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-ABSTRACT

‘e

&

Childhood cancer is no longer viewed as inevitably fatal but
rather as a chronic life-threatening illness. Child cancer‘
patients and their families are now faced with longer phases of
treatment and an inability to pregict the future. Beyond a
general recognifion of the potential hardships they =must endure,
we know very little about the psychosocial consequences for the
families of children who are surviving cancer.

The present stuqy was 6esigned-to assess whether théﬂ
presence of chtonic‘straié, as experienced bx;families of child
cancer survivors, is associated with a) increased psyégoldgical“ _
distress, as measured by levels of depressiodoand~an£iety In the -
;;;g;;s or b) lower family adaptation, as-measg}éd bQ.ievelgmbf
functioning in the family and by marica{_adjustment. The akility
of certain personal and social resources tq'modéfate‘the'_
association of chronic strain Qith.psyqpologicai‘distress and

~

family adaptation was also assessed.
. Ouﬁcomes for survivors' families wer; éssessed by ds}ng a
matched comparison sample of parents whose°children have never
experienced a chronic: life-threatening illness and who lived in
the neighbourhoods of the survivors' families. A total of 143
parents (B0 mothers and 63 fathers) of 80 cancer survivors and
151 parents (79 mothers and 72 fathers) of 80 healthy children.
completed self-administered questionnaires. .

Overall, the families of cancer survivors were not found to

be at higher risk for psychological distress or family,

-

iit




“

dysfunction than families with healthy children. The
relationship of chronic strain with psychological distress was
observed under the condition of low levels of experienced social
support, however. Social support appeared to buffer the effect
that chronic strain had on depression in fathers and on anxiety,
in mothers and fathers. Parents of child cancer survivors may\
. o - .represent approporiate targets for intervention, if, the assumed
!—- .. ‘dir'éct_ion ‘of the relat_iohshj.ps found bere can be confirmed

through longitudinal resegrch.
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CHAPTER ONE

IRTRODUCTION
1.0 Qverview .

The past thirty years have resulted in substantial

b3

improvements in the prognosis of chud..'calncerf. patients. It is no
longer the case that the diagnosis of catcer in a child is
synonymous with a death sentenée. 'Bqtk_x_pat‘ientﬁ and their
families are now faced with longer phases of treatment, an
inability to predéct the future and consequentlyj) with a set of
new and complex problems of both an emofional and a practical
nature (Johnson et al., 1979; Ragen-Goodheart, 1977)."

. »

Beyond this general recognition of the potential hardships

they must endure, we know very little about the psychosocial

consequences'for the familfes of ch'ildren who are surviviné
capcer. The increasingXnumber of pediatric‘ cancer patients who

survive disease-frée forsgubstantial periods of time reqhites

. X ™,
that health professionals and ¥esearchers take a serious look at
the psychqsocial consequences that thée chronic nature of suel

illnesses ‘have for families of children surviving cancer and at .

the factors that may\affect the well-being .o'f .Athese ‘families.

4
N

The success of interventioh‘ ‘efforts to improve the quality '

‘of life for such families will be detemined to a large extent by

the oncology teams understanding of the processes by which the

»

expp:ience of c.luldhood cancer may lead to Vatious negative

effects on the family and the factors that may xntervene in the

process. Lmited person.nel and financial zesoutces could be more

efficiently allocated by duecting attention to tbesexfamxlies '
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identified as high risks for maladaptation.

The research described here studied the parents of children
surviving cancer to assess whether they are currently
experiencing psychological distress in the form of elevated rates
of depression and anxiety or problems with family adaptation as
measured by levels of ;ﬁmily functioning and marital adjustment.
Outcomes for sur;ivors' families .were assessed by using a control
sample of-families who had not experienced a chronic life-
threatening illness in a child: The ability of certain personal
and social resocurces to mediate between stress and distress or
maladaptation was examined as well.

This thesis is organized in the following manner. It bedins
with background information outlining the changes that haie
occurred iﬁ-the medical prognosis for various types of childhood
cancer and the medical and psychosocial sequelae for survivors.

