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Abstract

Thls study examined the coping responses of siblings (and

',parents) of long term survivors of chlldhood leukemla

[
Ten siblings, four long-term survivors, and seven parents

_from four families who identified themselves as coplng

"well” or "falrly well” with the experience were
interviewed following Glaser and Strauss (1967)1grounded

theory approach The inter- related processes of parental

_and sibling sttuatlonal appraisal, reappra1sal, and cop1ng

strategy use were investlgated ”Balanclng the demands

between normalization and protection concerns was

identified as the core conceptual category which deﬁlﬁed

;the parental coping process. The "balanc1ng the demands"

_dec1s1on was determ1ned by the parents appralsals,of,the

leukemia s 1mplicat1ons for the1r i1l children and“

fam1lies, :?Eﬁﬁélnd their- sense of control over the

’;disease outcome. Important, variations betweentparental

and sibling situational‘re-appraisals were'noted,.and

related to four unique characteristics of sibling

.gppratsal.‘ Parental coping strategies were found to

include both problem—focussedeand emotion;focussed5
responses , while sibling coping wasralmost.exclusjyely
emotion-focussed. “Not talking about it" was the most

parents ‘and siollﬁgs/ A variety of .long- termlcop1ng

wldely\<:jo emotionlfocussed coping strategy:b§ bobth

strategy outcomes for SIblings were 1dent1$f§du, These

iv v . “u.s*}/ B



[

included overall 1imited . anxiety abogt the disease ..p no
‘obvious signs of psychosocial maladaptation as’ well as
.minimal knowledge about, leukemia Various implications of

the stUdy findings for nursing research and clinical -

- practicevwith families of pediatric oncology patients were

discussed
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‘Chapter 1
\ | Introduction

@3,

Statement of thg;Prnggﬁ

Dramat1c advances in therapeutic techniques in the
"past few decades have changed the typ1cal course of
-chi ldhood cancer from an acute and usually fatal one to a
vlong term process of uncertain outcome (Pfefferbaum. 1980
:iVan Eys, 1977 1981). Research on family coping with
other: long- term ch1ldhood d1seases and hand1caps
~ ¢

. - demonstrates that s1b11ngs often ‘evelop a variety of

maladapt1ve responses to chronic illness or: disabwlity

(i.e. Allan, Townley. & Phelan.f1974. Lavigne & Ryan,
1979; 8an Martiho & Newman, 1974; Teitz; McSherry4 &
Britt, 1977 Tew & Eaurence, 1973).- Certain cancer
researchers have suggested that sibljngs of’long-term

tcancer surviVors may be at more risk'for future
‘psychologtcal problems than the patients themselves

_frbairns. ¢1ark. Smitht & Lansky, 1979; Powazek, Payne, '
Goff, Paulson, & Stagner' 1986' Spinetta, 1981) |
Nonetheless, only one study of .the adaptatton of siblings.

of long- term. surv1vors of chi ldhood cancer . 15 repbrted in

\\

the 11terature_(Gogan, Koocher, foster, & 0'Malley, 1977),
‘and its resutts are inconclusive At present therefore
hnurses do not know how well sibIIngs adJust to l1ving w1thp

chron1c ch1ldhood cancer, what strateg1es they use to cope

e



with the situation nor‘what<fact6rs inf luence their o

adjustmerit. Clearly. however, this knowledge 1s a crucual

prerequisite if nurses are to assist famllles to l1ve with'

the modern experience of childhood cancer

~The purpoSe of this study was‘to develop an
understandlng of the experience of siblings(ef long-term
survivors of.childhooa'eanceh. A-qualitative approach was
used in order to elucidate the‘fundementel i%éues and
varlebles of interest feom the perspective of the subjeéts
',themselves ‘From this information;'a theory that
conceptualized and expla1ned th exper1ence of these |

slbllngs (and their. famil1es)

”jldeveloped.

. ‘.."“',,
Y

Bachround'andﬂgﬁiionale

The Sibling Relat ionship

The vast majority of children (80 to 90%) have
sibllngs (Clc1rell1, 1977; McKeever, 1983), and in most

cases, these s1b11ng t1es W1ll prov1de the longest lasting

relationship of the ch1ldren s l1ves (Bank & Kahn, 1982;
Siemon, . 1984), Tﬁe.sibling relationship is an intense one

which exerts a’ ma jor -inf luence on personal developmeht.

Bank- and Kahn (1982, p.15) call this influenCe—the%siblihg-

bond and describe it as "the fittihg together of two
people s 1dent1t1es. from which each gets a sense of

.‘°°"Sta“°y and" of be1ng a distlnct 1nd1v1dual" The

O



existence of s&ch a bond between'siblinds means that the ’
variety cf fdnctions they serve for each other all’
contr1bute in .some fash1on (positive or negative) to each
'other s psychosoc1al development and self definitton (Nye

& Berardo, 1966 ) .

4Considerin§lthe.major impact that siinnQSwhave on
each other- arid on the fahily as a whole- it is perhaps
surprising that until recently, sibling relationships_have
,_.remained.a relatively unstudied component/cf the comp lex
unit known as the" fam1ly system (Bank & Kahn, 1982' Lamb,
1982 Pfouts. 1876). Wh11e a current resurgence of
1nterest in the top1c has resulted in a considerable body
of literature investigating the formative significance of
sibling reletionships (Lamb, 1982), sihﬂanS»ccntinuelto .
be overlooked or only sugerftcially ackncwledged in most
family health or family crisis research (Bank & Kahn,
1982; Masters, Cerreto, & MencHowitz, 1983 ‘Pfouts, 1976).
A.The lack of "attention pa1d to the spec131 world of

‘siblings has led to s1gn1f1cant 1nformational deficits iﬁ

the professiona

heelth;care .- ne of these;informétion gaps concerns the

1mpact upon siblings and their families of'11Ving with

~

‘long term suryivors of childhood cancer

=S

literature concerned with fsmi1y~centered;~'hq



Chi ldhood Cancer as Chronic Disease

During the 1950's and;early t960's. when the first

. studies were done on. the family response ta childhood
cancer, 84% of patients with acute lymphoblastie leukemia

| (the most common childhood ﬁalignanpy)'werefdead within

eight weeks of theIOnset of their symptoms (Gaddy &.WOod.v ¢

© 1982, Today, however, 50% of all children with cancer

Canyexbect to be cured of their disease, and most of\tﬁe

.remainder will-survive for several'years (PTefferbaum:é"

'1980 Van Eys. 1981) The modern reality of ch11dhood

vcancer vs that "the d1sease§‘%ften curable, is at alla"

times chronic" (Van Eys, p.37). This major change th the’

" nature of.the illness has profound implications for the

families forced to live w1th it (K1ing, 1980; Kooeher &
- 0'Malley, 1981: Spwne&ia.-1982: Van Eys, 1977),

vaen the lack of spec1fic information in the . R
literatUre about the fam1ly response to long term i |
childhood cancer, it is 1mportant to cons1der how val1d
are generalizations from studies of other chronvc
conditions for provid1ng insight into the 1mpact of
"cured"” acute leukemia. While it is clear that d1fferent
disorders of childhood place differing sorts of demands on
families (Ferrar1. Matthews % Barabas, 1983' Lavigne &
5Ryan 1979). several authors argue -that there 1s a central
core of family challenges common to all such cond1t10ns

(Kaplan, Grobstein. &,Smith. 1976; Kling, 1980; McKeever,



s

L

1983; Meyerowitz & Kaplan, 1967; Pless & Pinkerton, 1975).
For example, atl chronic chi 1dhood diseases or handicaps
‘present the fémtly with a child who 15 not "normal™, whose
very presence renders the family itself "abnormal"
(Anderson. 1981). Furthermore, chronic chi 1dhood 1llness
requires meanlngful change of the family in its role
‘structure'andainterection patterns 1n order to maintain
family equilibrium in the face of the hew. situational
demands (Meyerowitz\& Kaolan._1967). The famtly response
to the challenge_of any chronic chi 1dhood disorder witl be
determined by a complex interptay of iliness-related |
variablés'with factors inherent to the family unit, 1ts‘"
individual members, and’its wider-social context (Ferrari
et al., 1983; Pless & Pinkerton, 1975). According to
.Montgomery (1981) ‘the characterlsttc most important in
determ1n1ng family reSponse'is predictability-'a | |
‘cheracteristic notable for its absence in the onset of
.many chronic'condittons of childhood.

-

Ch1ldhood cancer 16 therefore sim11ar in several ways
'to other chronic ch1ldhood conditions in its impact upon |
the family. Its onset is unpred1ctable, it alters family
self perceptlon and 1nteract1on patterns. and its effect
'1s largely determlned by ex1st1ng family strengths and
weaknesses To th1s‘extent, then,'it is valid to
general1ze findings'about siblﬁng responSes‘%o other

‘chronic childhood conditions to the case of long-term



childhood cancer. At thelgame time, however, childhood
~cancer is unliKe.most othgr chronic conditions in its }f
unique social stigma, uncertain prognosis, pa}nful and
often disfiguring treatments- andrthe fears of sufferinqw
and death it engendérs in all concerned (Sontag, 1978; Van
Eys, 1977). These characteristics are of sufficfent

impor tance to warrant the designation of chronic childhood
cancer as a relatively unique hea]th condition, requiring
1hd1v1dual<research attention in order‘to subplement the
more general understanding QUrréntTy avaidéble from the

literature. | / L | ; . ,

¥

.« Ibe Research Question

The general purpose.of this study‘was to explore and.
describe the ekpérience,'for a child, of being a éibling
of a long-terﬁ survivor bf childhood-cancer. Originally,
- the study was designed to answer ‘the following specific

questions:

'

1. How does a child describe the experience. of being

a sibling of a long-term survivor of childhood cancer?

-2, How do the child’'s parents and siblings
(including the long-term survivor) describe the response

‘of the ¢hild to the situation?

3. How do the_y?riods family members describe the

changing fami}y’aﬁa child-fesponses at the various stages



ATy

of the disease and treatment?

1
] o

“;;§$

the sample'and to the meJef themes which emerged from the
open-ended interviewing of the subjects.  The sample

fami lies all included é child who was a long-term sur iQor
of acute lymphoblastic leukemia, and all descr ibed }f?
themselves as coping "well" or “"fairly well" with the
ramifications of the 51tuat1on Within these .
self-identified "well-coping” families,.it soon became
clear that the responses of the well siblihgs were largefy'
deterdined by the perceptfohs and coping strategies of
their parents. Specific aFtention. therefore; was
directed towards uncoverind the changing situational
appraisals of both the siblings add their parents, and the
implications of these appraisals-for the subseqdent coping

strategies used by both groups.

In the end, therefore: the study retained its
original purpose, butvthe'specific'research questions
“changed. The actual questions which this study addressed

were the following: ©



1. How do members of families who see themse lves as
‘cop1ﬁg well dquribé fhe exper ience of\ﬂiving w;;h a
long-term survqur of'écute lymphoblastic leukem!a (from
the time of symptom onset to tﬁé preseﬁtf\-for tﬁ%mselves

and .for their families?

2.- ln families who define themselves as having coped
well with "cured" childhood leukemia, how did the
-siblings’ and the parents’ percept10ns of the dlsease and

its 1mplicat1ons change over time, and what factors appear

to have affected these appraisals?

-

3. What strategies did the siblings and parents use
to cope .with long-term Meukemia in a child, and what is
the relationship hetween the'coping strategies uéed by the.u

"siblings and by their parents?. 4

4, Whét appear to be the long-term consequehces for
the siblings of sibling and parental coping stratégies
used in'familieslwho~define themselves as c0ping well witﬁ.

the experience of longterm childhood leukemia? -



Chapter 2

Review of the Literature

The long-term adjustment of the well siblings of
chronically il1 chifd{en has not been extehsively
investigated 1n‘the‘research on thildhood cancer, although
1t has been studied by numerous researchers Rnterested in -
other chronic childhood conditions. There??re{ for the
‘purposes 6f tﬁfsﬂdiscuégion, these two sets of literature
were combined and analyzed in terms of their implications
for siblings of lohg—term survivors of childhood cancer.
THe studies under review were divided into three
categories according to their authors’' particular
fhéoreticai pergpectivés. Whether clearly delineated in
the research repo?ts or merely alluded to, each of these
three;perspectives implies a set of assumptionS'about
- human beings and theif'World which have major 1mplications
for the subsequent research questions, data collection and

analysis methods, and interpretation of findings.

mThefthree ma jor pébSpectives used by the researchers.
of sibling responses to chronic childhood disorders can be
described .as crilsis/ stress, family systems, and coping.
The first group of sfudies focuses upon the family- stress
resuf??ng from the crisis of chrohic cﬁildhood i1iness or
handicap, and describes the psychologicai problems of °
individual fam%ly members produced by such stress. The

second group of studies uses a family systems approaeh to
N
-9
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examine the impact of chronic 11lness on overall family
functioning. The third group of studies sthesses.the
notion of positive adaptation and examines the strategies

used by families to cope with chronic childhood disorders.
é
risi Str

- ——

 Th1s section examines the studies of the fJ%ily

response to long-term chtldhood illness or handicap where
the terms "crisis" and “stress” were used as conceptual

_ paradigms about ‘{11ness and the family, and not merely as
descriptive terms. According to Gayton, Friedman,
Tavormina, and Tucker {1§77)} the major. sssumption of the
crisis/ stress paradigm is that the family stress
engendered by the onéet-of chronic childhood illness will
almost invariably result in psychopathology fo: the |
individual family'menbers} including the sib]inés. ‘fhis
pegspective'is the most frequently uséd in the literatqre
on the sibling response to chronic childhood disease and
handicap.' It is especially common in the'olden'research.
which may be partially a reflection of the grimmer |
prognoses and more limited treatment opt10ns that were o

available for many childhood cond1ttons only a few decades

ago. - _
s \
The crisis/ stress perspect1ve has been used\1n

studies related to (among others) cyst1c f1bros1s (Allan

-,et al., 1974; Turk, 1964), congenital heart disease

-
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(Apley, Barbour, & Westmacott, 1967), mental retardation
(Gath, 1972; Holt, 1958: Kaplan, 1969: San Martino &

Newman. 1974), spina bifida (Tew ] Laurence. 1973). and

-

chi 1dhood cancer (Binger, Albin, Feuerstein. Kusher,
Zoger, & Mikkelsen. 1969; Cain, Fast, & Erickson, t964;
Cairns et al., 1979; Bogan et al., 1977; Kaplan et af.,
1976, Peck, 1979; Spinetta, 1981.; Teitz et al., 1977;: Wold
& Townes, 1969) . These studies canﬂbe divided into two
groups ("early" and "later"),’ according to their relative
SOphistiéatlon Most of the early studies in this area
(carried out largely from the 1ate 1950's to early 1970's)
used simplistic data collection ana\analysis methods. The
later crisis/ stress studies of the sibling response tag
chronic childhood illness tended to be more N

methodologically sound and theoretically complex.

- The psychopathology assumption implicit in the

crisis/ stress paradigm could be described ag the A

(crisis) leads to X (psychGpathology) theory of illness
(Young, 1983; Longo & Bond, 1984). For Simeonsson &
McHale (1981, p. 157), this postulation of probable
maladjustment is a reflection of our Society’s cﬁltural
belief that an i1l or handicapped child represents "a

* burden- a misfortuné"thafAthe family must bear". A major
implication of this belief is that most of the studies in
this category focused primarily upoh the incidence and

types of iﬁbling (or family) mal?djustment- and/or upon

3
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those situatiqnal and personal factors asSOCiated w1th

such maladJustment Kazak and Marvin (1984) pOint out -

‘fthat vesearchers using this paradigm typically failed to

iiinvestigate pOSitive coping strategies ‘and styles 'Q{

‘_Furthermore. most authors us1ng the criSis/ stres‘

ltperspective included few suggestions for preventing or. -

jvirtually ineVitable

iminimizing those negative repercus510ns of chronic illness

“eupon siblings which they appeared to have regarded as

o

st o

N 2

The "early" CPlSlS/ stress studies are notable for

' (‘théir numerous methodological weaknesses. including the &

:vlack of: representative sampling, statisfical tests of o

ASignificance and consideration of influenCing variables

}3and alternate(theoretical explanations Furthermore,

,because of their reliance upon the one- time ‘parental"

':slinterView and chart reView data collection techniques the'

early researchers did not examine the s1blings own

iperceptions of their Situations Not surpriSingly._the
lresults obtained by these researchers tende tc bear out

tthe fundamental assunptions of their CPlSlS/ stress

perspective Their maJor finding was that chronic illness

or: handicap in children tends to be aSSOCiated with

'.£; peiapqvely high levels'of psychosomatic. emotional

: '-\

AT

behaVioural, and academic prbblems amongst their Siblings

Df 1he Sibling responses to chronic childhood

; disorders listed in: Appendix A those noted most‘; -
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frequently by the early crisis/"stress‘researchers were - ‘

- jealousy and resentment (Allan et al. 1974 Binger et -

al., 1969‘ Turﬁw 1964), and/ or 1ncreased anxiety and

decreased ser%e§teem (Cain- et al. 1964 ; San Mart1no &

h'Newman. 1974) Some study findings suggested that these

feel1ngs tended to be “gﬁﬁ&d out" through externaliz1ng

‘ behav19urs such as decreased school performance {Binger &t

4969 B]1nder. é972 Ca1n et al., 1964), increased

flght1ng and aggress1veness (Bllnder. 1972), and social

g w1thdrawale(Bl1qder, 1972, Ca1n et al., 1964 Poznanskl,
. 1973'?WO1d5& ‘ownes, 1969) . They could also be

1nternal1zed. resu1t1ng in psychosomatlc 1llnesses (Binger

et al., 1969; ‘Blinder, 1972; Turk, 1964; WOld & Townes. s
19691, depress1on (B1nger et al 1969. Cain et al., 1964

San'Mart1no & Newman, 1974), and a variety of other '

psycho]og1cal d1sturbances* @

-

“Latgr' users of the cr1s1s/stress perspect1ve on “the

151bl1ng response to chron1c chi ldhood d1sorders often had

“ f1nd1ngs s1m1Tar to their predecessors, but they attempted '

to strengthen the val1d1ty of these results 1n several

- ways. Larger sample sizes were used and control and

compar1son groups were 1ncluded A var1ety of research

‘me thods were employed and stat1st1cal tests of .
’s1gn1f1cance were ut111zed in the analys1s of f1nd1ngs
‘Interest1ngly,_the resu]ts of these more soph1st1cated

xstud1es were 1ess unanlmous than those of the1%’t;w

]
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predecessors. ‘For'example,\tavigne and Ryan l1979) and
-Tew.'and Laurence (1973) found‘sinlings oi children with
various types - of chronic conditions to demonstrate

significantly more emotional maladJustment than children

with.healthy Siblings. In contrast, both Gath‘(1972) and

‘Breslau, Weitzman, and Messenger (1981) found no

significant differences in the’overali amount of

'behavioural disturbance demonstrated by Siblings of
.'handicapped versus well children However. two

’v;cancer oriented studies that used the patients themselves

as a control group found that the well siblings Fared_as

__badly or worse than their i1l brothers or sisters in

“overall psychological adaptation (Cairns et al., 1979;

Spinetta, 1981) .In'the"only*study related to siblings of

,longterm cancer surVivors ( Gogan et al., 1977), brief case

studies were presented to demonstrate negative ongOing

effects but no attempt ‘was made to estimate the overall
frequencyvof_such responses nor the factors contributing
to‘them. .
A variety of pOSSible influenCing variables on the

Sibling response to chronic childhood disorders were

investigated by the later users of the” crisis/ stress

perspective. suggesting a more complex conceptualization

. of tbe»problem than the original A (CPlSlS) produces X

(psychopathology)gformulatiOn. These variables can be

classified according to whether they pertained to the

14
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family, the {11 child, the well sibling, or the disease

(as oU't1ined in Appendix B). Only two studies using the
crisis/ stress perspective‘examined specific |
family-related variables. In a study of: the impact of
culture Teitz et al. (1977) found that Mexioan Americans
- assigned fundamentally different meantngs to the .
‘experience of chronic illness and family CPlSlS than did.“
.lAqglo-Americansl According to Farber_(féSO). such’
differences in perception were partially attributable to
the imbact of socioeconomic status. . Farber demonstrated
_that while lower socioeconomic status fam1l1es responded ‘
pr1mar1ly égﬁthe organtzat1onal and financial "burden of
- care” which chron1c 1llness represented the exper1ence of
“fam1l1es of- h1gher socioeconomic status was dom1nated by ”
the shattered expectations accompanylng their loss of a

"normal” child.

-The research examining the response-determining .
variables related to the ill child the well sibling, and
the disease has resulted in a range of widely varled
-findings that precludes def1n1t1ve conclu51ons For
example Lavigne and Ryan (1979) found that female
s1bllngs younge 4nd male slbljngs older than the i1l
child responded most poorly to the chronic7illness
experlence The results of Breslau et al. (1981)
however, showed older sisters and younger brothers to. be

experiencing the most-maladJustmenth; Similarly, while lew
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and‘Laurence (1873) found sdbling‘adjustment to be |
significahny related to the degree of handicap in the i1l
child. Breslau et al. (1981) and Lavigne and Ryan (1979) - .
found no relationship between the degree of handicap and
fhe leve) ef‘s151{ng maiadjusfment.,'Simeonsson and McHaie
(1981) summar ized the.diserepant findings on factors
influencing the sibTing'resbonse‘to chrogﬁe'childhood'
handicaps in a major beview'article. ‘While'gfguing that .
any generalizations across sfudies must be tentative at
~ best, they suggested fhat a typical profile of a sibling
at risk for maladjustment was an oldest or younger sister .
] of a severely handicapped boy in a small fam1ly of e1ther t
i7low or high socioeconomic status.'
‘An important duestien not’dealt'with'by Simeohsson’
“and McHale (1981) is how the type of chron1c chlehood
condition affected the adJustment of the well s1blings
Lavigne and Ryan (1979) and Gath (1972) argued that the .
. character1st1cs and imposed c1rcumstances associated with
icertain-chPOnic childhood conditions strongly inf luenced
the response of fam1ly members to these cond1t1ons '
Disease related characterlst1cs clted by various
1nvest1gators wh1ch appeared to affect s1bl1ng response
-lincluded the v1sib1l1ty of the cond1t1on (Lavwgne & Ryan.
1979; Poznanski, 1973), the 5001al stigma and/or myths:
_a55001ated with the cond1t1on (Allan et al. i974: Farber,
& denne. 1963( Katz,:1980, Turk, 1964), §he presenCe‘of a
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. poor prognosis (Allan et ati._1974: Burton, 1975; Peck,
1979; Turk, 1964; Wold & Townes, 1969), and the amount of
parental -time and attention required by the in child
(Allan et al., 1974; Burton 1975; Kramer & Moore. 1983;
Lansky, Stephenson, Weller, & Cairns, 1982; Peck, 19797
Turk, 1964: Wold & Townes, 1969). The finding. that
. sibling adJustment may be partially determined by the type
- of chronic condition of the i11 child indicates that
'f‘caution must be taken against over?generalizing study
results obtained from investigations of widely varied
chronic conditions It also supports the strategy of
separate study of relat1vely unique condttlons. such as
" "cured" childhood leukemia.
. ' Y

In summary, the users of the CPIS1S/ stress
perspect1ve agreed that chronic ch1ldhood d1sorders were
11Ke]y to result in a variety of adJustment problems in
affected 51b11ngs This conclu51on impltes that these
ch11dren are thereby in need of nursing attentton both in
the clinical and research realms. The users of the ’
‘crisis/ stress perspective provide direction for practical
and investigative invblvemeht with affected siblings,
through their elicitation of factors which may affect a
child's response to living with a chron1cally ill or

handlcapped brother or s1ster



Famil¥'§¥stems

A less common but theoretically important perspective
on the sibling response to chronic childhood illness is
that which views the family ds a system. The most

fundamental assumptions of this perspectiVe are that the

18"

family is an entity greater than the sum of its individual

members, an% that a change which affects one member of the
family system is bound to affect'all (Bubolz & Whirenfh
1984) This systems focus naturally produces different
research questions, methods, and 1nterpretat1ons than the
crisis/. stress paradlgm prev1ous1y dlscussed The famlly
?systems component of the relevant research l1terature
concentrates upon the 1nvestrgat1on of fam1ly_1nteract1dn.
rather than upon individual'psychopathology (Desmond,
1986: Longo & Bond, 1984).  This orientation necessitates
the use of such research techniques. asﬁfamily observation,
family assessment, and 1nterv1ews with mult1ple fami 1y
members. However, true family analysis was not achieved
in most of the stud1es under consideration, as fathers'

(and to a lesser extent s1b11ngs) were often excluded from

" the data collect1on phase ,
The results of the fam1ly systems or1ented studies on
the response to chron1c chi 1dhood 1llness or handicap are
presented at both the system (fam1ly) and subsystem |
(individual) levels. At 'the family level, reductions in

overall satisfaction levels were‘noted after the onset of
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cystic.fibrosis (Gaytondg?@%ﬁi} 1977) . Ferrpri et ?
&lf (1983J, MeyerowitzuanQvKaplan (1967), de»Ritchje .
(1981)tfound that.liying with éyetic fibrosis or childhood
,epilepsy tended to produfe marked (and often
dysfunctionaI) changes in family role patterns end |
expectations. gf?onnor and Stachowiak (1971), on the
other hand, concludéed that the 1nteraction patterns of
families of mentally retarded ch1léren rema1ned functional
'desp1te their differences from the control group of
"normal” fam1]1es In stud1es related to.the impact on .
1nd1v1dual family members of chitzdhood :1dney disease,

: ively), Klein '(1976),

Sourkes (1980). and Burton (1975),not d 'that well siblings

. cancer, and cyst1c fibrosis' (respe

(especially females) were expected to take on 1ncreased
responsibilities in the form of household maintenance
tasks, childcaresy and‘parent.support. At the same time,
however, expecgptiéns of the i1l child tended_to be :

drastically reduced.

5

g According_iQ-Crain. Sussman, and Wei]'(1966). the
--mother-child relationship enjoyed by diabetic children was
much warmer and closer than tnet experienced by their well .
siblings. 'MeyeFOWitz and Kaptan (1967) eipTained this
finding by postulat1ng that in the effort to re structure
.famlly interact10n patterns to accommodate the new.role
demands associated with Chron1c illness, the family often

became "slowed Up in its affectational and
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emotion-satisfying performances” with the non-i11 members.
Various authors noted that problems in the individual
adjustment of well'siblinbs tended to‘foliow disruptions
in the famtly s supportive and integrative functioning
(Crain et al.; Graliker, Fjshler, and Koch, 1962).

fact, Meyerowitz et al, ‘and Crain et al. both concTuded )

that chronic childhood i1llness may be more psychologically
damaging to the well siblings than to the i1l child. This

finding concurred with the results of Spinetta (1981) and
Cairns et-al. (1979), who had studied tihe impact of

childhood cancer tbom the cfisis/ stress perspective.

)The fam11y Systems perspect1ve offers two d15t1nct
contributions to the: understand1ng of the sibling
adjustment to chronic childhood illness. Fitst, the use
of a systems framewonk promotes a more complex analys1s of
coping responses than the A leads to X formulat1on
described earlier (Longo & Bond, 1984);* Second, the

‘multi-faceted systems perspective- includes an

acKnoWledgement of the majorirole played by individual

appransal in determ1n1ng fami ly member response to
stressful situations (Walker, 1985). In an effort to tie
together the multtple'fecets of the fahi]y'requnse-to
chronic childhood il]ness.'severa) fami]y-systems oriented
reseatdhersnhave,used"ne stress beséonse mode 1 of Hill

(1958),, where‘A‘(stressor event characteristics) interacts

‘with B (famtly resoUrees) and C (the familyﬁdefinitionvof_'

t

20



the event) to produce X (the‘family crisis). Hill's model
suggests that no single event _ggggg a certain family or
sibling response. Instead as Montgonery (1981) explains,

crisis or stress response is the result of a dynamically

“interactive "fit" between fndividual, family. situational,

and soc1etal characteristics. In summary. then, the use
of systems theory .has served to broaden the investigation

of _the family response to chronic ¢ 1ldhood disorders by

d1rect1ng researchers attentlo o the complex
1nter relat1onsh1ps between f ctors and persons wh1ch must

be ccns1dered for meaningfu

LY - ‘ ! ¢
Because its focus is upon the context in which stress

responses take place, the family systems framework can be

. comb1ned w1th either the‘\crisis/ stress perspective or the

coping oné to be discussed in this section. While the

5

coping perspeetJye is widely used in the more recent.

g stuqies'ef fhe-family/ sibling response to childhood

illness, theorefical definitions of coping can‘vary
significantly. Futterman & Hoffman (1973), Holaday
(1984), anq,Venfers (1981) defined coping as those

strategies used by families (especially parents) to manage

stress and maintain emotional and interbersonal

equi'libriurii Spinetta (1982), however, argued that this

| definition focused too narrowly upon the tasks of life and

21

1gnored the further dimension of potential growth and "the



joy of I1iving". For the purposes of this discussion, the
coping perspeetive will be defined.as that orientaiion
which emphasizes positive family (and individﬁal)~
adeptation (to the point of either equ{librium or further
| qrowih) in the presence of a chronically i1l child. The
»studies using this perspective focussed upon the various
| aspec}s of coping with chronic chi ldhood disorders,
including the nature of coping (Barsch, 1968; Desmond,
1980 nazau & Marvin, 1984; Kupst & Schulman, 1980;
Rpss Alaolmolki 1986), its typical course over time
‘(Futterman 8 Hoffman, 1973; Obetz,. Swenson, McCarthy;
Gilchrist, & Burgert, 1980; Pinyerd, 1983; Venters, 1981),
and-aisociated strategies (Koch-Hattem, 1886; Krulik,
.1980; Powazek et al., 1980 Spinetta & Maloney, 1978;
Venters, 1881). |

- .-

While userslo% the‘copjng paradigm acknowledged that
chronic iilness can'represenl a mejor stressor for a
family, their findings indicdted that, on the whole,
families adjusted satisfactorily or even well to chronic
chi}dhood illness (Barsch, 1968; Futterman &’Hoffman,

f1973; Gayton et al., 197}; Kazak & Marvin, 1984; Powazek
et a?.. 1980§ Venters. 198j). From this perspective,
fhen. individual'psycpopathology is not an inevitable
.outcome of chronic childhood illﬁess‘(Gayton et al., 1977;
Klein, 1976; Schulman, 1983). . For example, Cleveland and
Miller (1977) reported that the siblings they investfgated

22
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typically adapted well to the situation, demonstrating

increased levels of maturity, altruism, and tolerance.
Futterman and Hoffman (1973, p. 129) concluded that
chronic childhood 111ness could produce “emotional growth,
family cohesiveness, (and a) positi;e redefinition of
values" Qithin the affected families: Several authors.
(Desmond, 1980; Futterman & Hoffman, 1973; Graliker et
al., 1962; Kupst & Schulman, 1980) exolainedethis'apparent
contradlctron with the crisis/ streéss results by pointing
out- that fam1ly or 1nd1v1dual responses wh1ch appear
patholog)cal when viewed in isolation can often be seen as
adaptive when considered in context These investlgators
therefore stressed that 1t is inappropriate to apply the

usua’l criteria of psychopathology to families of squg‘sly

or chronically ill children.

