidy also felt that poor weather could a&ct their child's 

treatmnt course. The rural M e s  from the cunent study expresseci a great amount of 

concem that poor weather and driving conditions could. and often t i m s  already had. 

af3ected their child's treamnt regime. In the present study, not ai l  rural faniilies believed 

that they had to aavel too far for treatrnent. Some of the rural f d e s  who iived dose to 

the city felt that they had to mvel just a üttle bit longer than urban f d e s  and they did 

not mind the extra distance as they felt they received more community support than urban 

families. F-es who lived funher away. though, felt that they had to travel great 

distances and they stated they would welcom pediatric oncology services closer to their 

home. 

Living At a Distance From Our Ho= 

As previously indicated, this therne described the expenences of rural familes with 

a child with cancer while they are at home in their local communities. The literature 

review demonstrated that there is not an abundant amount of nsearch that explores the 

challenges facecl by nual faniüies with a child with a chronic, He-threatening iUness. In 
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this study, a serendipitous fimmg was that tht rurai faniilies perceived thenselves to be 

the local experts and gatekeepers for their chrlriren. There is no t a related or relevant 

body of existhg research to support tbk newly discovend claim Thus. hiture research is 

needtd to explore the extent of this additional role of rural families with a chüd with 

cancer. 

Trust with the local heaùh carc professionals was a concem for rurai M e s  

experiencing childhood cancer. Moore et aL (1 986) criticaily examineci the diagnosis and 

early treatmnt phases for fadies with a chiid with cancer. They discovered through their 

literanire search, Barbarin et al's (1985) smdy which noted that faniüies expenenced 

stress and worry when dealing with the local doctor and comrnunity hospital. These 

feelings were illustrateci by parents questionhg the abilities and cornpetence of local 

hospitals and physicians. Rural famüies nom this study cited similar examples of 

'watching him closely' or feeling like the5 time was king wasted in their local hospital 

because. in thek view, the d health care professionals were unaware and unfanDliar 

with the care of children with cancer. As well, Hayes and Knox (1 983) discovercd that 

parental smss is affecteci by the amount of trust they have in the health care providen. 

They also found that parents becarrr: concemed about the conhuit y of care for the ili 

child when the care is delivered outside of the tertiary centre. The vivid descriptions 

of the 'nual experience' in rurai families with a child with cancer fiom this nudy included 

examples of kck of knowledgeable resoums, kick of counselling services, and lack of 

communication between urban and rural health care providers. Adams' (1 W2), Buehler 

and Lee's (1992) and Mercer and Ritchie's (1997) study findings are congruent with these 
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hdmgs. Adams discovered in his national siirvey that aii faniilies experiencing chikihood 

cancer sensed a kick of counsehg outlets for them to discuss their experiences, needs. 

and féars. BuehEer et al. found that the fonrial health a r e  resources for rural f à d k s  

caring for a loved one with cancer are seriously lacking. The inadequate fornial resources 

included respite services, child care, honie health and physician care. They concluded that 

the entire experience of caring for a ruxal M y  mernber with cancer was hught with 

caregiver burden and distress. Results fkom Mercer and Ritchie's study (1997) indicated 

that young rural faniüies experiencing childhood cancer had greater financial and 

erno tional support needs than urban based M e s .  Their hdings indicated that fanrüies 

had the most needs in the category of interpersonal interaction. specifically the neexi for 

funher communication between parents and health care providers and parents and the 

child. 

Life is Now DBerent and Life Goes On ... 

Rural faniilies. over tirne, aied to accept cancer, admit life was different, and then 

move forward. AU f d e s  shared that their Iives were transfomied because of cancer. 

Frank (1 99 1) who wro te about his personal accounts of living with cancer. felt that no 

aspect of H e  was left untouched by his illness. Funhermore, he reflected that Me did not 

revert back to normal afier treatmnt ended. Thus. Me is pement ly  changed and then 

the 'changed He* becornes a new n o d  

The experiences niral infomiants higfilighted to the researcher stressed that at first 

most f d e s  aied desperately to maintain normaicy, then they came to accept cancer and 

that lifé changes. However. other farriilies c o n ~ u e d  to cling to achieving nonrialcy. 
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F i i g s  h m  the research support a quest for nomialcy (Robinson, 1993). Martinson 

and Cohen (1989) looked a& the M y  reaction to childhood cancer and discovered that 

parents had a oetd to nomialize family life and restore pfediagnosis routines. Included m 

their interpretation of nomialcy was maintaining ngular discipline and M g  to prowte 

nomial developmnt for the child with cancer. The findings h m  this study were Sinnlar, 

as sorrie f d e s  tried tirelessly to maintain stanis quo. It is interesthg that Martinson and 

Cohen reponed that nornialuing was easier if families adopted a 'one-day-at-a-?&' 

philosophy. many study fani*es reported using this philosophy in their daily iives. 

Through this examination of the study findings with the research literature, a testable 

hypothesis became evufent. This hypothesis is that those families who strive for pre- 

diagnosis nomialcy experience increased stress and strain as cornparad to familits who 

accept life has changed. Further research studies arr needed to explore and challenge this 

hypothesis. 

The process that s o m  rural familes experienced, that of tqhg  to maintain 

norrnalcy, then shifüng routines and goals, and the final acceptance of cancer and 

realization that Me continues on paraliels the work of McCubbin & McCubbin (1994). 

They deveioped the Resiliency Mode1 of Family Stress, Adjusmnt and Adaptation. The 

premise of thk mode1 is that mess is a stressor that affects family life. At first, f m e s  

stmggle to make adjustmnts, then after sometirne the family adapts to accepting the 

illness. The important point to stress is when f d e s  adapt they accept the iiiness as part 

of their lives. 

Congruencies c m  also be found between the findings of this snidy and a dinerent 
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mode1 the McCubbin and Pattcrson's Faniily Adaptation ModeL Their rnodel stresses the 

two phases that a famüy experiences m a stressful s i d o n ,  fîrst adjusmient then 

adaptation (as cited in Gallo, 1991). 

The niral informants in this study cited that they experienced many strains and 

saessors in th& lives because of the burdensonie situation they are in. The stresses 

associated with having a child with cancer are cited throughout the literature, yet the 

'special' or unique saesses associated with travelling for pediatric cancer care have only 

been cited in one study by Aiîken and Hathaway (1993). It is important to acknowkdge 

that these rural fanrilies have rnany saains and stressors in their Lives, but it is essential to 

point out that the neeùs. and therefore the stresson, of these farrdies change over time 

(Heath. 1996~ Heath 1996b). 

The costs of cancer were fhquently recited during the interviews with the rurai 

informants. The financial costs associated with having a child with a malignancy living in a 

rurai area were emphasucd and c o m n l y  prefaced with a statemtnt indicating finances 

were often the mostly heavily a&cted aspect of rural families' lives. Bloomet aL, (1985) 

and h k y  et al. (1983) have both explored the costs of caring for a chil$ with cancer. 