The research problem is then presented along with more'coﬁplete

.objectives of the study. Chapter Two provides a review of the

literature on the #peychosocial issues of childhood cancer and an
overviev of two theoretical models, the stress process and family
stress theory. 1In Chapter Three the.research questions to be

addressed are piesented. Chapter Four gesc:ibes'the method used

in the study including the samples chosen, selection criteria,

and 'participation rates. Details concerning measurement are

outlined in Chapter Five. In Chapter Six the results of the
3 - . -
study are presented and Chapter Seven offers a discussion of

these results and their implications. ) ‘

. T«

ro

L st



(Fernbach, 1973). Recently, however, sixty percent of such

i.l Background
l1.1.1 Improvements in Progngsis.

.Childhood cancer is no longer considered inevitably fatal
but is viewed asm a chronic life-threatening illness. Although
cancer still represents the second most péevﬁlent cause of death
in children after the neonatal period (the first being accidents)
(Si1egel, 1980), recent successes in the a:eatment of childhood
cancer have produced substantial‘improvements'ih the prognosis
for such children. It has been estimated that, of the
approximately 144,000 white children in the Unitéd States
diagnosed with cancer at ages 0 to 14 years from 1953 to 1979, 31
percent were alive in 1984 (Mandelson and Li, 1986).

'In a study of cancer m&rtality amodq children in the United
States using death cer;ifiéate.diagnoses,_uiller and McKay (1984)
reporked a dramatic decrease in rates from 1950 to 1979,
especially in the latter half of the inter&al. According to
their results, /the numbers of deaths of persons younger than
fifteen years, "1965 through 1979, as compared to the number .
expected at 1950 rates, fell 50 percent for leukemia, 32 percent § //;7
for Non-Hodgkin's lymphoma, 80 percent for Hodgkin's disease, 50 :. :z.‘s
percent for bone sarcoma, 68 percent for k1dney cancer, and’ }l* S

j,v ¢
percent for all other cancer" (Miller and McKay, 1984.1567). o

. Thirty years ago many types of ch’ldhood cancer such as
lymphoblastic leukemfa were classified as acute terminal

illnesses with a median survival of three to six months

patients survive for as long as five years after diagnosis and
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increasing proportions survive, free from disease, for ‘ten to

twenty years after diagnosis (Hammond, 1978).

Similarily, advancements have also been made in the
treatment of some of the malignant solid tumours such as Wilm's
tumour,- Bodgkin's disease, rhabdomyosarcoma and osteogenic
sarcoma. Fifty percené of Wilm's tumour patients now have a ten-
year sur§i¢al rate, sixty percent of those with Bodgkin's disease
have a five-year surbival rate, fifty percent of rhabdomyosarcoma

patients have a four-year survival rate and fifty percent of

osteogenic sarcoma patients have a five-year survival rate (Kung,

-

1981).
1.1.2 Medical and zgzcﬂgsggia; Sequelae.

The dramatic increase in the potential for prolonged

survival is associated with the prospect of years of treatment

and the anticipation that a normal life span may be possible for

the child--an anticipation tempered, that is, by a great deal of

uncertainty (Johnson et al., 1979). Parents are faced with the

fact that the experience of childhood cancer may result in some

rather serious complications including physical and psychological

impairmeﬁts. In the twenty years after diagnosis and treatment,
cancer victims have potentially lower age-controlled survival
rates (80tf tpgn those in the general population (97%) (Jaffe et
al., 1981).’ '

In a study of the late effects of childhood cancer among 142

former cases who were eighteen years of age or older at the time

of the study, Li and Stone (1976) found that 52 percent had major

' -
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defects in treated 6rgans and 12% had developed secédnd primary
neoplasms. Holmes and Holmes (1975), in a study of 124 chi¥dren
‘treated for cancer who{had survived at least ten years after
diagnosis, concluded that recurrences and the development of
second primary canéer represent small but real risks for the
survivors of childhood cancer. It has also been documented that
many long-term survivors have suffered medical complications such
-as major abnormalities in skeletal growth or development and

reproductive abnormalities due to the delayed effects of

radiation (Jaffe et al., 198l). Another consequence of radiation '

in long-term survivors of childhoga cancer can be dental and
maxillofacial abnormalities. Jaffe et al. (1984) detected such
abnormalities in 82 percent of the 45 :adiatgd patients
;valuated. _As well,” it is anticipated that increased use of
certain powerful chemotherapeutic agents will .l1ead to long-range
complicatioﬁs“such as heart failure and diffuse lung disease
(Hihow et al., 1975;Samuels‘et aiuflﬁ767.*‘ t
Grace Holmes and her associateén(l986) followed up a sample
&of 10Q,cancer patients aged 21 and over who had been diagnosed
and treated by age nineteen and had sgrvived more than five
years, and a matched cont(ol.gample of same-sex siblings. They
found that the childhood cancer survivors had much more
difficulty obtaihing both life and health insurance than did the
matched controls. Similarly, Koocher and 0'Malley (198l) reported
that two-thirds of- their sqméle of sixty recovered childhood
cancer patients indicated that ﬁhey had suff;red discrimination

in their attempts to secure employment, health insurance or life
. ’ »