‘ The~investigators of family coping with chronic
childhood illness relied largely uoon the techniques of
family observat1on and detailed repeat interviews w1th
family members (usually parents) in order to uncover the
nature and typical course of this adaptatlon. Schulman
(1983) and Schwirian (1976) found no pattern of
relationships be tween variables such as family ‘ .

‘soc ioeconomic status or size, or the ill child's age or
sex, and effect1ve coplng outcomes. However, Obetz et al.
(1980), Spinetta and Maloney (1978).;and Venters (1981)

noted a reiationship between the use of certain types of

n?.
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coping etrategiqs and optimal long-term family adjustment.
Taken together, the lists of successful coping sfrategies
"compiled by the researchers of the family fespdnse to
chronic childhood illnes; are simklar and include five
main strategies. These stﬂgtegies are the use of social
support (Holaday, 1984: Kazak & Marvin, 1984; Krulik,
1980; Schilling. Gilchrist, & Schinke, 1984; Schulman,
1983; Spinetta & Maloney, 1978; Venters, 1981), achieving
mastery (Futterman & Hoffman. 1973; Holaday, 1984; Iles,
1979; Krulik, 1980), normalizing the Situation for the
family (Anderson, 1981; Anderson & Chung, 1982; Futterman
& Hoffman, 1973; Graliker et al., 1962; Holaday( 1984;
Krulik, 1980; Schulman, .1983), assigning meaning to the
experience (Futterman & Hoffman 1973; Spinetta, 1981
Venters, 1981\\ and the use of ‘open fam1ly commun1cat1on‘
(DelCampo, Chase, & DelCampo, 1984; Krulik, 1980
Schulman, 1983; igpnetta & Maloney, 1978).

\
Interestingly, despite their supposed focus upon

family adaptation, several of the coping-oriented studies
omitted siblings_from their investigations alt;gether -
(Futtqrman &”Hofﬁman, 1973; Kazék & Marvin, 1984; Kupst &
Schulman, 1980; Schilling et al., 1984), or dealt with
them only indirectly (DelCampo et al., 1984; Obetz et al.,
. 1980; Stebhens & Lascari, 1974).¥ To-date, only one
investigator (Koch-Hattem, 1986) has specifically examined

_the strategies used by siblings to cope with chronic \



health disorders (in this-case, cancer) in a brother or
" sistert™ Major qaps’therefore exist in the research

literature about how siblings typically cope with chroni¢~
‘childhood illness, and how these strategies are félated to
parental copihg.épprpaqhes. The present study is designed
to address these issues in the specific context of’"cured"

childhoqd leukemia.

N Summary

Several major reviewers. (Longo & Bond, ,1984; Mésters.
Cerreto,kand Mendlowitz, i983; McKeés

& McHale, 1981) have concluded \that wide-spread
‘methodological deficiencies in the relevant research
literature make it impossible to d}aw‘definitive
conclusions about the«&jbling (and family) response to
chronic childhood i1lness or handicap. Many of the

studies in this area wére based upon anecdotal and .

\

impressionistic informatfon, utilizing small sample sizes

and tools and techniqueéaof undemonstrated ré]iability and
validit&. Typically, siblihgs were either ignored or
described.s?lety throbgh parént report: rarely were they
allowed tp speak for themsefzes. Réseardh’f{ndings tended
to be’coagistent‘with the particular world-view of the’
author, and were not éystematically replicated or followed
up by other researchers. besbité thesé weaknesées.
however, sever51 tentative cdnclusions can be drawn fepom

the }iterature which have implications for further

ver, 1983; Simeonssgn ;
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reseanch 1n the area. ‘First it ls clear that ch1ldren
with chron1cally 111 or hand1capged brothers or s1sters
:~ are a populat1on potent1ally at mlsk for pnoblems of

- long term maladJustment Second. one wpuld expect a

‘“ ~variety of s1b11ng responses to chronic 1llness (sUch as

those outl1ned 1n Append1x A), wh1ch would be affected by .

a range of lnter acting var1ables (such as those out11ned

-

.in Append1x B)

| Because so—ﬂittle'verifted“informatton about the

adJustment of sxbl1ngs of long term’ surv1vors of ch11dhood
‘leukeﬁ1a ex1sts the study was deS)gned as a beéfhn1ng.
‘factor search1ng analys1s of the phenomenon (D1érs. 1979) .
';igln order to. av01d bnas1ng the study results through major‘

R

‘atpr1or1 assumptxons about the s1tUet1$h (such as those
BRI

N

'descrlbed in the forego1ng rev1ew)..a qual1tat1ve approach ,

”;'( wh1ch grounded the study in the real1ty of the sample
“ fam.11es was chosen o - o

S 1‘:‘.'
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o - Chapter 3

" s MethOds .
“, N ‘ '

Qual1tat1ve research 1nvolves the use of induction to
extract mean1ng from data and generate theor1e$ (Swanson &
Chen1tz. 1982) " The particular qualltat1ve ‘me thod deemed
to best meet the punposes of this study was Glaser and
Sfraussl (1967) "grounded theory" technique. As explained
' by‘Fleld-and Morse (1985 pL111), tne pUrpose-of gfounded
.theory is- to gam a fuller undersfandmg of.iat
~constitutes real1ty for the part1cipants in a partlcularn

'real Aqfe settlng
: : o
- Ihe Sample.

A nonorobability sampling appﬁoach was dsed ln #hisv
‘study because of its appropriateness for the qualitative
researchvpurpose of deep understanding4ofdphenomenal(field
&:'Morse‘, 1985; Bogdan & BiKlen, 1982). . Morse (1986‘).
Glaser and Strauss (1970), and McCall and S1mmons (1969)
all suggest that the most useful non probab1l1ty techn1que
for obta1n1ng complete and relevant 1nformat10n is the_ i
theoret1cal (or purpos1ve) sampl1ng method. USJng,th1s
approach, sthects are selected according to what fhe »
.researcher needs to know - (Morse), and more time is spent
‘w1th pthose who turn out to be good lnfonyants (;fZTuarea
‘co‘operatmve. insightful, andjknowxpdgeable?abodf:the

e phenOmenonl‘lTurneh,'1981).v A theoretical sample of localf”



1

fami lies was therefore selected for use in this project..

"For the purposes of‘this study}v"family" was defined
as the nucle;r family unit, tncluding mother, father,
sisters, and brothers Whtle true purpos1ve ‘sampling
:requ1res the researcher to be familiar w1th all poteﬁTIal
JsubJects before select1ng.some to interview at- length
(Morser 1986), accessibility issues determined instead
that 1n1t1a1 select1on be made in conJunct1on ‘with the

Nurse Counselor of the local ped1atr1c oncoiogy c]1n1c.

The 1n1t1a1 selectlon cr1ter1a were the following:

28

1. A1l family members could be appropriately described as

Anglo-Canadian;

2. The family includes. one child who:

a. was d1agnosed with any form of ch1ldhood leukem1a
three or ‘more years ago (but not more than ten
years ago) SRR there are 1nadequate numbers.

of long term sbrvrvors of leukem1a) was d1agnosed
w1th any form of cancer three or more years ago
(but not more than ten years ago) and_
b. is currently in remission, and :
cf is off active greatment for cancer and is.

'cor&dered cured _ o . \f

‘ 3."The family includes_a second child who is age ten or
' over and-notrsuffering.trom‘any ma jor handicapping or

1i fe- threatening heaith condition; and e

o
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4. The family lives within thirty miles of Edmonton.

- Upon examining the files of the pediatric oncolbgy*

¢linic with the Nurse Counselob. it became obvious that

. the’ number of long- term cancer survivors was too small to

allow fulf1llment of all the above-listed selection
cr1ter1a. When it was realized that only a minority of
poteritial subject Familiesecould be descr ibed as
Anglo-Canadian, (éﬁe to the‘large'1ocal immigrant and
ethnic populations). selection criteria #1 was eliminated.
In order to reduce other sources of potentiai varietion
between families, it was decided to focus strictly upon
"those with a chi 1d whovhép suryived acutekbymphbbfastic ,
feukemia. (One rationé]e for this decisiéﬁ Qas'fﬁe. ‘
finding by researchers such as SoUEkes (1980) .and Teitz et
1. (1977) that there are-ﬁificant differences in

es between fam1l1es where a

1

experience and coping stra
~child has a s:§1thancer requ1r1ng surg1cal removal and
those whose ¢thild has leukemia.) In order to boost the
number‘of potential families with weil SiBlings ages'teh
or eVer, SeIectionpcriteria #4 was eliminated, and the
hmaximum.span fqom'fime”bf diagnosisvwas increased to.
twe]ve.yearS‘ (In one caSe the m1nimum age limwt was
lowered to nine and one-half years.) W1th these
adjustments’, e1ght families were el1gible'for‘

participation in the study.



' ' . .“’

The Nurse . Counselor of the pediatric oncolggy clinic
made initial contact with each of\the etght potential
subject families. She briefly explatned the study to
them. emphastzing that participatlon was str1ctly
voluntary. She then requested pgrmisston for their phone
‘numbers to be given to-the investigator. Two families
‘}efused to grant thtslpermissien, due to theVUnWillingnessf
of at least one member in each family to discuss the
leukemia. The investigator contacted the remaining six
famities.  The study was described' the consent procedure
was out11ned and questlons were answered Twojfurther
families were el1m1nated as potentta} subJects at this’
‘ttme. In one case, a father would~not‘perm1tvthe words
cancer or leukemia to be used with his chiidren. In the
other case,'the inyestigatoﬁ-felt that the family's
~current state of crisis made their.pafticinatjon

inappropriate.

After the initial phone contact, letters were sent to
the rema1n1ng four potent1a1 sub ject fam1l1es These
-letters included sanple consent forms and an 1nformat1on
gheet descr1b1ng the prqposed study in some detail.
(Examples of these materials are conta1ned in Appendlx C )
'vAfter approx1mate1y ten days, the 1nvest1gator once again
telephoned each family. All parents gave verbal consent . -
to participate{tn the study, and 1nterV1ews were then
fscheduled at'mutualty cdnvenient ttmes'and blaces. |

*
.
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In-home interviews were conducted with three of the four

families, while the fourth family preferred being

interviewed at the site’ of the pediatric oncology clinic.

A1l members of the~subjé¢t’fami1ies ages nine and
one-half and over were interviewed (except fdr one father
vwho was unavailable due to work consfrainfé).' The total
number of'indiVidqal subjects was four mothers, three
fathers, four long-term survivors. and ten siblings.
Because 6f the small size of the study sample and the
strictly voluntary mexhbd of participation, it coula be
criticized as being unreprésentative and pbtentially

- biased. In practical termé. however, the'population,from
which‘this sample is drgwniis itself Qery limited_in sizeg
"Mdfe importantly,'fhough,'it must be remembered_that
samp1e'size and representativeness are COﬁcernsvreleyant-
-primarily fopvquantitafjtve questions abqut fréquency,.
distribution, and correlations (Morse, 1986; Field &’,f

| Morse,*1885). . A small sample size waslpurposgly‘éﬁosemAin
. order to permit thé detailed, in-dépthrgnaTy;is from which
thedry could be developed that ]apgéf/anestigations could

later test and eXpand}
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Dat 'ollecti'n

All subjects were 1nterviewed on three separate -

" occasions spaced approximately one month apart. Due to
}time constraints and parental ‘requests, parents were
usually interviewed together A1l children were’
interviewed indivddually. except in twé eases where jdint‘-
introductory interviews were requested by'the families.
Interviews ranged frem twentylto seventy?five minutes in
length with the children and from thirty minutes to two

hours with their parents.

A The in-depth interview‘wnich forms_the core of the
grbunded‘theory hefhod was_particularly appropriete for’
th1s prOJect due to the sensitive nature of the topic’
under study. The interviewer took steps with each subJect
'te promote the.c ation of a relaxed‘atmosphere in order
to facilitate theysharing of .feelings. The
semi-structured interview format meant‘thet a core of
standard questions was asked of each subjeet.'vHOWever,
tnese qUestibns,were all asked in an oben-ended-style thaf
;permitted flexibility.and mexjmum oppor tunity for‘ i

clarification and amplification.

' Several steps were taken by the researcher during the
interviews to increase reliabilljty. and validity. Key
questions were repeafed in severai different ways and-on

separate occasions. Subjects were encouraged todexpand;.



Upon.short answers and to clarify possible ambiguittes.
At certain points throughout each interview, the K
researcher would seek to verify her onderstendihg'ofvegch '

" subject’s answers in order to ensure "shared meaoing“
(Spradley, 1§79;,Jurner, 1981).. Each subject was ;eked
questions about ma jor points and events mentioned by other
interviewees in‘order to compare perSpectives within and
amongst families. . The new key quest1ons which emerged
from these 1mportant p01nts were then entered on a tally

= record sheet- *These sheets were used to'record the
domlnant issues d1scussed 1n each 1nterv1ew and thereby
~ensure that the same central questlons were covered with
each subject. During the initial reading of the
thao;;;ipts of the taped interviews, unclear,
contradictory, or minimal answers'were noted and

elaboration was sought in subsequent conversations.
’ ’

As suggested by Spradley (1979), the'fitstlinterview
with each suoject was the most unstruct®Fed in order to
permit the 1nterv1ewee to freely 1dent1fy those themes L
he/she saw as most 1mportant in hls/her exper1ence with
-long-term cancer. The question that opened the first ,
interviews was "How do yoditoink you and.your famity'havef
been effeo}ed by the fact of X. having had leukemia?"
‘After general.impressions of the impact of the leukemia
were obtained, each-subject was asked to desoribe his or

her memories of disease-related experiences from the



. m
initial onset to the present'time: In the more structured

‘second .interview, these events were discussed again, but
from the perspective of the feelings that accompanied them
and the meaning they held for the participants '
Individual responses to.leukemia-related events were
focussed upon through the asking of -a series of -
pre-determined‘questionS'derived from the literature about
family reactions to living with chronic chi 1dhood :

| disorders (These questions, outlined in Appendix D, were

1 . ‘
not particularly useful due to the length of uneventful

time for the subject families since the onset of first

remission in the survivors. The dramatic siblifg '
reésponses explored by the questions in Appendjk D ‘had long
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“ago disappeared in the study sample and memories of t?éﬁ\\\\

were fuzzy or nonexistent.)

The third interview was a summarizing interview, in
which final clarification was sought and prev1ously
over looked questions were addressed Each subJect was

asked.to construct a "time-line"'for the'interviewer;

which outfined their éhanging perceptions over time'of the

~survivor s health status and the- implications of this -
‘status for the family and its members. Finally, all
{subjects were asked to describe their feelings about the W
}three interviews. The interviewer then eXplained how the
:?interview material would be used in the finatl report and

’iensured each family had her telephone number for future



reference.
'«ﬁ

In totaﬂ}.fifgy-sgven interviews were conducted,
These included two family interviews, nine couplé°‘¢f
intefvier, and forty:six individual interviews. Further
data were collected through the use of detailed
field?notes.about the family visits. These noiés 1hcluded
objective descriptibns of--the settings, circumstances, and
participants, and reflective impressions of the interview
‘atmosbhere and the interviewees'’ responSés and behaviour.
'; Subpfementany data wére obtained through discuséions with
wthe Nurse Counselor. »Her‘memories and perceptions of the

_ r¢§pohses of the subject families since the initial

diagnosis of leukemia were used for validation purposes.
ey - P v ; .

Data Analysis

-

‘Anéﬁysis‘of data began as éoén as ‘the first
'3transcri§ts-were available, and served to, provide
id1rect1on for later 1nterv1ews .The virtually
s1multaneous data collect1on and analys1s meant that there
was a dlalect1c interaction between the two (Hutchinson,
1986), permitting the.rpsearcher to move back and forth

'betweeh induction and deduction as the study progressed.

EAccording to Glaser (1978, p. 39), in a qualitative

A ) ’
étudj@ “theory is gradually built up inductively from the
prgnessfve stages of analysis of the data". Following !-

the;teéhniques‘suggesied_by,Glaser'and Strauss (1967}, the

35
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analysis in this study involved two major phases. These °

were the identification of the conceptual categories and
their properties, and the discovery of fhe relationships
among these categor.ies. @qéh phase involved two stages,

as described by Corbinwf1986). The phase one

36

identification of fhe study categories involved the stages

4
of: (1) uncovering the initial substantive’codes, followed

by (2) the 1ntegrat1ng and elaborating of these codes 1nto
theoretically more abstract.categorfes.’ Phase two (the
discovery of category‘relat{onships) involved the.
following fwo stages: (3) linking the.categories and (4)

discovering the core,category.

In stage one, the analysis of the tape-transcripts

began with the coding of the dat3d in as many ways as

possible (as suggested by(Gléser. 1978) in order to ensure -

‘that all potential underlyingatpemes wereﬁuhcovered.

These early substantive codes described the emotiqgal and
“behavioural reactions .of the subJects and the factors
which appeared to influence these responses. Examples,ef
these codes include "not talking about it", "being ré<gq d
by the doctor", "fear and what makes it igary , and
support offf?iends and family”. Sample data bits from the
" code "equality in the family" are included in Appendix 'E.

The "constant comparative technique" of continua?ly'
comparing data bits within and among codes was used

. 3
throdghout the entire data analysis. The purpose behind
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this technique was td “generate and plausibly suggest
(without.. .provisionatly test)hg) many categories,
properties, and hypotheses” <(Glaser and Strauss, 1967, p.
104). ldeas which arose from this process were wrttten
dowh in a series of ongoing memos. As more data were
analyzed'and the relationships between the codes became

clearer, the researcher was able to move to the second -

levelcﬁf coding.

| Stage two codtng‘of the data involved two steps.
First, the initial list.ofwcedes was abridged by
clustering similar ones. Nekt..an extensive series of
memos ‘on the similarities'aﬁd differences between the
abridged codes were created. Based on the thinking
represented by this series of memos, the researEher was
then able to further ceﬁsolidate the_abridged codes to
form categor}es (shown in Table 1). As'pointed out by
Corbin (1986) and demonstrated in:Table 2, categor;es move
the data to a more abstract level of cOnceptuali;ation.
For“éxample, the early substantive éodes "Keeping ‘things
the same", "being normal", end "being\special or
different” all fit well into. the conceptually more refined

' category of normaIIZIng
b .
Once the categories had-been obtained, further data

collection and analysis was directed towards identifying
‘their properties. Identification of these properties

assisted in the transition to the third stage 6f data

P

e



TaEle L ;
The Categorfbs/and Sub-Categor ies
Giving meaning-
a. Appraisal/ re-appraisal of éitUatton;
b. Strategies: | o
i. Having faith,. .
ii. Re-defining the situation.

Normalizing-'

a. Keeping things the same; -

b. Maintaining equality amongst the siblings.

4

Protecting-
a. Vigilance;

b. Protective restrictions;

e\;\giii-style changes.
Pulling together-
a. For practical assistance;

b. For emotional support.&’

Not talking'abbq} it-
a. Keeping feeéﬁhgq to oneself;
b. Not ‘thinking about it;

c. Limited sharing/ seeking of information.

38—
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. Table 2
The Clustering of Codes into Categories

Category - Abridged Codes Ini}ial Codes

1.Giving Knowing something -The danger signs;

meaning: is wrong -The early

a)Appraisal/ | responses; ‘ S
-Early memories.

Re-appra

Fear : -Fear and the . L
most scary things;
-Uncertainty;
~Hurting; &
-Being worried; Q
-Awareness of the
possibility of death.
Defining the -Dgfiiition of:
disease leukemia/ cancer;
-The lucky breaks;
-Bad parts of the
isease/ therapy; -
-Being sick/ not
. sick;
-Being cured;
\ -What made it tough. .
b)Strategies: Trustin&\ing_N‘ -Trusting the dr.;
(i )Having health-care . ="Such éood,peOple":,



faith

(ii)Re-"

defining the

; situationkw
S

Takingvconifo]

Seeing the

team

~Search1ng for

answers -

: Hopiﬁg

A

positive sidé

Y

- “! .
,Defﬁning'the‘

sitUation

:I-Adv1ce of others.

| -Becommng experts; .

’“ﬁx\ .

v -Having.control;

hF"'r‘lot.asvt’)”ad as if:;; .

Z-En3qy1ng 11fe,

-ACqm1H§Vto terms;§5  ;?;;;

- been; |

L %“ ‘ ‘{ B " . :
- ~=Cancer "not .

v v 40, .
-Being rescued by -~

. the dOctor.

,-Be1q? looked after

by the team. .
,-F1nding an answer,

~Praying;
f -Accepting._ fate;

-One day at a time;.

-HopinQ}

-Not trusting the . !
doctor ;- B

“Fighting the system;

?-?Pjéying thé‘géme”;
. -The 1QCKy,breaKs;

.‘ :

might‘haVe been”

-Do1ng the fF1ght
thing; ’

-Good memor1es

. T
-What'might have
T

1.
>
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important";

. | 7‘ -Defining the
| | o - ' experience.
2. Normalf%ing: ‘Norma]%?ﬁng’ - -keeping things
;.a)Keéping - ' 7 the same; )
things the o : iﬁeihg no
same . L o ‘diffeﬁent frdm
‘ | anyone*eise:
.—hLiving'as |
’rnprmal é~L{fe ;
' SREPEI as possfble“; .
e L -Teasing.
R b)Maintainin- Being different k?Being "specialf/
) ; gqUéIity b ~.or special "difjgfeﬁt:' v |
© amongst ‘the = | - . -"Equality" in_the )
L éiblings,‘ - gk | 7 famidy;

-Deliberate

, Vo
gonsideration of

the siblings; -

. c ~Being no dﬁfferént'
] f?imm\?f ° - from anyone else:
B L . <-”Liyjﬁ§ as‘normal,
‘ a'life,ésfpdssible";-‘
-jBeihg~embarrassed.
3. Protecting:  Protecting ~ -Precautions;* .

PR

~ - ‘ L iame [ AR



a)Vigilance " .
b)Protective"
'Fesirictibns Changes
c)Life-styje o
changes o

4. Pulling

‘jf_ hMShé}ing the;‘
togetber: | | burden
» a)Pré¢ticp] |
support

©

b)Emotional Pulling togetﬁer .

support - .
e _ )
oA
"
- .
o , o
—— Rd
.
. o " Wf
oo
‘ .‘?./‘
P ‘
&
2 C &

.~Protection;

-Pitching in;

- 42

-UhCertainty;
-Impact on Al -
life-style;
-Changes in the
family; |
-Searching for

balancel

=Being tpugh;
-Mom as primary |

caregiver;

-Organizing the
family; ‘
-Being looked

-aftereby the team;

-Seeking assistance.

-Family closeness;

Ty

-Puliing together;

‘-Parents supportingA
" each other;.
- -Experience with

.canCer/death;

-Support of friends

and family.
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5. Not talking

about it:

a)Keeping

feelings. to

oneself

b)Not thinking

about ‘thi

/c)Lim1ted

shar1ng/

- seeking of ‘

informatibn

3

Not thinking

about‘it

o -

Not"thﬁnking

about it

" LI

Communicating/

- not

.-communicating .

Béing.ithrmed/

. Knowing

-Being .tough;

. -Thinking ab;?f1

" -To tell vs. not

to tell;

iy
x:
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 -Keeping feelings

to oneself;

-Not talking about
things. “ |
-Being'touéh:

-Not dwelling an
it/ denial; |
-Nét.letting'otﬁers
get you dowh:“
-Digtraction and
keéping busy:ll“

-Not remembenﬁng,

the future;

~Thinking about

cancer.

-Talking within - ‘¥

Mfthe.famijy/ being

open;

'_-Not talKIng about

th1ngs. S

| ﬂEvange]iz?ng.

-Being informed/ N/

the need to know;"



4
-Seeking '
L

1nformétion; ' ) y
-Knowina‘Whaigfb |
do; | '
-Awarenesﬁiof the \‘
_possibility of

‘dea\h; o ‘ ; ;
\ :Remémbef%hg; |
-Ighoranéé/ not

h)

knowingh
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analysis, which focussed upon the uncover ing of the

lthkages between categories. In order to establish these.

- linkages, specific questions about each category were
_asked in the interviews, and the ¢onstant comparison of
answers within and among families, and among categories,

- continued. Incoming data were examined for information
about causes},conteth;'cdhsedueoces..and conditions
.applicabte to each of the categories unQer study (Glaser,
1978). Relevant research and theoretical literature was
then examined in an attempt to o1atify. amplify, and.

val1date f1nd1ngs about the category properties and-

~

s

11nkages ‘ ‘ ; .

As category 11nkages were being explored d1agramm1ng
of poss1ble relationships between them (as suggested by
Corbin, 1986 ~and Hutchinson, 1986) was used to visualize
the log1cal flow of 1deas This exefcise Marked the
trans1t1on to stage four. involving the 1dent1ficatton of
the study’s core category. The core.category~"balanc1ng
the demands" incorporated the two ma jor categories
"normalizing" and<"pfotecting", and indicated their
-relationships to the other three categories tespecial]y
thew"apphaisalh componentLof "giving meaning") . |

Y #*BalanCIng the demands“ was the key concept which
explained how fam111es responded to the ongoing stress of

leukemia in a child.



The finél step'of the stage'four data analysis
‘involved refining the oénceptuajodiagraﬂg and validating
.the_deQeloptng theory. At this stage, it became cleér
that the stress/ appraisal/ coping fbamework'of Lazarus
: and FOlean’(1984) fit with the study figdings; andkcould'
be used to advantagelin Qrganiziﬁg and diagramming tgém.

With this assistance, fhe final visual depiétions of‘the'

46

theory (i.e. Figure.1):were formulated. Validation of the

theory was sought through a fina1~re-exéminaﬂioh of the
data and the litebature.,quéStion§ asked in the third
interViews. éndhconsuﬁfa£}on wi-g;knowledgeapie outﬁiders.
These’seéopéary infdrmants incléii . Cc .

" the pediatric oncology clinié,‘meﬁbgﬁs of the thesis
supervisory committee, and nurses knowledgeable abouﬁ the

- family response to childhood leukemia.

éd the Nurse Counselor at



Chapter Fcur

Character%stics of the Sample

:

A variety of demographic characteristics which could
have influenced family and individual coping w;ﬁp/
long-term chi?dhood'leukemia‘wene identified arid are
outlined <{in this chaptér. To some extént. these variables
help explain why th; mple families appraised and
responded to thé'Cancénoexperience as“they did. Relevant
demographic charaCtebiStfcs.of the parents, well siblings,
and long-term survivors are summarized in Técles.S. 4, and
5, and described'below._ Throughout this paper,'the" N

families}will be referred to as the A, B, C, and D

fémilies.,'All first names have been changed.

 Ggnega) Family and Parental Characteristics

fThevfollowing family_aﬁd‘pacental characteristics
will be discussed in fhis section: '

1. The self-perception of coping "well”;

2. Demcgraphic chabacteristics;,

3. nggé fami]y support sourcés;

4. _Previocs exper ience Qith cancer and/or death;

o ,
5. Organizational changet to deal with

hospitalization .and treatment;

47
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f-per ] in
As noted in Chapter 1, the self-selection process
undergone by the sample families modified the @ig'inal
-foCué of this study. Three of the four families who-
’participated in the study described thamselves as "coping
well” with long-term leukemia, and the fourth family
described themselves as coping "fairly well". Th‘b'
self-perception contrasts with'the‘impreséion gained from
:‘the four famiTies who did not agrée to participatein(§he
Study One mother in this second group descr ibed her
family as one “where everyth1ng has gone wrong". One'
father refused to have the words cancer or leugemia used
in his.home Because "it is too upsetting”. In another
family, the only sibling refused to participate becadée of

ongoing resentment towards the survivor.

of it§ own accord, tAen, this study became one thaf

ekaﬁined the perceptions and reactfons of families who
generally defined themselves as cbping well with the
expefience bf liying with a child'with‘long-term cancer.
This fact must be kept in mind while reading the = .
subseduehf‘descriptioﬁs.;theories.’and propositions, as it
is clear tHat only a subsection of all possible family

| responses to the situation was uncovered in the sémpie

funder study It should also be noted that among the three
families who def1ned themselves as coplng "well” with the

leukemia, nine or more -years had passed since the
' , * '
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diagnosis. In the family that descr ibad themselves agys - ‘

coping "fairly well" with}the disease exper#ﬁﬁé;. the |
leukemia had been diagnosed only five years‘greviqgagy.
vl S

Demographic Characteristics

As outlined in Table 3, the four families who
participated in this study were in many ways typical of
the Western Canadian proyince in which théy lived. Two of
the four fam%lies lived on farms, one resided in a small
vtown, and one family made j?eir home in a major city. The
éjght parents in the subjedt famiiies were of varied

p e
ethnic backgrounds, with three having French and gge

havingkﬂuhgarian-as'their first lanQuages. In
family, both parents were working, and the total. fam
income was between $20,000 and $50,000. Five of the
parents worked in farming or blue collar jobs, and three
were employed at white collar positions. However, all the
families were feeling the éffects of the current
recession. In both the farming families, the fathers
worked in oil-related industries far from home all winter
'in order to supplement tﬁe family income. In one urban |
family, the father had recently been laid off work for a

prolonged-period”of time.
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M‘!]Qr Family Support Sources &” A s

sources

The families all had a variety of suppo‘
“available to them. including each o the- alth—care.
team, relatives. and friends. Two of these sources had |
-especially important consequences for parental: situational
h -appraisal and coping, and are re-examined in Chapter 5.
These tGo.factors were the family’'s close.ties and
'tradltionsl values, and their varying beliefs in the power

of the doctor to control thé leukemla outcome.

Most of the siblings and parents described their
familles as "close". The marr1ages all appeared 06 be

strong, and the parents each identlfied their spouses as ¢+ -

aﬂ’,

having been 1mportant sources of eﬂptﬁbnal support dur1db g%

»-u;\

act1v1t1es together
Ve found that, like i

fishing, they all come.

someplace they alaays

The parents expressed trad1f7$1ml 'amlly values aﬁd
g o %
":1r¢f1rst prlorlty
-1 think it's important i 'io%fre golng to have
poE ,ﬁ".,

1dentlfied their ch1ldren as’ Shiet "¢
fr tlme 1n Fbr them }3l

children you have to QQ
mean.if a Kid is 1nterﬁ% play1ng b;ﬂl._they

want you to be there to ?ﬁat:tﬁé?afe:éojng;l.lt’s



/
1mﬁortant to do those things for your Kid. #
ThHe parents all had good rapport with the hé:ith-care
team members‘at the local pediatric oncology 6linic. and -
had consulted them on a vériéty of occasions for advice,
information, and reassurance. Two of the beis of parénts
‘ described this team in especially glowing terms. As
described in Chapter 5, these parents défined the doctor,
| rather thanfthemselves. as being in control-of the
ledkemia outcome. The two other sets of parentsvbad more
dalbts about the abilitids of modern medicine, and £
expressed a moré internal sense of control over disease
outcome. This sense of locus of control a[:;péared to be &
the determining factor behind the pa;eﬁts‘ varying \

. "
" . N A " : Iy
balancing the éemaﬁﬁs decisions. ”
X ) & e

A notable characteristic of the four families was
that they all had large extended family support systems
providing practical and psychological assistance.) These
relatives'had provided crucial emotional support and ,
childcafe seryfces during the difficult early‘days after s
the leukemia diagnosis. Three of fhé eight parents
originated from Yarge families (between six and twelve
children), and all expreéséd a strong Selief in the
importance of maintaining é%rong family ties. The two |
farming families had grand-parents living on their farms,
residing in separate.smadl homes. As well as having

'various.rela%i9¢s living close by, the families (a]l'

-~
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“flong time residents of the prov1nce) had made use of a - * :
network of friends and n\ighbours for various types of
' ‘isocial support .. ' For three of the families. the Catﬁdﬂ |
4,church provﬁded an additional “fairly 1mportant" to ! very .