Both studies. although non Canadian. indicated that families spent a signincant portion of 

their budget on out-O f- pocket expenses such as food. accommodations. and gas. Bloom 

et ai., (1985) discovered that for those families in the "lowest incom quade, out-of- 

pocket costs were 47.9% of niean family incom. while for fimilies in the highest incom 

quade it was 31.8%. Wage loss. as a percent of total out-of-pocket costs. was greatest 

for those in the highest incom quaniie at 59.4% and ranged down to 26.4% for those in 



143 

the iowest incorn quartile" (p.2395). As innilirrted by Aiîken and Hathaway (1993) in 

reviewing Chapter 2, $niilies who lived great distances h m  the treamient centre tendeci 

to be young. less educated, and have lower immms than fanrilies who lived closer to the 

neatmnt centre. Thus, the nndmgs h m  Bloom's study are sigdbnt.  Lanksy et ai. 

(1983) earlier reported that nonmdical expenses constituted 26% of the faniilies budget. 

It is miportant to note that there were no di&rentiations reported ktween the costs for 

urban and niral faniilies; thus one m a  keep in mind the financial costs to rurai h m i k s  

would be higher because of the distances they are travelling. 

The last category fiom this thenie to be discussed is 'receiving bad 

news ... somtimes it is part of the journey.' This category signifies the stmggle that rurai 

f d e s  experienced when 'bad things happened.' For instance. afier periods of 

adjusurient, most families c m  to accept cancer, for some families the adjustrnent did not 

end there. In s o m  cases, cancer entered into the lives of other people that they knew or 

their child's condition would worsc. thus. demanding further realignmnt and adjustment 

in their Iives. For example, as previously rnentioned, one family was recently experiencing 

a relapse in their child's brain turnour. This was an exceptionally stressfd tirne for the 

f w .  As the family expressed, relapse was worse than king diagnosed. Hinds. 

Birenbaum, Clarke-Steffen, Quargnenti, Kreissman. Kaz& Meyer, Muihern, Pratt & 

Wilimas (1996) explored the responses of parents to the first recmnce of cancer in their 

child. They discovered the ovemding consauct for parents experiencing relapse was 

'coming to temis.' Hinds et al. (1996) discovered that the families had to overcom the 

shock and basically accept the recumnce in order to rnove forward and discuss treauncnt. 
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There appears io be som siniilaritics in acceptaooe of recimence and accepuiace of the 

initial diagnosis. The rcs«ucher does no t predict that famüy response to recurrence is 

greatly dinerent in Mal faniilits as c o q a n d  to u r h  faniüies. The différences could be 

perhaps explained by the rural farniaes' experiences are compounded because of the 

distance and the implications inherent in recumnce (Le. M e r  matment). 

The Wmd Beneath Our Wms 

Rural farriilies stresseci that the suppon they received was important in their abiüty 

to cope with the illness. The researcher c m  to believe that coping with childhood cancer 

for rural faniiles was as much an emtional banle as a physical one. The title of this 

therne is trying to sig- how the support these rural famües received kom r m y  dinerent 

people 'camed' them over or through the difncult times. Those niral farrriües who had 

lirriited support perceived their experiences to be more negative. Again, this experience of 

support Û not distinct for rurai f d e s  as compared to urban families. The essential point 

is that suppon is especially important in rural f a d e s  experiencing childhood cancer 

because of the distance between their homs and the cancer treatment centre whkh 

subsequently leads to increased strain and stress for these f d e s .  

Families in this study cited several examples of the ovenvhelming support they 

received ftom their family, fkiends, other famiies in sirnilar situations, their church, and 

local communjr. Rural people believing that they have exceptional social support is not a 

new concept; for instance, studies by Austin, Iverson. Muhlenkamp and Weinert (as cited 

in Weinert & Long, 1987) confirm that rural dwekrs perceive they have greater social 

suppon than urban people. This feeling of social suppon provides a sense of security and 
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belonging. As we& Aitken and Hathaway (1993) discovered that parents of children with 

cancer who iived more than 100 niiles away h m  the cancer auitmnt centre used the 

support of fi-knds more fkquently than faniilies who Imd closer. 

An unexpected finduig in this cumnt snidy was that sonie faniiles felt that cancer 

enhanced their lives in som way. This positive perspective of cancer takes tim for the 

family to r e a l .  and appears to help the faniily cope with or c o r n  to terms with cancer. 

Some rurai f h d k s  felt that their families were closer. others felt that they appreciated He 

in a àifkrent way. These findings are reinforced in the literature. For instance, Barbarin et 

ai., (1985) and Koch (1985) reported bm&s (regardess of urban or rural) became closer 

as a result of pediatric cancer affecting their lives. 

The Entire Mobile Swings - The Whole Familv is Affected 

The picture painted by d familes with a chdd with cancer highlighted that each 

family mmber was affecteci in distinctive ways by the diagnosis of this ihess. No family 

mmber was left untouched and each M y  member adapted to the changes in their o wn 

unique way. There is a sigruficant amount of literature which parallels this finduig, stating 

that the entire family is a&cted when a child in the f d y  is diagnosed with cancer or any 

senous illness (Barbarin et al, 1985; Birenbaurn, 1990; Chesler et aL, 1992; Fie. 1980; 

Heath, 1996a; Heath, 1996b; Magni et al., 1986; Magni et al., 1988; Martinson et al., 

1990; Sterken, 1996). The smss on the f & d y  unit is complex and multifaceted This is 

due in part to the static, yet dynamic nature of famites. This them integrated the use of a 

mtaphor of a mobile in its description because the action of touching one piece of a 

mobile causes all pieces to be e k t e d .  This is paralle1 to how cancer affects one M y  
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niember* yet touches the entire -y. Tbc use of the mtaphor of a mobile to descnbc 

the farr4oes' experknces with lite-thrtatening fiesses has been used previously (AUmond, 

Buckrrian & Gohan, 1979). 

Chüdren are greatly afkaed by chùdhood cancer* both the chu  with cancer and 

his or her si'blings. Fudings mdicate that cancer ohen caused chüdrrn to beconie more 

independent as sibhgs were separated h m  one parent and their sibhg for long penods 

of tirne and they had to help out around the house more. For both the child with cancer 

and his or her siblings, it is perceived that the experience of cancer itself causes childrcn to 

'gmw up faster.' Siblings in this study reponed a diversity of emotions including missing 

their iu sibling, feeling sad and sorry for their brother or sister, and at times feeling jedous 

of the attention their sibling received. Research studies by Chesler et aL. (1991) and 

Martinson et aL (1990) support this hdings. 

Rural fathers with a child with cancer had unique experiences. Most rurai fathen 

expressed that they felt their experiences were different because they were unabie. to 

attend most of the niedical appoinmnts and inpatient treatments because often times they 

had to stay at home to work, and rake care of the other children and responsibilities. For 

sorne fathen, this exclusion from the cancer experience at its most stressful times was not 

desired and caused them p a t  stress. One father reported that whik his cornmon-law wife 

and daughter were in the city for chemotherapy, he was out in the bush working. He said 

the stress was so great that he ended up hurting his back. Other fathers aied to 'claim' 

their own experience in s o m  other ways, for instance taking responsibility for the cenaal 

line. There is Iutle research related to exploring the patemal experiences of dealing with 
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pcdiatrr cancers. Sterken (1996) studied the W1CCR8inty a d  coping masures used by 

this population. He discovered that "the age of the Mer, age of the chihi, and the length 

of tim since diagnosis showed direct comlation to paternal uncertainty and coping" 

(p.81). As stated, there is lit& research in this are& thus more research is required to 

more thoroughiy understand the unique experiences of fathers, especisny rural fathers, 

with a child with cancer. 