1
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The survivors of childhood cancer, have also been found to be
at significantly greater riskfor psychological maladjustnent
than are the survivors of chronic childhood illnesses that are

not life-threatening (Koocher, 1984). Links and Stockwell (198S)

reviewed the small number of studies that have reported on the

psychosocial outcomes of survivors and those that focused on the
neuropsychological status of survivors of acute lymphocytic
leukemia‘(ALﬁ) treated with cranial radiation. They concluded
from their review that some childhood cancer survivors have major
psycho;ogical, socia;,‘or neuropsychological problems in
adjustment. ‘ .

For example; Koocher and O'Malley (1981) reported that

approximately 23 percent of the 117 survivors of childhood cancer °

they interviewed -could be considered to have moderate to severe
impairment of functioning dye to psychological maladjustment,
based on global adjgstment\:atings cgmpleeed independently by a

psychiatrist and‘a‘psycholdéist. Also, two of the studies

reviewed found that both’ I.Q. and petceptual motor skills seemed

to have been adversely aifected by cranial tadiation treatment.
These stuydies also showed that chxldren who were younger at the
time of treatment denonsttated greater disability than thase who

were\oider (Headows et al., 1981; Moss et al., 1981).

;’.
i
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1.2 . Statement of the Problem | .

The dilemma experienced by parents is perhaps best
summarized by .Obetz and bis‘ colieagues when describing the
reactions of a group of parents whose' leukemic cnxlaren had been

in remission four years or more: .

- .

The parerits continue to be more aware and troubled
than their children by the potentjal terminal nature of
the illness.  They believe that death is likely or
inevitable yet with the:lengthening of remission they
become increasingly bopeful that a cure may occur. The
haunting possibility of relapse 'is still felt and
several spoke of feeling as if a sword were hang;ng over

" their heads (Obetz et al., 1980 200). .

Clearly,' the families of Chlld cancer survivors have
experienced one of the most stressful life events- tbat a famxly
will ever encounter--the dragnosrs of cancer in a child
(Futterman and Hoffman, 1973). Such an event i'slob&ibusly both
highly undesirable anri uncontrollable. These families co‘ntinue

to live in a situation characterized by ongoing problems and

coricerns that develop out of and linget long after the diagnosis

is made. The nature of such strain has been aptly described as

living one's life under the “"sword of Damocies" (a metaphor for a
strongly coveted good obtained at the cnstfof contrinuing danger)
(Rocher and O'Malley, 1981). The chroni¢ strain expenenced by

families. of child canecer survivors stems not Only from concerns

abou'é the child's uncertain futtire,‘ 'but\also from' the reahty of

‘changes in family patterns of mteractxon and role performance

that inevitably occur in the aftermath of such an eveﬂt_.

At present, we know very little about the psy'chosoc"rgl

o . 0 cy s .
consequences associated with the experiences of -familigs of
: . C
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. child canter patients. Some attempts have been made to provide

descriptions of the problems that éccomgany childhood cancer for
both the patient and the\famxly but the value of {gese research
efforts 1s limited by two factors. '

First, the majority of available studies have been based on
the now outdated assumption that childhood cancer 1s necessarily
an acute and anariabl} fatal disease., As a result, these
research efforts tended to focus on three specific stages of the
illness: the period immediately following initial diagnosis, the
final, ;erminal stage and the period following the child's death.
Clearly this literafure cannot be directly applied to the
families of children surviving cancer who are really a different
population than those upon whom previous studies have focused.
As noted by Links and Stockwell (1985) the needs felt by the
acutely ill child are nBt those felt by the survivor. By logical
extension, Ehe same is also likely to be true of the child's
famliy. These research findings may be useful, however, to ‘the
extent that they may pFovide'a starting point for the examination
of the'plight of survivors' families. Given the serigusness and
enduring nature of the problems faced by families subsequent to
the diagnosis of cancer in a child, it is reasonable.to
hypothesize that these.problems may still be relevant to the
famiiies of survivors. This literature will be reviewed in
section 2.l.