'}important" source of strength and meahing for them

-i,PreVious-Exggnienge with-Cancer or Death i
: R -

| Before the f\ukemia had been diagnosed V}wo of ;the
' Afour sample families had earlier lost an close extended
family member toecancer In one caseavthe family had:-
°lﬁved W1th and cared for - the dying grandparent After:
_ywitnessing thejlow declii'ne of this relative and the
-deaths of two nelghbourhood children from cancer,vthe
Fparents in. thls family responded to the diagn051s of
AfleuKemia by questroning the value of traditional medicine

: and seeking alternate sources of therapy to supplement

‘their Chl]d's treatment regime S ' h: 75 '

| ‘Org n&;:tional Chan es to deal with Hgsgntalization and o

P

'__V.__Treatment g e T T e e

During the 1n1t1al hospitalizations of their

children two of the fathers took leaves of absence from

.,1work either to be w1th their wives at the hospital or to

.rotate child care dut'les at home w1th them. After the

D . child’s discharge. these two families cont inued to f”'o

t,femphasize the 301nt participation of both parents (as much

‘fas\poss1ble) in the subsequent c]inic v1s1ts In the ¥



~_elinic v1s1ts) wwll be examlned

9r

remaining two families, the fathers continued working

'throughout their chij%'s'hospitalization and the major

, expectatlon for ma1nta1n1ng the hospital and c11n1c visits

'was upon the mother vDur'

“mothers could not dr1ve the car

‘ental absences. the well

s1bl1ngs were looked afté trelat1ves or ne1ghbours In

two of. the four famll1es. arrangeTents for clinical and

. hosp1tal visits were complftated by thé fact that the

4+

Well SjL:]i_ng CharacteriStics "

's1bl1ngs (1nclud1ng their 1nvolvement with hosp1tal and

A
. 1

GeneralrQharacteristics

. ~
-

As diagrammed in Table 4, the number of. well sibl1ngs'

~

1n the four families was (respect1vely) two tHree» three,

- 55

| In th1s sect1on, relevant character1st1cs of the well

'-and four None of these ch1ldren suffered from any known -~

\_phy51cal or. mental hand1caps or 1llnesses At the t1me of,

A

ak1n1t1al d1agnos1s, ‘the well s1bllngs had ranged in age

"from unborn to thirteen years. ‘Thelr present age—range

e

was from five to twenty-four years,'meanlng that’two were

below the mlnlmum age establlshed for part1c1pat1on 1n

(two females and e1gh1 males) was. fifteen. Three ‘were"

,:younger than the long term leukemla surv1vor in their

famllyoand,seien werg,plder All oﬁ the s1bl1ngs except.

B T L

‘this study The average age of ‘the 1nterv1ewed s1blings -
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. child on their appointments at the oncology clwn1c

.o

- . .
M .

L]

| : .57

‘one 1ived with thexr parents. Three (from the same B

fam1ly) had graduated from high school and. were working or ;,
'act1vely pursuing employment "
Involvement' with HosgitaliZation/ 'cnﬁig'v'i.sits : |
Most of the well sibllngs had v1sited their in o

brother or sister only once or not at all during their{
‘hosp1tal1zat1on pervods 1n one fam1ly. none of - the
siblings attended subsequent clinic visits with the RE }
Chlld In the. other three fam1l1es. those s1bl1ngs noh in

school rout1nely accompan1ed the parent(s) and leukemic

Typ1cally. the siblings amused themselves ‘in the clin1c

play room wh1le‘the1r brother or s1ster was examined by

“the doctor

RS
~

-.Long-term_Survivor /Characteristics®
TS . o e L UL R L2

. o : , _
Various characteristiCs of Yhe longrtermlsurvivors
will be examined in this sedtio / 1nclud1ng dlsease .and .
therapy related factors, the1r emot1onal responses to o
hosp1tal1zat1on and treatment. and their current health

?

status,

‘General Characteristids. ~
. v‘,"k)-‘.“ ° M;x .

ot
a "* '
g .o Rt

As outlinedTi,Ulﬁble 5, the leukemla survlvors (two

L
males and two females) were ages nine and one- half,

,beleven fourteen, and n1heteen ‘One was & youngest child

b . ’ . v
R
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.
- while the remaining three were mjddle ch?ldren. All were >
.stlll in first remission, with elapsed tines from initial

d1agnosis with acute lymphoblast1c leukemia of five, nine, .
_ ten. and twelve yearst The nineteen year old survlvor had
'"graduated'from high school, was employed‘fulltlme. and was

still 1iving at hpme. , o
Disease and Therapy-Related Factors

Of the four survivors studled one was one year of
age at dtagn051s and three were between the ages of four
and s1x All had. initially presented with vague symptoms j
of lethargy, malatse. and opportun1st1c 1nfections that
the parents had at f1rst attrlbuted to a cold or flu. -
When the1r conditions had worsened eaoh of the ch1ldren

had been taken to the local general hospital, and then‘

##Ajgggsjgrred.to the large tertlary care fac1l1ty for_thls

‘reglon'of the provincef The four children were then
placed (and have s1nce rema1ned) under the care of the
- same oncolog1st, -and all have been deal1ng with the same -
_Nurse Counselor s1nce their 1n1t1al adm1ss1on AT |

currently attend the same pedlatrlc oncology cl1n1c

[

The four suﬁyivors'were all'lnitially classified as
low-rtsk<leukemics. and. aooording to their'parentsuuwere"'if
giyeneprognoses of a'40;to 50% chance of “Curdﬁﬁbr‘
fong4term‘survival ’ They ‘were treated w1th similar

chemotherapy protgcols. although ongo1ng revis1ons of the




protocols produeed'some differences‘tn their theqspeutic Y-
, experiences. For example, one child went on to show blast
eycells 1n hts cerebrospina] fluid (a negative prognostic

| 1ndicator) after the 1nduction phase of his chemotherapy.

This child‘rece1ved more radiation and more frequent

| follo&-upvlumbar punctures than did the other three

-chtldren. ' o ’ o N

During‘the'inductionlphases of their-chemotherapy.
each child'was'hospitalizedifor'a two- to four week period.
A pnoghylacttc course of cranial radiation .and
~ﬂ1ntrditheea1 methotrexate was also given.v The longéSt

term suhvivor reeeived intravenous methotrexate every two
tweeks for three years after the 1nductlon of her

remission The other three ch1ldren took oral medic n
~only during the maintenance phase of the1r chemother::l
. One set of parents supplemented their ch1]d’s chemotherapypﬁa
‘with a comblned Laetr1le and herbal medicine regime. At
three years post-remtssfnn prescr1bed medlcatlon was |
stopped‘ior all four surv1vors, ‘and surve1llance lumbar
pynctures of four times yearly (for, one year) and twice
é:gually { for the subsequent three years) were begun
 After this- period (still ongo;ng for one of ‘the four
t;(;subjects), clinic visits were reduced to annual -

':nonintria%ye chedk*ups o PR o : }/ﬁwvfm
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Emotional Responses to Hospitalization and Treatment

61,

Two of the four sets of parents described the initial
hospitatization as an eSpecially harrowing time for their
<hildren.. These two chi]dren developed ‘a marked fear of
needles, which compl1cated later clinic visits On mhe
other handffbne of the other two sutv1vors had such an
enjoyable time during her’ hospital stay that she regretted
leaving and decided to become a nurse when she grew up!.
Only one child required subsequent hosp1tal1zation She

to:

was admltted for treatment of varlous infections on three

»occasions after her 1n1t1a1 stay

Qgrrent.Status

From the interviews, each of the four long-term
survivors”appeared.to be physically and emotionally well.

H0weveﬁ. severa1 ohgoing problems which may be related to

1.

“the leukemia therapy cont1nue to disturb them One boy is

self-conscious about h1s excess we1ght whlle precocious
physical- development causes concern to one.of the girls‘
Three of the four survivors have had to repeat a year at

school, and two of the four experience serious

. dtff1cu1ties with mathematics. These academic

‘ difficulttes may be due to the central nervous system

ptophylax1s (cranial rad1at1on and 1ntratheca1

e chemotherapy) these children rece1ved before the age of

s1x (E1ser, 1978, Moore, Kramer, & A]bln, 1986; Moss,



Nannis, &'Popiack; 1981).

Summary

The characteristics described above cover many of the
varia?]esfmentioned in the literﬁtuqe (and outlined in
Appendix B) as potentially influenciﬁng‘ sibling (and
family) responses to l1v1ng with long term ch1ldhood
1llpess. However, the small sample s1ze and lack of
quantitative measuring ;echniques in this study preclude
the draw}ng of firmvconclusions:about the relative impac} :
of or inter—relatjon;hips;amongst the bossible variables.
Nonetheless, based upén the qualitative analysis of the
interview data, sevéral variables (i.e. parénta] locus of
‘controT. sibling exposure to evidence of disease
'$sebiousness) did gppear to play a pivotal‘rble in family
(and indivfdual) coping. These factors and their
1mplicat10ns for situational appraisal’ and cop1ng strategy

use are dlscussed at length in the follow1ng two chapters
7 ' A @@&‘ 3



Chapter Five

'

. ) Appraisal and Re- Appraisal

Fipdings and Discussion

. ‘.(\

Bt

5,
et E

j - In- Chapter:3‘ "balancing the demands" was adenttfied
"as the core conceptual category which described ‘the
parents coping nesponses to l1v1ng'with leukemia in a
thld This response provided a consistent underlying
tﬂpme in the fam111es experiences with leukemia since the -
t1me of the d1agnos1s, and largely determined the
s1bl1ngs understandlna of the svtuation As depicted 1ﬁb
Figure 1., the parents “balancxng the demands" dec1s1on
was a Key component of the fam1ly coping process wh1ch
1nvolved.appralsals (and re-appra1sals) of the
implications of the leukem1a. followed by var1ed responses

_to the s1tuat1on based upon the;e perce1ved mean1ngs
Appramsa}s of the 1eukem1a exper1ence (both parental and
swbl1ng) are examined in detail in this chapter. Chapter
6 focuses dpon the parents’ "balancing the demands"
dectstons. subsequent cbping strategy use by both parents
_and siblings, and apparent‘long-term consequences of tnese‘

’ istrategwes for the well s1bl1ngs - Due. to tne tntegration
..of l1terature rev1ew into the-data analys1s methods used

with grounded theory, findings and}dlscu551qn,w1ll_be

combined' in the subsequent chapters.

A defihition of coping which fits the’purpose of this

study is: "efforts, both action oriented and intrapsyehic.

63
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to manage (i.e. master, tolerate, reduce, minimize)
environmental and internal demands, and confl‘gts among >
them, which tax or exceed a person’s resources" (Lazarus t

}nd Launier, 1978, p. 311). A’gepiction of the families’
‘coping efforts is shown in Fiéure 2.>'This’d1agram\ |
‘demonstrates that the families had all encéuntered\similar
stressors upon the leukemia diagnosfs..and that, many
years later, they althad achieved a similar result of
self—perceived-“good" or "fairly good" adjustment.
However , theré were some significant differences in the
coping strategies used by the vahiousffamilies in
‘travelling between these two points. These variations
were direcfly.related to the differences in parental"
appraisals of the meaning of childhood leukemia for
themselves and their families. Parental appraisal and
re-appraksal of the 1eukemia expenienqé is examingd in the
first section of this éhaﬁter; The second section is
devoted fo sibling appraisal/ re-appraisal of the
situation, as well as to a compariﬁbnjgf these percepiions

with those of the parents.

[

Parental Appraisal-and Re-appraisal

Many théorists ascribe to the view that coping
résponées are based upon ggg:persoﬁéT‘meaning"or ;
definition which an individual ascribes to an event (Hill,
1958; Lazarus, 1966; L%pqwski,.1970; McCubbin & Patfersbn.

1983: Mechanic, 1961; Nerenz & Leventhal, 1983). The most



‘Figure 2

Simplified Comparison of the Subject Families Coping

Time‘

L .o

- Diagnosis © Common Thfe;té

Different Cop1ng Routes
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+ Interview

Common Concldsion - "Coping Well™
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‘ ‘ ‘ i
eﬂfensivély described articulation of this position is the

*

stress, appraisal.»and coping framewqu of Lazarus and ~
Fo1kmani(1984). These authors define :p;ra1sal as "a
cognitive process that intergenes between the encounter

and the reaction (through which)... the person evaluates

the significance of what is happening" (p. 52). They
identify three types .of appraisal- primary, secondary. and .

re-appﬁaisal Primaryfappraisal involves the evaluation

’ of the threat posed by a stressor, and. ahswers the L%

qqgstion "What is ‘going on here?" In sepondg'y appraisal,

V(to be addressed in Chapter 6), the person asks, "What can

be done here?". Reappralsal refers to "a changed
appraISal based upon new 1nformat10n from the env1ronment
‘(Lazarus 8 Foﬁkman, p. 38). '

(
% N t\;

Pr1maty Aggrassal- "What is Happen1ngvhere7" ‘!&“

Laiprus and Folkman s (1984) appra1sal/ coping
framework (depicted in Figure 3) was.used to help labéTl
the maJor factors wh1ch influenced- parental appraisal
Accdrd1ng to these authors, the two (1nterdependent) sets
of factors whlch affect ‘appraisal are personal factors
Eespec1ally comm1tments and bel1efs) and situational
facéors (such as ttmfng"amb1guity,vdUration. and é?i
1mm1nence) 'Var1ous'situat1ona1 and personal factors K
“which may have 1nfluenced family and individual coping
w1th long term leukem1a were descr1bed in Chapter 4,
prever, three specaf1c]factors’appeared to have exerted
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Information adapted from

Lazarus%ﬂkman s (1984) Appraisal & Copmg Model
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an espeCially important impact upon parental apprpisal

by

(and - subsequent copihg) First the dominant situationai

—

factorﬂdescribed by the 1nterviewed parents was the

e

variety of threats to famiiy ‘and ill child weii being
which the diagn031s of. acute leukemia represented A e
second 1mportaht (personai) factor shared by all the ;9' .o
famii es was their large support networks of friends and
relatives The third main factpr 1nfluencing pareptai

appraisal was the per56nai /yeoof per’piw d .

““‘ . . K - ‘
Y 1b the. %@nal health gj all menbecs. wMeye*‘OW‘tz- s

4 Heinrich &tschag (1983 p. 142) state that cartcer o

'j.control or affect disease outcome T h
“ » Lo ) . o ) . "'- P ‘ ‘ ,‘“'
S ,‘V-Sit_L_Léi_;tiona'l' Factors Afffecting A'ggr—ai‘sél T,

| . Childhood ieukemia represented a duaﬂ threat for all

- the families First 1t threatened the surv1va1 and i
s we]i being ot the 111 chiid At the same time. however..t
Qf_ the disease posed a danger to. effective family functioning

presents families W1th a muit1 faceted group of strggsors,

1nvoiv1ng “diverse ‘FBBTEmatic sxtuations“

.

Inﬁtially, the parents were totaliy pre occupied wnth
. f concern for the physical surv1val of their 111 chiid “We
thought‘we could iose him at anytime ' ”As far as we ‘-

* Knew qgeukemiaxw:s fatal and//hat % all there was to 1t “'55i:




For example “one mother stated | | o ‘
1 remember asking what effect thls would have on her
‘_”abillty to have bab1es.9 1. mean that seemed so. silly
" whén we were standing there looking down at this

‘little toddler. but 1 guess I was thinking about her,

_ mak1ng it even then o q '

At this po1nt worrtes about the health of other fam1ly ;d”}f

mbers also surfaced "Actually. both of us had. the boys

21_ checked out for own our peace of m1nd you know "Weu_-

e grotection concerns R , B N ﬂ'

7‘fgot the whole fam1ly tested while we were down there to
‘f-see what our res1stances were - to cancer Concerns

lsuch as. these about the health and survxval of fam1ly

i members (and about thegprevent1on of therapy--related ‘
-Fpsycholog1cal damage to the 1ll ch1ld) were 1dent1f1ed~as :

R ' o "

Very soon after- the 1n1t1al d1agnos1s, the .

',e1nterviewed parents began to have concerns about the

Fofexampler o L ot GBS Lo

:iiactual and potent1al disruptlon to famlly l1fe wh1ch the
;rrleukemia represented and ab0ut the impact of such a‘ o
odi tion upon the children in the family: “I th1nk 1t“
8 f_;was*i;portant for us ..rﬁt\to let the 1llness consume C
N{teverything " WQWe have seven of us: here And 1f we :
”7?:;started making changes for one what would happen to the r -
fgrest of>us°“ﬁ The parents felt pulled-between the1r own

-se of the {11 child and ﬁwe well siblmQS




ﬁﬂt
'I mean- she needed us there. but we had four other_
kids at ‘hoine who needed us, too:.f 1t was hard, very

b hard.

We found we had’ to make time for the two (other) Kids B

L JWe were spending more time in thexevenings with

71

them and then back in the mprning.to spend some time,'

with her. So we were going‘back and forth., 1t was
.hard on us. I got the feeling that 1 was going a )
' million way54 e ’ ,"M_..’s,.f )

‘The pareﬂts also'worried about the effect of the leukemic

| child’swaew Speoial" stagus Upon his/ her emotional

¥

\

qdidn t want them (the siblings) to, resent Mike

Nas sick ‘."We didn t want to maKe her feel

.In order to prevent or minimize the d%maging effects

of the leukemia experience upon family cohegion and upon

19

ind1v1dual emotional well being. the parents all felt the

need to maintain some jsense of normalcy in their families

L While all agneed that reduc1ng leukemia hnduced family

disruption nece551tated attempting to. ”Keep things as

normal as pOSSible“. they disagreed about how normal" it R

was possible (or advisable) for their families to be

| Concerns of family members ‘about leukemia related ,';

disruptions in family cohesion and in personal happiness

and sense of identity within the family were described as -

normalization concerns

R
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structures and belief systems The parents in these’

e

»

~ Person i]FW’t " Aff'c ing Appraisa 72

&,

The ‘two personal factors which appeared to exert the -

most influence on parental appraisal were family closeness

“and the parents’ sense of control over the leukemia As

described‘in»Chapter'4 the families wer all closely .
knit, spending much of their time together." Furthermore,j
the families were similar in their somel at ‘traditional
families described‘th‘lr children as their first p:ﬁority
‘l ve never been able to understand parents where - i#'their
child was sick they wouldn t move heaven and earth to get |
théﬁghqjl again " The families a1 had- luadytaccess to -
largeksggbart networks madg up of friends ahd” relatives

¥
ﬁ ’ o
. . ; P
: \

3£he perSDnal ﬁgcton.which varied among familiesiand ey

tz«

which appeared to explairi the dimrence& amonghparental{w
& :
appraisals of the leukemia was the parents sense of, __7t

control in the Situation Literature reView qpnducteq}

during the data - analysis uncovered that this sense 6f‘.,

control“ factor was similar to the "locus of control" L

a concept first postulated,by Rotter (1954) According to'

Rotter. people eVidenCing an internal locus of - cpntrol
believe that situational outcomes are within their control - e

and are due to their personal efforts and abilities

Those characterized by an external control“ocus on the

other hand perceive that event outcome is usually
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not amenable to personai controi Folkman (1984), )

Lamontagne (1984)._and Brown, Muhienkanp, Fox, ar‘Osborn.

.L@J1983) all 1dentify locus of. control as one of the most

.

important determinants of coping<strategy use. Active |
coping behaiiours (such as vigilance and s

informatign seeking) have been found to be assboiated with

an internal Tocus, of control (Agger ~;

f'o‘

1977 George,
1984). while

Scott Turner. & Gregg, 198f:;ﬂ::{ i
ravzwdant.e,behakurs were as*k“':v d'th an externai Tocus.
ofqgontroi (,u,;x;uQ,_woif@r;x'v“"1s1nta1ner, 1979)

These and ;g:‘iﬁ'kxesearch results’will be ccmpared ‘to the
49tudy fin-f‘ ifﬁthelevantApoints in the remainder of this- i

& P .
. . . . - .
» & o . ]

paper .
. ! "y N
;%_' Two of the sets of parents (from the A and B

families) cpuld be appropriately described as having an

_‘externai locus of cont‘l‘*because they defined external

<

" had used to affect or controdathe\outcome of their cniid’

forces such as the docﬁﬁr’and fate as being largely y’v:fflkﬂ
respon51ble for4ﬁhe leukemia outcome The parents from : 'fg'w

A o ‘
the C and D families used many more references to an

internal loous of con rol._as they described.means they R

]
~ - LN -_l"
N . . .

B illness o af" _ 3';,‘~.a"ﬁt ¢ - '4 S e

gntkrol 1n"t‘he ieukemia situation in the\ following words

B Mqﬁfand Mrs. A dEscribed their perCeived lack of VPW, NN

If that’s what’" g01ng to happen, it’s going to
B happen You can’ t- do nothing about it We just

| ; R
. . o s N AT K Lo vowl Dl
. Coa o RO DR IR



- learned how to accept it and"*then we just hoped and

| prayed that everything would be oKay .
Simildrly,‘Mr and Mrs B reported that

~ We really did we sorﬂt of handed"her Wer to him (the " I
_doctor.) . And a iot of the stress the idea, th.at . *m Q
:“"";'there s nothing we could do, - that was gone t?e o .o
We did;( know what we were. doing. we didn t haoe a"’ - a

! “clue, So we said to him, ,"dust doit." o o
. in contrast to the al ove parental perceptions, Mpsv D e g,_

: of 1nternal locus of control:

expressed a strong S .
"1 could no more’ 'ave sat Knowing ‘what 1 did and left l
~ it all in’ the hands @f the doctor than flyéhe '

air. 1 coﬁld,never sit back and say, He s your’s*
T -you do what. you can., Beo" ‘they weren t.going to.)

L3N

'miss him like I would “ KT1tho gh the doctors get
" upset. when tti‘ey lose patients, 1t’s not their Kld*

In conJunction .w1th ascribmg c trol over the

e*x

described the members of the health care team in glowmg. < !

- leukemia outcome to external sourcea the A and B parents '

almost omnipoteﬁt terms Mr. and Mrs - A repeatedly L ‘ R

‘ A
' }referred to the nucses and‘doctors wi th whom they dealt"‘as . e
*just fantastic. ..unbelieyable 5 good good people. | ‘* ‘
_V«exccellent people"‘who “looked after us very wel,l"
- . Cpege
, "lal'ld Mrs B felt they received the best possible cdre for |
"-',""their daughter - "Dur feeling v@s that we had God ‘hererin
wfv,"the city. and his disciplesxout there in (the local o
. C ' \ : ‘.
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hospltall~“why did we.need to look anywhere else?" Both
| tll
they had been  They ‘describ

these. famllles also frequ

éeﬁerred ta how "lucky

-

it was just for short terms (the h05p1tallzatlons)"

‘# "lucky that Epings went as well as they did" “lucky we
had have a very supportive family“,r"lucky we had dn
“ ;honest doctor '"lucky as farlbetween the two of us went"
}%f;t1 e. good marital relatlonship) . " Tucky with his job"
| "lucky she (the i1 ch1ldﬁ never gbt very. sick", and . .
‘"lucky that the other k1ds«wpre so gc@d* K%“Gapfaiﬁﬁd 1n ﬂvéwéaﬁf
. Folkman (1é§h)ﬂlfh1s attr1butlon of much of th&. N ‘,J o :'j'gﬁ
| 51tuat10nal .qutcome to luck rather than togpersonal
vl‘res‘hrcefulness or hard work is further evldence of the :l R

legree to Wthh theSe parents felt unable to exert control “3

? over the leukem1a. o

_In contrast to the A and B families, the.C and D =
parents ascr1bed notlceably less .of their: situatlonal L A
"“foutcomes to luck. They also had many mpre reservations " R&
- about the abllitles of the health care team (the major :'Lﬂl
a extewnal sourCe of control) B ,.. . . o
‘7L1Ke ‘sure. Dr X was. a good doctor L but“there‘s
only so much they can do,’ because they do ’t really X
.. know what they’ re deallng with...we didn t Know what o
was going to happen down the road Was it ‘going to ," »
‘be worth 1t like all the suffering and- the needles a

and everything he went through° Was it going to be
. SN ,



worth 1t?

T
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Mr .and Mrs. C felt: they needed to be present during their L

son s hospital treatments to monitor the care he was

glven due to several unpleasang experiences with rough or

1ncompetent health profess1onale Mrs. D distrusted the .,‘

";sex’sting health care system, and suspected that it was
domlﬁated by ‘the 1nterests of "the big druﬁl |
wﬁﬁﬁc anles‘ .who come up. with all these treatments that are

Jsrso expensive and so toxic, but the people are stlll dy1ng

ot

And meanwh1le,_they just keep'_inlng thelr pockets | At_

the time. of her §on s diagnosi'

“There had been enough people ar und here die of cancer

P
-

o that we didn t have an awful lot of faith in the

system."

7 controj were the sources of early hope far.. the parents

Whilé the A and B parents rece1ved much support from each

LA

other.‘their families. friends. and (thh~%he A’s) thetr-

'church they desér ibed their major saurce of hope’ in the i

) 1nit1al stages of ‘the disease, as'”the doctors . For
example these parents stated ’ '3_

That uas hard the first ttnnm(upon 1n1t1al diagnos1s)

. . b explalned'that,-' :

%M . Largely consistent watﬁgthe1r perceptions of personal

//ii§\ and well 1 guess it was about a week later that o

we were called by Dr X that he wanted to talk to

us,... And the way he. talked to us, 1 think that’:’:n_r'.

/%maybe what got 'us through S e



and Mrs

I

»

AR

We were just basket cases for the first week...

”‘(but) they (the nurses and doctors) explained it and

tried to. make us see that there was hope, and things

they could do.
%

.~and it seemed once we Knew what was

"go1ng on , so we, could say. ’ihis is what they're

doing today and th1s is what\they)hre doing

gpmorrow, t en we felt:a lot better,

W1thout a great deal of faith in the1r doctors. Mr.

C described the1r f1rst year post- diagnosis as,

"11Ké what day s it (the1r ch1ld’s death) going to be type

gf deal

//’

C

The early: hope that these parents eXperienced

.

ame from éach other and from the1r betief in de

S1m1larly, Mrs D descr1bed her ch1ld's initial” treatment

£

17

- .

per1od as terrify1ng unt11 she and hgrvhusband decided to N

1nvest1gate alternate hea11ng methods: .

<

‘ Onc&nwe Knew aboutﬁLae§r11e. it made so much sense.

we didn't have another sleepJess,n1ght.
we'had'hobe,'which we ejdn'f have before. ..éec?usev
he'was in remPssion at’the time, but we didn't know

" And he (the

doctor) said, "You have’ to have faith " And I said.

how long the rem1ss1on wo&ld hold."

"You' re a very n1ce man and that’ s all very well, buéd

J‘Qent to the herbal clinic and .got the herbs as well.

In. summary, tne'pabents’ primary appraisal (that is

ey

- happening here?") after their child's diagnosis, of

Fnom then,on'

maybe 1 haven'’ t.gpt_enough,faith.' ‘So that's when'we'

Sk

PR E

& m'

oy

ast
LN
Lo

LY 4 )
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leukemia was 1nfluenced by the variety of real and
*potéﬁ&ial threats to individual and family well-being
which the diselse implied. Awareness of these,threats\
ggme rise to protection and normalization'concerns:ebout
the iil child, the well siblings. and the fami\y as a‘
whole., Whi le the parents had some importan!'betiefs about

* the family in common, they differed in their _perceptions

f‘hof iq’ernal versus external control over- the leukemia and
its outcome. This dtfference in. attribut1onaof control
1ocus produced sign&ﬁicantly different outcomes at the | :
secondary appraisa] level can 1 do about it?") to o
‘be discussed in Chapter S'Hndmg correspondj with C

thosé -of Wallsteﬁt Ma1des, ‘and Walﬁston (1976) §nd uolk

and Bloom (1978? that demonstrated the«eX1stenae of. &«»M/’ N
.positive relatlonsh1p between,locus of control”’
orientetion,Aeituationgl appraisal, and coping strategy

use. - } - _— ’

~

/,A'RgrgggraiSel
| During the five tohtwelve‘years since the'd{agnogts.
. the parents"appraisals of its implications for, their i1

children and their families had gradually changed The -

. central aspect of, this re- anraisal process was the : ’9;
assessmant of the survivor s current health status. ' Each
. parent described the stages in his' or _her own N
~\underst§nding éf the survivor's wellness level, ‘and of the

-'events that c\hsed movement from one stage to the next.



A el Y,
o ) . 4 i
& o
P ' ’ - .
.. n: T. & +
<" L .« _ A
N - ) . !
; ~ )
* L. -~

°
. -
. .

ule4Id 70U ng . b . .- - 21q1ssod Q.,.wwa_mmoae_.“ .
5 ‘atqeqoud se _ M

_ . gS® udas T .. se usas
U33S |BALAJNS . ‘ LeALALNG

- [eALAdnS
| ., ] S o

asuebip “waepy T
R S : f
: auLl-awi] (esieadde-ay jejudded . e
. ¢ T
p aanbry L - o S
: e
h k4 - -



rd

~.From these descriptions, "appraisal time-linesc'”’hf
. constructed. (Similar time-lines were devtsq.o

-

well siblings, and are deeyfibed in the next‘-

this paper. ). #5’

The composite trajectory of the parent%’ chang1ng
evaluations of the status of their in chﬁld’s health is
depicied in Figure 4. The dominant reSponses “of the

.parents in this re-appraisal process occurred iﬁ three

stages: Alarm, Vigilance, and Relaxed Vigilance. The
parehte' pérspectiveé'inormalizatron vergus protection)

Adetermined'how they translated the emotional responses of
3 )

dAlarm and Vlg1lance 1nto action, and affected the length"

d< ¢

3 of time it took them to reach the Relaxed Vigdlance stage.

a ‘ /

As described earlier, with each long-term survivor
“the leuKemia'presehted with”1nit%ally'innocuous symp toms
which did not d1sappear as expected. The parents became |,
1ncreas-i-ogly uneasy ‘as. they too{( théwr chﬂdren to local
doctors and were,unable to get defin1t1ve .diagnoses.. 1The
1llvch{T3rehﬁf¥re all admitted to local general hosp1tals
for fug&ﬁeﬁ~é§gﬁoation. and}:helr péré;is apprehen516n
gpuntéd as hajor 1ntrus1ve procedures such as bone marrow

aSpiratlons were' performed For example.ﬁ”ﬂ 4 .

B} when (my wife) phonéd me at work and she eald

J

'They-re taking him 1n.forﬂa bone marrow", I Knew

‘o
o

. . .
,o £ x . ’ e
[ .. N Y - X . . P
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what that meant '\Qnd that‘s when I left work and
went to the hospital\ so I d be there. - .y

.» Despite the initial:period of building anxiety, the
eventual diagnosis of Jeukemia came as a terrlble shock to
each of the parents As 1llustrated below. the parents at
this point all believed leukemia ‘to be a uniformly fatal
condition. . - 3 S , "’

My father looked 1t up in the dictionary when [ First
’_'-told him and he saw it there, that 1euKemia s fatal
‘ And he just closed the book and that was it And

I
that s the way' we were understanding it, . too.