Results kom this study indicated that the mothers' roies changed because of the 

additional roks they had to assum. Due to the additional roles they acquire, rurai mothers 

may have more unmt needs. WhiteIey (1996) discovered sh ïhr  findings in her research 

of the care needs of mothers of children with cancer. Her results indicated that mothers 

living from 10 1 to 240 km fkom the urban treatment centre had significantly higher needs- 

mt scores than rnothers living further than 240 km fiom the city. In her research 

conceniing faniilies' repones to chronic iIlness, Robinson (1994) reported that the mother 

has an important role in buffering or shielding the family from the irnpact of illness. The 

practice of protecting the f d y  may result in the mother feeling alone and ovenvhelrned. 

The marriage was also not 1efi untouched throughout these experiences. Some 

famiiies reported that they perceived their mrriage was now stronger because of cancer, 

whereas other families felt that the diagnosis of cancer had a negative a&ct on their 

mariage. Congruent findings have been found in the iiterature (Barbarin et al, 1985; Ffe. 

1980). 

Our wishes on fallinrr st ais... our wish list 

This them documnted the wishes or 'perceived needs and wants' of rural f a d e s  



with a c m  with cancer. Their wish lists iacluded a variety of wishes ranging from 

financial wishes to wishes for changes m current policy. Adams (1992) conducted a 

ne& assesamnt of Caoadian paxents of chilriren with cancer. The needs identified are 

sirmlar to many of the fïndings of this study. Although. he did not a& for the parents' 

wishes, he asked parents to &nt* their concerns. This information in tum, can be 

interpreted to understand their wishes and needs. Adams' reponed that parents' concerns 

were in the areas of stafnng, need for information, lack of support groups. lack of services 

in local communities, and the lack of counselling services. The two concems &om 

Adaxns' study which were apparent as findings in this study were the lack of services in the 

niral areas and lack of counseihg services. Results from Adams' questionnaire also 

indicated that policy changes (Le. tax deductions) would be w e l c o d  by these fimilies. 

It is essentid to suite that Adams' study looked at Canadian parents with a child with 

cancer and that the response rate was very poor. 7.2%. with only 1 % of the respondents 

coming fiom Manitoba 

As previously mntioned in Chapier 4. sorne rural familes thought a toll frec 

number to mmben of the pediamc oncology team would help them to cope. Although 

there currentiy is not a toU fixe number to children's hospitai, a new service is being 

provided by the local telephone system Out of town parents of children who are admitteci 

to children's hospital may receive phone cards. These cards allow familes to make fk 

long distance phone calls to family members and friends at home. This new seNice should 

assist f d e s  with the additional costs of long distance phoning and assist them in 

receiving suppon h m  thek family and fntnds. 



AiUren and Hathaway (1 993) studied the di&P,rences in the stress and cophg 

behaviours of parents living relatively close to the enamrnt antre and parents who Iived 

a greater distance away. They suggested a ton h e  iine to the treatment centre in their 

discussion of findings because of the fact that parents who lived a grtat distance fimm the 

treamnt centre had more unmet mfomtion needs than parents who lived closer to the 

treamient centre. Aitken and Hathaway's suggestions were mirrored in this study. 

S o m  of the families in this study 'wished' that s o m  of the maunent could be 

closer to home. Close, Burkey, Kazak, Danz & Lange (1995) compared the &al 

costs. out-of-pocket expenses and quality of life for children with cancer between those 

who received chemotherapy in the hospitai and those who received it at their home. They 

reponed that selected chemotherapy at home resulted in decreased costs, better appetites 

in patients, more activity in the children with cancer, and more independence in the 

patients. They ako realized that famiy life was able to proceed more n o d y  with 

chemotherapy treatment at home and parents couid spend more tirrie together and with the 

rest of the -y. These results indicate that other familes share the 'wish' of the f d e s  

fkom this study. and that this option can work and produces severai benefits, including 

fimincial and emotional gains. Not aii famiiies in this study wouid üke to have treamient 

closer to their ho=; these families felt secure in receiving ai i  of the treatment and care for 

their child's cancer in the city. 

In summary. the findings fiom this study were discussed and examined in 

conjunction with relevant cumnt literarure. Findings from this study parailelled findings 

fÎom several other research studies. The congruency in results from this study with 
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Rcconnmndations 

Based on the findmgs presented h m  this research study, the foIIowing 

reconimndations are o&nd for n d g  research, education, practice and poljr. 

Recommendations for Research 

There are two reconnriendations addressing nursing researcb Fmt, the author 

recorrmiends that s o m  of the hypotheses identifid fkom this study be tested by means of 

further qualitative research. For instance, the perceived belief that s o m  rurai faniilies 

with a chüd with cancer consider themselves experts of their child's care because they 

carry out more rcsponsibility for their chüd's c m ,  should be tested by m a s  of M e r  

qualitative research studies specifically exploring this issue. Quantitative researc h mthods 

could also be employed to test the hypotheses generated by this study. Second. due to the 

vivid pictures and descriptions of the rural familes' experiences with childhood cancer, 

there is a need for research that specifically examines and compares the experiences of 

urban and rural f d e s  with a child with cancer. 

Recomndations for Nursing Education 

The results nom this study have implications for nursing education. The researcher 

suggests that nursing students at ail levels should be educated in regards to the unique 

experiences and challenges faced by rurai families experiencing cancer and any other 

illness. This is especially important in a province iike Manitoba where the majonty of the 

population is urban and the tertiary care centres are located in Winnipeg. Health care 

professionals may lose sight of the unique needs of rurai residents. As we& nursing 
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education should explicitly focus on how to care for the whoie faniiy when one faniily 

mmber is afflicted by a chronic, yet Life ttireatening iIlaess. The additional stress and 

snain experied  by these faniüics demonsaates a ntcd for increased attention to the 

mntal hcalth rtspo~scs of -y mmbers in these types of situations in nursing 

education. For instance, this study suggested that nurses could focus more attention on the 

sibhgs and fathers of children with cancer fiom rural areas. In this study, these M y  

members often felt 'lefi out' of the illness experience due to the long dûtances between 

hom and the treatrrrent centrc leading to feelings of sadness and isolation- When nurses 

have contact with si ihgs and father. for example, they could spend tirne to assess if their 

needs for information and support are king mt. 

Recomndations for Nursin~ Practice 

The findings f?om this research study are important to heaith care professionals 

involved in the care of nrml pediatric oncology patients. The researcher strongly 

recommnds that heaùh care professionals take the tim to consider the additional stresses 

and responsibilities that niral families with a chüd with cancer face. The researcher also 

suggests that one no t lose sight of the special needs of these families. especially d u ~ g  

crucial tinies, such as inpatient penods, patient/family teaching, and discharge planning. 