The second limitation of most previous work is that the

-"pbsetvatxons are fragmented and do not stem from any conceptual

(Cel
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framework. Consequently, there has been little or no systematic

-
testing of theoretical models. Some obsefvations in the

\llteragure, however, suggest that both the stress process model

and'famlly §tréss theory may provide useful bases feor

'investxgating_the complex impact that childhood cancer may have

on the families of survivors. “Both of these theoretical models

are discusséd in relation to the present study in section 2.2.

. .
*

-~

1.3 Objectlve

This research project was desxgned to study the parents of
child cancer survivors to examine the psychosocxal conseguences
of dxpériencing such a stressful-lifé circumstance and‘the

factors that may either mediate or exacerbate the stress process.

" The study addresses the question of whetber the presence of
]chronic strain, as experienced by the families of child cancer

survivors, is associated with a) variations in psychological

distress, as measured_by depression and ahxiety levels in the
parents and p) variations in family adaptation as measured by
lévels-of'functioning in the family‘and'matital adjustment.
Outcomes for the péreﬁts of cancer survivors were assessed by
comparing their scores oﬁ these measures with those of a control
sample of parents who, have pot,experienced a chzoﬂic life-
threatening illness in a child.

It is crucial that health professionals charged with the'care
of the chi}d cancer patient and his family ﬁhderstand the patuie

and extent ofvthe impact on the family and the nature of possible

mediatiné factors. Because one of the primary goals of medical

?

‘\O
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teams should be to impiove the quality of life within the
families‘they are servicing, the efficacy o; intervention efforts
depends on the level of knowledge regardiné the process by which
the experience of childhood cancer comes to have negative effects
on the psychological well-being of the family. This study
is an attempt to contribute toward a better understanding of the
stress process that is initiated by the diagnosis of cancer in a

child.
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CHAPTER 1TWO
REVIEW OF THE LITERATURE

2.0 Introduction

In this section, two separate bodies of literaturé will be
presented. To begin, research dealing with the psychosocial
aspects of childhood cancer is reviewed followed by an overview
of the two theoretical mébﬁls chosen to structure t);e current
investigation. ‘
2:1 The Psychosocial Aspects of Childhood Cancer

Previous research on the psychosocial céonsequences of
childhood cancer is of significance to the current study of
survivors' families- for two reasons. First, although these
studies have not considered the stage in which families may
realistically consider the long-term survival of the child, it is
important to remember that survivors' families have lived through
each of the previous stages that have been described in the
literature, from initial diagnosis through the cessation of
treatment. . Despite increased probability of long-term survival,
the majority of people still tend to associate a diaghosis of
cancer with death. Consequently initial reactions to cancer in a
child are still characterized by the shock and grief outlined in
previous research (Johnson et al., 1979). As well, the nature of
many of the problems exgerienced in the early stages of the
illness make it reasonable to speculate that many will remain

unresolved for some time. Second, many of the findings whe

psychosocial literature suggest that both the stress process

I
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model and family stress theory offer appropriate frameworks for

conceptualizing the present study. These findings include

‘instructive ohservations concerning separate components of the’

stress inducing event of childhood cancer.

This literature can be broken down into two major

categories, one dealing with the implications of childhood cancer

for the afflicted child and the other reporting the effects of
the child's illness on individual family members or the family as
a unit. The present work will be limited to the latter
category--the consequences of childhood cancer for the child's
family and the factors affecting the impact that childhood cancer
has on the family.

2.1.) Effects of Childhood Cancer on the Family.

It has been well documented that each stage of the illness
process including iniatial diagnosis, the treatment phase, the
cessation of treatment, and the terminal stage has associated
with it a variety of negative effects on the family as a whole
and also on specific family members. Following initial diagnosis
of the illness, parents typically experience feelings of doubt,
denjal, despai d detdchment and tendencies to overprotect the
child (Priedman et al., 1963; Kubler-Ross, 1969). As well, a
large proportion of parents experience increased levels of

anxiety and depression and other signs of emotional maladjustment

-during the first year of oncologic treatment (Powazek et al.,

1980). Many complain of various sogatic problems including
fatique, insomnia, and lack of appetite (Lascari and Stehbens,

1973). BEvidence has also been presented suggesting that parents
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suffer from an erosion 6f self-esteem as the’;olé of principal
caretaker is transferred to medical professionals (Chodoff et
al., 1964; Futterman and Boffman, 1973; Schulman, 1976).