We didn t think We d ever be six (in family ste)

dgain. We‘pad thoughts of going in (to the hdspital)

and never coming out.

#

.

[

Iaf you g%t leukemia Leukemia was terminal.

The parents 511 described ‘their emotional. responses to-

: this 1n1t1al evaluation of tha situation in SImtlar terms:

"We were absolute basket ‘cases.’ “We were,JU$$‘ tunned
.. and in. absolute shock "It was a‘terrible time- like
'liv1ng a nightmare _— L T Y

A

~

The parents defined the Alarm stage of emotional

:The_only thing we Knew of leukémia was that you Qied,

P

chaos and belief 1n a terminal prognosgs £§ lasting from a ’

week to a month after the altual diagnpsfs : The end to
this period was signalled when after. informational |

-~
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meettngs with the onco]dgist,_the'babents ne4apkrat5ed'

their ChtTdﬂs situatfon as one which ihcluded the

poss1b111ty of surv1va1 "It was a tOtally different

, perspect1ve after we talked to him (the»doctor) ‘because

82

then we understood that it wasn’ t all ternﬁna] Thereif' B
of

hode.. Theré was someth1ng they could do.’ Percept1on
-

surv1val poss1b111ty varied more accord1ng ‘to parenta]

""att1tude than to 1nformat1on from the doctor | With the1r

faith in the powers of the doctor, the parents in the A

-'and B families 1nterpreted the prognoses , they were g1ven

» «
as re]at1ve1y good news. For example. the A's stated “He

told us that she had a 50% chance. her'odds for survival§

‘were good,.” ' As ev1denced below however, the, C's and D’'s

7

1nterpreted s1m1lar prognoses as éhreaten1ng
"It was only after a year that we could really believe

the 50 part that sa1d "OKay, he s go1ng to 11ve

Becadse like a year. previous we d1dn t have the year,

we d1dn t have the month you Know L1Ke 50/50

doesn t ‘seem like a 1ot when that‘s your ch11d

L

V(The doctor told us) .45% were do1ng well. .. and 1.

» thought that sounded pretty good unt1l we got in the

cac.and I real1zed 55% were not do1ng wel]- that
scared me. I 7_‘ ' S ;
This arb1trary des1gnat1on by parents of similar - .

prognost1c stat1st1cs as either good news" "baf“

" was also noted by Cohen (1986). She found that” paren s of
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\ L/c:hildren with cancer were unaple to deal with the
.subtleties of surv1val rate percentages,‘and.tended to
convert that 1nformat1cn 1nto a bqnary cho1ce between
"good" pr "bad"’news\ The part1cu1ar attributlons her'
sample of parents chose were determ1ned'by the1r '
P psyché]oglca] maKe»ups. rather then by the spe’1f\g odds

- they have been given. tn_ : . _ A . l

/.
VA . ¢

/Hs qui]ance‘and Eg}axed-Vigilance'j‘.'. PR o
/’ Vigilance is the re-apprajsal.stage which the parents

\ // entered when they decided that their child’s‘survival was

x

posswble Relaxed‘Vigilance‘did not occUr'until'years

1ater, when the parents fJnally came to bel1eve‘that their

child's surv1val was‘probable (although not certain). " The

'wparents could all be appropr1ately described as belng in
the stage of Relaxed V1g1lance at the t1me of the

1nterv1ews ‘ : _ /

After enter1ng the stage of V1gllance follow1ng the»F
i acceptance of the poss1b111ty of surv1val thevparents,
qu1ck1y became aware of. the multl-faceted threats (1n
add1t1on to death of the 111 child) that the leuKem1a
represented. It was at th1s stage that a “balanc1ng the
demands“ decws1on between norma11zat10n and . protect1on -
‘Orientatlons“was made. Wh11e th1s dec1s1on led to
rdtfferences in «he way the parents acted out their

. V1gi1ant awareness, the anx1ety result1ng from 11v1ng w1th



the constantjuncerta{nty of chi1dhood leukemia‘remeined
the dom1nant emotional theme: :
1'd often looked at Mike and wondered how long we
could keep h1m...1t was hard. I thought about it all
the time. I
For.the‘first,fiye years 1 was totally neurotic ebout
the (1aetrile) diet and everythi':‘ng It :was a lot of
hard work but the thought that we m1ght lose him

~

- drove me on.

L * . —-\"vm/)

, . _ | .
Yeah, for years after, every cold, every bruise, 1'd

think, "Is this it? Is this it back again?”

As the length of the rem1ss1on 1ncreased and the =
m1lestones of therapy (i.e. end of chemotherapy, end .of
intrusive ‘procedures’, etc.) were passed without event,'the
parents’ anxiety and need for vigtlance slowly decreased:

" The better things were going, the more4‘l*cou1d relax.

‘"I guess the longer the time between visits, the better it‘

seemed. L1Ke we don’t have to go so often so he must be

doiné better, “When asked‘when they had made‘the

| Atransition‘from assuming "possib]e survival” to "probable
surv1val": some parents described specific events which to

" them marked turn1ng~po1nts in the ch1t;{£*treatment For
example: | ;-“‘ ! |

% think it Was~when her v1s1ts went down to once

84

#very six weeks. I decwded that if she could go that'

N /,\‘\



»

' long wlthout any problem. we probably had.’ er beat.

Well, when they stopped her chemotherapy.,that was a
b1t scary. you Know. But 1 held my breath and when
hshe was fine and‘she stayed okay, I thought. "She's .
probably going.to make it." o

-

For somé parents, the transition to Relaxed Vigilance
had not been of their own active choosing, but instead had
taKen place as a gradual evolution. However, these .
parents were able to identify behaytours or ‘feelings that
1nd1cated that they had, at some po1nt ‘made the sh1ft in
thinking away from the earlier assumptions of the
Vléilance phase. Ffor example: i

I thought it was the earmark of graduating or

someth1ng when 1 totally forgot her latest

i o appowntment They had to phone me at work and they

said.'“Aren’t you bringing her in?"...1 think that's

‘}h’J - a real fundamental change, and I think it only

happened in the‘last»couple of years, as well.

When.he Qas yodnger, tO'soold him or anything we used;'
to f1nd it very, very difficult...whereas now we
think, well, if he doesn’ t get this idea now, he's
~going to run intoitrouble ten years down the‘

road. ...We are prepabinﬁ,him for life now.
Even with the more posltive outlook associated with

Relaxed Vigilance, however, the parents all'remalned



. " | - 8
acutely awaré‘of‘the_continuing uncertainty about the
' “long- term prognosis for."curedJ acutetlymphoblastic
leUkemia. They all made staiements similaﬁ”tp Mr. :st
that "it tends to stick in.your mind...that fear that it
'miéﬁt come back." This Awareness-made alllof the parents
feluctant to use the word "“cured" to descr ibe their
childrén.. They expressed reservations such as:
I never use the word cured. Never...We sort of HaVe
a taboo with it...It's like a jinx...You're never

cured. It's always you're in remission or

 off-treatment or whatever. But never cured.

I J!k“t think you can use the word cured because it's ('.
something they’ 11 always have- somewhefe.g.lt’s 1ike
an allergy- they’' 11 always have a particular B
sensitivity for the rest of their lives...And

anyways, I'm superstitious about using the word

"cured". It's like tempting the .f

Therefore, while the parents were willing tolrelax their
vigilance and asswme‘probable inste d of jus péssible
”surViva], they were unwilling ‘eTieve in certain

.5urvjval'and therefore to discard their vigilance over’

" their leukemic children all together.
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. Sibliﬁg'Aggratsal and Re*aggraid%l

) . ' 2

"'f As with' their parents s1bl1ng cop1ng strategies used
"1n living with long- term childhood leukemia were
. fdetermined by their appra1sals of the meaning of the .,
*'situat1on for themselves, their families, and: their ill
'Lbrothers or s1sters However. there was an Important
_vdifference between the appraisal/ coping strategy
'relat1onships ev1denced by the parents under study and
;‘those wh1ch were described by their ‘children. Wh1le the
;cop1ng process for the parents could be appropriately
4'lvrepresented with the ‘use of Lazarus and Folkman s°(1984)
framewdnh%}figuge 3%, th1s d1agram must be altered .
somewhat if it is to accurately reflect~s1bl1ng coping.
F1gure 5 presents the Lazarus and Folkman model w1th
mbd1f1cat1ons appropr1ate for the appra1sal/ cop1ng
relat1onsh1ps evidenced by the well siblings.. This figure
.<shows that sib11ng appraisals and re- appra1sals were
sign1f1cantly affected by parental appra1sals ahd coplng
strategies, and by the siblings’ immature (but evolv1ng)

3

cognitive abilities. N

Primary Appraisal- "What is Hgggening,Here?"ﬁ

. ] "2
As depicted in Figure 5, the s1tuationa1sand persona1

N

factors whlch mediated the siblings’ pr1mary.:9pra1sals
'overlapped significantly with those of their parents. The

most notable éharacterfstic of sibling appraisal, however,,f)

-
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was the f1lter1ng impact of parental appraisals and coping

strategies upon the leukemia -related informat1on which

alldwedcto look at it by ourselves until we weré in grade
5, in case we gpt too upset.” When disease-r;lated
‘inforhation_yas made available to the siblings, parental
appraisals‘prpvide the éhjldren Qith ready-made
expianatory framequKs for use in its interpretation. One
set of parents, for exanple couched their exp]anat1ons in
the follow1ng terms ‘ .
We told them that it was dangerous enough that'
cancer was dangerous... but we Just;sarq we’ 11 hope
and praxﬁfor the besf. You know, ué’ve got a goqd
doctor and 1'm sure he’' 11 find it. And she’'ll be
fine. : -k
" Another mother described her explanations in terms of
‘brainwashing: -
We brainwashed (them) that carrot juice killed the
cancer cells and Laetrile killed the cancér‘cells. sO
that every time he (the i11 child) took a pill or
~drank juice, he was Killing the cancer celIsfﬂ.I

think us having that positive attitude- it rubbed. -
of f. '
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Given their lack of access to outside information and
the persuasive power of their parents’ interpretations..it
1s not surprising that the siblings appraisais of their
leukemic brother or sisters long term prognoses echoed
those .of their parents. In the A and B families, where
the parents had assumed an external locus of contro1 over
‘the disease and its outcome, the siblings agreed that
little or nothing (except medical therapies) could be done~
.tgjbontrol the disease or preévent relapse:’ On the other
'hahdg children from the more protection-oriented C and D
famiiies believed that long-term oUtoomes for their |
51blings would be good, as long a protective measures
such as v1gilance and dietary restrictions were
_maintained According to these sibiings .
‘i;ilf he eats healthy, I guess, he can be safe. Buthif
}'he starts bad habits like smoking or drinking or | ’
eating the bad stuff:.l guess that wili leave an open

gap (in his. immune system) for it to set in agaln.

Because they were largely removed from the 'scenes of.
the action" (i.e..the hospital, the consultations with the
doctor, the clinic visits), the siblings were dependent
upon their parents for 1nformation about 1eukemia and its -
. implications, and the current status of their RRR brothers
or sisters. While some of this information was explic1tly
conveyed by the parents. the siblings relied heayily upon

infefence and deduction in their appraisals of the . Z
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: sltuatlon This reliance upon inferred and 1nd1rect

1nformatlon had two muiq roots: the parents’ reluctance to

talk about the diseasi and the siblings’ immature

cognitive abllltles._ |
" i

\ . - .
~ v

As descr:bed'ln Chaptér 6, "not talking about it" was
a Kkey parental coping strategy in dealing with the |
long-term uncertainty of childhood leukemia In order to
protect themselves and their children from undue anxiety,

and to ma1ntain ‘the . atmosphere of fam1ly “normalcy",

parents provided only llm1ted dlsease related 1nformat10n

to their children. ‘As one parent explalned. .
We never thought of hiding it from them But why
talk to them about it, unless they say they want: to
talk about 1t? And 1 guess that's more or less the.
approach we took.
Only one set of parents stated that-they actively tried to
up- date their explanations about the disease as their
children grew up: "We gradually 1ncreased 1t into
them...It was pretty well. as we learned it, we expla1ned

it to them.®' In the other families, the siblings were
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“typically given little information to supplement the often

slnpllstic explanations they had been told at diagnosis.

Because many of\;Le siblings had been very‘young at
the time’ of lnltial diagnosis, iﬁb general lack of
follow up 1nformat10n meant thge some of the younger

siblingslhad never had the disease explained to them by
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their barents.- Instead, they based their understanding
.'upon bits and pieces of information they had picked up
from a variety of sources. For example, when asked for a
definition of leukemia, one of Fhéyyoungqr siblings
stated: / e ‘

1 know it's a‘ééncer..iggncer is a serious disease
...No,'nobody told me that.' ‘l just figdred it out
for myself.:,from sometimes when [ hear my mom
“talking about it on the phone.
A gurv{yor described the efforts of her younéest siéter,
'agé three at-the‘}The of the diagnosis{ to gain
information: |
Like she used to come up to me sometimes and ask how.
,;}.I was. And I'd say., "I’p fine, I'm fine." She’'d
ask if I have cancer, if I had cahcer. and 1's say,

" "Yeah, I had blood cancer."...She was probably
hearing a bit of the stuff around the house. Maybe
no-one knew what to tell'ﬁer. So then she’'d come to
me and ask} "Are you oKay?“‘ And, "What did you
heallyhhave?“v And, "Are you going to die?” .And,
"Are you okay?" And 1'd go, "Yeah, 1'm okay, I'm’
okay." - ‘

While the Siblings occasionally used information from
biology teachers, library booKs, television shows, and
newspaper articles to increase their understanding of

leukemia and its implications. their genera\ tendency wa's
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to avoid actively seekind outside 1nformation. As
described in Chapter 6, the dominant sibling coping
_strategy was "not talking about ,it", whjch included "not
thinktng;ahout it" and the “limited seeking of
1nformation These strategies were designed to decrease
the anxiety related to the life threatening dxagnosis and
uncertain prognosis. As one sibling suggested "Maybe we
don' t ask that many questions about it because we don t \

really want tb find out the truth,”
) }
: i . -

As well as having limited access to information,'the
younger siblings also had dtfficUlty making use of that
‘information which was availahle., Displaying the cognitive
limitations ofitheir.age group,‘the pre-teen siblings
relied more upon evidence they couldAséi or hear in Aaking
their'abpraisals than upon the sometimes vague, confusing,
and incomplete explanations from‘othErs‘ For example, .
when asked what had conv1nced them that leukemia was a
serlous disease, the siblings listed the fol\ow1ng seven

ot

factors: L o | | .
f. When the ill child lost his or her hair;

2. When siblings were not allowed to visit the ill
{

child in the hospital;

3. When the i1l child had to endure numerous painful

or unpleasant therapeutic measures;.

| -
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4. When t;évill child looked seriously physically

ill;

5. ~When numerous measures to protect the i1l child

.were instituted;
6. When parents said the i1l child could die;

7. when parents were upset and not talking about

what was wrong.

Of the seven factors listed above, it is notable that

bnly one (#G)'pertained to information explicitly conveye?

by the parents. By far the majority of the evidence which

'had’convihced the siblings of the life-threatening nature
of the leukemia was of an indirect and exper1entialA
mature. For example ' the only factor wentioned by eQery

~sibling was their brother or sjster’s baldness (#1):

. When he got homey his hair was falling out. And"
thaf’s when 1 figured it was‘quitevserious. 1
thought he’'d die or something. Like, 1 was so young

I thought he was falling apart.

'The childqgn were worried pdq;arily by evidence of the ill

~a. - S - :
child’'s suffering (#3 and #4), by the unexplained (#1, #2,
and #7), and by changes in routine (#5):

e
When ‘my mom went and locked herself in her room. \D)
and wouyldn't talk to me...I worr1ed .because if the
whole family is all crying and stuff, it's got to be

- something wrong.

7
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f,“Probably when we started goxng to the hosp1tals a

lot. Gomg for all those‘ d1fi’erent thmgs. the . tests

and'everyth1ng That’s got to be somethnng serious
; then—'not the normal- cold.’ ‘- | |
‘Even when 51bl1ngs were g1ven 1nformat1on tﬁey tended to
r ‘ they exper1enced mor:”e\than what they were' told:

, they told me he was gowng ‘to be okay, but I

-theftime,r>SO'I”worried}'too, |

In summary, s1b11ng appraJsal (and 1ts relat1onsh1p

than the Lazarus and Folkman (1984) framework dep1cted in
F1gure 3 would suggest Th1s framework was dev1sed to
N .
exp1a1n adult cop1ng. and" does not address two factors

-

. wh1ch powerfully 1nf1uence the appra1sal and cop1ng of

51dch1ldren w1th1n the context of their fam111es These :

:ﬂfactors are the ch11dren s immature’ (but evolv1ng)

4

’ cogn1t1ve ab111t1es, and " the1r rellance upon the1r parents

for 1nformat1on and explanat1ons Comb1ned with the "not

talk1gz about 1t"'§trategy employed by all fam11y members.

,these factors contr1buted to the s1bl1ngs rel1ance upon B

;1nd1rect and 1nferred 1nformat1on in® mak1ng the1r"

situatdonal appra1sals- and to the1r m1n1ma4 understandIng

of leukemla and 1ts 1mpl1catlons

~

S
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'tt believe themwbecauSe~theyeacted so.worried all .,

',;:}p subsequent cop1ng) was less stra1ght forward to assesstu;

e



Re;_gpra1sal ' ' . a _ . //,

" The comb1ned impact of l1m1ted direct 1nformat}on and
predom1nantly 1nferent1a1 reasonlng from concre}é/evidence-e
rendered the s1bl1ng appraisal t1me l1nes s1gnff1cantly
different from those of the1r parents These two factors
also contr1buted to the fact that the s1b]1ng re- appralsal
‘t1me llnes showed two dlst1nct var1at1ons Figure 6 |
- depicts. a cumulat1ve t1me-l1ne‘of the s1bl1ngs' ohanging
° appra1sa1s of the hea]th status of the1r 111 brothers or
1s1sters. F1gure 7 demonstrates theg two main var1at1ons in
this'time—line; In both f1gures the four stages of, the

,.sibtihés' re-appra1sa] of the an1ng and 1mp11cat1ons of
Ifnthe 1eu&§m1a are ‘'shown: Awahehess Alarm, V1g1lance, and;
, Relaxed V1g11arce S1b11ng progress through these four
| stages was powerfully affécted by certa1n parenta\ cop1ng

'astrateg1es, and by the 1ncrea51ng SOph1st1cat1on of

'v,s1bl1ng cogn1t1ve ab111t1es It was also 1nf1uenced by

";the 51b11ngs tendency to assume wellness unless presented

. w1th -evidence to the contrary.

Awareness ECRR oy

Duclng Awareness, the s1b11ngs were aware that
someth1ng" was wrong. with thelr leukem1o brothers or .
515ters, but d1d not perce1ve the ser1ousness of the
S1tuat1on. Epr|s1b11ngs old_enough to;have‘not1ced and‘.

* remembered the'events‘surrounding the diagnosis of the
: . -, B & . ,"’ . . . ) . L k" . . .
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.leukemia, initial awaren?ss of “sickness" followed a‘
gradually unfolding pattern similar (although less .- e
_intenselrto that of their parents’. “Early mild symptoms
"1n the i1l child‘were~either lgnored or dismissed as
unimportant: "1 didn’ t Know why they were taking him to
the hospital, cause I thought it was just a~case of the
£lu.” More exaggerated symptoms and hosp1tal admissions
for- dlagnostlc evaluatlons’oﬂd cause some concern for the
older siblings. Overall howewer, the children tended to
assume that the situation was only a minor change from
usual routines and was not a cause for alarm. As one
.'exp]ained: | ; |
| At first, ] didn’t thlnk'much of it. 1 thought they
must be doing all they can tfo, well, make sure he’s
. okay. So, I juSt}assumed that everything’s
okeyfgokey ) |

1 Just thought there wasn’ t that much going on. So I.

dtdn t feel bad cause I thought it was just llke the

measles or somethtng. except a badder case. o
The sibltngs tendency to assume the leuKem*c child’'s
wellness unless faced with concrete ev1dence of illness
emerged as one of - the dominant charactertstlcs of their
re- appraisal styles It contrasted w1th their parents
inclinat1ons towards worry and fear of the unknown in the

face of uncertaln diagnoses and prognoses



Alarm

Siblings entered the Alarm stage of re-appraisal when
they learned the Seriousness of the diagnosis. and feared
tne ill child’'s death to be p0551b1e- and perhaps |
probable. The s1b11ngs were not informed of the leukemia ‘
diagnosis until several days to a month after their
parents were first told of it. By that time, however.
several of the older Siblings had already noted enough

parental anx1ety to seriously conce?n them: "1 guess .

" 1...noticed by their expressions...The main way I found

out. by was how they acted." Other siblings became.alarmed

only after being told of the ‘name’ and nature of the

iliness. For example: ;'1 . j’u“f N

Then she said it was a cancer...That scared me.%F.

.
R

because you Know cancer is a fatal disease. NP

My Mom was really worried and she sat ‘us down and - she
brought out the book. "And she said, "This is what

| she's got.P And it was, you know, it didn’t hit me
until she showed me that. And 1 said, "Oh, holy

mackerel! You Know, it was Kind of scary at first.:

The early Alarm responses described by the siblings
were fear for their in brothers or sisters and confusion
about what to expect. To deal with such disruptive
emotions, the siblings initially sought information and

reassurance from their parents: “Mainly we just Kept



‘asking them, “Is he going to be alright? And what is. it?
Like, what is leukemia?" In most cases, reassurance‘from
parental answers and from the return home of the
relatively healthy-appearing leukemic child caused the
siblings to move quickly from thetr Alarm appralsa1.of

probable death to a more posit1ve evaluatlon.of the

situation Examples of ®uch reassurance 1nclude the.
following
/
" They told us that they had all this good technology

_ nowadays that would make him better.

Well, it was a little tense when she first got back
;,f,ghbme. But pretty soon, she was playing again just
75ﬂy11ke before, and we started bugging her, and things

felt like they were going back to normal.
Vigilance

During Vigilahce.~the siblinés‘appraised their
leukemic brother or sister’'s prognosis as probeble’
;Lrvival, but remained well aware of the poesibility'of
‘death. The two main sibling responses dur ing this stage
were worry and the perceived need to "keep an eye on" the
i11 child. The duration of Vigilant re- appraisal varied
: greatly. from two weeks to four years, with most of the

siblings fitting in near one extreme or the other.

Durat1on t1mes were determined by the amount of rem1ndersA

and negative information about the disease to which the

101
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siblings were exposed. The two major patterns of

" transition from Vigilence;to Relaxed Vigilance are
~ depicted in Figure 7.

The’upper'appraisal time-1ine in Figure 7 depicts the
response of siblings who. had very few reminders of the
leukemia's presence or nature, wh1le the lower line
represents the re- appra1sa1 process ‘of siblings receiving
frequent and/ or powerful remlnders. These reminders
typically were iA the form of changes jn‘family routineﬁw 3.,
designed to “protect” the ill child and the witnessing of .?

traumatic diagnostic or treatment procedures. The ma jor

. differences between the re-appraisal processes represented

by the.two lines in Fjgure 7 were in the amount of time

the childrenlspent in the worried stage of Vigilance. and

in their degree ofacertainty about long-term survival once

vin Re}axed’Vigilance; These two factors were related, in B
‘that the longer the sibling had spent in Vigilance, the
less certain.they appearea to feel about the 1eukemic

child's "eure“ once they were in Relaxed Vigilance.

Due to their tendencies tp'both”aisume wellness and
rely upon inference for informatianmkthe siblings quickly
- revised the1r appra1sals of the leukemic ch1ld’s state of

health in a positive d1rect1on un1ess they continued to be

exposed to negative indicators and reminders. . For
example; in the A family, the disease was rarely mentioned

and the siblings did not attend clinic visits with their
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sister; ‘As noted by Mrs. A: "It really didn’' t affect the
rest of the family. They really had no awareness of what
was going on at the clinic.” Also, in this family the |
leukgmic child remained generally well and few measures to
"protect” her were introduced by the parents. After
worrying and/ or watching her for.a few weeks
post-diagnosis and seeing no new evid;nce of threat, her
siblings. a;suméd that "everything was back to normal”.
They made sta}ements such as:

Like when she was running, when she was playing, it

'seemed'tbat she wasn’'t going to die then because she

was just happy and herself.

Because if she's looking so well, and responding so
well, then you neveé'really think abou

4 jt....Honestly, i} didn’ t even seem 1ike \she was _
éick. you Know.

T .
By only a few months after diagnosis, the A siblings

yﬁad revised their appraisals of the status of their
leukemic sister to "basically cured". They therefore fit
into the upper appraisal line depicted in Figure 7. As
one brother stated, "I thought it (the leukemia) had
paséed. you know, in a few, maybe two or three weeks." It
was not until years later that the A siblings became fully
~ aware of the long-term uncertainty which the d1agnos1s of
acute childhood leukemla 1mpl1es "Actually,ll only@

figured out how serious it was about a couple of years ago

w
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(at age nineteen or twenty).f f"I didn’t know how bad it
v h-seoenteen; and it really

hit then>jhat you Know.' it 1}? fatal."

i\
s ‘-"i {8
z ,m“ G

Vigilant stage of re- appra1sal fo? prolonged perlods (the

was until 1 was about siXte"

_Chlldren who d

lower time-line in Figure 7) were those who had continued
to encounter distressing information about_their siblings’
leukemia long after the diaqnosis. Such information was
mawnly in the form of w1tnessed painful therapeutic
procedures and leukemia- related act1v1ty restr1ct1ons
Sub jects who had accompan1ed their ill s1b11ngs to their
clinic visits and had listened to their screams (during
bone marrow aspirations and lumbar punctures) remained
especially frightened of the disease and its tﬁeatménf.
As;deséribéd by these children:
I'd hear her'Ecreaﬁing and crying and oh, it just
drove me crazy, Yyou know. Like whai are they doing -
to my sister in there?...1t drives me crazy just

thinking about it.

He'd bé in there getting shots in the back and you *
could hear him just screaming he felt so bad. You
didn’ t even want to stay around there...Cause like I
~ figured he'd die or something. Cause it sounded like
they were really hurting Bim on purpose, with the '

screaming.aﬁd stuff.
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One factor which contributed to. the siblings anxiety
over painful invasive procedures was the "not talking =
about it" coping strategies used by all family members.
Fear sometimes caused the siblings to withdraw into
themselves rather than seek reassurance or information:
Like I was just so worried that I couldn’t think of
_ what/tb ask them. And I thought that they'd be so
worried, too, that they couldn’ t answer.
In other cases, réassurance was occasionally not available
when it \as aaugh »h
Nobody in there (the clinic play-foom) to talk to
that I knew...They'd (the parents) usﬁally be talking
" to the nurse or something, so when 1 tried to |
interrupt the ‘conversation, they'd just shoo “me away
‘and- say. " Go play
Significantly, these s1b11ngs 1dent1f1ed.¢he point at
wh1ch their i11 brother or_s1ster became "cured" 4or

" "petter” as the point at which the major intrusive

e

procedures were discontinued: FIt was when she stopped
having bone marrows, )ike.when they stopped pok1ng needles
into her ‘back and th1ngs like that That's when I\mostly
thought she wdg cured.” rWhen the d1sturb1ng ev1denbe
stopped }he siblings assumed that the situation was\no'
‘longer serious: "1 felt it meant if you q1dn t have t

take (the spinal taps) anymore, than you don’ t have to .

worry about it coming back or it getting worse" .
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Bes1des awareness of painful procedures, the major

ev1denpe" that caused 51blings to continue to appraise
the leukemia as actively thre;tening was the presence of
spécial protective Eules and restrictions_in their .
families. Having Eg édjust‘theif gctivities (and those of
their family) to "protect" one child served as an ongoing
reminder for the siblings that the leukemic child was

"sick”, "might catch something”, and "still had to be

careful”. One sibling from the C ?amily despribed this
awareness in the following terms: '

n Well we got to play with our friends a 16t. and when
[ saw h1m in theré and asked my mom, "Why can’t he
come out?'. she said, “M1Ke really can’t come out.’
And so | guess...l saw how unhappy he was and was

always asking my mom, "Why can’t he go out?" and "Is

he really okay?"

Thehworry ove; the implications of the,C family's
protective‘regulatjonﬁ expressed in the above quote was
not shared Eyus;blings.of the D family where even more
.extensive protectiQe rules were in force. This difference
could probably be best attributed to variations in the way
the two sets of parents explained their protgction:
Feasurés to their children. The D’'s protective strategies
involved s1gn1f1cant life-style changes for the family,
but were\presented as potent1ally curat1ve for “the 111

child. The C's protective measures, on the other hand,
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_were explained as stop-gap preventative rather than
curative strategies, and as such did not provide their‘
children with the reassurance of "héving an answer" forl
the disease. Instead, these measures served \to repeatedly
remind the C siblings that something dangerous- and .

largely uncontrollable- was affecting their brother.

Relaxed Vigilance

The fourth stage of .the sibling appraisal time-line
(Relaxed Vigilance) began at the péfnt that the children
felt relatively certain about their i1l sibling’s '
long-term survival.  The dégreé of certainty about "cure"
was affected by the amount of time the well sibling had
spent in Vigilance, and by the child's level of cognitive
understaﬁding. New doubts and qugstions often arose as
fhe éiblings gained the abstract and hypothetical

reasoning abilities associated with the onset of

adolescence.

As depicted in Figure 7, the children who had little
exposure to negative information during V1g1lance and who
had subsequeﬁf(; assumed very early on that their 111
sibling was “cured“ (or at least out of danger) tended to
have few concerns in Relaxed Vigilance-about the
’survivor’s'long:term prdgggsis. For example, siblings
from the A family felt that: "She's cured ...It's all

gone...she's alright now." "I think it's all over
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because, well, it!s over. Cause nothing happened...She
looks just fine to me." On the other haﬁd. the
interviewed siblings who had been exposed to ongoing
evidence of the serious nature of the 111 child’s disease
began to infer "cure" only when the negative information
(especially the painful proceduré;) stopped. Evem then,
howevﬁf. they continued to have'some disturbing lingering
doubt; about the long-term prognosis.” 1t appeared,
therefore, that prolonged earli r periods of vigjlant
concern about possible sibling death left residues of
appbehension which, while decreasing over time, confﬁﬁued

-

to surface occasionally to haunt the children.

Thosevch{ldren who had been the slowest to enter thé
appraisal stage of Relaxed Vigilance, then, were also
least certain about the assumption of "certain’ or"
"almost-certain” survival of their leukemic sibling.
Overall, However, the siblings appeared to be considerably

‘more convinced of the likelihood of a positive éutcome to
tHe situation than were their parents. This view may be a

further indicationof the siblings’ tendency to assume

"wellness gnless shown otherwise.

of intérest was the finding that the siblings’ faith
in a positive diseasé.outcoqf was disturbed by new
perspectives and anxieties which'spontqneéusly arose
between their tenth and fourteenth years of age. This

age-period marks the onset of formal operational coghitive

L3 - o
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"abilities in the child, which involve the deve lopment of

’apt1tudes for abstract and hypothetlcal reason1ng
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"(Ph1lllps. 1975) The deve lopment "of such ab1l1t1es would

ienable the child to cons1der new aspects of the leuKem1a

1sttuat’8h*~and to ask more; peﬁetrat1ng quest1ons “about 1fé S

impltcat1ons ‘\Xt is therefore not 5urpr1stng “that- mosg of
the sibltngs 1deht1f1ed this age perlod as an 1mportant

: re appra1sal po1nt along their awareness traJectorles

For example B '

‘“When. 1’ f1rst understood what leukem1a was7 well,. -

abmaybe about twelve . Twelve or: ten. L started asKIng

my s1ster, then, too, What had happened

Since I ‘was about ten or around ggat age, I started .
asktng more questjons .80, now I'm beg1nn1ng to

.underst%nd more .