For instance, when organipng discharge planning for rural farnilies with a child with 

cancer consider the local resources and the areas of expertise in the local health c m  

professionals. No t considering the unique circumstances of these rurai faxnilies could 

resuit in not providing high quality care which is sensitive to the challenges these faniiles 

face. 



The researchcr plans to d e  prcsentations to the relevant Mth aut 

proféssionals who care for these faniilies in order to discuss the distinctive cancer 

experiences that rural faniüies nice. 

Reconiniendations for Policy 

There are three reconn~~eridatiow for changes in health policy h m  the nndings of 

this study. Fit, it is recommnded that the Govemmnt of Manitoba and the 

Government of Ontano work together to provide a pediaaic oncology discharge dmg 

program for familes from Ontario who are treated in Winnipeg. It is not quitable that 

f d e s  from Ontario, who travel great distances for cancer treamnt have to pay for their 

chiid's own oncology discharge &cations when f d e s  from Manitoba receive 

discharge medications fke of charge. The researcher acknowkdges that heaIth care is 

under provincial jurisdiction, yet Medicare is a national initiative. Rural fimilies with a 

child with cancer spend significant amounts of mney for travelling, accomdations, and 

food. They do not need to be burdened with the additional cost of discharge medications. 

There needs to be equity in ou. services. 

Second, policies need to be developed at the provincial and national levels to 

further assist rural farrElies with a child with cancer to implemnt travel aiIowances and 

M e r  income tax deductions. These policies need to assist families fuiancially to 

compensate them for the extra costs they hcur. 

W d ,  teniary hospital policies should be re-examined to investigate if there are 

any ways to address the needs of rural f d e s  with a child with cancer during inpatient 

periods. Possibilities include realignhg hospital policies so that more than one parent can 
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stay overnight, the developnrnt of hospital roorns so that both parents can coxdortably 

stay overnight, and changing the emrgency room policy for aIl pediatric oncology 

patients. 

Faniily System Theory 

The M y  system theory was used as a conceptual mode1 for this study. 

Utilization of this conceptual framwork was benefïcial because of its ntxibibility in 

studying families experiencing chronic, yet life-threatening fiesses. The analogy of the 

mobile previously utîlized in descri'bing the f a d y  system theory could also be used to 

explain the transfomution in the lives of niral familes with a child with cancer. Perhaps 

the two rnost important tenets of the family systems theory exemplified in this study were 

a change in one family mrnber affects ail family mmbers and the balance between change 

and süibility within the family. The first tenet was iJlustrated in the descriptions the niral 

families provided related to the5 experiences with c hildhood cancer. Numro us examples 

were cited by families describing how everyone was af!fected, and no one was lefi 

untouched by cancer. The second 'cam to Life' in this study through the creation of the 

theme 'Me is now Werent and life goes on.' Basicaily. the families stated that they 

experienced penods of great change dispersed with penods of stability, yet they tried to 

m v e  on. These f d e s  were adjusting their bves and aying to corne to terrns with 

cancer, in other words, accept cancer. 

The integration of farnily systerns theory in this study was a benefit. There were 

no negative effects noticed by the researcher for utiliung this theoretical framwork. 



F1I1Clitlgs fkom this study inustrated congruencies with the themetical underpinhgs of 

fardy systemî theory. 

Conclusion 

The purpose of this study was to descrii the experiences and needs of rurai 

farnilies with a chiM with cancer. A qualitative mthodology. ethnography. and the 

hplenientation of faniüy systems theory. provided the smicnire for the design of the 

study. Data was collected nom nual f a d e s  using semi-structure interviews. participant 

observation. field notes. and chifcation and verification of the fïndings through phone 

calls. Analysis of the data coilected led to the generation of a Literary picture of the unique 

experiences and needs of niral farriilies with a child with cancer. Eight major thernes were 

analyzed fiom the data. Not aJi of the thenies idenufied are unique to nuai famiües. For 

instance. the thenie "the entire mobile swings - the whole farriily is affecteci" is not unique 

to rural f a d e s .  The rurai families' experiences are intensified or m e r  compounded as 

compared to urban families experiencing childhood cancer. This is primarily due to the 

distance between the cancer treaunent centre and the families* homes. 

The eight thenies identified related to the diagnosis and matment of their child's 

cancer. the dilemmas of living away f?om the cancer centre. the effect that cancer has on 

the whole f M y .  and the families' wish list for enhancing pediatric oncobgy services for 

niral faniilies. This research study provided a unique perspective by providing a Canadian 

focus on the experiences and needs of niral f d e s  with a child with cancer. The results 

of the study were discussed, as weii as, the mthodological issues kainsic to this project 

and the applicability of faniily systems theory to the findings. Reconiniendations for 



nursing research, education, practicc anà policy wat onered and examinai. 
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Appendix A 
LETI'ER TO THE PROVINCIAL CANCER TREATMENT CENTRE FOR 

ACCESS 

June 20,1997 

Dear John Farber, Chair, Access Conmittee, 

1 am a graduate student in the Master of Nursing Program at the University of Manitoba 
Currently, 1 am doing rny thesis work which expIores the experiences ami needs of rurai 
familes with a chüd with cancer. The study is utiiïzing a qualitative method of inquiry. 
The purpose of the project is to more thoroughly understand the unique needs and 
experiences of rural famüies living with childhood cancer. The methodology for the study 
includes a family interview of approrcimately one and a half hours which explores the 
experiences of these fimilies living with childhood cancer. Through this study, 1 hope that 
health care professionais working with these families will becom more knowkdgeable 
about the changes which occur with rural f d e s  experiencing cfüldhood cancer. 

1 have spoken with Dr. Sarah Israels, head of Pediatric Oncology at the Foundation, and 
she has verbaliy supported the project and has agreed to assist with recruitment of faniiüts 
for the study. As well 1 m t  with the Pediatric Oncology Tearn on June 17th to describe 
my study in M e r  detail and to answer any questions; Dr. Rochelle Yanofw is planning 
to join my thesis c o d t t e e  as an additional extemai member. The study is pending 
approval fiom the Ethical Review Cornmittee of the Faculty of Nursing. The purpose of 
this letter is to s@ly inform you and the research corrimittee at the Foundation regarding 
this research study taking place at the Manitoba Cancer Treatment and Research 
Foundation. 

Please do not hesitate to contact myself if you have any questions or concems about this 
project. 
1 can be reached at or you may contact my thesis chairperson, Dr. Karen 
Chalmers at 474-73 18. 

S incerely, 

Shannon Scott-Fmdlay, RN, BN 
Master of Nming, student 



Appendix B 
EXPLANATION FOR RECRUlTERS 
(Members of Pediatric Oncology Team) 

A pro@ is king conducted on the experknces and aceds of nvsl fimiks with a child 
who has cancer. This project is king conducmi by Shannon Scott-Findlay, a Masters in 
Nursing student at the University of Manitoba 1 thought that you dght be interested in 
hearing about this project If you agree to release your nam and phone nurnber, Shannon 
wiii phone you and provide you with sorrie more information about her study and answer 
any of pur questions about the study. 