Following the preliminary stage of shock, a period of
anticipatogy grief is common where the parents begin to prepare
themselveé‘for the possibility of death (Binger et al., 1969).
If the child lives beyond this stage, Green and Solnit (1964)
have stated that a "vulnerable child syndrome® may develop out of
unresolved anticip;tory grief where the life-threatening
experience of the past continues to persist as a dominant factor
governing ongoing behaviour. -

Undergoing treatment for pediatric cancer is a very
stressful experience for the family as well as the patient due to
the radical and invasive procedures used and the potential
physical costs to the patient. Parents must provide informed
congsent for complex treatment protocols after receiving detailed
information about every possible side effect of each drug
(Johnson et al., 1979). Thére are also several reports of
financial strain on the famili;s of children in treatment.
Outpatignt treatment for the child is not only physically
éeﬂ;nd;ng for the parents but the distance to the trnqggent

centre may involveé the expense of overnight accomodations and

‘

necessitate arrangements for supervision of other children left

at home (Evans, 1975; Kagen-Goodheart, 1977; Johnson et al.,
1979).

Another very stressful time for these families is "coming
: 1 - :

- g
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" off treatment®, that is, the elective cessation of treatment

after an extended period of control over the disease. It is
often 'diffic_ult for the patient and his family to believe that
the child will continue in health witBout active treatment
(xaggn-(;oodheh:é, 1977; Johnson et al., 1979). Based on their
exploratory study of .,twenty parents whose .childrenh had completed
chemotherapy treatment for leukemia, Lewis and LaBarbera (1983)
reported that 80% of these parents had strong feelings of anxiety.
at the time chemotherapy was terminated. Parents said that the
reasons underlying their responses were fears of possible
relapse, uncertainty about the correct period of time during
which the child should receive medication, and negative responses
to the thought of severing contact with hospital staff and other
parents with whom they had shared some stressful experiences.
Re~entry of the cancer patient into the home may also be
problematic. Although the family is feunited it cannot fully
resume its pre-crisis routines *because the child will still
require special attention including‘ frequent trips to the
hospital for check-ups. As parents co.ntinue to focus much of

their time and energy on the chronically ill child, jealousy is

often a problem among the siblings (Kagen-Goodheart, 1977; Cairns

et al., 1979b; Johnsor{ et al., 1979). In a study of school-_aged
pati.ents and their healthy siblings from seventy-zme fangilies,
Cairns et al. (1979b) noted that the siblings exwrienc;d even
more distress than the patients whén tested on the dimensions of

.

perceived social isolation, perception of their parents as over-

indulgent and over—prot;.ective of the sick child, fear of
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confronting family members with negative fe€lings and concern
with failure. They found patj:ents and siblings'to be similar oh
other .outcome variables such as anxiet’{y and vulnerability to
illness and in‘jury. -
Baviﬁg a child with cancer has rarely been shown to result

in the disintegration of a previously sound marital relationship

but it has been linked to the acceleration and culmination of

family problems already present. In a study comparing 38 parents .

of children with cancer, 23 parents of hemophiliac children, 71
parents of healthy children, and 115 parents receiving‘marriage
counselling, the results indicated that parents of children with
cancer scored higher on marital distress than the parents- of
hemophiliacs. Both parental groups with chronically ill children
scored higher on garitai distress than the .couples with healthy

children but their scores were lower than the group of patents

receiving marital counsell\ing (Lansky et al., 1978).