For. most<6f the s1bltngs; the onset of" formal .

k' operat1onal cogn1t1ve ab1l1t1es occurred dur1ng Relaxed '
-:Vtgtlance and caused them to ré- assess the1r earl1er B
’sassympt1ons of certa1n or almost certatn cure. Some
sibl1ngs 51mply put these worr1some thoughts aside:

""There s no use th1nk1ng about 1t because she's go1ng to

| be fine. Others found that t1me and a certa1n amount of

\'mental agon121ng wére requ1red before their concerns could

"be'worked 1nto a less stress- -producing overall g LW e
perspect1ve ‘As one expla1ned - |
I used to worry about it qu1te a b1t .. {and) 1 know

&
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there'€ still %jsmall chance it could come back. A
, :smatl chance. But I think he's doing okay, and
.they’re,Keé%ing a gqod eye on him. So now I'm about
99%fsurehhe;ll‘be atright. -

v In summary, the s1b11ng re- appra1sa] t1me lwnes were
'strongly 1nfluenced by parental cop1ng responses to the
:leukem1a and by the level of the chwld’s reasonwng ;o
ab1]1t1es. They also were affected by the s1b11ng
tendency to assume wetlness unless presented with evidence
vto the contrary Those giblings who moved mOstequickly
through the four re- appra1sal stages, and who felt most

- pos1t19e about the 111 ch1ld s ]ong term prognos1s. were
those who had been exposed ' to fhe fewest worrisome
rem1nders about the dtsease i Some prognost1c doubts and
concerns typ1ca11y arose w1th the deve]opment of more

_ 50ph1st1cated 1ntellectua1 sK11ls in early adolescence~

5

Comoarison of Parental and S%b]ing

Re-appraisal Time-lines

' ~ In'comparing the siblingvand parental.re*appraisal
time-1ines of the health status of the leukemia survivor.
"several major‘pointslare\worth highljghting. These points
pertain.to differences in perceptions about disease -
brognosis,'length‘of-time spent in Vigilance, and

variations among re-appraisal processes.




. The sib1ings/‘early awareness of "sickness" in the’
$11 chi}d was noticeably less anxiety-tinged than that of

,the1r parents , due to the siblings’ lack of detai1ed

k1l

1nformat1on and the1r general assumpt1on of wellness The

onset of the Alarm responst in the siblings occurred days

to weeKs after their parents entered the Alarm stage, and

usual]y d1d not begin until the natune\and 1mpl1cat1ons of

leukem1a were exp1a1ned to them while ‘the parents v1ewed
death from leukem1a as 1nev1table dur1ng Alarm, the1r
children 1nterpreted it to be poss1b1e, and worried that

it might be.probable;

The parents entered the \1g1lance stage of appra1sa1

after be1ng convinced of the po-s b111t1 of leukem1a

'surv1va1 by their doctor.‘ The s1b11ngs entered the same
bhasé after information from their parents and the
’}ev1dence of a relatively hea]thy appear1ng leukemic
s1b]1ng showed them that the- d1sease was be1ng treated and
that surv1va1 was Qrobable S1bl1ngs. espec1ally those
“with little or no exposure to negative or fr1ghten1ng
1nformation abOut the d1sease remained in the stage of
Vlg11ance for a much shorter pertod than did their
‘parents. Once in Relaxed V1g11ance, the parents also
remained much more cautious than the siblings about the
survivor’'s long-term prognosis.

Parental re-abpraisa1 time-lines showed more

similarities ambng themse1ves'than_did those of the
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siblings. There appear to be two reasons why the sibling

time-lfnes varied so much more than the bnrents’.v First,
the parents received much of théir informatipn about the
disease from’ the same source (the hga}th-'care team) ,
wHereas the sibiings were dependeht upon the d{ffering
ipterpretations of-the.situation presgnted by their
parentgﬁb Second, because the sib)ings ranged in age from

two to thirteen years at initial diagnosis, the‘subsequent

onset of concrete and form®l opgqgtional‘cdgnitive
abilities was somewhat varidble in its timing and impact

upén sibling re-appraisal.

Summar T
¥

In summary, situationa] appraisal was found to be thé
~major determInant of subsequent coping strategy use. For
both parents and siblings, this appra1sal 1nc1uded pr1mary
appraisal @%Ehat s going on here?"), and ong01ng
re-appraisal. The main situational Eacion_aiiecling___
parental appra1sal was the multitude of poss1ble

leukemia- related normalization and protect1on concerns.

The most lmportant persona1 factor wh1ch 1nf1uenced
parental appra1sal was their perception of personal versug
'external agent control over - the disease outcome Parental
re- appra1sals of their leuKem1c child's prognosis moved
through three stages- Alarm, Vlgwlance. and -Relaxed
Vigilance. The parénts progfessed from perceiving their’

- child’s death from leukemia as certain, to believing that
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“survival was possible.and then probable.

bel1ng appraisal was strongly 1nfluenced by parental
appraisals and coping strategies, and bygthe level of the
sibling’'s cognitive abllit]es. Sibling re- appraisal of
the i11 child's status included four stages- Awareness,
Alarm. Vigilance, and RelaXked V1g1lance, and reflected a

]

tendency to assume ‘the i11 child’'s wellness unless N
. presented—with-evidence—to-the contrary. Two main
“variations in sibling re-appraisal‘time-lines were noted,
resulting from the qlffering amounts of negative | |
informatlon about the disease to which the siblings~were
exposed. Sibling and parental re- appraisal time-lines
dijfered in several ways, including their degree of
variability, the length of time spent in Vigilance, and
the long term certainty about surv1val ' In both cases,
however these appraisals were 1nt1mately 1ntertw1ned with
the cop1ng strateg1es and long-term outcomes descr1bed in

Chapter 6



_ Chapter Six 1
Coping Strategies ane Consequences:

Findings and ‘Discussion

This chapter focuses upon the coping responses of the
interviewed families to Iivihg with long-term leukemia in
a child, based upon their situational appraisals a§f
discussed in Chapter 5. In the first section of this
chapter, the parental-responses t0*%he—secendany“apppa4sal__——-
question of "What can be done here’" will be examined
Specifically, the dec151ons the parents made on how best
“to balance their efforts to meet the demands represented
/ by their normalization and protect1on concerns will be
presented and’discussed The cop1ng strategies wh1ch
complemented each balanc1ng Lhe demands decision will then
be described. The use of specific coping strateg!es will
be compared and contrasted among families and between
parents and well siblinge. Apparent longfterm a
consequences of these coping styles for the well siblings
and their families will be discussed. Hypothesized
responses and conEéhuence; for families showing more
extreme imbafance than any of the subject families in.
‘their normalization versus protection orientations will

also be suggested.

114
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Balancing the Demands

The parents’ primary abpraisaI of the situation at
the time of their children’s diagnoses represented an.
aeknowledéement of the threat fhe disease presented to the
existenee and well-being of both the i1l children and.
their families. AQareneSS of this dual threat ceﬁsed two
somet imes competing sets of concerns to arise in the

. _parents’ minds- those Eelated to protectipng. the i11 child
from relapse and death aﬁd”those related to fnorma]izing"
the experience for all family members. In secondary

'abpraisal] the parents were faced by the difficult

qUestioﬁ of "What can be done to ‘cope with these (

represented by both their normalization and protectioe

concerns, they teﬁdedéto focus upon meeting the demands of
one over the’othee. fbi§mgmphasis,was affected bxstheir
primary appraisal of the situation, and in particular was

' .determined by theie locus of control over the dfsease
0utcome. As described in the foilowing section, "those
parents with an external locus of control concentrated
upon normalizatidn‘rather than profection concerns and

| strategies. The parents with an internal locus of control

emphasized protection over normalization issues.

The parents’ "balancing the demands" decisions could

- . Ea N ;
‘result in orientations ranging from‘totalfemphases upon

either norma]ization or protection issues, to any degree
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of balance between the twb. lhe poinfs of Balance chosen
by each of the four subject families are depicted in
Figgpe 8. These normalization versus protection |
| orientations were determined Hy the parents in the first
few weeks after diagnosis, and remained consistent _ ﬂ
throughout the ensuing years. THby were crucial
'~ determinants of the copipg strategfés used by eacheof the
Asﬁbject faﬁiljes, which are discussed in the‘folléwing,

b
section.

Coping Strateqie§

<

In this section, the cobing strategies used by the
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parents and siblingé to deal with long-term acute ]eukemia\'

in a child will be discussed. Firé& those strategies

used by the norma]1zat1on focussed A and B parents wil] be

presented. Second, coping strategies of the
protection-oriented C and D parents wilf be described.
Third, parental coping étraiegies used by both
“normélizers“ and “prétectors" will be discussed.
Finally, strategies used by the siblihg; will be

described, and compared with those used by their parents.

The "Normalizers'

The A and B parents’ external locus of control led
them to believe that there"was little they could do to
prot¢bt their leukem1c child from relapse or d1sease

co¢pl1cat1ons.‘ Instead, they placed their faith in the

R
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doctor to. look after most of their protection concerns.
These parents then concentrated upon coping strategies

that dealt with their normalization concerns.

According to Krulik (1980), Robinson (1985), and
Klein (1976), normalization is "those sfrategies emp loyed
by famili;s with i11 or handicapped members to live as
normal a life as possible". In addition, Wolfensberger
(1972), Anderson (1981), and Kling (1980), note that
normalization is an ideology which reflects the posjtive
social value our society attributés to "being normal”. In
the present study, normalization is defined as those
efforts instituted by family members to minimize both
.leukeﬁia*reléfed chénge within the family and differences
between the i11 child and the well siblings. This
definition alludes to the two aspects of‘normalization
described by members of all the subject families.
Acco}ding to thése individuals, Kegping things "normal”
wifhinvthe family after the diagnosis of leukemia included-
both "Keepihg things the same" and\"maintaining.equality
amongst the siblings". Various facets of these two

components are descriﬁed below.

Futterman and Hoffman (1973) deécribe normalization
as involving ”adhergnce'to familiar rout ines
(and)...continuation of usual patterns”. Be]ie@iﬁg that
their 111 child's physical health was in the hands of the

health-care team, the A and B parents concentrated upon

’
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maintaining the psychological well-being and smooth
Functiohing of the family unit by "keep{ng ihings the

same "We did as little changing as we could, only what
we had to. We tried to Keep it as normal as we could."
Both Mr. and Mrs. A and Mr. and Mrs..B saw the
introduction of leukemia-related change‘ihto their.
established routines as representing a threat to the
harmonious and effective interaction of their families.
These parents defined their families as functioning well
before the diagnosis.‘and asgumed that significant |
alteration of pre-established patterns wod\d be. damaging

“for all concerned.

Because the A and B parents believed that they could
not effectivély decrease prognostic uncertainty, they
" descriped most protective strategies as serving little
purpose other thahvdfgturbing the normal flow of family
activities and relat{onships: "You caa’t change nothing in
a family- because if you change for one, what’'s going to -
Dhapben to the rest of us?" This belief meant that the
parents in the A and (to a somewhat lesser degree) B
families were willing to take certain protective "risks”
in order to better normalize the leukemia experiencenfor
their families. Mr. and Mrs. A’'s Vview was that:

You don’t Know what’'s going'to happen tomorrow, so

she (the leukemic child) has got to en joy

herself...She can’tjenjoy herself if wexprotect her .
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She enjoys Herself ff she does things...Somgtimes we
would worry that she might get hurt, but»she’d have a
good time. » ' ' “ |
”keeping things the same" meant that rough-housing between
the leukemic child and older brothers was permitted, and
that the 111 child was encouraged to participate in active
sports activities: - | .
We tried to let her do what she wanted to do, you
 know, to try things (like)...riding the bike.

¥ (Chuckles) There was a .lot of falling down. You

know, she scraped shins and stuff, but... (shrugs

shoulders and laughs).

-

She kept up with her_figure skating. And she played

soccer. We asked Dr. X, and he said she could do it,

so we just watched her and she was okay.

The siblings in the A and B families agreed that

"keeping things the same” was a beneficial strategy for
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their parents to have adopted in response to the leukemia

diagnosis. However, they described its most valuable

: cpntribut1on as the fact that it had encouraged the

maintenance of "equal1ty among the s1b11ngs Given the

.finding from the literature that jealousy is one of the

most common responses of children to chronic sibling
i11ness (see Appendix A), it is not surprising that thé

children interviewed for this study all identified

“special" treatment of any one sibling as an undesirable
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and potentially disruptive parenting strategy: g

1f you treat someone different than they start to
teel different...like they' re not part of the family
* anymore...and before you know it, they're starting to

act different, too.

In the three sﬂbject families where sibling
"equality” had been largely maintéined over the remission
period, the children identified this characteristic as a
ma jor positive attribute of their families: "One‘of the
things 1 like-best about my family is that nobody's B
treated special. We're all the same-'well. nof really the
samél but like equal." In the fourth family where
preferential treatment of the i11 child was part of the
parents’ protective strategy, the children all identifiedh
discriminatory “spoiling" of one or anotheF sib{%ng as a

“not-so-good” aspect of their family.

The A and B parents were also concerned about the
‘impact of “spédialf treatment of the leukemic child upon
sibling relationships and family interaction, expressing
apprehensions similar to those outlined by’Boone and
Hartmen (1972), Fostel (1978), and Poznanski (1973).

Theée parents wbrried,that preferentiaﬁ treatment pf their
- 111 children would result in spoiled and unmanageable

long-term survivors, resentful siblings, and divided
\ . ‘

~

- famiiies:

If you treat someone as if they're dying and then

&
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they don’t, you've got one awful spoiled kid on your
;ands ...And those other two (the siblings) sure

notice that, too And before you know it, you've got
two other spoiled ones in the opposite way- §
rebellious, resentful.' |
In order to prevent these damaging long-term consequences,
Mr. and Mrs. A and Mr. and Mrs. B worked hard to maintain
"normal"” expectations and discieline for their leukemic
children, even when thié was emotionally difficult for
them: ‘ .
She got just»as much hell as anybody else when she

didn{ t do her job.

If she did someth{ng wrong, she‘got a licking for it
-or she was sent to bed, the same as everybody was
treated..:That was hard...You know, you had to really
hold yourself back from saying, "Well, we' 11 let her
get away witﬁ_it this time."...That was hard, but I

‘think we succeeded.

while the A and B parents concentrated primarily uponl
normalization-related coping strategies in living with
long-term ch1ldhood leukemia, they acknowledged protect1on
_concerns and made use of some protective strateg1es. For
example, while the A”s encouraged their daughter_td Keep .
~active in various sports, they initially sought the
doctor’.s advice on these suggestions and then checked the

child over for bruises after each activity session. Whiles
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they &id not expressly forbid her brothers from getttnq
pHysicé]ly rough with her, "we (the brothers) Just
understood that you had to be kind of gentle with her”
Although no specific dietary or vitamin regimes were used
by the A family, the father stated he regularly exhorted
his daughter .to "dJust é§¥' eat- that’'s good for you.. Like
steak...l said, that's good for you." For the B's, family
canptng holidays continued after the diagnosis 6f '
leukemia, except that now they stayed close to the eity
and slept in heated cabins rathé than their tent-tratler:

I think We did it sort of‘unconsciously, beceuse we

didn’t really realize that we'd changed at a]l

Until later. when you start to realize that you have

no up to- date camping equ1pment and stuff that s sort

of gone by the ways1de eight years ago. -

In reference to the normalization versus protection

continuum depicted in Figure 8, it can be seen that the A
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'apg‘B'families are - not plotted at the extreme upper end of?

~the scale These two sets of parents continued to
acknowledge and respond to some protect1pn concerns, even
while emphasizing norma]1zat1on. It is probable, however

that some parents would respdnd to the same crisis by

T e 4

virtqally”ignoring protection concerns altogether in their

attempts to "keep things normal® for the i1l child and -
fam1ly Examples of such responses could be refusing

treatment (because 1t m1ght make the ch11d sick), going
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,Figure 8
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from doctor to doctor to find a "better“ diagnos1s. and
lgnor1ng suggested treatment- related measures which | |
1nconven1ence the i11 child or other family members ‘In
order to carry out these strateg1es for.vy length of
t1me. affected parents would 'have to have a powerful
' .\ab111ty to deny the true nature of the d1sease and its
1mp]ications‘ To distinguish this response from'the
,den1a1 -as- avo1dance (“not talk1ng about it") strategy to
be d1scussed later in th1s chapter the hypothes1zed
~primary cop1ng response of extreme norma]1zers will be
-referred to as maladapt1ve den1al" - This form of den1a1d
.1s termed maladapt1ve because its log1ca1 consequence
- would be a he1ghtened r1sK to the hea]th and 11fe of the'

~leukemic child, due to inadequate parental protect)ont

]

-.The "Protectors”

he experience of the C and D.familiesiin Iiving_with

1ong term childhood‘leukemia was-dominated by the parents’
-efforts to actively protect the i1l ch1ld from—i 1 1ness and
‘ death The. parents 1n both fam111es had strong
| reservations .about the ab111tﬁ1es of the peesent

'health care system to cure their chlldren Both sets of
h‘parents handled their anx1ety about the1r ch11dren s

uncerta1n prognoses by evolving elaborate systems of ;
4"eprotect1ye rules and -rituals. Alterat1ons in fam11y .ﬁ

'Hife-style and'inter&ction patterns'were seen to be the

neceSSary price for,ensUring the survival of the ill
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child. As stated bykhrs.‘D:

Although he (the leukemic child) had a hard time of
— tt.for the fjrst while with that diet and those

pills, at least he’ 11 be around to make up his own
' mind when he's eighteen, whether he sticks with this

or not. Not like<The others (the four other‘chi]dren
~who had been dtagnosedbwith'jeukemia'within several

months of her son)- they're al}_gone}

In devisingAtheir protective strategies, the parents
in the C and D fam111es made use of very d1fferent
approaches and philosophies. The C parents emphasized the
use of rules restr1ct1ng the act1v1t1es of ‘their i1l

child. 'Mr;'and/Mrs D responded to the 1eukem1a d1agnos1s

i'by 1ntroduc1ng fundamental 11fe style changes into the

11ves of all fam11y members. While both sets. of parents |

expressed norma11zat1on concerns about the siblings and

“their responseg to the 111 ch1ld they used two opposing

appra ches 1n acting upon these concerns

The C parents’ protective st;ategies included
hyperv1911ance and the curta1lment of act1v1t1es for the1r
leukem1c child. " Their hypervigilance was. dlrected towards
th% de_tve.“ction.'of any 1nd1cat1on of infectious disease

(especially‘chiCKen pox) in the children>with-whom°their

’111 son 1nteractedé

I used to take them f{the ch1ldren) to church and then

1ook around for spots .even when they (the doctors)
’4‘

e

tg
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said I didn’t have to worry about it anymore. . N
] used to take then to pubtic swimming.. .and I
watched for spots and for fever (in the other
children at the pool) ...I'd ask, “"Is your child in a
lot of mosquitoes- I noti;e a lot of spots on him."
The activity curtailments arranged by Mr. and Mrs. C ) :f
‘1nc1uded d1scourag1ng their 1euKem1c son from active
sports or playing out of- qoors. restr1ct1ng act1v1t1es
“such as sw1mm1ng and running through:spr1nklers, and
prohibiting tussling wilbh older brotners. As Mre. C
remarked, 'l real]y'“

,@,. ~! .
:Just cudd]qg ‘him up and ﬁgpt him close “ The C family

protect1ve of him. I could have

vacatxons were 11m1ted to act1v1t1es which were perce1ved
to be "safe" for the ill ch1ld and wh1ch took place within
- a reasonably short d1stance from the major treatment
centre | According to one sibling: ’ -
We wanted to stay in places where we could get close
to hospwtals .and we also d1dn t want to go to
—places- where he couldn t do anyth1ng (eot:we Kept
away from f1sh1ng cause of the celd off the water

and sitting in the boat for 1559,

< Mr. and Mrs. C did express some normaltzation_
concerns about their‘family' | v “
We-were really trying to Keep their (the s1b11ngs )
11yes as normal as we possibly could. We didn’ t want .

this to overshadow their entire lives...We didn't

o
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- want them to resent Mike. -

These.parents attempted to meet their normalization
concerns by keebing,life “as normal as-pcssiblei for-the
well siblings through limiting major life-style changes to
.the i1l child'and the parents. " This approach meant,
however. that while the 51blings were encouraged to "keep
things the same (i.e. Keep up former actiVities) their
i1l brother was now treated in an openly different (i.e.
unequal) manner from them. The well siblings nofted the
"special" food the i1l child receiyed to entice hi to:
eat, the "special” presents to compensate for the Activity

restrictions, and the "special” parental’attention. Their

reactibns»to the perceived "special” status of their i1l
brother were strong and will be discussed in the next

section, under Consequences.

Mr. and Mrs. D solved the problem of inccrporating
normalizaticn concerns into-a predominantly protective
orientation in a very different way from that of Mr. and
Mrs. C. The D's focussed upon. "equality amongst the

siblings"'as the critical aspect of normalization, instead
| of "keeping things the same" This;focus meant that when
they began considering the maJor life,style changes
required by the Laetrile and herbal treatment methods,
they:decided-that all family.members would be expected to
~a1ter their diet and activities in.order to avoid makingl

the leukemic child “feel different”. This approach also
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allowed them to feel that they actively protecting

.“}themselves and their other children from. cancer, which '

they suspected was pr1mar1ly caused by carc1nogens in

their food and soil. Lamontagne,(1984) and George et

al. (1980) confirm that individuals with an internal locus -

~ of health control (such as the C and D parente) typically

rely heavily upon vigilant or active strategies in their

coping responses to illness.

The specific protectibndstrategies instigated by the

D family were varied and wide-ranging First, in

‘accordance with the. recommendations-of. the Laetrile )

c11n1c. all ref1ned processed, artificial, and deep- fr1ed
foods were_e11m1nated from their diet, and “natural” foods’

were substituted. In order to obtain adequate amounts of

- organ{cally grown vegetables, the family}began to grow its

own- and eventually, eétablished a marKet;garden business.

Goats were raised to ensure an ongo1ng source of raw.

goat’'s m1Jk Every child took a var1ety of v1tam1n and

m1neral p1lls. and was expected. to regu]arly consume*
"healthy" -beverages such as carrot juice.” de to concerns

about " jarring” the 111 child's brain, all the D children

were withdrawn from hocKey and other contact sports and

Wnstead enrolled in the local bowl1ng league Activit1es
that 1nvolved the consumpt1on of " junk Fbod (i.e. church
picnics) were dlscouraged and new friendships with

"health food type people" were formed However, in order
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occasions such as birthday parties.
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to demonstrate some fléxibility in accommodating their
children’s'tastes. Mr. and Mrs. D did permit " junk food"

(i.e. cake, potato chips} and pop) to be eaten on special

‘

€

Although not demonstrated by any of the four sample

families, the logical extension of the protection

‘Orientation,tif taken to its extreme, would involve the

total neglect.of family onvnormalization concerns in order
to mobilize all resources for the protection of the il
child. This response is defined by Boone and Hartmen

(1972) as ‘“lpenevolent over-protection”. Accordjng to

" these researfbhers, parents who see their children as

handicapped or seriousty’chronically'i]l may’attehpt“to
minimize and coméensate for the difficulties associated A
with their health conditions by “over-protection,v |
over-indulgence and permissiveness"'(p 268). However,
the long-term consequences of these actions can be as or
more serious than the or1g1nal illness itself, as they

include decreased self esteem and self-control in the 111

P

échi]d, resentment among the well s1b11ngs, and ‘disturbed

17t2;parent~ch1ld re¢at1onsh1ps. It is therefore hypothesazed

“that an extreme emphasis upon protect1ng the 111 child,

dennnstrated by the use of *benevolent over-protection”
strateg1es would pose a d1rect threat to the wel1 being-
and perhaps the very ex1stence of- the fam11y unit of the

chron1cally ill Chl]d : s

i

Fy
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Strategies Used by Both "Normali;ers“ and "Protegtgp§"

Two parental coping strategies were descr ibed by
members of all the families. These were "pulling
together” and "not talking about it". “Pulling_togethef"
involved twé"main aspects: practical assistpnce and |
emotional support. The parents all made use of relatives,
friends, and health-careyprofessionals for practical aid
v such as baby s1tt1ng and advice: ; ‘\ -
| My sister took the Kids whenever we had to go into
the hospital. She was just like a second mother to

them.

—

Oh, the Kids Knew;'when they came home, th;y just
went straight pver to the neighbour's. | ‘
The parents also used a variety of sources for emotional
support but rehed espec‘f;Hy upon their spouses. Aa one
wife put ity ‘ |
It really pul]ed us together- ‘the two of us, I mean‘
When we were first married, we used to have fights
‘about all sorts of silly things. ‘But after she got
sick, those things just didn{t seem important
anymore.
The fact that these families all had a varlety of support
sources ava1lable to provide pract1cal and emotional
assistance (as outl1ned in Chapter 4) may have played a
large role in their overall positive adaptation to the

leukemia experience over time. e

(m
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of all tﬁe coping strateaiés described by the various
family members, "not talking about it" was by far the most
frequently mentioned and, aﬁpareﬁtly,'the most widély
.USed "Not talking about 1@" included three inter-related
sub- strateg1es These were: "limited sharing/ seéking of
1nformat1?n , “not thinking about 1t“} and Keeping.
feelings to oneself". In general, m1n1ma1 ‘communication
about the disease and 1ts impl1catlons appeared to be the
norm in the subject fam111es The limited sharing of '

disease-related information with the siblings was a major

parental strategy in three of the four families.

S "Not talk1ng about it" was usually described by the
parents as a protectlve measure de51gned to l1m1t sibling

anxiety and potent1al,fam1ly disruption. As one father

" .stated:

1 think if»fhe parenté aré_&ervous"when_the'Kid's
sick, if you're 2_junpy. then you put it on the Kids,
too, you see. So.don't mention those'things-'it‘s .
all Qvg%f I don’t_think we mentioned it after we
talked to the kids once and said she got sick.
The. children in this family were given no information
about :\the i11 child's treatment regime or prognosis. In
another family, the well siblings were not told of the .
diagnosis until one month after it was given-to their .
parents. Nonetﬁeless, long before this time, the

disruptionsiin routine and obvious anxiety of the parents
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had convinced the children that something terrible (and
probably life-threatening) was happening to their brother.
However, the possibility of death was not addressed by the
parents with these siblings for another year, until one of
the well children mentioned his earlier fears. The

"parents in this family were sgrprised that the siblings

had guessed the true nature of the leukemia prognosis, Snd
stated their children had "managed to pick up a lot more

than you would think".

4

According te® the parents, the majorﬂpurpose of "not
talking about it" was to “protect” the well siblings from
worry and feaf. Featherstone (1980), howéve\. points out
tgat‘another important reason parents may wjfhhold
‘disgasé-related informafioﬁ from their children is that
diff%cult questions from inquisitive children could
threaten their own sbility to avoid acknowledging
distressing disease reaTities. —For example, one set of
pabents explained that they were initially reluctanf to
discuss leukemia with their well children because they
feared facing questions which they had not been able to
4 answer for themselves:

They (the siblings) never mentioned it and we didn’t
want to mention it- that we were afraid Miké was
'gsiﬁg to die...(But) that’s what people say, that you
haQe to discuss with your kids even, you Khow, what

you think of 1ife after death and whatever happens

N3
N

/
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and all those feelings. And:l théught. "How can you
pass on to them until you get it figured out in your
own mind?" It'd be easy if yoﬁ had all the answers,
agg they asked a question and you answered it. But
sometimes you wish you could keep some of this stuff
inside.

In other words, the parents found that the "limited
sharing of information" strategy was a necessary
concomitanf to the often useful’"ndt thinking about it"

strategy.

" The "not thinking about it“.coping mechanism did not
~appear to be used by the parents as an attempt to neéate
the problem of the leukemia (the classic defense‘mechanism
of denial). Instead, they ehployed it as a‘;deliberate
attempt to avoid thinking about a threat, which (was)
nonetheless regarded as real”. (Cohen & Lazarus, 1979)
These two types of den1al can be dlfferentlatqa;Qy the
titles "denial-as- negat1on versus "denial- aslgybﬁdance
(LaZarus,,1981). Parental statements showing the use of
denial-as-avoidance included the Fallowing:

You can never reallyrforget about it (thévleukemia)
..but 1 just put it wéy back, into the very back of

my mind.

Well, we were all very busy with the hockey and‘the
soccer.-and everything else the Kids were involved in,

and we just didn’t hqyé'time to sit around moping
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about it. ~ f

Besides directly limiting the amount of
leukemia-related information provided to their children,

the interviewed parents enforced their "not talking about

Q'

it" policy in a number of ways. Sibling guestions were in
effect discouraged by the use of brief answers which often -
made little sense to the children, and by the restricting
of "talking about it":ses§ions'to information-exchange
only. There is little evidence (except in the B family)
that these parents ever encouraged their children to share
their feelings or perceptions‘related to the leukemia
experience with them. Whén sibling feedback waélsolicited
in the rare family conferences about the issue, it was
almost exclusively in the form of answering, "Do you have

any questions?”:

The whole family would get together oﬁée in awhile K

and talk about what was going on. But they (the

parents) never went in deeply- like all the feelings

and stuff. We just talked about, like how he was

doing and if we had any questions.
Unfortunately, as several of the siblings pointed out,
during times when they had the most need for information,
they were sometimes too frightened or confused to know
what quqi}ions to ask: |

They ‘(the parents) started telling us about that (the

leukemia), and I got a bit scared.“énd I didn’'t ask
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questions. I guess I sort of stayed away from the

family. 1 didn’t ask many questions at all.

“ .

As described in the;following section, the siblings
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made use of a variety of "not talking about it" strategies

which complemented those of their parents. For exemple.
the parental 'lim\ted sharing of 1nformat1en was matched
by the siblings’ "limited seeking of 1nformation As
they got older, the siblings asked even fewer questions of
the1r parents, and increasingly relied upon the "not /
th1nk1ng about it" and "Keep1ng feelings to oneself”
coping responses The sibling coping focus upon‘the1r own
emotional responses £o the leukemia rather than den
“pragmatic aspects of the situation was the main
distinguishing characterisf}c between the parental and

sibling coping strategies.

Comparison of Parental and Sibling Coping. Strategies

Lazarus a1!&Folkman (1984) descr1be coping strategies
as falling into two maln categor1es problem- focussed or
emot ion- focussed. These two authors define . |
problem-focussed strategies as those oriented "toward
‘doing something toO solye\fhe preblem? (p. 44).
Emotion-fOcussed strategies are directed towards
“regulating the emotional response to the problem"

{(p.150). In the present study, the problem focussed -

copi\g\\trateg1es é%fe those wh1ch 1nvo1ved active

o>
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attempts to protect the i1l child and/ or to normalize the

situation for the family. Because of leukemia's
~indefinite prognosis, however, emotion-focusééd coping
strategies were also widely used by the families to
minimize the anxiety associated with long-term

a1nty In comparing the strategies employed by the

swed parents and their well children to cope with
childhood leukemia,_it is important to realize
that while the pérents' made use of both problem and
emotibn-focussed responses, the siblings relied almost
exclusively upon emotion-focussed approaches. The ma jor
parental coping strategies are summarized in Table 6;

those of the siblings.are outlined in Table 7.