Would you Iüce to hear more about the prow? You c m  decide whether or not you want 
to participate when you speak with Shannon The intenriew will take approximately one 
and a half hours, and wili be sirriilar to an informai conversation. May 1 release your name 
and phone nurnber to Shannon? If you agree Shannon will be contacting you within the 
week or two Thank-you. 



Appendix C 
EXPLANATION AT THE CANCER TREATMENT C E m  ANDIOR ON THE 

PHONE 

Helio, my nam is Shannon Scott-Fmdlay. Thank-you for ailowing me to nieet with you 
(or phone you). 1s now a good tim to talk? As was previously mntioned by (mmber of 
the pediatric oncology team), 1 am a snident in the Masters in Nursing program at the 
University of Manitoba 1 am also a registered nurse working part-tim at Children's 
Hospital The purpose of this project is to examine the unique experienas and needs of 
d Euriilies with a child who has cancer. This projezt is to fulfill the thesis requkmnts 
of the Master of Nursing D e p .  

If you agree to participate in this project, 1 wilI set up an interview at a location of your 
choice, and at a tim that is convenicnt for you. The interview will be approximately one 
and a half hours in length. The purpose of the study is to examine the expenences and 
needs of ruraI farriilits with a chüd who has cancer from a family perspective. You arr 
fk to invite other f a d y  mmbers. including children. who you feel have been affected by 
your child's illness. The interview will involve discussing your experience with your 
child's ïllness, your feelings at the tim of the cancer diagnosis, and the effixts the 
diagnosis has had on your lives. 1 would iike to tape record the i n t e ~ e w  so that 1 wiU not 
have to take detailed notes. There are also two short f o m  to complete and 1 m y  take a 
few no tes during the interview. The information nom the interview will be transcribed 
and analyzed with information nom other niral families with a CM with cancer. 1 may 
need to call you again to clarify any de tails fiom the interview. When the propct is 
written up the information will be grouped in such a way that it wiil not be possible to 
identify you. 

No one other than my thesis commïttte, Dr. Karen Chalrriers (Faculty of Nursing, 
University of Manitoba), Dr. Wanda Chernomas, (Faculty of Nursing. University of 
Manitoba). Ms. Ji Taylor-Brown. a social worker fiom St. Boniface General Hospital. 
and myself wiil kten to the tapes or read the transcripts. Dr. Yanofsky will have access to 
only grouped data. You are free to withdraw from the project at any the.  Your 
participation is entirely voluntary, and you are under no obligation to participate in this 
project. 

Do you have any questions? 

Are you interested in participating in this project? 

Can we set up an intemiew anie? 

Thank you for your interest in this project, 1 look forward to meeting you. 



Appeadix D 
Poster 

Rwal Families Experiencing Childhood Cancer 

Shannon Scott-Findlay, a registered nurse at the Winnipeg 
Children's Hospital, is conducting a study on nual families 
experiencing childhood cancer. The purpose of the study is to 
examine the unique experiences and needs of rural families with a 
child with cancer. The study is part of her Master of Nursing 
degree at the University of Manitoba. 

The study involves an interview with your family, approximately 
one and a half hours in length which focuses on your family's 
experiences with cancer, the effects the diagnosis has had on your 
lives and the support and resources in your local community. 
There are also two short foms to complete. The interview will 
occur at a place and time that is convenient for you and your 
family. 

AU information discussed during the interview will be kept 
confidential. No specific information from the interview will be 
shared with your child's health care providers and your child's 
care will not be altered in any way. The study has been approved 
by the Ethical Review Cornmittee of the Faculty of Nursing, 
University of Manitoba and by the Pediatric Oncologists at the 
Manitoba Cancer Treatment and Research Foundation. 

If you have a child with cancer (up to 18 years old) and live in a 
rural area (outside of Winnipeg) and are interested in receiving 
more information about the study please contact Shannon at ***- 
****, please leave a message if no one is home. 

Thank you for your interest! 



LETïER TO PLACE POSIERS AT RONALD MCDONALD HOUSE 

Dear Ms. Kem Mushurmdci, Manager, Ronald McDonald House. 

The purpose of this letter is to q u e s t  permission to post the enclosed posters within the 
R o n d  McDonald House. 1 am a registered nurse at the Winnipeg Childreds HospiraL as 
weii as a graduate student in the Master of Nursing Program at the University of 
Manitoba I am currently doing a study which explores the experiences and needs of niral 
f d e s  with a c h u  with cancer. The purpose of the project is to more thoroughly 
understand the unique needs and experiences of rural families living with childhood 
cancer. Through this study, 1 hope that h e u  care profession& working with these 
f d e s  will becom more knowledgeable about the changes which occur with rurai 
f d e s  experiencing childhood cancer. 

The study has been approved by the Ethical Review Conmittee of the Faculty of Nursing 
at the University of Manitoba and by the pediatric oncologists at the Manitoba Cancer 
Treamnt  and Research Foundation/Children* s Hospital. I have asked for your assistance 
in piacing this posters at the Ronald McDonald House because of the fkquency with 
which rural famiües with a c h u  with cancer stay ar your accommodations. 1 would 
sincerely appreciate your assistance by posting these notices in visible areas of the House. 
Please feel fkee to photocopy these notices if you andor other parents would like a copy- 
Again, 1 thank for your assistance. Please contact me (***-****) ifyou have any 
questions or concems. 

Shannon S c ~ t t - ~ ~ ~ d l a y *  RN, BN 
Master of Nursing student 



The researcher drovt to the sites on the map where only the length of tim to drive to the 
city is iisted. The other towns and cities listed on the map are to give s o m  perspective of 
the vasmess of the province. 

Appendir F 
MAP OF PROVINCE 



Appendix G 
CONSENT FORM 

1. , agnx to participate in this projeci e x d g  the necds of rival 
familes with a cbiId with cancer aduc&cd by Sharuion S c o t t - F î î y .  Masiers m m i e  
F a w  of Graduak Studies, University of Manitoba. I uadcrstand that 1 wiil participate in an 
interview of appmximately one and a helfhours. Shamm wiU a& me questions rrgarding my 
experiemes of Liviog within a famiiy cxperiedng childhood cann. Tk questio~ls will foais oa: 
our family's experience wiîh our chüd's cancer* our feelings at the diaposis. and the effkcts the 
d i a m  has had on our lives. 'Tbt interview wül k tape ncordcd and the information recorded 
later transcribed. Thtn are aiso two short f o m  to amiplete and Shannon may taie some brief 
notes during the inîerview. Shanm may iata phcme me to dw any ddails. if necessary. pnor 
to analyzing the data. This infomation will be anaiyzed dong with information from otber rural 
familes with a child with cancer. W h  the projezt is written up. the information wiil k grouped 
in such a way that it wilI not be possible to identify me. Additionally. Shannon wi i i  be selacting a 
few families to initially shan tk findings of her study with in order to aisun her analysis 
accurately refiects the experiars of nual fandies experiencing childhood cancer. 