In recognition of the need for pediatric oncology teams. to
shift their focus from strategies to deal with dyi'ng and death- to
maintaining quality of life for chil.d cancer patients‘ and their
families, Kupst et al. (1982) began a prospective study Of coping
among 64 families of children diagnosed with leukemia‘. Pamily

coping was rated at one year post-diagnosis by physicians,

" nurses, psychosocial staff and the. parents shemselves. Omne year’

after diagnosis, 81 percent of the children were in. first

remission and doing well medically. The authors concluded that

most families (71.7%) seemed to be coping well at follow-up based

(J:*




[ P

on total family ratings compiled by physicians, nurses, and the
psychoso‘ciai staff. On the basis of these evaluations, however,
23.4% of the families were found to be coping poorly. The

authors recognize that limitations have been imposed on their

results, though, due to a problem with missing data. Ratings -

were not provided by physicians and nur'ses whenever they felt
inadeqt;ately prepared to rate a family, nor by the psychoddcial
staff when they vede unable to schedule home Avisits with a
family. Because of this, the follow-up ratings were only
completed by physicians for 62.5 percent of familigs, by nurses
for 37.5 percent of families, and by the psychosocial staff for
39.1 percent of families. - :

One major stu.dy (Kooohe_r and. O'Malley, 1981) has
investigated the psychosocial consequences for child survivors of
cancer. The project:.,' initiated by Norman Jaffe and John
O'Hdlley, vaé designed to'locate a 'group of former child cancer
pa?.ients using a computerized regisiry of child cancer survivors
froﬁ the Sidney Parber Cancer Institute in Boston. Their goal
vas to study the social and psychological éonsequences of
\childhood cancer both for the former patients and for their
families. Results were based on interviews with 117 former
patients, 190 parents, and 101 siblings. Attempts were made to
locate and interview a control group of persons who had. been

successfully treated for a chronic childhood illness five or more

years prior to the study. Due to severe problems in locating the

‘ controls selected, data were collected from a control group of

only 22.

T
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.The interviews with parents gathered retrospective

information by asking parents to recall various aspects of the
illness period and their feelings about them. Parents were also
asked to comment on ways in ;rbich their current behaviour was a
result of the cancer experience. All assessments of parents'
current levels of functioning were based entirely on the parents’
self-reports. Unfortunately there was no attempt to formally
assess levels of ﬁsychological well-being using standardized
'instrmts.

It was learned from the parent interviews, however, that
parents still harbored concerns about the former patient. Among
their concerns were the long-term effects of tieatment, the
possibility of cancer recurring, the child's reproductive abili‘ty
and general physical healt‘h.' Many parents reported that their
fears of recurrence remained, regardless of how many years had
passed uneventfully. Some p.a_rents did feel, however, that five
years after dia;méis the "magic cure time" had been reached.
24.1.2 Factors Affecting the Impact of Childhood Cancer.

Some attempts have also béen made to describe the factors

that may be important in determining the impact that childhood

cancer has on a family. The importance of the availability of an

emotional support network has been investigated by the
examination of parents' relationshipe with one another, with the

grandparents of the child, with friends_, with other i:atents of

chronically ill c!;ildren, and with medical team members (Bingér'

et Sk., 1969; Bozeman et al., 1955; Friedman et al, 1963; Hefron

-
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et al., 1973; Kaplan et al., 1973; Lascari and Stehbens, 1973;

Morrow et al., 1981). Morrow et al. (1981) studied 107 parents

' attending a national mutual-help orgamization convention for

parents ©of children with cancer; 37 whose child had died, 48

whose child. vas currently receiving chemo&herapy, aftd 22 whose

‘éb'il-d'bad finished sreatment. For parents with cbildren.

curren'tly on treat'nent, there were significant positive
correlations between perceived support from spouse, relatives,
primary physician and other parents of ill children as well as

éverége amount of. support and psychosocial adjustment to the

“ }:nil-d's\‘ill'nes‘)s,; For parents whose child was off. treatment, only
'--suppo:t from relatives was correlated with adjustment. No
associations between any source of support and adjustment were

. found for. parents whose child had died.

7. Strength of religious beliefs and adjustment have been .shown

A to be conditionally related (Bozeman et al., 1955; Friedman et

al.,” 1963)'., The relationship-appears to depend on the parents’

religious orientation before the child's illness is diagnosed.