Several general points need to be considered whén
examining Tables 6 and 7 and comparing their contents.
First, the siblings participated in parental coping
strategies such as "Keeping things the same" and
“1ife-style changes" which were:adopted‘as family
responses to the leukemia. These.<howevef, are not
included as “sibiing coping strategies” as they were not
initiated by the siblings themselvés Second, according
to Lamontagne’s (1984) framework wh1ch differentlates
between protective (or active) and avoidant stress -
responses, ”normalizing" coping strateg1es yould be
described as avoidant (and therefore emotion-fo;ussed).

\;
However, these strategies are defined here as
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" Table 6

A .-

MaJor Parental COp1ng Strategjes

Coping“Strategy, : ’ .Problem (P) or Primary ‘Users .
' : : Co Emotion (E) (Parents of
Focused ~ A, B,C,orD
. . Families)

Protecting: '

- Vigilance e P .G D
‘- Restrictive Rules _ P C, D
- Life-sty1e changes P D

'\‘,Norma11zin s j S ‘f ST
T Keeping things the Same P A, B, (€)

.= Maintaining equality among

" the s)?bhngs R A B D e T
| Pu]Tang together: - o | g v @g, )4&&;;f
~ = For.practical assistance P . : A, B, C, D YR
- For emot1ona1 support E o g
. Not talkimg about it: i
- = Limited sharing of ) T
~~ information £
= Not. thinking about] it « B
~ Keeping feelings tb onese1¥ﬁ E
. A
-_lsiving meaning* » ‘ s .
T Reddefining the situation I E
- Having faith in- powerfu] [
‘others ] E?
» : } . “' -
- Worrying N W R
_*Less frequent]y described strategies - _\ SR i .:¥ - S

( ) Less use. of strategy than with other cited perentsﬂf’
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¢
Table 7 , |
Major 51b11ng CoplngﬁStrateg1es
v , . Pr1mary Users
< ; . Problem (P) or .« (Siblings from
S Emotion (E) A, B, C,orD
Coping Strategies Focused - Families)
Not ‘talking about it:
- Limited seeking of . co '
information E All, Use T R
= Not thinking about it . E o with 1 T &
 Keeping fee11ngs to ' : length :
_oneself " E . of remission .
- Seeking infbrmation/ \ - All-used in
reassurance from parents : E - . Alarm &
- : early Vigilance
£ (& in middle
‘ ' ,chi]dhood)
' Hohryﬁnﬁ;and;ruminaiing ' ‘} £ . All-mostly ,
A e § S : used in Alarm &
" Vigilance
- G1v1ng meaning: : :
¥~ Redefining the s1tuat1on E Some use by
- Having faith in powerfu! - all

. others B
Normalizing: L - :
= Joking and teasing E Ay D SR
Protecting: o o o o o T éa" " ‘;n |
~ - VigiTance ‘ . P o G Dy ",
- Protecting survivor from = | _ ~a v T T , B
: others E . k P m ° ~'j"’A|‘ Bg (e)a D ‘ .
( ) = Less frequent use of\strategy _— oy e
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problem fooussed because‘they were directed‘towards‘

'solving one of the two major sets of concerns arising from

, strateg1es served dua] purposes

L

&,

o
",

the leukem1a d1agnos1s " Third, it is clear that some
parental coping strategles des1gnated as problem- focussed
also served important: emotion- focussed purposes For
example, it is debatable whether the main effect of the
D's laetrile and herbal treatment methods was in actually
protectlng the 111 child from relapse or in mak1ng the
child (and family) feel protected.. It is therefore
acknowledged that the'foi1OWing classmfucatlons.of‘coping.i

strateg1es are somewhat arbitrary, and that many o Qi

“

Parental goéingvxtrategies

=

As canfbe seen from Table 6 the parental coping

- . T

strategies 1ncluded both problem focussed and

emot1onrfocussed responses, and COntaIned components of

eachwgf fhe five conceptual categor1es l1sted 1n Table 1.

o EN

lhe main pnobjem focussed strateg1es used by the parents -

;were "protecting"”, norma]1z1ng , and "pu111ng together

for practical assistance All the parents made use of .
“the pulllng together" dtrategy, wh1le the pr1mary users
‘of the var1ous ﬁ%@teot1ng" responses were the C and D's
All parents made .some use of "normalizing“, but on]y the A
and B parents emphas1zed both 1ts “keep1ng th1ngs the
same" and "ma1nta1n1ng equa11ty among the s1b11qgs

The maJor emot1on focussed parental

u




coping mechantsns were "pulling together for emotional

, "not talking about it", "giving meaning”, and

. {“;ﬁyﬁng and ruminating”. These strategfes were used by
vf a11 the parents, although to d1ffer1ng degrees. Within
the broad "not talking about 1t“ strategy, the parents

made most use of the "not shar1ng 1nformat1on‘.(W1th the

ohiidren),and the "not *thinking about‘it"}(through denial

© ‘or avoidance) 5ubstrategies. : Y

Th g1v1ng meaning” copmg strateﬁubsumed a
var1ety of approaches occas1ona11y ment1onéh by the
parents\> Parents. gave mean1ng to their experience in a
number of ways. During the reappra1sal process. some‘

e
parents chose to actively re-define the nature of their

" child's leukemia:

Afterffive yearstoff'treatment. the Cancer Soctetyr

says she is cured- and I’ ve been start1ng to say so,

too...1 fee1 that she 1s cured now, that there s not
go1ng to be a relapse N /
. Other parents took consolatlon from comparwsons w1th
: ch11dren more seriously i1l than their own: ‘ " .

We talked to parents of k1ds (who) weren t’do1ng
" so well, And al] of a §udden, you learn to thtnk

that "Gee we' re. better of f then they are. ‘y

guess you learn “to be grateful for sma]l mer01es

5

Several parents descr1bed how the: 1eukem1a exper\ence had '

taught them to re- fOCUs from long term to more short* te “*‘

140
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family andhﬁndivtdual goats, and to take pleasure in

celebrat1ng even minor milestones: N

" We used to make a\b1g deal out of. it- if we wou'ld go
from once a month (cl1n1c v1s1ts) to (every) three
months, and then from three moq}hs to sax months, .
we’d go out and have a fancy supper. You Knoy. a

littlie celebgation.

e

.. " sibling coping strategies | ;

d.
.

o With the one exceptlon noted in Table\7, the coping
strategtes used by the wel] siblings were exclusively

emot1on focussedw& Due to their dependept position in the

- fami by and 11m1ted understand1ngﬂbf the situation, the

siblings 'had ‘little opportunity to become actively
involved in phomoting'normalization or protection

outcomes. Because . they could do little to alter the

"01rcumstancés with which they were faced, the siblings.

concentrated instead upon regulat1ng thelr own
understand1ng of and response to these c1rcumstances

Koch Hattem (19861 also noted that affect dominated the

'descript1ons of post d1agnost1c life changes given by

‘s1b11ngs of ped1atr1c cancer pat1ents in remﬁss1on

The-most widely used sibling strategy was "not
talking about it", which included the sub-strategies of
the "limited seeking of ihformation", "keeping feelings to

oneself*, and "not thinking about it". The siblings’
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- "limiéed seeking of information' response was the
flip-side of their parents’ "limffed sharing of
information" strategy. The.sib1ings' pattern of limited °
infdrmationfsgeking evolved as they matured and the |
 disease situation changed; In the early.period after-the
diagnosis, théjsibliﬁgs asked questions abgut the leukemia
that”were'primariTy'}eéssurance-seeking in nature: "Is he/
she' going to be alright?" "Is he/ she going to die?" As
the sense of immediate tpreat bassed andvthe éib1ings gbt‘
older, more general information questions came to the
fore: "Why does he/ she have to get back'pokes?"f "Why
‘can’ t he/ sshe play outside with the Fest-of us?" Once the
early acute stages of the disease had passed, the number
of queétions asked by the siblings, though never farge,
decreased significantly. By early adolescence, most of
the well siblings stated that they almost never discussed
the leukemia or its impiications with their parents- and
that they could not remﬁmber the last time they had asked

. them a question about it. | !

' The‘decline.ih éiblﬁnglinformétion-seeking may be
attributéb1e to several factors. Firsf,‘afteb the initial
~crisis of the diagnosis, some of the siblings felt they \
were protecting their parents from furtﬁer anxietyhby not

mentioning the disease. The unspoken family rgle‘that
| leukgm%a'was not to be talked about “was qu1¢k19

internalized. Second, as the children, moved ﬁpom alarm to |
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vigilance to relaxed vig}lance in their re-appraisals. |
their questions seemed less pressing.to them: "1f
everything’s going okay, what’s there to ask?". Third, as
they maturedvto greater independence, the siblings tried :
to deal with more of their peksonakl ogncerns and
difficulties by Ehemselvee: "1 keep more to myself about

'everything now. " *

While the sibiings did not express a great number of
leukemia- related fears, typﬁcally they kept these |
_questions and concerns to themselves R

I JUSt think about it by myself where 1 am, or go to

a quieter place. Go for a walk or something.

Well, I don't ask my mom any questions about it...1
Keep to myself} Just keep to myself and den't‘say .

anything unless ['m asked.

1 g%ke out to this place where I have this fort,-and
just stay thereefor awhile to think about it and o
stuff. o '
Parents were often unaware of their well chi]dren’e
1eukemia*rtlated concerns. Sharing feelings was not
encouraged 1ﬁrthe families, except to some degree in the

- relatively open B household.

As the complement to "keeping feelings to oneself”,
the “ﬁ;:—;hinking'about it" sibling cobing strategy was
employed in two different ways: defining the i11 child as

o
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"cured" or ayoidanCe and distrzckﬁon. A significant

number of the siblings had con inced themselves that
because the leukemic child was "cured", there was no
',longe any potehtiai problem to worry or think about: "Now'

that she is fine and everything, I can just deal with it

becaude ﬁothing is going to happen.” “Because the doctors
~have pronounced her cured... like I can sort of rest back
in ease that she's okay." The children’s definitions of

their leukemic siblings as "curedp were often challenged
by the new questions and perspectives which occurred to
7them during their early adolescent years Wheh doubts
w'about cure and long-term prognoses surfaced the siblings .
used the * not th1nk1ng about it" ploys of avo1dance and
‘—’*—dﬁstrection to prevent their fears from becoming
- overwhelming: | ,
I just try not to think about it. I just gey that it

won" t come»back.

It wasn' t'until a few years ago that it really hit me
that gee, you know, my sister could have died there.
But then I said ‘§¢myse1f there’s no use thinking.

about it.

At times when *not thinking" about the leukemia was
impossible (such'as during the A]arm and early Vigilance
phases?of re-appraisal),’the siblings had typically
responded by wcrryihg and ruminating. Occasiomallyg this

worry was expressed somatically with nightmares or stomach
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upsets. Somé siblings responded by placing their faith in
powerful others such as laetrile or the health care team:
"l'thouéht. "They're professionals- they know what they're
doing."." For others, anxiety was decreased through
normalizing the s1tuat1on with jokes and teasing: "She
lost her hair and she had to wear a w1g and stuff, and she
got some ribbing from us, wh1ch was par for the course."
Re-defining the situation helped some sibl%ngs rationalize
family changes which they found disturbing:

Like 1 knew he was sick at the time, so it (the

special treatment) didn’t really bug me. I thought

that he should be getting some special attention.

The only problém-focussed coping strategy described
by the_siblingé was that of "protecting” the i1l child.
This strategy included being vigilant for any evideﬁce of
relépse or sickness in the leukemic child, as\weli as
protecting them from the taunts,§bhysical and verbal) of
their peers. The need for "vigilance® over' the ill child"
was especially emphasized by the children of the C. and D.
families: o I( _

V Well, like he’'s pretty cured. . .but you' ve got to keep

‘a wary eye.out.

The main thing YOu can do is keep on watching them...
make sure they’'re still okay, that everything’'s going
like«they (the doctors) planned.

.However, siblings from all four families were concerned
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about protecting the leukemic child from harassment and

P

qa s s P
discrimination:

Kids at school started bugging him because he had a
hat on and not too much hair...If I caught up/with

them, then I'd beat them! ° -

The siblings’ use of the coping strategies outlined
in Table 7 waxed and waned with their ongoing . |
re-apﬁraisals of the situation- and with their maturing.
In general, the siblings’ use of strategies that involved
the parents for reassurance and infommation decreased over
time, as they increasingly Kept fee11ngs to themselves and
devised their -own explanations for phenomena. Further,
abeut'hélf the siblings had difficulty discu§sing,the
evolution of their coping strategies with the
_investigator, because the presence of the leukemia was
such a minor and/ or accepted part of their existence that
‘"we just lead our normal ljvee". The combination of the
parental and sibling coping strategies described in the
)forego1ng section appeared to be generally “successful in
helping ‘the s1bl1ngs cope effectively w;th _the long- term .
uncertainty of childhood leukemia.



Coping angggdehceiffor the ngfings

and their Families

Given the number of years and family life-events
wh1ch took place between the time of the l‘bkem1a
diagnosis and the study 1nterv1ews, it is 1mposs1ble to
designate valid cause-and- -effect relat1onsh1ps:i:eween

cop1ng strategy use and specific long-term out S.

“* However, there were some general sibllng responses which

appeared to be logical manifestations of certain sibling

and paréntal coping strategies. Some of these responses

occurred across all families, and others were specific to

either the normalizing or protecting families. These

long-term sibling responses are summarized in Table 8, and

discussed below. L -

.Sibling Beliefs re Impact of the Leukemia Experience

As explained previously, all members of the four

interviewed-fémilies had made extensive use of the coping

stfategies within the categoﬁy "not talking about it":
“limited sharing/ seeking of information”, "not thinking
about it", and "keeping feelings to oneself”. These
strategies were generally seen’by the §ubjects to serve
protgctive purposes for the indiyiduals employing them,
énd for the family as a whgole. Numerous authors have

argued that such avoidance regpgpses'caﬁ serve adaptive

purposes for families forced to live with chronic illiness

147



; " Table 8

Late Sibling Responses to Living with

Long<term ChiTdhood Leukemia

Sibling Response

Siblings Showing The
Response (From A, B,
C & D Families)

Belief re{Aimpéct of leukemia
experience on self and family:

‘a) None or minimal
b) Noticeable
Leukemia - related anxiety:
a) None or minimal
b) §0me‘

1

Belief in value of family
coping strategies:

a) Best\ possible strategies

b) Impravements suggested

Increased- family closeness

Sense of neeld for ongoing
vigilance re|: survivor

Minimal Knowledge About
Leukemia

'b) C, D ("Protectors")

a) Most siblings

b) Those siblings in early adolescence
and/or who had many negative
leukemia reminders

“a) A, B, D

b) C - where equality among
siblings not maintained
A, B ("Normalizers")

C, D ("Protectors")

Al
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t al., 1974; Beisser, :

and lon@ term uncertainty (Allan e
1979, Fostel, 1978; Lazarus, 1981 O’Malley et al., 1979).
‘These writers point out that avoidance responses which
appear to represent a denial ofvi]lness‘may in fact be
intended as an affirmation of health,'hope. and life.‘
Such avoidance strategies pfovide family members with
mechanisms that can help prevent them from becoming bogged
qown in a morass of :despairing speculatibn about outceme
possibilities. Dvef the long-term, these "not talking

about it" coping stnhtegies‘hhd a number of consequences

for the siblings. . L ,
-~ e ':hl\ . : fi’

Overall, the heavy re11 4" agﬁﬁﬁlkmng @@%ut vaw”°'

: o ;o 3 A

?acp*leveeti 118 , ‘f e

\maladJustment,}or in mostitvses, of noteiwqr
., anxiety. Most felt

been seriously disrupte

3

in fact agreed that, {ﬂé1

ST ,
strengthened and conggfﬁéated by 1t “Thtngs worked aut

% fqmﬁlles had probably been

out for the best

.vu

In the norma 14 | and. B fam1]1es where change had

been ectively resi 7d l1ttle eV1dence had ex1sted of

4”'»

the disease’'s pos

felt that the leufd &perlence had had nq mean1ngful o

pact ‘upon themselv h'thevrbfam111es :”Q*e \‘J;t;v-k\;

Y ¢ QN T
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1

‘Like eyerything was just normal...it was 1ike nobody
was oQérly worried. My parents were normal, and they
just went about everything the same way. And our

- meals didn’' t change and our lifestyle, it didn’t

+ "change at all.

] don’'t think it has made any difference at all...We

have learneq to cope with it, and it's just that. We

haven’ t beal]y done anything about it. '
The A and B parents also agreed that: - o »ii;

There was\minimal impact. (on the well sibli*

(}$.yas5 just routine, more or .less. It sounds

*% #
terrible to say that something like that could be

‘routine! (Laughs) But that's really the way'it‘wés.
I guess. S
The A and B siblings who felt that the leukemia had had
spme‘long-lasling impact upon themselves and/ or their
families all agreed that this impact was slight’and
largely positive because it had brought their families>

| @
" closer tégether.

-

In E?e C and D families, the parents’ emphases upon .
"protect1ng their i1l children had resulted in a variety
‘6f~éhanges in their families. Not‘surpr1siqgly, the C and. °
D giblings believed that the Jeukemia experience had had a_
noticeable iypact upon themselves and their families. As
one sibling stated:’ N

We had to change. We had to take care of ourselves



-

' more because my parentS"hadftoibe gone. ‘We had to (/f
A C <L

o change to make everything better.

In the D family, the.slbl1ﬂgs noted)numerous llfe style o

4changes after the leukemia ‘diagnosis such as:

‘We're more health food wise. Eat a lot more of - that

' unpronounceables on the food labels

: Accord1ng to the D ch1ldren, such l1fe style changes were

benefic1al Tong- term outcomes because they 1mproved the

health and d1sease res1stance of all family members '»As ;

gsl

S|

‘We' re moré'cauhous about what we eat . and about the

_' one declared ‘the fam1ly s’ health food d1et saves me from

€.

Leukemia-related ‘Anx,i.ety:Among thg"'sugl'i‘m*

the Junk"food } The C s1blings“;hve less concrete

leukem1a upgh their fam1ly : However, the effects they
alluded to, such as. 1ncreased fam1ly f1ght1ng and ~tension
and cont1nued war1ness about “spec1al" treatment of any
one ch1ld -were 1argely negat1ve. These effects appeared

2

to stem pr1marily from the parents fa11ure to ma1nta1n

: equal1ty amongst the 51bl1ngs

-O

Another s1bl1ng consequence related to the "not’

+>

J talk1ng about it" cop1ng strategy was l1ttle or no ongo1ng

sibl1ng anx1ety about the leukemia or its 1mplwcat1ons

As noted earlier,vthe s1bl1ngs tended to qu1ckly assume

‘ examples than the D chy&gren about the long term 1mpact of'

thevr 1ll brothers or 51sters were well or cured , unlesstv'

bhey were faced w1th concrete ev1dence to the contrary
. o . ,
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B . &
.1 : W

Al sibl1ngs were in the Relaxéd Vigilance stage of

cogn1t1ve re- appraisal mean1ng that overall they had few
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lingering doubts about the cure There were two groups' h

of siblings, however. who demonstrated noticeably more
doubts and long term anx1ety than. the others. These were_
most of the young adolescent s1bl1ngs (ages eleven to b

fourteen) and the S1bl1ngs who had been exposed to

l s1gn1f1cant on901ng ev1dence of the serlousness of the

Teukemia d1agnos1s. .

G1ven the 1mproved cogn1t1ve/ab1llt1es wh1ch
accompany the onset of adolescence, it is perhaps not
surpr1s1ng ‘that the threé s1bl1ngs who appeared the most
uncerta1n and worried when d1scuss}ng the leukem1a w1th
the 1nterv1ewer ‘were between the ages of eleven and

fourteen | These s1bl1ngs were struggl1ng to come to terms

w1th the troubl1hg 1ssue of uncerta1nty whlch Cohen (1986)

descr1bes as dom1nat1ng the long-term leukem1a experience.
The1r younger. s1bl1ngs seemed less. aware of the
complex1t1es of th1s 1ssue wh1le the older teenagers

appeared to have resolved the quest1on to the1r own
sat1sfac¢ton ‘;f' -

v : . . .
: Q (SR ¢ - R - . i
: 14

“In generaﬁ the 1nterV1ewed s1bl1ngs who had been

leukemlaw(1n the form of parental anxiety. fam1ly changip

"and the w1tne2§ed traumat1c procedures) had vxrtually—’

conv1nced themselves of the leuKemic ch1ld" cure

~ P
o e e

o

eprsed&to l1ttle ev1dence of the serlousness of ch1ldhoodfl
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Fdrthermore; it appeared that they had’not worried (or”‘
 even serlously thought about) the d1sease for months or
years prior to being 1nterv1ewed “for. th1s progect On@the
other hand, those s1b11ngs who had been faced with
numerous reminders of the 1lifeé- threatentng nature of o
leukemia andtwhovhad therefore rematned in Vlg1lance for ‘Jﬁﬁ§f
‘.extended per1ods, tended to express ongo1ng ‘
disease related worries whwch they descr1bed as surfac1ng

J
every few weeks or months:

‘I don t Know why 1 start th1nk1ng about (E;T\X\don’t’

“Know. When I'm alone. noth1ng to do, Just sit down

-— ~

.

3

;and th1nk about it, and then that 's usually when I do -

think about it... about death Like that the |
*lpleukemﬁﬁgbould come bacK or he could get somethlng
else that could maKe him sick. or other things that e
could happen to my fam11y ‘

3

Those s{bl1ngs. then who had been the slowest to enter .

!

Relaxed Vlg1lance were also least certaln ~about thevr

| leukem1c 51b11ng s long term prognos1s et

"Sibling‘Beliéj“in thg_yalue of’Fahily'COQing étrategies’~

. !

W1th ‘the except1on of. one fam1ly, the s1b11ngs all.r
‘agreed that the normal1zat1on versus protect1on

“orientat%on adopted by thedr parents had been the best ‘

e

‘agproach possible for cop1ng w1th ch1ldhood 1eukem1a

o fFurthermoﬁE, they: genera]ly attr1buted the1r fam1ly s

{positlve long term_adaptation to the part1cular c0p1ng
e - . ,

o

£4
i



style used, by themr parents * When asked.for advice'for'
’other fam111es fac1ng the erisis of a recént]y diagnosed
q~ch1ldhood leukemia, the sibIIngs answers. typ1cally
reflected the1r fam1ly s cop1ng strategy use For | L
"example s1b11ngs from the normalizang A and B fam1l1es
be11eved that m1n1m121ng change and the in ch1ld' |
. “ditference"” within the family, were. the most 1mportantf‘ z
precursdks for * ‘coping well"' e B | }ﬁ‘
What would'I sdy7 Don t change whatever you re'

" doing. ‘”Keep*Tt‘the*same*way as what you' re d01ng.,’
and Just let her (the 111 ch1ld) go do what she-‘
wants. 1 wouldn 1 say changes- ‘no way, that's .
imeSSible,-no“ o | |

1 th1nK to maKe you (the leuKem1c ch11d) g_i better.

part of 1t is people treat1ng ydu l1ke you were

\ -

1 .Q‘before, cause that does, 1 bh1nk that does help the

person : V, - r:

=

: v;‘ Meanwh11e, s1bl1ngs from the protect1ve D fam1ly

emphasif‘d ?ﬁe need for major life- style changes.

1nclud@hg the use. of 1aetr1]e ‘ 1 |
Advice? ﬁl don t know ‘ Go to Me}tco ‘Get'some'TH
’ Laetr11%j£?5tart the dlet kae cut out all the - jumk
,food And it's better if youfcan move to a: farm and
grow your own stuff because then you know what’s in

- them, ang whatwyou re eat1ng¢_
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"‘responded v1gourously

‘While the siblings from the A, B, and D families
. cou]d not th1nk of any ways that the1r parents could have
' coped better with the leukem1a experience, the C s1bl1ngs
had specif1c suggest1ons for 1mprovement These children

had found it d1ff1cult to resolve the1r parent's early

o post diaQDOSIS anx1ety and "spec1al" treatment of . the 111

hchild W1th their reticence to prov1de adequate pf
explanat1ons for these responses + More 1mportantly, »
)however. these chlldren had trouble accept1ng the idea .
"that.measures necessary{to protect their 11 s1b11ng‘“
needed to be condUCted at the eXpense of sibling equality.
The prlmary umportance of "ma1nta1n1pg equal1ty amongst

{.-‘

;the s1bl1ngs" was a point stressedfbmtall s1bl1ngs When

. ‘&3, .

Ay

It made me mad...(I) cried (and) had some fights
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'gth1s princ1p1e was v1olated in the C fam11y, the 51b11ngs _

about it...Like we’'d go, “Why is he gettlng all’ these '

‘pr~esents’7 You shouldn t treat him like that!" Like,

- we'd Just shout at them, you. know . "You guys (the
‘parents) ‘are mean. - You guy$ don’-t Tike us anymore
. and aGl you do is care about M1ke x And other stuff
ngrain et al. (1966) suggest that when' parents attempt to
compensate a child with g1fts anddextra t1me for the
losses associated with his/ her chron1c 1llness, the well
siblings can quickly "become hand1cagped in the race for
'parental attentzon;. These s1b11ngs %:n then be expected

to react.to;their reduced status with resentment, {

o

‘ .- . ) o > . g
. . . 3 ' E { -



jealousy, and anger.

While the D parents had, like Mr. and Mrs. C, adopted
a predominantly protective orientation towards coping wlth
1longterm childhood leukemia, their strategy of havlng all
their children share ln the changes and restrictions
created for the ill ch1ld prevented the well sibllngs from
feel1ng neglected or sl1ghted In fact in this family
the siblings perceived .the differences between the *-
treatment accorded them and their leukemic brother “to be '
in their favour. ‘The only Jealousy ment1oned in the D
. family was thé leukemic child's envy1ng of the more
len1ent d1etary and med1ca€1dh regimes followed by h1s .

well siblings:

Well, when I was on the strict diet, they would

a

‘sometimes getra treat or something after. And I

wasn’t allowed to have anything. So somet1mes I

thopght they»were a'little better than I was.

Increased Sense of Family Closeness - ‘xd‘

A1l the siblings of the "normalizing” A and B

\

a

‘as a poggﬁ1ve lon-
experlenigﬁﬁ A afn

fam1l1es descr1bed an 1ncreased sense of family closeness

consequence of the leukemia
‘ members descrIbed themselves

‘as close before;_"? aanos1s. but even closer after

: I would say that overallﬁ although lt s a terr1ble
5// th1ng that ypu wouldn t w1sh on anybody,vthat it

_l
n

o
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really has served to pull our fam11y together

For the A and B’s, the family focus of ‘their normal1zat1on

strategies served to pull them together Thls consequenceg "J
-was aided by the general lack: of sibling resentment or o
‘ jealousy of the i1l child, due to the parents’ emphas1s"

upon "maintaining equality amongst the siblings". In

”. oontrast none of the C or D siblings sbggested'that their ~
fam1l1es had become closer as a result of the leukem1a
eXperlence~ In fact, in the C fam11y. the lmpact ‘of the

1eukem1c ch11d’“‘ 'special” treatment appeared to have had

" the opposite effect on family unity?ﬁ

Despite reports of an 1ncreased sense of famaIy g S
closeness, however, the subJect fam111es | x{eﬁs1ve use of .
"not talking abouto1t" cop1ng strateg1es seemed to have .
1solated the well s1bl1ngs from each other, their parents,

and (to a lesser extent) the 111 child. Evidence of
individual isolat1on w1th1n the- sibling subsystem was
‘pPOVIded by the s1bl1ngs reports that they d1d not o

,1d1scuss leukemla related thoughts or fee11ngs amongst:

R B
2

emselves.;ano—en%yveeeashmme
| 5urv1vor S o .' ‘ ¥ _
¥ “ ‘1 d%,,, t. Kv"’ow how they , <the . )fe”-’
LI becanée}- we ﬁgver de fakb Qﬁﬁet:ﬁ'gé

"'takh&gbout fee11ngs ' f een. one another..w

'the long term ],;,;f.x'~‘

We mlghtﬂtalk to our parents, but we never talked to

one another I ;; R R
. SR ' : ) R PO
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Evidence of the isolation of the well siblings from their

parﬁnts was provided by the fact that in only one family
‘dﬁdrthe parents ever sit down with any of their children
. soecifically to discuss the feelings aroysed by the
leukemia The overall picture was one where family
-7: members worked together (often unconsciously) to preserve
the delicate balance of minimal information and emotion

sharing upon which their-mutual avo1dance strategles

depended. The unintended consequence of this approach,

however, was that to a large extent, each well sibling wgs
left alone with fantasies and concerns based primarily

upon inference and ignorance.

" Ongoing Sibling Awareness of the Need for .Vigilance

When asked whether there was anything that could Sé
done fb Keep their brothers’' or sisters’ leukemia from
return1ng, the well s1bl1ngs from the two normal1z1ng
families stated either that little or noth1ng could. be
done. In the protection- or1ented C and D families,
however, the siblings stressed repeatedly the need for the
doctor and themselves to maintain vigilance over the

: leukemlc child, although it was not clear what they (the
s1bl1ngs) were "keeping a wary eye out” for According to

' thg_D s1b11ngs, their brother s survival depended not only
upon ma1nta1n1ng protectlve v1g11ance but also upon the

continuation of the- 1aetr1lé and health food related
lermstyle changes to which they attributed his original
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"cure".

Minimal Sibling Knowledge about LeuKemia'

An important sibling consequence of the "Not talking
about it" coping strategies was a ﬁarked lack' of knowledge
about leukemia and its consequences . This finding
coincides with those of Burton (1975}, Spinetta (1981),
and Allan et al. (1974), who found that a s1gn1f1cant
number of well siblings (often over half their sample)
lacked even thé most fundamental Knowledaé about: their
brother‘d% sister’s chronic illness. In the present
sfudy, only one long-term survivor was able to give a
reasonably detailed description of 1eukemia.. The
siblings’ understanding of the disease was Timited, vague,
and sometimes erroneous Not surprg&ynglyg the s1bl1ngs
with the least complete understanding of the d1sease came
from the family where the "Not talking about it" policy |
was most strictly Observed (the A family). The |
'def1n1tiOQS of leukemia %§0v1ded by the siblings in this
family (ranging in age xggh fourteen to twenty- four)
1ncluded the follow1ng§§
_Def1n1t1on weg? it’s a serious cancer. Definifjon
of leukemia. I couldn t really give you a def1n1t1on
because I don’t really know that ol about leukem1a
So I Know it's a cancer, you know but I Just don’ t

know that much about it...1 really don’t know.? > What

is it? - . o R



Dinnition? Oh, it’'s in your b160d,and ...you lose
i y: . . R '
hair, 1 guess, at the top, and...l don't know. I

just know it’'s in your blood. I think.

One adult\sibling in ihe A family was surprised to learn

4 -

about ihg:possibility of reldpse:

1 mean Iuéhould probably know this stuff, but cam it

°'éome back?