h o ,  no one o tk r  than Shannon, k r  thcsis cornmittee (Dr. Karen Chalmers, Faculty of Nursing. 
Dr. Wanda Chernomas. Faculty of Nursing Ms. Ji Taylor-Bmw Department of Psydw>social 
Oncology, urban General Hospital) and a typist who will transcribe the interview. wili Listen to the 
tapes or read the transcripts. Dr. Yanofsky will only have access to grouped data. 1 also 
understand that 1 am fke to withdniw h m  the mdy at any tirne. My panicipation is m l y  
voluntary. 1 am under no obligation to participate in this project. AU information discussed duhg 
the interview wiu be kept confidential. No specific information from the interview will be shand 
with my child's health care providers and my child's care will m t  be altered in any way. The sntdy 
has been approved by the. Ethical Review Cornmittee of the Faculty of Nursing. University of 
Manitoba. 1 am fhx to contact Shannon (***-**km**) or her thesis cummittee chair. Dr. Karen 
Chalmers (2û4-474-73 18) at any tirne if I have any questions about the study. 

My signature M o w  indicates my wülingness to participate. 

Would you Iüce to -ive a summary of the findings from this study once it is completed? 
- Yes 
- No 
If yes. please h t e  your name and address below for the purposes of mailing. You c m  expect the 
results in approximately four to six montfis. 



Appendk H 
ASSENT F O M  FOR CHTLDREN 

1, , agne to take part in this project looking at Mal fàmiks 
with a child with cancer conducttd by Shannon Scott-FinnlIiy, Masters in Nursing student, 
Faculty of Gradue S&s, University of Manitoba Shannon wiIl ask m questions 
regarding my experienas of h g  within a faniily experiencing childhood cancer. The 
questions will be about: our faniiy's experience with chüdhood cancer, our fèelings at the 
diagoosis. and the e&cts the diagnosis has had on ou. lives. The interview wiil be take 
about one and a half hours and will be tape recorded. There are also two short f o m  to 
complete. 

When the pro@t is written up, it will not be possible to iden* me or my family. 

Also, no one other than Shannon, her thesis committee (Dr. Karen Qiakners. Facdty of 
Nurshg; Dr. Wanda Chernomas. Faculty of Nursing; and Ms. Ji Taylor-Brown. 
Depamrient of Psychosocial Oncology, =ban General Hospital) and the typist wül listen 
to the tapes or read the transcrîpts. Dr. Yanofsky will only have access to grouped data I 
c m  quit the study at any tim. My participation is entirely voluntary. 1 do not have to 
participate in this project. Everythjng talked about will not be discussed with any one eise. 
No infomiation fiom the interview wi.U be shami with our health care providers and our 
famüy's care will not be altered in any way. The study has been approved by the Ethical 
Review Cornmittee of the Faculty of Nursing, University of Manitoba 1 am free to contact 
Shannon (***-***-****) or her thesis committee chair, Dr. Karen Chahxrs (204-474- 
7318) at any time if 1 have any questions about the study. 

My signature below indicates my willingness to participate. 

(Child's signature) 

(Parent's signature) 

(Researc her) 

(Date) 



1 am conducting a pro&ct that examines thc U@~KXS and rieeds of rural families who have a 
chiid wiîh cancer. Th pirposc of this project is to examine tbe unique experiezlce~ and needs of 
d familiés with a chiid with cancer. This projcd is to fulnll the thesis iequiranents of the 
Master of Nursing Degree at the University of Manitoba. My Uuerest in this topic bas gmwn h m  
rny expzince as a pediatric nurse at a childrtn's hospital and my expCncnct growhg up in d 
Manitoba. 

1 am working under the supenrision of Dr. Karen Chaimers. of the Faculty of Nursing, University 
of Manitoba (474-73 18). Dr. Wanda Qicmomas (Faculty of Nursing). Dr. R o c M t  Yanofkky 
( C h i l h ' s  Hospital and the pmvincial cancer treatment centre) and Ms. Jii Taylor-Brown 
(Department of Psychosocial ûnmlogy. urban Gcncral Hospital). Famiiies h m  rural arcas wich a 
child who has cancer are king approached for this p r o w  

If you agnx to participate, 1 would like to talk with you and your family (farnily members may 
decide to participate or not) about your experiencc with your child's illnss. Your child would also 
be invited to participate if that is agreeabie to you and your child The questions will  f m s  on: 
your family's experience since learning a child has cancer, your feelings at the rime of the cancer 
diagnosis. the effects the diagnosis has had on your lives. and the supports and resources in youf 
local community. The i n t e ~ e w  will take approximately one and a half hours. and will take phce 
at a tirne and place that is menieni for you. 1 would also iike to tape record the interviews. This 
wouid aUow me to listen more carefully to you without having to take detailed notes. There are also 
two short f o m  to complete. During the interview. 1 may make some bnef notes from my 
observations and about the information king discussed in the interview. 

At a later date. I will be transcribing the tapes and the information will be analyzed 1 may reqiiest 
to Q a follow-up phone cal1 to cl- any daaüs h m  tk transcripts, if nccssary, prior to 
analyzing t k  data. AU the idonnation will be kcpt confsdential; you may withdraw from the çhidy 
at any tirne. The information will be grouped almg with the information h m  all other parents. 
When the project is written up, the information will be p u p e d  in such a way that it will not be 
possible to idcntify any individual children or families. As weü. 1 will be selecting a few f a d e s  
to Uutially share the fkdings of my study with in order to m r e  that my anaiysis amrately 
reflecîs the experiences of rural families experiencing childhood cancer. This meeting would take 
approximately 20 - 30 minutes and would take place in person in Wiipeg  afier one of your 
child's medical appointments or arrangements could be made to discuss these issues on the phone. 
You codd choose later to participate or not to participate in this second interview. 

No specific information from the interview will be shared with your child's health care providers 
but a summary of t k  findings of ail my interviews may k given to the Pediaaic OncoIogy S M  ai 
the provincial cancer treatment centre. The study has bcen approved by the F a d t y  of Nursing 
Ethical Review Cornmittee. You are under no obligation to participate; you may withdraw h m  
the snidy at any tirne. If you wouid like any f u r h r  information. plme contact me at: 

I*f ,*SI,-* _ home 
204474-8207 - generd office, Facuity of Nursing 



Thank you for ycnir irnercSt in this projcct, 
Shannon S~o#-Fùd@ RN, MN studea F u c a  of Nursùrg - Unfvers&y of Manitoba 

Appendix J -DEMOGRAPHIC FORM 

Age of child W h  cancer 

Childs àïagnosis 

Date of àïagnosis 

Age at diagnosis 

Child's current grade in school 

Do you have other children? 

I f  yes, what are their ages? 

- Yes - No 

- 

What is your age? Your parrner's age (if relevant)? 

What is your occupation? - Full Time - Parr Tinte 

What is your parmer's occupation ( f relevant)? fl - PT 

Distance to nearest medical facility 

Distance to MCT"/ChiZdren's Hospital 

Can you please indicare the approximate &te for the last rime you were in Winnipeg for an 

appointment or treatment related to your child's diagnosi~. 