If parents.have found comfort in their religious beliefs in the
’ 'past,."chc;-“y:t are .-likely to find emotipml support in these beliefs

durinq the cnsis, and the denunciation of strongly held

religiou.s beliefs due to a child's- fat\al illness is rare (Bozeman

et al., 1955 Friedman et al., 1963) :
' -, Length of tme since the child's diagnosis bhas been shown to
" "be related to :atings of marital quality by the parents (Barbarin

et al., 1985). 'rhirty parents whose child had beén diagnosed

within the previous three years rated the gquality _of. their




marriages significantly higher than did 34 par_ents who were
. between three and five years beyond their child's diaghosis.
‘Finally, several personal characteristics of tl;e parents have
been shown to have significant effects on adjustment—.
Psychosocial adjustmént waé shown to vary by parents' age by
Morrow et al. (198l). Parents under age thirty had significantly

mere impaired adjustment across several dimensions. Although

gender of parent did not affect ratings of adjustment in the

study by Morrow et al. (1981), Obetz et al. (1980) reported that
their evaluation of eighteeh sets of parents with children who
had had remissions of at least four years indicated that fathers’
reactions to the illness differed from mothers' reactions:
Unfo:tunatelf. no infoma'tion was given about the nature of these
differences. Ameﬂg parem:s with seriously ill children, SelectedA
by hospital staff as being good copers, 8chu1man (1976)
identxfxed several common characteristics mcludmg a godd self
concept, openness and honésty, a generali:y optimxstic attitude,
. dnd’ the affirmation of life rathet than the denial of illness.
‘213 Querview mﬁ Imuse.um 5
. This liteératuré. provides- some mdication of the experiences -.
‘faced by families of child cancet patients. These zesearch.','
ef.forts remairn largely on the desctiptxve level, hovevet. 'rbete '
have been. a wealth of _m-depth, anecdota'l dccounts that exéress .
families' views of the experience of childhood cancer yet tbe._re-"i g .
-,

has been relativ;ly little rigorous quantitative research. . S'ina‘lk_; .

-

sample size and lack of control groups tend to characterize these
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studies. As previously mentioned, the literature reports little

or no systematic.testing of theoretical models and hence cannot
offer muci: in’ terms of explanations for the ‘vérx\ations observed
in—the adaptation of these families. \ |

A review of the litératuiz on the.cprrelatés of childhooé
cancer makes clear the need for further research that 1s
theoretically based, empirically sound, and that attempts to
understand the inte‘réonnecti.o,ns:of the vax:ious. cc;tnponents that
might be involved in the stress process. Such‘effoits seem

crucial for unde'rstanding Ebe\impact of childhood cancer on

families across every stage of the 1llness but especxally fo:

" those famxlxes about whom wve know the least——those who have T

entered the stage wbere they must prepa:e themselves for the
child's . normal deveIOpme.nt whx‘le copxng w:.th long term .

uncertath S S

2_,_2 EQ!QS!SS Node 1 ' :"f" S - .""; . -

Two models, the stress process moc‘lel anb\’family stress ‘

theory, vere used to guide the p:etsent investigation. The first
- model is partxcular}.y useful m conceptuahzing the prpcess

.‘whereby stressf/ui expexiences can tesult m varymg/“}éveis of '

distress for’ an mdw:.dual The second que«; leuds itself to the
s

‘explanatxon of vacutxons in adaptahon at the fémily level. .

Sectxons 2.2 1 ‘and 2.2.2 provzde bueﬁ descnpcmna of these<
models, 1dem:1fy the compo‘nehts of each modei: that uere mcluded

//_

in the study, and present hypotheses generated/fron each mcdel

that were tested in the presemr Bmdy / L '\ ) ’ :

- P S . -




It shoulo be noted that these two models a‘re. separate but

closely related. They share some common constructs whilé.other’

*

constructs ‘are probabiy related. G}veﬁzthe'nature of these -

mddels it may seem wise to s'implg.combine them. This was not
done, however, because they vere derived from two distinct
i 2

.theoretical backgrounds each v:.th its own proponents. It is

K4

. believed that the results would contmbute more to'each of the s

v g

f two schools of thought lf'presented as tests of hypotheses unlgue
t . to each separate model _ T ‘ S o
. B 2_.2_,; The Stress ggocess, - ' | o L
| ! ,»' ‘It has been wzdely accepted and well documented that there ' '_ <
. -isa relatxonshipfbetveen stressful life events and psychol}gfca.\ *’ ;'—:
/ / dlst.ress or we/ll-belng. Although there 1s a lohg h1sto1:y‘ of /~ 8
. - attentwn fecused on -the role and szgmﬁcance of lee stress' |
odly recently ‘bas mterest centered on the task ,6f explaming how

/ ~

various components of stress are'. lmked to form a prOCQSS -
< A . ’ el

(lel)hgs and Hoos, 1982. Kaplan; 1983. :Pearlm et al., 1981). e C

[P

- _- The stress process; as- conaef«red by Pearlzh and hxs ) “ .,
S assocntes, mvolves a. cofple:dty of re],atz /slﬁfps among life ;