~In the D' family, the two siblings differentiated
between leukemia and cancer, dgscribiag leukemia as a
"less serious” disease than cancer. Baged upon the
teachings of their parents, these siblings weré the only
ones who‘had.any ideas about possible "causes" of

leukemia, suggesting "chemicals” in "junk" foods and

radiation from‘the‘sun and nuclear testing. One of the B

children described leukemia as something-you could catch
like a cold. Typicql definitions of leUKemia given by
siblings from the B, C, and D families were:

It's a cancer of the blood. And it’s where. there

isn’t enough white blood cells to get rid of diseases

‘and so they have to try to bude him back up.

A1l that I know so far is that it's a cancer of the

bloqd. (And what is cancer?) Well, I know it's bad.

I don't know too much else about it.
Notably, noné of the siblings demonstrated any awareness

of the long-term implications of relapse.

Can it Cbme back, then? 1 didn’t know. Can it come,

160
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The high level of ;;erall sibling 1gnorancé about thé R
‘leukemia and its implications was an logical -outcome of

. the ”not talking about 'it" coping strategies employed in
‘the name of protecting oneself and others from undue

s emotional distress. This outcome, wh1}e perhaps
psychologibal]y non-taxing, may léave the Qell siblings
poor ly prepared to face a variety of possible future
leukemia-related difficulties such as relapse and second

ma]ig?angy.
¢4
Summar
_In“Secondary Appraisal, each set of parents was faced
with the Aecision of how best to balance their
normalization against ihein’protection concerns. Two of
‘the sets of parents chose to emphas1ze normaltzat1on over
protection, while two focussed pr1mar1ly upon protectlon
}he _major normal121ng strategzes,were "keeping things the
same" and "maintaining equal1ty among the s1b11ngs , while
protect1ng 1nc1uded “v1g1lance , nestr1ct1ve rules”,
and "life- sty]e changes The parents used these and
other problem- focussed coping strateg1es to deal w1th the
pract1cal issues associated w1th_1§glr ch1ldren s
leukemia. To help decrease the anxiety related to the
‘funcertain prognosi;, the parents also made use of a
Variety of emofion-focussed coping strategies, especially

"not talking about it"
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The coping strategies used by the siblinés were
almost exclusive]y emot ion- focussed, and comp lemented
those of their parents’. The moét frequently used sibling

,cdpinglstrategies were "keeping feelinds to oneself”, the
"1imited seeking of information" and "not thinking about
it". The overall long-term consequence for the well‘
s1b1ings of the combined parental and sibling coping
strategies was that they demonstrated no obvious signs of
psychosocial maladjustment that could be related to the
dAsease experience. Over half expressed little or no

_present anx%exy about the [eukemia or its implicafions.‘
while the repajnder descr ibed some ongoiné disease-related
concerns. Most had very 1itt]e knowledge about the i

disease, although almost all had some awareness of the
uncertain nature of its prognosis. The'sibiinQS'alj
agreed that their families’ coping strategies were the
best possible for dealing with childhood leukemia, except
when these strategies had resulted in the berceiVed

"special" treatment of the i1l child.



Chapter 7

Conclusions

o

] . Summary and” Conc lusions
- #
A number of important findings have come out of this

study, and are recapitulated below.

[}

Social Support

The families interviewed for this study defined

- themselves as coping either "well” d# "fairly well" with
1tving with long-term leukemia in a child A major ”
characteristic shared by these fam111es was the extens1ve
social networks of fr1ends and relatives each used for
'practncal and emotional support durlng»d1ff1cult times in
the leukemia experience. Numerous authoré'idéntify
adequate social support as a crucial component of pos1t1ve
.family adaptat1on to chronic ch11dhood 111ness (Holaday,
1984; Kazak & Marvin, 1984; Krulik, 1980; Schilling et
al., 1984; Spinetta & Maloney, 1978; Venters, 1981). The
'ma jor sources of parental social_support :in this stqdy"
were found to be similar to.those reported by Morrow) )
Hoagland, & Morse (1982)- spouses, then friends and
relgtives, followed by the health-care team. Religion was
a further "very" important to “fairly" important source of

emotional support for three of the four fami1ie§}

163



A
g

LY

, R lationsﬁi between Appraisal af n

This study focussed upon the process of sibling and
tamily adaptation'to living witK long-term chi 1dhood
leukemia. "Balancing the demands" was identified as the
core category around whjch this process Was organiied.
"Balancing the demands"lwas a decision made by the parents
early after the diagnos}s which was éetermined by their
appraisals of the leukemia situation and which, in turn,
determined wuch of their coping response to that

situation. In other words, most differences in parental

fTCODiTQ St%aIeQYKUSe could be traced to differenceﬁ in

“fparedtal situational appraisals. .

W

The causal relationship between appra1§a and

IR

qubsequent coping apparent in this study is consistent °

‘with the theories of:Lazarus (1966), Lipowski (1970),

Mechanic -{1961), and others. This relationship is most

extensively described by Lazarus andonlean (1984}, whose

‘stress, appraisal, and cobing framework ‘was used to. help

organize and'conceptualize the results of this project

’Several gaps in th1s framework as it applies to children

within the context of their fam111es were ident1f1ed For
example, besides the s;tuat1onal and personal factors -

wh1ch 1nfluence parental appra1sa1 and coping, sibling

appraisals and reappra1sals were also affected by four _

unique factors- These factors (describe¢ below under

-

Re appra1sa1) were the parental control of 1nfornat1on,

-

lo4

D
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age~refated cognlttve limltat1ons, rel1ance ugon '

1nference,,and the teﬁdency to assume wellness

~

)
Q« L

\aignc1ng the Demands o ‘ o e R
:“?u . bbm. ) s L N
T - Dur1nggPr1mary Appralsal ("What is go1ng on here°")

‘the parents 1dent1f1catton of the threats posed., by the Qn
r‘heukem1a.to ‘the well belng of thelr nll chi’ld and fam1ly
resulted 1n the devélopment of both. protection and | n;,
‘normal1zat1on concerns. | The parents ‘"balanc1ng the B
-’demands" dec1s1ons between Qprmal1zatton and protecttons
'represented,the1r attempts to effecttvely Eeduce and
_tolerate the long term uncertatnty assoo1ated wath
..chtldhood leuKemta A stmtlar balanc1ng response to
.ifchron1c d1sease related uncerta1nty has been noted in
hf“patients w1th rheumat01d arthr1t1s (Welner. 1975) and -
.s‘vmult1ple sclerqs1s (Davxs, 1973) Welner found ‘that the
~ 'ipress/of the phys1olog1c and normal act1v1ty
liptmperatives upon the arthrttic force them into- a :
‘precarjous balanq1ng act which is character1zed by w -_i;hia
~‘severely l1m1ted opt1ons and a great deal of 51tuat1onal ik
7rhfd:oerta1nty . For parents of leukem1c ch1ldren the ?f’ h?
::v'balancing the demands" dec1s1on is also character1zed by |

+

e§tremely h\gh stakes and subsequent marked anxlety

= v,'(:'
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Locus of Control .

The parents palanc1ng the demands de01sions were ,

W -

determined. pr1mar1ly by thejr perspiwed lq&us—of control
' Locus of control re*ers to w&d%heﬁ*ptf

3R L

N

,e view heaJth

h, aoutcomes as largely due to thelr own act]ons (1nternal

¢
locus) or to the man1pulat1ons of fate and powerful others

(external locus) Many stud1es of stress responses have\
shown locus of control to be a maJor determ1nant of cop1ng
3 strategy use (Anderson. 1977, George et al. 1980 o
-LamOntagne 1984 Parkes. 1984' Rothbaum et al. 1979)
In %ep%ral these authors suggeat that 1nd1v1duals with an
ap.ék locus»of ca'rtrol wwll be more l1Kely to use

strateg1es Focussed oﬁ plter1ng the stressful s1tuat1on,

: whereas externals will be more l1Kely to adopt pall1at1ve
» coplng strategtes (Parkes, 1984 p' 656) ~In. the prelent
‘ study. the 1nternally orlented parents felt compelled to
o empha51ze the protectlon of the1r 1ll ch1ld and accept
yff some compromlse of thelr normal1zat1on concerns, i-'Ifhe_‘._ ;
externally focussed ren&s delegated most of their a d N
c{{’ .

'.. Ry oug

prote ion concerns to the~doctor and 1nstead emphasized :

normal1zatton 1ssueskwllhe s1bl1ngs Tb&ﬁ%,of control

des1gnat1ons over the leukemﬁa dUtf

those of the1r parents ‘*Jv&?;




 Re-Appraisal

f The‘parental-and sibling re-appraisaﬁs of the meaning

faha—Tﬁplications‘of the'leukemia‘progressed through a

number of d1scern1bte stages There were‘important

~'var1at1ons, however. between the parental and sibling

.re- appratsal tlme ltnes. and between the two maJor

”variations of the s1bl1ng time ltne These d1fferences f

51blang appratsal mentloned earlter F1rst stblings were

largely dependent upon thetr%ﬁarents for 1nformat1on and

,interpretattons rele&ant to the 1eukem1a : Second because

‘iof their cognitive 11m1tat10ns and thetr parents

,'reluctance to share dﬁsease related 1nformatton.nthe‘

f: dev151ng the1r pr1vate q&p]anatlons for . the SAtuatton.

_51b11ngs relied large]y upon tnference and 1mag1n1ng in.

f.:Thtrd the s1bL¢ngs ‘tendedto assume that the leukemic

. chxld{was well or cu?bd unless they were presented w1th

.,

concrete e\ﬁrdence'to”the contrary Stbhngs who ;Iere

" exposed to the fewest d1stress1ng remtnggrshof the

167

;could be’ atﬁﬁtbuted to the four maJor character1sttcs of -

'“7Kem1a s presence and signﬂf1cance were theoquzckest to

-a sume the d1sease s stappearance and. the most conV1nced

"about the certainty of cure , Fourth the s1blings ST

':typically,re eval ted their assumpttqp iof certa1n or

raised new questions in thetr minds ﬂ&@

‘

almost certain leuKemia survivil %Q@early adolescence. |

*,‘twhen thetdevelopment of - abstract ma:sontng ab111t1es‘

N : - e o gy
. B - ey

3 s
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. Some type of normaltzat1on strategy was adopted by
" every family in th1s study in order to prevent potentially

\

damagmg repercussions of the leukema exp?rtence uﬁ%n
the1r psychosoc1a1 well- being Ndrmalizat on has been

1dent1fﬁed by varlous authorsiﬁs an effeitive coping

h

-

ﬁ\“fdérson & 6hung. 1982 Futterman & Hoffman 1973
-laday, 1984; KPU11K 1980 Schulman. 1983

-sponse to 1iv1mg wwth chronlc childhoqp illness ’

Wdltensberger, 1872). TyDtcal]y these authors define

norma11zat1on as the, cont1nuat1on of usual patterns and'

famitiar routlnes (Futterman & h@ffman p. 136) In the

' -present study, however. norma11zat1on was found to have j
two Key components Parents genera]ly descr1bed it as’ VLf

P

"“Keep:ng th1ngs the same , whereas the s1b11ngs empha51zed
LY

sthe aspect of: mavnta1n1ng equal1ty amongst the sib11ngs" ke
- This latter aspect may haVe been overlooked in the ear]1erl
,research because all prev1ous stud1es in this area focus
. otely upon parental def1n1t1ons and- use of n ma tion A
t strateg1es. | ,;' S . ‘ : - \;h\: . '4£~_5_; h

As can be seen 1n Append1x A, Jealousy ‘and re entmen?’

are the'most frequently cited s1b11ng responses tO\chronf"

'*chtldhood d1seases and hand1caps ',In;the pnesent stuy:iAth
}the only sibling resentment noted was in the family Y
ethe leukem1c child had rece1ved preferential tpeatnen
,thereby destroy1ng s1b11ng “equallty . NUMerOUS authoi E; /fﬂ
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‘ have speculated that the root of stbling maladjustment to ¥

]ong term ch1ldh00d illness may be in parental
- pre- Occupation with thé 81ck.child and neglect of the well
| ones (Cairns et al. 979 Lavigne & Ryanﬂm1979 Peck
1879;" Teitz !al 1877; Turk, 1964) The 1nportahce of

‘- ;
“matnta1n‘n9 equal1ty amongst the siblwngs in prémoting

I

%J' positive 51b]1ng adaptatron to long- term leuKem1a was,

.3apparent in. the present study 1‘? t
% R &
oy . . .
,“: Y
gﬁ Some aut‘ﬁrs refer to noﬁma11zat1on strateg1es in

terms Suchﬁas @anotion ipcussed" '"avo1dant" tua t o

'“palliat1ve" (Anderson, ; 81 UUmontadhe 1984 58aahes,

©1984). While its emot1on focussed funct1ons are ° Iﬂ

acknow1edged 1n th1s study normal1§at1on 1& referred to
as pr1mar11y "problem focussed“ m Thts designqilon is u5ed
becadse norma11zat1on concerns .are deemed to represent
maJor Potenttat leukemia- related problems which the faml]y .
must PPevent or overcome in order to cope well with the

o s1tgation SR o o ST ot

Nt Talkin aboutntt“'asQDeniat‘,

.5‘ o The most frequently.psed emot1on focussed coptng
stratégy amOng both parents and stbtings wae- not talk1ng
about it*, which 1ncluded the sub- s;rategjes of the
'*limited sharing/ seeking of :nformat\on . ¥rot th1nk1ng |
about it . and “keeping feelings to oneself“' The purpose

of this strategy was the avoidance of th\nkind of

K) . . 'a

A

e
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corp\umcatmg about the potent1ally devastating reath of
c;‘nldhood leukemia. This copmg respohse could therefore .

be~ descr;bed as a for ..hf dapri

Lt

- a

@/ggn L

v Ry
Ty

e

al defense mechamsm (Haan, 1980. Vaillant .

: -',any recent authors. however. argue for its -

_ada £ 1e bt\hty,. espec1a1ly in the face of long term

uncertamty‘(Allan et al., 1974 Fostel 1978 Lazarus.
1981;" 0’ Malley et al. 1979) Cohen and Lazarus (1979) |
d1‘fferent1ate* defense mechamsm of demal (an atte t
to negate the ‘ﬁroblem) From the ’r’unct1onally »useful ?

. . O

?

'responsﬁ of avo1dance “(the dehberate attenpt to avmd

thinking about a problem-. which is nonetheless accepted as i r—
{ % -

rea'l )‘ Demal as- avo1dance forms an: mtegral part of many
parenta] normahzmg strateg1es (Anderson, V981

" Feathersione. 1980) ahd did serve some. adaptwe _purposes v

»

i

rgot for the: 1nterv1ewed fam1hes JER '. :

f".“" Var1ous authors have noted\that wh1le -

oo . e,

' demal as- avmbance can be Very effectwe in meeting 2

' short term goals such as anxwety reduchon,*, 1t may result

‘;._lm certam long term d1ff1cult1es (Desmond $980 >
Featherstone 1980; Lazarus, T98f)¢ 3In ‘the ppesent study, - .
‘the not talkmg about it" strategy appeared tq have some | h

ndesirable consequences “Por. ‘the stblings such as

[
B CRIN S
c 4 6.
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- disease related 1solat1on mthin the family gubgystem e
v, minval knowledge about leukema. Silmlar 5;%”"9 K

. | con‘huences from the parental use of avoi a’nce w1 th.- =

chronic chi ldhood d1sease have been- noted by Anderson and
‘" Chung (19_82')_ Qurtcn (19757, Carandang., l;olkms. H’ind, &.f;:;;ﬁ.:w.‘_;?-;eg;‘_.,j
'Q;g Steward (19
al. (19800 .
has been noted 1@\ many. stud1es of the fa

v\ Gogan et .al. (1977), and Powazek et -
‘:Poor“ or "restricted" famﬂ? comnunicatfon
: {a/\lx response to
ot chﬂdtfbod ‘gancer (Bmger“et al., 1969; Cain et al-.,‘,- 1'964'; _
Futterman & Hoffman,‘ 1}97 ' Kap)an\ et al., 1976; Peck. - o
1979; wmd & Townes & 195’ and' has often been |

hypotheswted as a maJor contr1butor to s1b11ng;

maladJustment tQ the sﬂuatmn It is p0551ble that "not

talking about it may be usﬂul prlmarﬂy for the*e&“
of - leukermc ch1ldren whﬂe ‘urmng out to be somewhat

problemahc for the well s1blmg’s who Tlack externa] ' 3 3

avenue§ for informatidn and support gathermg . “W o

\

The parents used a var1ety . probfem~focussed and

emotion focussed st»rateg1es m t‘ ir efforts to cope w1th
long term leukemia m%hew ch1.dren These strateg1es |

" are stmi'lar Q. the effective arental copmg strategies '

. described in the hterature (: sunmartzed in Chapter 2)
| : except that the study parents elied upon not talking

; about tt“ rather than open family comnunication . The

parents euphasized either protectien or normaHzatxon )
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A

problem focussed cop1ng strategies dependtng upon their

' eaﬂq1er="balanc1ng the demands decision, All parents

e W1th the except1on of "pfotect1ng" the 111 ch1ld

iHowever. their use was 1nfluenced by parental appraisal

\ made use of s1m11ar emot1on focussed coptng strategies and

&

‘the "pull1ng together problem focussed response ’ _

‘ N

stratggf%s : '
. W .’.‘s'&:u" &‘Q\'«Et‘-ﬁq ,y‘,',,Mlt . _' _'m RS va

23 a i .’f& Q d » v

siblgas coplng responses to the long- 1erm leukemla were
ol

exolus1vely emotion- focussed. ,Thts f1nd1ng is similar to

the results reported by Koch—Hattem (1986), except that

less use of "not talking about tt“"and more active o #

reessurance 1nformat1on seeking, and emoting wds evident
in her sample. The d1fferences between the two sets of .
f1nd1ngs may be due to the fact that the d1sease was“a
much more 1mmed1ate reaT1ty for Koch Hattem S, sample w1%h

only s1X‘to thlrty six months ‘having elapsedvbetween
‘e . T . . >

| d‘39“°515 and study 1nterv1ew., Jdn the present study.
'-1:S1b11ng~00p1ng responses were found-go be quite 11m1ted

' and to.show less var1ety than those of the1r parents

NS

and coping responses o “4".'“1 v

vSibfing Conseguences'r s

PRV

- e - . \
- The maJor coplng outcome for the s1b11ngs was that

- W1th a few except1ons, they dtsplayed little long term

'anx1ety and no obv10us s1gn§ of maladJustment»that could

be re]ated to the1r expen1ence w1th‘3&ng term leukemia

B
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‘Similar find1ngs were reported by Gogan et al. (1977),

:although these authors*suspected that their retrospect1ve
method may have: caused their subjects to appear more Q{

aﬂjusted to the situation than thgg really were. ~ In tﬁﬁ
“?'y":s i

adolescent and numerous earlier reminders of the o

AN leukemi%rs seriousnes‘ were found to contribute to hi?her

anxiety levels about ”he disease prognosis Fbefeqential

~parental treatment of't e ill Chlld was associated w1th
'more difficult sibling adJustment Sibl1ngs from
"normalizing" families reported an 1ncreased sense of

family closeness %ance the d1agnos1s while those from

‘.p "protect1ng" families had an on901ng sense of the need to

l'pro:ect the. leuKemic ‘child. Overall the 51blings had a

minimal understanding of the disﬂbse or its 1nplicat1ons

T Limit,ationsiof the s'tudy," | .

]

"1, Ré!?ospective stud1es are. always weakened by the
need to" rely upon memory‘ re- call Inportant facts and .
perceptions of 1nterest to this 1nvestigator may have been e
forgotten or re-interpreted by the subjects in the many
years between dizbnosis.and_project 1nterv1ew.

2. Severalvfacets’of'the intervieulsituations_may -
have affected subject resbonses First, in twobfamilies.
tt e parents requested that the 1nit1al 1nterv1ew be a’
'iamily interv1ew (although ot aL} family uembers were

,‘ J" ;‘J . - ' . . , : - . 'Y



\ -
present in either case). Beg1nn1ng the 1nterviews in this

way may have .influenced héi the children descr1bed their

[y
experiences in later 1nterviews Second privacy was

difficult to achieve in two of the bomes due to their

P ¢

.crowded cond1twons This c1rcumstance may . have adversely P

‘ affected subJect openness in these two famil1es Third o

‘e

one father was unava1]able for interviewing due_;o pr}or

L4

work commitments.

9. e
' w8 i

;3

'3, The data fer two of the sUb‘éategbries ("Having
faith" and "Re- def1n1ng the s1tuat1on"3“are less thick ’%r

then that upon which the rema1nder of the categories aﬂd

sub-categories are based. Less attention was e

" ‘inadvertently. paid to these two sub-categories than to the

rema1n1ng categorles by the 1nvest1gator dur1ng the

'

1nterv1ews Y

.

4., The presence of anx1ety or psychosoc1a1

-

maladjustment was measured by the 1nvest1gator only though

inference, and not by any spec1f1¢ instrument. However,.
v

such 1nstrument use is not approprwate in a qualditive- -

prOJect w1th such a small sample

N

5. Due td‘ggeial éesirability, some of the

1nterv1ewees may have descr1bed their families and their

’responses in a more pos1t1ve (or more '’ negatjye) light than

was actually the case. L R

y
\
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6. With the length of time passed between dlagnosis

i

and interview, the hypothesizing of relationships between
coplng strategy use and long-term sig@ling outcomes is

tentative at best. .
» 2 ¢ -
/

Bgcommendations for‘Fuﬁther Study

o

Several suggest1ons for further study in the area of

the sibling (and f ) response to l1v1ng with long- term
leukemia in a chi roposed: | T

_ 4' -,
-~ CArsAY .

' S e .
1% Because of the factor-searchifig nature and small

sample size of this study, aWFEpddchTBW”§tddywésinﬁfh
similar approach shoujd be conducted to yalidate,‘and*if £ .
possible, expand upon the findings in this project.

| Comparing such responses w1th those of fam1l1es def1n1ng
themselves as. "not coping well" would also. be useful ‘ R

Furthermore, quantitative analyses of the frequency of .

“good" versus "poor" sibling and family coping with »
“long* term chi 1dhood leukem1a ‘would provide a valﬂoble .
supplement to the qual1tat1ve understand1ng of the process i
of such coping. o o e- »

. ) _

2. Uhlle the re-appraisal time-lines and . cop1ng
strategies of the parents and well sibllngs of long- term )
leukemia survivors were compared in th1s stUdy. this
Knowledge would be moére complete lf it was contrastede1th
slmllar informatior about the percept1ons and responses of

the long- term survivor .

:%e ' (';u‘ . [
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fﬁ 3. Due to the limitations imposed by the ’
retrospective study method, a.prospective studyufocussing
- on siblihg (and family) appraisal and coping strategy uss
with long term childhood leukemia should be conducted.
This proJect could examine at several points in time the
majorhlssoes identified in the olirrent study. For o
e;ample, family member perceptions"and‘responQFSgEould be
analyzed and comp::ed at the time of the leukemia P
d1aqﬁos1s, at several 1ntervals (perhaps every six mﬁnths) Cy
- during active treatment, and then yearly (or bi- yearly) ‘“”?a
for .a period of t1me after act1ve treatment was

-

discontinued.

¢ "

4. Much of’the av%ilable cooing research focusesty
upon the -responses of adults acting alo?e or in ine .
"context‘of.other adults’ Significantly less'inforhation
is available about'the coping of children and'that which
exists often exam1nes the chlld’g Hbsponses in 1solation 7 -
N

from those of -the fam1ly Much more needs to be o \L a e

understood about the relationsh1ps between-parentnlxandvs‘ﬁ*:l;_

ch1ld cop1ng,.and ‘how th1s changegagég
) matures O f % s

,'.¢~ . .
ey )
! ,({"-\ . :_‘. rg .

‘ ll". —

Préggsitions';

v

The purpose . of a factor-:s;a-hing study such-as thes "
present one is tq begin the tfeory development about a.

“partjoular situation, which later relationfsearohing.on



test (Diers. 1979). Reasonable thég ’t1cal propos1t1ons

based upon the findings of the pref®ht study are the

_following:

AN
. RS

1. Those families whose members will be most prone
to long-term adjustment difftoblties to living with
childhood leukemia will be those who responded to the
diagnosis by adopting extreme normallzat1on or protect1on
or1entat10ns (1nvolv1ng the v1rtua1 or total neglect of

» ..

the other Set of concerns) .

: . ) . qgu l » m
2. Sibling anger and resentment towards the leukemic

child will be most ev1d¥nt in fam1l1es where the parents
were unable to (or” d1d not see the need to) "maintain

equality amongst the s1bl1ngs

3. Siblings will tend not tq,resent family changes .

',e.or'prOtect1Ve restrict on§ instituted after the diagnosis. -

.

3

‘ of chi 1dhood leukemia, as long as thode changes are not-

L‘Y’d to repre;ent spe01a] ﬁreatment of the il
' . %;v ,?, L C (J- . <L
v’ ?\ Y

- T P
- ’

4, On the "degrees of palance cont1nuum bétween

»

normalization and protection, a famwly s posit1on after
the diagnosis of childhood leukem1a will tend to gradually’

~ move towards the middle (representing a balance of the two

2 sets of con ,qg) aijxﬁé remission progresses and the
. W e

%@ threats poseé'by/’he leukemia seem le¥s imminent

AL
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| 5. . In fam111es who respond to childhood l;ukemia by '8
‘adopt1ng an extreme emphas1s upon normalization (while -
ignoring most ‘or all protect1on concerns) , the main . ﬁf
.parentaJ copingdstrategy will be denial (i.e. nedation of

the disease)t This denial-represents a threat to:the ;.'

'survival and physical weJl-being\of the ‘.ukemic child*

>

. 6. In fam111es who respond to childhood leukemia by
adopt1ng an extreme emphas1s upon protect1on (while | .
1gnor1ng most or all normalization concefns), the.main o
parental cop1ng strategy w1ll be 'benevolént ‘
over- protectwon (as descr1bed by Boone and Har timen,

_ 1972). 1 This react1on represents’ a threat to normal

interaction patterns within the family, and thereby to

-

- /

family :unity and cohesiveness. . i ‘ T

wid v, After being informed of the leukeria diagnosis
(andhsomé'of its implications), 'children. (especially

pre;ado1esoentS)'soon re:define theﬁr i™M sibling as well

or'“cured" udless presented with. concg,te evidence to the

L chtrary {(i.e. parenta] anxiety, witnessing of traumat1c

’

procedunes). THis contrasts with their parents tendency

to ‘assume that the-leukemic child’'s survival is only

[

"possible" (as opposed to probable) for years after the

£4

diagnosis- and somet1mes 1ndef1nitely

~

. 8. Children (espec1a11y pre- adolescents) typically
base the1r appralsal of the seriousness of their sibl;ngss

-

[y {
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1eukem1a more upon 1nference from parental reactions and

-

: w1tnessed events than upon descr1pt1ve information

ﬂ‘provtded by others (usually parents) f ;iy:‘~- lj:f‘j

\

9. The mu1t1\faceted “not talking about it" coping

strategy descr1bed in th1s paper can be expected to be the

51ngle mos t w1defy\used famtly response to long term

.

,Ch11dhood leukem1a because it effect1vely serves the
; purposes ‘of both norma11zatton and protect1on ) Use of the
| “l1m1ted shartng/ seek1ng of - rnfeematlon_f~»not”th1nk1ng '
»fabout 1t" and "Kkeeping: feeltngs to oneself"«strategtes’
'promotes the appearance of “normalcy w1th1n affected h'y
”famtlles, and ‘aliows. each member to feel they are ;(_
_jprqtect1ng the.others (and themselves)gfnom,undue

disease-related anxiety.
. o »
N

A
10. 'One'consequence of-the avoidant*ﬁnbt‘talktng‘k-

yabout Pt strategy is to decrease anx1ety, thereby
1mprov1ng funct1on1ng and morale in the face of long- term
uncerta1nty. However,'1t also 1solates the s1bl1ngs’
'twithtn the famq]yAw1th‘fears and fantas1es-based largely y
,upon ignorance andjinference A further consequence is -
the establ1shment of a famtly cop1ng style of - :
'noncommun1catton which may be ‘very counterrproduct1ve in | ;if

Alater cr1ses (i.e. relapse, death) where 1nformed mutual

’_:suﬁport is essent1a1
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11. Because of the prevalence.of the "not talKIng

v
.

‘ about 1t" strategy in families with leukemic ch1ldren ‘one

-“can expect th t ‘the well s1blings will have little K |
‘ knowledge of»%he d1sease\and 1t§\1mpllcatlons and that' —
they may<haye a varlety of htsconcept1ons about it. . One{u

can also ekpect 1nd1v1dual\well s1bl1n$s to be relat1vely

/ e

1solated (in terms of leukem1a related thoughts and

r

concerns) w1th1n thevr fam1ltes, d1scuss1ng these 1ssues
/////o somé degree W1th the1r parents, to a much less degree T

w1th the 1ll ch1ld only rarely with outs1ders. and never~
w1th each other. . . . ‘ Lo N

) i . : S . T i o ¥

Y . / 2 N

A 12.  Parents who express an. internalylocus of control

’;,'

l*\\/about their child’s acute leukemia can be expected to

J
" emphas1ze protect1on over normal1zat1on concerns in their

/: .

/ coptng efforts Parents who express an external losus of

o

/o

/ control” can be expected to emphas1ze normallzatwon over
protect1on concerns, as they feel there is little
constructjve “they canbdo\to protecﬂ their i1l child,

‘other then to follow the doctor’ s-o%dersr

Imglications for Nursianprgctigg

 The find1ngs of th1s study have a var1ety of
'impltcattons-for nurs1ng pract1ce F1rst and foremost
'the results show that s1bl1ngs and the1r fam1l1es can cope'
effectwvely w1th the long- term uncerta1nty of cured"
chjldhoodﬂleukemta. In fact, somé of the subJects

> .t T
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interViewed for this study felt that, in the end, living
with'teﬁkemiaAhadvproved t6 be auﬁbsttivevand N
“consolidating %xperience for their families. Most of the
subjects credited the speCific coping strategies used by
the1r fam111es with ‘their overall “pdsftive' adaptation
'The var1ety of norma]1zat1on and protection strategies’
used\by the parents demonstrates the range of effect1ve‘v
coping styles poss1b1e in dea11ng w1th long term ch\ldhood
leukem1a It also points to the need for coping strategy |
adv1ce to f1t with the 1d1osyncrat1c s1tuat1onal<
appratsals of affected parents, if it 1s to be mean1ngfel
'_for them. F1na11y. the documentat1on of vary1ng effect1ve
cop1ng strateg1es po1nts out the complexity of the -
re]at1onsh1ps between coplng responses and long term
outcomes, and acts as a note of caution aga1nst the
broviding of pat"'cop1ng prescr1ptaons" for families . *}

living with ch1ldhood leukem1a

In'considering the impltcations of this study for
practtce, it is important"to realize thét eontrary to the

10p1n1on of certa1n of the subJects pos1t1v ;aptation to

the .leukemia may have occurred desg1te the . usewof certain

fam1ly cop1ng.strategles, ‘rather than because of them. As

suggested.by some of the intervieWed parents;‘the most “

impertantxvariable &etermjning ceping outhnekmEQ\have |

| simply been the fact that relapse did not occdg; thereby
\\\ spar1ng the fam1l1es from further tests Z}xfﬁeir coping

\ ' t : b ) }' ‘t
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abilitieg. The presence of further stressors could have 1

strained the situation sufficiently to have more clearly
.demcnstrated the;weaknesses of ‘the “not'talktng abbutﬁit"f

" coping strategies Used‘by every family. yhile avoidance

‘ responses can serve adaptive purposes 1n helping family °
members cont1nue to funct1on 1n stressful circumstances.