Approximately how many times huve you gone to Wirinipeg for Drs.' appoinmients, r>.eatment, 

and other services related ta your child's diagnosis? 

Is your child currently receiving active marnent? - Yes - No 

How would you describe your childs current health condition? 



Appendix K 

Thank-you for agreeing to rneet wirh m. I would Iüre to ask you a féw questions 
about your child and farriily. 

1 also want to mfom you that you do not have to answer a question if it maices 
you uncodortable. 1 understand that it may be difncult for you to dûcuss your 
experiences with cancer. At an*, we can tum the tape recorder off to "take a 
break", if you would Iike to. No specific information fYom the interview will be 
shared with your child's health care providers. All information wiil be kept 
confidential and you may withdraw frorn the study at any tim. 

1. Teil nie about your experience with chüdhood cancer? 
Probe for: -referral proœss 

cxperience at Cancer Foundation and Children ' s Hospital 
-what has heiped you to cope with the diagnosis and its treatment? 
-overail effect of diagnosis on the fangly 
-isolation related to distance from treatment centre? 

2. How have your lives k e n  affecteci since the diagnosis of cancer? 
Probe for: -which problem has been the most difficult and how did you 

resolve it? 
-what is your priniary suess? 
-what have b e n  the stabilities or "things that have stayed the sanie 
within your family?' 
-impact on family situation 

-amount of Ume spent together as a family 
-financial - change in ernployrnent? 
-famiy supports 
- f d y  stnictun 
-siblings 
-discipliring chüdnn 
-feelings of being in the city for matment (Le., availability 
of social supports, driving in the city, di&rent parentid 
roles during in-patient aeaunent) 
-what have the strengths been in your faniily in order for 
you to deal with the diagnosis? 



Shce diagnosis, how niany t i m s  have you had to go to Winnipeg for 
appoinantnts and follow-up appointmnu? What has your experience k e n  with 
receiving cancer uire m Wmnipeg? How do you feel about the distance between 
you and the aeamient centre? 
Robe for: -distance to Winnipeg 

-inq>licatioas of nceiving treatnient in Winnipeg 

Tell nit about the cancer treatmnt. 1s your cW's  M y  physician (local doctor 
pnor to diagnosis) aware of the diagnosis? Who do you nrst contact when your 
child with canm is feeling unwell?(ii side effxts of treatmnt, nausea. etc.)? 
Probe for: -details of treatrrient, location of treatment 

4s any treamnt given in local community? 

Can you teIl about your situation of living in a rural cornmunity with a chüd with 
cancer? Robe for do you think that famüies Living in urban arûa have 

a different experience than your faniily fkom a rural 
area? If yes. how? 

Teil me about the suppon that you as a family have received to assist you cope 
with childhood cancer. 
Probe for: -are the supports adequate: 

-local supports available for example. to help your chüd with the 
transition back to school. does your faxdy have access to 

counsehg seMces if required, etc. 

Are there any services and supports that you wish that you had access to your 
hom community? 

Are you part of a support group for parentslfamiles with a child with cancer. If 
yes. do you feel this is helphl (how so). If no, do you think that the support of 
other p a n t s  would be beneficial? 

When looking back at the initial diagnosis and treatment. do you have any 
suggestions for health c m  profession& in planning care for children with cancer fkom 
rural areas? 

-approac hing the SC ho01 regarding the diagnosis 

10. 1s thex anything else that you want to add that we have not discussed yet with 
respect to your chilci's condition and your needs as a farnily dealing with a cancer 
diagnosis and treatmen t? 



1 1. Do you have any questions for m? 

Thank you for givi~g m the oppomuiity to m e t  with you to dixuss your 
experienœs as a faniily with childhood cancer. 

I may contact you by telephone withm the next ftw weeks to clarify any 
information h m  the interview. Is this okay? As well, 1 will be selecting a few 
faniiües to initially shart the nndings of my study with over the phone or in 
Winnipeg if you are m the city for an appointmnt. The purposc of this step is to 
ensure rny findings h m  the analysis accurately reflect the experiences of nnal 
faniüies experiencing chiidhood cancer. Would this be okay for m to caU you? 
You could decide then if you want to rneet/t& with me. 



FAMILY ASSESSMENT DEVXCE 

This questionnaire contains a number of statements about faniilies. Please read each 
statenient carefuny, and decide how weii it describes pur own M y .  You s h o d  
answer accordhg to how you see your fbdy.  For each statement, there are four (4) 
possible responses: Smngly Agree, Agree, Disagree or Strongly Disam.  Try not to 
spend too much tim thinking about each statement, but nsponse as quickly and honestly 
as you can. If p u  have trouble with one, answer with yourfirst reaction. P M  be sure 
to answer every statemnt and mark ail answers in the space provided below each 
statement. 

In tinies of crisis we can nirn to each other for support. 

- Suon@y Ag= - A@-= - Disape - S trongly Disagree 

Individuals are accepted for what they are. 

- S@On@y Ag= - A- - Disagree - Strongly Disagree 

We can express feelings to each other. 

- StrongiyAgree - Disagree S uongly Disagree 

We feel accepted for what we are. 

- Strongly Agree - Agree - Disagree S wngly Disagree 

We are able to rnake decisions about how to solve problerns. 

- Sno@y Ag= - Agree - Disapee S trongly Disagree 

We confide in each other. 

-Suon&Agree - A m  - Disagree Strongly Disagree 

Pianning W y  activities is dificult because we misunderstand each other. 

- Swngly Agree - Agree - Disagree - Strongly Disagree 



8. We cannot talk to each other about the sadness we hl. 

- Smngly Ag= - Ag= - Disagree - S trongly Disagree 

9. We avoid dixussing our fcars and concems. 

Strongiy Agree - A p  - Disagree - Swngly Disagree 

10. There are lots of bad feelings in the famiy. 

Stronngiy Agree - Agree - Disagree - Strongly Disagree 

1 1. Making decisions is a problem for ou.  family. 

- Strongly Agree - Agree - Disagne - Strongly Disagree 

12. We don't get dong well together. 

- Strongly Agree - Agree . - Disagree - Strongly Disagree 



Script for requgtiag famiües for verification of findings 

Heilo. this is Shannon Scott-Findias 1 am a graduate student within the Master of Nursing 
Program at the University of Manitoba. 1 m t  with you and your faniiy a féw months ago 
to discuss your eqeriences with regard to living with childhood cancer. 1s now a good 
àme to talk? The purpose of this caU is to inquin if you wouId be interested in assisting 
me for to verify or confjrm the findings of my research study. When 1 m t  with you and 
your faniily, at the end of the interview 1 inquind if you might be interested in rrieetuig 
with nie. The purpose of this process is to ensure that my analysis accurately captures 
what it mans to be in a niral faniily experiencing childhood cancer. If you agree. 1 will 
mail you a summary outlinmg the thems/categories I have seen within the data. 1 ask that 
you r d  thû sunrmiary and discuss if amongst your faxniiy. Then. I will cali you by phone. 
What 1 suggest is that you appoint someone in your family to act as the spokesperson for 
you family; thereby C O ~ C ~ M ~  the thoughts an suggestions fkom the fkdy .  This 
shouId be more shpler because we will not be meeting in person. Throughout our short 
conversations on the phone. 1 wiu be taking detded notes about your reactions and 
opinions about the findings of the study. 1 want to reiterate diat conMentdïty wiil be 
rnaintained. Data has been grouped so as to protect anyone king identifiable. Your 
child's care will not be altered by your decision. WouId you be willing to participate in 
this process? 

Thank you very much. I look forward to speaking with you. 1 will mail a copy of the 
sunirrary to you to&y. 



snmniary of Findings 

Summary of Findings - The needs and experiences of rural families with 
a child with cancer: A family perspective 

1 conducted a qualitative study. Sing>ly speaking, the purpose of a qualitative 
study is to break the intenkw and obsavational data down into thems and categories 
which wilï be able to highiight the niain points dixovered. 

A therrie which was vividiy apparent in all i n t e ~ e w s  was the description of the 
process of diagnosis. 1 c W  this theme "Digging up the pain - the diagmsis story." 
When familes were descrihg their experience it was readîly apparent the diagnosis of 
cancer in their chM was very painfuL S o m  important points I discovertd related to this 
theme were the signs and symptom, knowing something is wrong, trying to be heard, 
watching the unknown and hearing the news. 

The second theme which was apparent in the interviews related to the maunent of 
cancer. Families taiked very vividly and explicitly about the treaurient of their child's 
cancer, thus I cakd this theme "Treatment - tiying ro destroy the enemy." Included in 
this theme were descriptions about both treawnt and side effects. 

The remaining six themes I discovered reiated specifïcally to living in a rurai area 
with a chdd with cancer. A lot of the i n t e~ews  focused on king away from home during 
treatmnt and foUow up for their child. Thus, two thems were readily evident in the data 
' 'Amy from home," and "Living at a distance from our hope." The first theme includes 
the irriplications of travelling to get care such as experiencing poor weather and driving 
conditions and dealing with the distance. The second theme was attempting to encompass 
the exnotions and experiences relayexi to rric about living in a rurai ana with an acutely iil 
child. Some important points I heard familes t e h g  me included families feeling as 
though they were the local experts for their child's condition and having differing levels of 
trust with local health care and the care given in Winnipeg. 

As we al1 know, cancer greatly affects the entire famiy, this was very explicit in 
our interviews. Two themes were assigned related to this point, "Life is now different 
and Iife goes on" was one them 1 discovend from thoroughly analyzing our interviews. 
This included the financial costs of cancer, talking on new roles (Le. hepariniPng central 
lines, drawing blood nom cenuai lines, etc.) and the extra saains and stresses in your lives 
(Le. hassles nom work, no support in the city). The next them, "The entire mobile 

- the wholefmily is Hected  was organized to include points that indicated that 
each family member is &ted (Le. mother ofien has to quit her job or take a leave of 
absence, father cm not go to all medical appoinmnts). 



Another important issue discussed in our interviews reIated to pur  expcrience 
having a chM wilh cancer was the support that you had as a h d y .  I entiucd this thcm 
"The wind beneath o w  wing~." 1 ftlt this captured the points reponed by fani*es such as 
the di&rent types of support (fimdy, fkknds, Go& the community, etc.). and the 
important rdationships that you have f o d  because of this experience (Le. with 0th 
faniiües going through a smeiar situation, developing retationships at Ronald McDonaid 
House). 

The finai them apparent h m  rny data related to the excellent suggestions you, as 
families. gave mt for enhancing the current derivery of cancer care for children fiom rural 
areas. 1 entitled this them. "Our Hishes on fallhg stur~~..  our msh lbt." This includes 
suggestions for enhancing pediatric oncoiogy services at the rural leveL in the city and for 
reforming the overall health care smicnire. 

This was a very challenging tasic tryïng to streamline al l  of our interviews into 
themes and categorîes. But I hope that you wilI agree with m. that grouping the data 
gives your experiences a voice and a strength that would not be evident otherwise. 

Thar& you for your input - and I look forward to speaking with you in the near 
future. 



LEITER TO FAMILIES FOR VERIFICATION OF FINDINGS 

February 16,1998 

Thank you for agreeing to look at the hdings of rny research study. "Experiences and 
needs of rurai faniilies with a chüd with cancer: A Families' perspective." You are one of 
three farriilics 1 have selected to review my hdings of the study. You have a very 
important role I helping nie identify if my interpretations for our interviews match your 
experiences. 

Please read over the summaiy of the research hdings which 1 have included. The 
suntmary explains the major themes 1 discovered when analyzing the data 1 O btained fkom 
d of the interviews 1 conducted with rival f M e s  with a child with cancer, Like yourself. 
niis surniiary is the compilation of over 320 pages of typed our interviews. 

W~thin the next week, I will contact you by phone to discuss the findings of the study . 
This phone call should be no longer than 15 minutes in length. As we& please keep in 
mind that perhaps the thernes presented in their entirety may not exactly match the 
experience of your family. This is due to the diiferent situations that families experience as 
weil as the supports and iduences in their lives. So please keep this in mind when 
looking at my hdings. Confïdentiality of our conversations wiU be maintained. Data 
fYom our conversation wiii be grouped so as to protect anyone from king identifiable. 
Your participating in this phase of the study is entirely voluntary and you are fkee to 
wiihdraw at any tinr. No specinc information fiom the interview wiU be shared with your 
child's health care providers and your child's care wiU not be altered in any way. 

1 look forward to speaking with you again. If you have any questions pnor to me c a h g  
you in the next week please call nie coliect at ***-***-****. Thank you for your 
continued assistance. 

Shannon Scott-Fmdlay, RN. BN 
Master of Nursing student 
Principle Inves tigator 



Script for verification of findings 

Thank p u  for agrteing to speak with m. 1 want to takt a kw seconds to quickly review 
the consent process. You are h e  to withdraw h m  the study at any tirrie. Your 
participation is entirely voluntary. You are undcr no obligation to participate in this 
project. Ali information discussed durhg the interview will be kept confidentiaL No 
specifïc information h m  the intenkw win be shared with your chiLl's health care 
providers and pur  chilcl's care wiU not be altered in any way. The study has been 
approved by the Ethical Review C o d t t e e  of the Faculty of NursHig, University of 
Manitoba I win be talOng detaïled notes throughout are conversation. 

The smdy has proceeded dong weU. To date, 1 have intervieweci 10 fhmiks and analyzed 
the data. In rny opinion these are the categories/themes that are starthg to emrge fiom 
the data. 

Can you and your family associate or relate to these categories? If not, do you know of 
other famüies experïencing chddhood cancer that could nlated to these? 

Do you feel that your experience and needs are captured by these categories? 

Do you have anything else that you would like to add? 

Thank you very much. Your assistance has k e n  vcry he1pfuL 1 will be forwarding a copy 
of the research findings to you within the next one to two months. 
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