" they also can isolate 1nd1v1duals w1thin the family at a
time when they most need each other. It appeared that the

not talK1ng about 1t“ coping strategles which helped the

parents.avo1d dwelling upon unpleasant potentialities may
have'had the.dnintended side-effect of leaving the well
siblings'uninformed and unsupported in their copind |

'effortsl\ In some cases, the siblings'responded:to their
uninvolved status by’assumtng that, "No6 news is good -

news'. In other cases, however, half-answered quéstions

' and unvoiced worries left the siblings feeling Xious,‘

frightened, and confdsed_for varying periods_ f time after
the diagnosis. h

It is widely accepted in the nursing literature that

open, honest commun1cat1on is a cruc1a1 component,of
(;ﬁ ﬂe@}eciive fam1ly coping wwth cr1s1s and serious disease
| (Share, 1972; Mott, Fazekas, and dames. 1986) . However,
given their own uncerta1nt1es and need for stress
reduct1on. talking openly with their children about
‘leukemia may be a d1ff1cu1t task for parents e

(Featherstone, 1980).. Consequently, nurses may have an

A
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_important role in assisting parents'to communicate more e

effectively with" their well children about childhood
leukemia. Suggested qyrsing interventions related to
communication and other aspects of sibling and family

~coping with childhood\leukemiaiare outlined below.

It is, 1ikely that parents will be better able to
‘share information.and feelings with thsir children if they
Teelkadequately supported and informed themselyes. The
parents'stressed'the importance of havih ‘an "honest”
do¢tor whoﬁcould.be truSted-to-answer‘their questions
‘fully. They also appreciated the ongoing awailability of
a concerned health-care team who were willing to listen.to,
their fears and discuss Qeneral issues related to
childcare, ‘school, family interaction, and so on. Some

”dhe support of similarly affected parents

“(in thexhospital or through organizedqparentﬁsupport
groups) to’be valuable. Ome mother stated that the
various scientific and research‘artﬁcles sheirequested'
from_the healthecare team had provided a source of

background information to which she repeated

Yurned for
insight and guidance. Obviously, having a/ healt -care
‘team available with the time, Knowledge;lahd listening
skills to provide ongoing practical and emotional s port’
for parents is one essential component of -assisting
families to cope effectively with childhood leukemia. A

"complementary second component is devising means to
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. 1nclud1ng nurses: ,J

'hesitation need to be identified and addressed. The

towtnetrﬁqnljdren _However ,/ some had felt some

- siblings’ vcognit1vesabilit1es improve. L.

-4
provide similar support sources for the well sibtings,

s through the 1nformed actions of their parents and others,

1

~4

I

In order to be able to promote p051tive adaptation in

184

L

their well chinreﬁ parents nust be 1d¥ormed early of the _

" need to talk opeHly ~with them about the meaning and
o lications of the leukehta*diagnosis.‘ Concrete’
-suggestions and examples (preferably written, for ongoing

referenCe) should be given. and sources of parental

‘1nterviewed parents ‘had:all been well- informed of, the

1mportance of expla1n1ng the d1sease and its ram1f1cat1ons

er,

unéértainty about how, when, and to what depth to'caray
these explanatlpns ~-In order to decrease th1s typa of

confus1on nurses could use the results of this study to )

';explain to parents how ch1ldren typ1cally perceive and

asSess their siblings’,leukemiaga This information cduld

be supplemented with other research findings about

children’s typical undérstanding of sickness and'death at.
various ages. As'well}as encduraging parents to stiudy
spébially written reference books with their ch11dﬁen,

printed examples of age- appropr1ate explanatlons could be

1

"used to 1mpress upon them the need to co?t1nuefup datvng ,

1nformatlon as disease circumstagces change aﬁd the

" T n"

-

w
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Parents were able to discuss soffe basic scientific

information about the leukemia with' their well children.
but they had difficulty in ‘talking about disease-relafed ,
emotions or fears with them.  In order to reduce the
resultant emotional isclation -experienced by the siblings.
parénts need to be encouraged to discuss feelings as well
as facts with their children- and to realize that siblings
will often not voice" theﬂr inner concerns unless directly
ashed. Parents need to be aware that well siblings may I
express their worries in various unspoken ways. such as
nightmares, stomach, upsets, withdrawal, and behav1ours’
changes. While 1n1t1at1ng talk with children about their
-feelings on such an emotion laden topic is not easy, ot
parents may be encouraged by the following adVice of two
informants: |

(From a parent ) Knowing what we know now, about how

they (the well 51blings) were feeling at the time. it

, would have been better 1f we (the parents) had .

——

. 1n1t1ated talK about 1t (the pos51bility of death)
- (From a stbling: ) *hey should have told us more . And
' maybe we could,have helped out, instead of Keeping

every thing to themselves...After all, he's ‘our

* brother, too.,g

DRSS

:ﬁMost of the siblings agreed that "open” communication
was a desirable family characteristic .and a benefjicial

family response;to.fhe-crisis of childhood leukemga. To

FERS
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‘designated and trainedFu(?ﬁﬂ&'
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conduct such "open" communication, however, parents may

need specific information from nurses\about effeotive

listening and teaching techniques If\use'of these

vtechniques proved to be unduly taxiog or thraatening for

some parents, similar information. support, and

counselling functions oph,gb‘g&carried out by a specially

organized sibling support group The in“3 o "

Knowledgeable nurses (or others) could be especially

* ‘useful to children at stressful times when parents are

usually pre-occupied; such as while waiting in clinic,

playrooms.]istening to their siblings undergo painful

" invasive procedures. Special child-oriented group tours

of clinic facilities, .including opportunities to

help sidiings and their parents anticip

“practice" and ask questions about common diagnostic and
treatment procedures, could help to make siblings feel
informed, involved, and less frightened of what their

leukemic brothers or sisters are experiencing (Cunningham,

Betsa, & Gross, 1881; Kramer' & Moore, 1983;1McEvoy,

Duchen, & Schaefer, 1985) . - | -

Finally, information from this stu#y could be used tog

L

ate and understand

the responses of various family members to living with

childhood leukemia. It could serve as a means of
emphasizing to parents the great importance’ children‘

attach to maintaining equality amongst the siblings", and

——



';knowtedgeable and concerned health-care team, it is

} . ‘
to suggest‘Various wéys that this could be'décomplished.

The balancing-the- demandg,framework permits analysis of

‘rbmily coping strategies as predominantly protection or

normalizstion-oriented..qu provides rationales for

concerns about extreme reactions noted in either

uzdirection .Mos t importantly, however , results from this

study could be used to assure family members that . by

, combining their caring efforts with the skills of a

'~ possible for the i1l child and his/ her fam#?y not only to

surv1ve“‘¢h11dhood leukem1a but to grow and become

strengthened through the experience.

187
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Appendix A

Types.of Sibling Response to Chronic Childhood Illness, .
o As Reported in the Literature . K
(Number of reviewed references citing response

ligted after each entry.) |

Psychosomatic Disorders:

a. Increased incidence of physical illness (8)
b. Abdominal discomfort (2)

c. Symptoms similar to .the 711 child's (2)

d. Enuresis (4) o J

e. Sleep disordérs and nightmares (6)

f. Eating dispfderii53)

&

. School Problems:

General (4)

a
b. School phobia (1)

)

c.. Decreased academic performance (8)

Q

Impaired cognitive abilities (2)

m

motional Problems:

Increased anxiety (9)

o o

Jealousy and resentment (15)

c qureased fear of i Iness/0Over -concern with own body (%)
d. GuiTt (8)

‘ e. Depression (5)

f. Psychiatric problems (3]

'g. Separation anxiety (2)

h

."Negative self-esteem/poor self-concept (7)
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. 5.

Behavioural Problems: .

a
b.
c
d.

e.

f.

Positive Responses:

a.

b.

Social withdrawal and isolat9Oh (9)

Delinquency (3)
Talk of‘suicide'(1)

Generafw(4)

Well-adjusted (7)

Greater maturity and increased sense of resgons1b111ty

(3)

Increased tolerance and altruism (3)

Assists with i11 child (4)

Improved relationship witk parents (3)
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Appendix B

Chronic Childhood 1
As Described in the Literature
(Number of reviewed references citing factor.
. - listed after each entry.)

. Factors lnflbencin?d51blin?] q:fonse to
ne

L

Factors related to thé ill child:
‘a. birth order (4)
b. age (3).

c. gender (2)

.- Factorg related to the sibling:

a. birth order (10)

b. age (7] '

c. gender (8) o >y,

d. personality characteristics (4)

e. pypical response to stress. (4))

———

Factors related to the family: | o

a. family structure and roles (3)
. .
b. response of the parents to the illness (7)  ;

c. socioeconomic status of the family (4)
- d. ethnic/religious background of the family (4)

e. typical family response to stress (4)
f.. family size(2) )

- |
g. = presence of other -ser ious 111nesses/stressor§ in thg

family (1)
h. social ;isqlatiohfof‘the family (5) \ \
i. 1ncﬁeasédie2peCtgtions of the well-siblings (5) - —elx
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(

EgctorsAﬁelateq to thg,digggggf

a
-b.

o Q O

-ty

type of illness(5)

perceived social stigma of the iilness (5)

management requirements of the illness (3)

visibility of theé condition (5)

'abiTity to control the illness (1)

prognosis (3)

imgact on body- 1mage/self concept of patient and/or
s\

ling (6)
D
severity of the illness (4)
treatment side-effects (2)
duration of the illness (1) -

stage of the illness (2)

P
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Information Seﬁt to Families.
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Graduate Office,
Faculty. of Nursing, .
., University of Alberta,
V.., Edmonton, Alta. T6G 2G3
War.20, 1986.

Dear Mr. and Mrs.

First.” et me say thank-you for agreeing to consider
participating in my study. | realize my topic is a sensitive and
sometimes difficult one, and | appreciate your willingness to

~allow your: family to discuss it with me. My belief is that. this
study has the potential to contribute to better understanding and -
nursing care o?ffamilies where a child has survived cancer.

For your .nformation: I have enclosed thé following
documents: .

1. A ?aief description of my study, incAuding 1ts objectives and
method; ' ' '

2. Sample consent forms for participating adult and child fagily
members. (Please read these forms carefully, and have yo
children do the same. Child consent forms must be signed by,
you or your husband for your children who are under nineteen

- years of age. Extra copies of these forms are available so
| that we can each retain one for our records.)
-3+ Demographic data sheets- which ask for basic descriptive

: \\ information about your family. (I will use this information

to ‘understand differences or similarities in the responses of
the families being interviewed.) Please fill out this form.

However if there are any questions on the form you would

rather ot answer, please just leave them blank. - .

Please do'not hesitate do call me at any time at my home
number of 43 . (1 am home most days and evenings.) Once
again, thank-you for your attention to this matter. I look
forward to speaking with you shortly. " ,

Yours truly, u |

\ Kathleen M. Brett, R.N., B.S.N.
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| .. DESCRIPTION OF THE STUDY t

o

, The f ocus of my study is how children ad just to lleg with a brother or sister who i is a
—-long term survivor of childhood cancer. It is well known that the period of diagnosis and treatment of
‘childhood cancer can bea difficult time for all family' members, including the siblings (brothers and
sisters of the ill child). However little is known about’ how children readjust. over time as their ili -
~“brother or sister recovers and survives the disease. Studies of chrld’r‘en ‘with chronically ill or
o handrcapped brothers or sisters show. that some of them demonstrate long-term adjustment difficulties.
- Itis not clear however whether these results have any rmphcatrons for brothers and sisters of ™
<< childhoc ,éancer survivors, as there are important differences. between the f‘amrly ‘experience of miental
f 'retardatro or Juvemle diabetes (for example) and that of childhood cancer. Therefore the primgry aim
.. of my prOJect is to study how famrly members describe: the response of the "well™ brothers and sisters
“to living with childhood cancer for an éxtended period. I am interested in information about how it
“feels to be part of a famrly where one member-has survived childhood cancer, how these feelings and

B _reactions have.changed over time, and what factors in the individual child, the family, and the situation

- ‘appear fo have affected the sibling's response. I believe this information wrll eventually assist nurses o
- provrde more ef chtrve long-term care to l‘ amrlres of. chlldren wrth cancer. ‘ '

: o In order to gam msrght mto my chosen toprc l would like to interview all f amrly members. age
ten and over (mcludmg the formerly ill child, if old enough) in selected families with a child whoisa -
long-term cancer survivor. I would interview each person individually, on approximately three separate -
occasions. T would ask- questions about the general family experience with childhood cancer (as it may

' “ " -have-aff ected the brothers and sisters), and about the specific responses and perceptions of the brothers

- and sisters. In the first interview, I would concentrate upon clarifying my understanding of the family -

. and mdmdual experiences with childhood cancer. In the two subsequent interviews, I would ask more

: specnl‘ ic questions about the types of sibling and famrly responses noted’and about the factors which =

- may have affected these responses. For example, I would ask edch person how family life has changed s
. for them since the diagnosis of the cancer. 1 would ask whether there- has been any change in the overall = -
- ~health, school perf: ormancey. sqcial activities, or behaviour of the brothers and sisters since that time.
- -waquld also be:-interested in knowmg about things that have made life easier (and tougher) for the
*~ family in‘general and the: siblings in partrcular since the time ‘of diagnosis. Fmally I would ask about a
variety of specific factors whrch earlrer research suggests may af fect a brother's or sister's response to’
the situation.. . .- i N

_ Should parents (artd thetr chrldren) agree to partrcrpate in: the- study. I wrll telephone them o
- desdribe the study again and to make arrangements to meet with them at their home (or some other
~-convenient location). Before the visit, I will ask the parents to fill out the enclosed demographic data -

" sheet. I will also ask them to carefully read the enclosed consent forms and discuss their contents with
- ._their children whio are age ten and Gver. I will then'meet with the parents at the pre-determmed time to..

“discuss the study and the consent forms, and to arrange individual interview dates. I will assure all

~ family members that their particpation is strictly voluntary and that all information will remaif

R *conl’ idential. 1 will also assure them-that this information is being collected solely for scientific

purposes and will not affect their relatrons wrth the Cross- Cancer Instttute in any way.

| antrcrpate the individual interviews to average aboul' gtrty to forty-five minutes (f or

- chtldren) and sixty to seventy-five minutes: (f or adults) Eath interview will be tape- -recorded in order _

- loaid analysrs of the conversauons :

Lt
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| CROSS CANCER INSTITUTE . %

: . ' - NORTHERN fALBERTA CANCER PROCRAM - .
ALBERTA g : ‘
- .CANCER C Fa i "
BOARD , R A o |
. ©° . UNIVERSITY OF ALBERTA FACULTY OF NURSING

Project Title: Childhood cancer as chronic,digease:

', The impact on,sibfings. . & *
Investigator : Kathleen M. Brett; R.N., BS.N.;
o Graduate Office, Faculty of Nursing, ‘

* Clinical Sciences Building, University of Alberta, .

- Edmonton, Alberta. T6G 2G3 (Home phone no.:439-3874)
Supervisor: Dr, E. Davies, RN, PhD. (On sabbatical) - , :
Aller'pa’te Supervisor: Dr. J. Morse, RN, PhD, PI}D. Office phone: 432-6250

~* .~ " 'INFORMED CONSENT FORM (CHILD)

*"Purpose of the Study: The purpose of this study is to investigate the experience of childreri who are
brothers and sisters (siblings} of long-term survivors of childhood cancer. It is anticipated that the

_results of this study will provide groundwork: necessary for further research on strategies nurses and
parents can use to help brothers and sisters adapt to this sometimes difficult situation. (For more
detailed information, please see attached "Description of the Study" sheet.)

&
B 4

~ Consent: This is to certify that I, 2 e __ have given .
~ consent for my child/children: R ‘ ‘ ‘ S

" to.participate in the research study outlined above., It is my.understanding that I have given Ms. Brett
permission to talk privately with my child/ children in our home (or another place agreeable to us all).
~Tunderstand that three interviews, scheduled one to two weeks apart, will be held separately with each
“-of the above-named children. I give permission for these interviews to be tape-recorded and for the
tapes (with all references-to family name removed) to be stored for three years in a locked cabinet (to
. permit possible further analysis at a later date by Ms. Brett). It is also my understanding that:
L. although the l'eriéth’ of interview with my child/children will depend on his/her tolerance, the
. average interview will likely last about 30 to 60 minutes; IR '
=2, my child/children will: O - e ER
’ a. - not have to-talk about any subject he/she-do not wish to discuss; and R
- b, beassured that the content of his/her/their discussions with Ms. Brett.will be held in
- confidence . However, my child/children will be.free to discuss such content with myself,
- my spouse, or-whomever he/she/they please(s); - e R
--3. 1, my spouse, or my child/children will be free to terminate the interview at any time and to
- withdraw from the project at any time; PR S
- 4. my child/children’s name and the name of other family members will not appear in any research -
_ report; f ‘ : - .
‘5. my child/children may not necessarily directly benefit from participating in the study: and
©+ 6. ' my child/childfén may suffer some emotional discomfort if the interviewing revives painful
: memories and/or feelings. However, I realize that any interview will be stopped immediately if.
the child becomes upset. Constructive support by the researcher and/or the Nurse Counsellor of
the Pediatric Oncology Team of the Cross Cancer Institute and/or Support Sefvices of the Cross
- Cancer Institute will be available to any family member who requests and/or requires it. ; o ,
. T have been given an opportunity to ask whatever questions I desire of the researcher, and have hadall - -
.these questions answered to my satisfaction. R : R P ’ '

: . . \
Date:___ B Signature: __ |

 Relationship to subject:

Investigator:

111560 UNIVERSITY AVENUE, EDMONTON. ALBERT A € ANADA T6(, 122 @ (403) 432-8771 |

;o



v

4 (l‘ | - 'CROSS CANCER INSTITUTE | T 08
0'0 P NORTHERN ALBERTA CANCER PROGRAM
ALBERTA ' |
BOARD | o
. UNLVERSITY OF ALBERTA FACULTYOF NURSING = .
'INFORMED CONSENT FORM (ADULT). 4 ‘

Project Title:Childhood cancer as chronic disease:
The impact on siblings.
lnvesugato ‘Kathleen M. Brett, R.N., BS.N,, ‘
-Graduate Office, Faculty of Nursmg, i
- Clinical Sciences Building, University of Alberta, s
Edmonton, Alberta. T6G 2G3 ‘
(Home phone no.: 439 3874)

gt e ¢ e R

Su rvisor: Dr. E Davres RN PhD. (On sabbatical)
Aleernate Sumrv:sorl Jan.-June, 1986: Dr. J. Morse, RN, PhD PhD Offrce ph@e :432- 6250

- Purpose of the Study The purpose of thrs study is to investigate the experrence of ch dren who are
" brothers and sisters (siblings) of long-term survivors of childhood cancer. It is anticipated that the

‘results of this study will provide groundwork necessary for further research on strategies nurses and
parents can use to help brothers and sisters adapt effectively to this sometimes difficult situation. (For
more detailed mfotmatron _please see attached "Descnptron of the Study" sheet.) ‘

~Consent: This is to certif ythatl, = = ‘ - consent to
parucrpate in the research study outlined above. It is my understandmg that I have given Ms. Brett
permission to talk privately with me in my home (or another place convenient for me) on two or three

_separate occasions, scheduled one to two weeks apart. I give permission for these interviews to be

~tape-recorded and for the tapes (with all references to family name removed) to be stored for three
years in a locked cabinet (to permit possible further analysis at 4 later date by Ms. Brett). I also give
Ms. Brett permission to quote, report upon, or (rf specifically requested) to tape-record social family
interactions that she may.witness or be involved in outside of the interview situation, provided that she
requests specific verbal consent from me and/or my spouse prior to or during each.such interaction. I
understand that 1 .will be asked to fill in a "Demographrc Data Sheet ", supplying basic information
about my family. I give Ms. Brett permission to include relevant detarls from this questionnaire in her
final report on the understanding that specrf ic pomts which could identify my f amrly will be removed.
It is also my understandmg that:

- 1. while it is estimated that the average interview will last about 60 10 90 minutes, I am free to

2 ' terminate any interview at any time;

S Lwill: - AR o
a. not have to talk about any- subject I do not wish ‘to drscuss and &

b. be assured ‘that the content of my discuyssions with Ms. Brett will be held in conf idence by
Ms. Brett. However, 1 will bé free to discuss such content with whomever I desrre
I will be free to withdraw f: rom the project at any time ;
my name and the name of other family members will not appear in any research report
I may not neoessanly directly benefit from participating in the study, and
I may experience some emotional discomfort f: rom painful memories and/or emotions revived by
the interviewing. However, I am aware that constructive support by the researcher and/dr the
.-Nurse Counsellor of the Pediatric Oncology Team of the Cross Cancer Institute and/or Support
Services of the Cross Cancer Institute is available to me or any member of my family who may
become upset during the interviewing involved in this study.
I have been given an opportunity to ask whatever questions I desire of the researcher, and have had all
these. questlons answered to: my satisfaction. I am aware that the researcher will send me a summary of
- /the study results ;f I so request - :

cnaw

Date - ! sigtture:
/f Investigator: '
I - 11560UNIVERSITY AVENUE EDMONTO\J ALBERTA CANADA 16(, 122 (403» 432-8"71 v
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DEMDGRAPHIC DATA SHEET .

Vg

Dear parent(s): Thank you for f\lllng out the following data .
sheet. The purpose of this, sheet is to gather information about
factors which may influence sibling response to childhood cancer.
The information you provide will be regarded:as confidential). (If
you do not wish to answer a particular question, simply leave it
blank.) Reference to this information in any published report

will be made in such a manner as to prevent family

identification.

1, Please list the first name, age, and grade of each child in
your fam1ly, _ . .
. Name ) . Age Grade

fad 4

B S =
2. Please indicate your marital sthtus: o
Single
. Married, ,
Common- I
D1vorceda(\\‘w _\
‘ Widowed S
3.Please indicate your occupations: -
Father's: , . : &
Mother s: ' ‘

b

| 4 Do any extended fam1ly members live in the home with you’I
____Yes - No
If so, how long h have they 11 ved w1th you?
' 5. What size of community do you live in? <
_ : s than 5000
80 to 10,000,
20,000 to 50,000
: : 50,000 to 100,000
‘\ : More than 100,000

Ill

6. What is your'fam1ly s ethnwc background? .




7. What is your family’'s religion? o 210
, Catholic : :
Priotestant ‘ '
______J@wish

heist or agnost1c
Other:

8 Would you describe the role of religion in your fam11y as:
____ Not important
—____Somewhat important . .
Important ‘
Very important

9 Your total taxable family income last year was‘
o Less than $5000
S $5000 to.$10,000
$10,000 to $20.000
$20,000 to $50,000
More than $50, 000

10. About your child who wasﬁdlagnosed w1th cancer: _
‘ What year was your child d1agnosed with cancer?

What type of cancer was it?

Is your child currently off-treatment for his/her
cancer?

If your child is off-treatment, how long has he/she been
~of f- treatment7 :

THANK YOU FOR YOUR INFORMATION! -
‘ -Kathleen M. Brett, RN, BSN

";i



Appendix D

Pre-determined Guiding Questions .
( Related to the factors and responses outlined {
in Appendnces Aand B)

Note: In the qhestions below, X ref ers to the child with cancer and S refers to the sibling.

——--A. Types-of-Sibling-Responses: —
1. Psychosomatic disorders.
a. Questionsto S.;
In the early days when X was sick, do you remember how your body felt? Can you
describe those physical feelings to me? How long did they continue? (Can you remember
‘ any changes in how well you slept? Ate? How long did these changes continue?)
b.  Questions to the parént:
- How was S.'s health, generally, bef ore X got sick? Did this change at all after-X got sick?
Can you remember any particular health problems S. developed? How long did they last?

P . —{Do you remember any changes occurring in S.'s sleeping habits? Eating patterns? Doyou
e, o remember any bed-wetting starting?) :
2. School problems. ’ ‘ ' ’

a. - Questions to S.:
Tell me about how things went for you at school af ter X first got snck Did it make a
difference for you there? (Did your grades change? Your attendence? Your attitude 1o
school?)How are things now for you at school? Have things changed f rom when X first
. got sick?
b. Quesuons to the parent: s
- Did X's illness seem to affect S.'s school-work or school life in any way?® (Af ter X first
got sick, do you remember any changes in S.'s grades? Attendence at school? Attitude
N towards school" How long did you notice these changes conunumg" What is the sxtuauon
‘now?) *

3. . Emotional problems.

a. Questions to S.:
Can you describe your feelings in the early days when X Tirst got sick? (Can you remember
what thoughts you had about X at the time? About your parents? How did you f eel about
yourself at that time?) And as time went on, and X was home sometimes and getting his
treatment sometimes, what were your feelings then? Do you have some of those same
feelings still? Do you have them a lot? (Do you ever worry about getting sick yourself? Do
you think that thereis a difference in the way your parents treat you and X, because, he

¢ once was sick?)

b. ®° Questions to the parent:
Can you describe S.'s emotional response in the early days of X's illness? (How did he
respond to you? To X? How did he/she seem to be feeling about himself /herself?
Examples?) Did you have any concerns about S.? Have you noted any long- lasung
emotional effects or changes in him/her? How would you describe h:s/her general Fa
emotional state today? ' _ .

4, Behavioural problems. ' '
2. Questions to'S.:
(How did your friends respond when X got sick? Did your relationships wnth them
change? How? Has it stayed that way? What about your relationship with the rest of your
. [o] N N .
—
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family? When you get (or got) those feclings you were talking about before, what do you
do (or did you do) to try and make yourself feel better?)
b.  Questions to the parent: ‘ . ‘
Did you notice any behaviour changes in S. after X. got sick? Describe these changes. (Did
you notice any difference in how S. got along with his friends? With the rest of the -
. family?)"How long did thése behaviour changes continue? ‘ :

5.  Positive responses.
a. QuestionstoS.: ‘ .
Cén you think of any ways that X.'s illness has helped you become a better person? Has it
been a good thing for you and your family in any way?
b.  Questions to the parent: ]
- Can you describe the ways, if any, that S. has benefitted from living with childhood cancer
in the family? What positive changes have you seen in S. that might be related to this °
experience?

B.Factors that may affect sibling response: - .
1. Factors related to the ill child.
a, Questions to S.: . ‘ - ,
What difference (if any) did the fact that X. is older (younger) than you make to the way . -
you felt about his/her sickness? . " :

b... Questions to the parent:

(As above.) o ‘ :
2. Factors related to the sibling. & .

a. Questions t0 S.: ' ‘ .
Did you notice a difference between the way you responded to X's iliness and how your
older(younger) siblings did? Was there a difference between how you reacted and how
J.(sibling of opposite sex ) reacted? Is there still a difference now?

b.  Questions to the parent: - .
Have you noticed a difference in how the siblings older than X. responded to his/her
iliness as compared to those younger than X? Have you noticed a difference in the,
response of the girls compared to the boys? How has S.'s personality made a difference to
his/her response (if at all?) ‘ ’ .

3. Factors related to the family. Lo ' 5\

a. Questions t0 S.: o : .
Can you think of any things about your family that made you all react to X.'s iliness the A -
way you did? (For example, did your religion make a difference? Your neighbours and
friends?) Describe t6 me how your parents reacted to X.'s illness- at first and now. How

. does their response make you feel? ‘ : . .

b.  Questions to the parent: S -

How do you feel your response (aud that of your spouse) to X's illness has influenced S.'s
response to it? What other things about your family may have made a difference? (Your
religion? Family background? Friends and neighbours? Other problems to deal with?)

4.  Factors related to the disease. -
a.  Questions to S.: ' . _ 4 '
) Was there anything about X.'s illness itself that made a difference as to how you felt (and

feel) about it? . . : .

b. © Questions to the parent: . : '
Was there anything particular about X'x illness that seemed to affect how S. reacted to it?
(For example- the hair loss and weight gain? Special feats about the word cancer?
Awareness of the prognosis?) L ‘
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~SrAppendix E \‘
S;mples“from Code ) ;

"qu&lity in the Family"
0 .

1. Mr. A{ "Yeah, like I said] if yoU’re sick that's
fine, but eS;rybody’s got to be equal.ﬂ You have to live
with it." o

Mrs. A:'fYés. for the rest of the faﬁily as well as her."
Mr. A: ?Yeah, 1{Ke we have seven of us here. And if one

of us take different, what's going tozhappen,to the rest

of us?"

Lol

2. Sibling froﬁ A family: "No favouritism at a]l..;Mi
parents wouldn’'t do that. [ Know that for a fact.
...Thaf’s just the‘Way they are...Everyone treated
equal... 1f somedne'whoever did anything wfong, they got'
heck for it. And even if Carol,‘ you know, did@sométhingg
w;ong, they were sure to méke sure that she got scolded or

whatever. She had to do her homework and everything. .

. ..My parents they would never, ever show favouritism, you

know. It's always everyone's equal. Which is gréat, now

‘that ] think about it."

3; Sébling,fromiB family: "What I thought was that’she
Awas‘just being treated the same.}.liké. as w;th my other
brothé; and me, she wouldn’t bevtreaﬁed more favourably-
-like,QUOfé? be more the favourite to mom and dad then we
were...She’'s a member of the family; I1f there’'s something
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that needs to be done, she pulls her own weight. And if
she didn’t..."
Interviewer: "She'd get it from you guys?"

Siblthg: "Yeah- or mom and dad "

4, Sibling from B femily:‘"That’s whet my mom and dad
said when they"found;out that my sister had leuKemia- thet
the doctor said to tell. them not to favour her or
anything, because she’ 1) become the favourite and she’ 1l
never..grow out of it. éo. she hasn’t beeﬁ favoured or
anything. Nothing like that...Cause it's share and share
\%like,‘and everything for all... 1 tike that tﬁere’s no

favouritism, and that it's always sharing."”

5. Sibling from C family: "For awhile there Iptﬁeught
that maybe they were treating him special and that
everyone was buy1ng him th1ngs and that we were belng left
out. But after a while my parents explained to me that he
does need that stuff ‘ cause he can’ t do}the things that we
do. And-that he did have to go throuqﬁ the ﬁeedles and
the medicine and he needed something to'céeer hiﬁ up. ..
For awhile vaouldn't accept that, but after awhile, 1 got
to understand that thjngs were beeoming back to normal.

He could do more things and‘tﬁey weren’'t buying him as

many things and people weren’ t coming to visit to see him
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so much anymore. And everything just seemed tovgo back in

place.... In that time, our parents tried to treat each

—  one equally after they knew that he was pretty ‘safe and
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that."

6. Sibling from D family: "Like they don't treat him like *
he's a little baby. Or like he's a special one or

anything. We get treated mostly the same. ...We're all:,l'

b

don’t know, equal... No one in our family's treated

'different than the rest.”

7, Mrs. "D: "Well, after he got sick, we pulled him out
of the hockey. And then that didn't seem quite fair, so

we pulled them all out."

8. Sibling from D family: "No one gets treated
special..:We're all pretty much the .same. Since he had to

start on the diet, we all did, too...Yeah, we're-all

equal."- - \