- )

events, chtonic hfe strams, medmting /tesg.:rces and tbe streSS

) ou:coxre. Accotd;ng to theSe zrmestxgators, str;eﬁs can be/ Seen /, //
as arising-out of two bro&d c/ir/cumstancesAhe occurrence of.-_f,{/"/ /,
‘ B . discrete /events and. the presenﬁ/of relatwely continuou& s
: .7 problems" (Pearlin et al., 1981 338) " They believe that "even/ts/ _//":l

may induce"‘;lodifé’fse changes m the more persmtent c;.tcumsta/nCes

i S of éeéj}ré.-s iives~ these adverse changes then act to uwensify
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1981 343).

Tbe focus of most regeaich efforts has tended to be on the

". - .

sxgn;f:cance of dxscrete events (Myers et al., 1975; faykel,

,1978; Taus1g,.1982 «Thoits, 1983) rather than on the more

continuing problems, referred to as chyonic’ strains by Pearlin et
o i

-

it is'not the case tﬁat‘suth‘a focus was determined

.

al. (l981k.

by the relatlve ;mportence of these two’ sources of stréss. On

-
the contrary, it maXes ;ntultrve sense that events with mare

enduring conseguences should be mdre important in determznrng
'distressfﬁhan those .events that are'of'limited duration,
: problém'lies in ascertaining the extent to'which'distress cah be

attr1buted Lo dzscrete,events or to enduring straxﬁs. The fact

-

that the effects of events and strains are confounded makes it
difficult to agsess the theoretical 51gn1ficanCe of chronic

| strains for psychoiogical distrese (Turner and Wood, 1984).

Y

-
\

gze turrently in long term remissxon present a rather unxgue

LT .

reeggrch,opportunity. This population offers’ a c1rcumstance for

™~

"tneﬂstudy of-a particular chronxc-straxn, associated with the

uncertunty of a.child's future, wh:.ch is rflat:.vely unconfounded

o f"with recent Itfe*events.

.‘ -

-'gfi-p~ The importance of cons derxng factors that may buffer the
,v‘~v',\_ ""
rqpact of stress has,been voiced by those studying the atress

-

.

*;gggL}y~ persohel reaources have been 1dent1fied as relevant faptors.

,“

‘Socxal support has been shown to moderate or buffer the

.

“The -

Certam social and

22

parents of children who have been treated for cancer and .
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relationship between life stress and psycholsgzcel distress
(Pearlin and Schooler, 1978; Pearlin et al., lSSl:ikaplan, 1983).
There 1i1s also strong evidence to suggest that social support has
a direct effect on psycholooical health among direrse populations
{(Turner, 1983; Turner et al., 1983). Mastery (the exrent to
which one views life as being within one's personal ¢ontrol as.
opposed to being fatalistically controlled) has been shown so be
inversely associated with psycnological distress for those
experiencing chronic strain (?earlln and Schooler, 1978; Pearlin
et al., 1981l; Turner and Noh, f?ﬂBl.‘ Recent reviews .have
suggested that coping is also an important, intervening variable
in the relationship between life‘stress and psycholooical
distress (Burish-and Bradley, 1983; ‘Rillilea, 1982; Menaghan,
1983&).

-~

- L )

The present study examines the s;ress process as,lt applles

to the stressful cxrcumstance of chgldhood cancer. It assesses

the association between chronlc straxn,,as experlenced by the

parents of cnildren‘surﬁiving cancer, and psychologlcal distress

\
assessed in terms.of 1evels of depression and anxiety.

Speclflcally, it tests three hypotheses "Yerived from the sttess

process model:

'lf lndiv;duals experiencing chronic strain will have
- significantly higher levels of psychological distress
: than those not experiencing such strain;
2} the impact that chronic strain has on psychological
distress will be greater in the presence of
recent life events;

s

3) the relationship between chronic strain and
psychological distress will be moderated by both
personal and socjal resources. <
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2.2.2 M stress Theory.
The grouandwork for the study of family stress was laid in
'1949 by Reuben Hill's ABCX model of family response to stress.

This model, briefly stated, is as follows: "A (the event)--

intetacting with B (the . family's crisis-meeting resources)--

. interacting with,C (the definition the family makes of the

evént)-—produces X f(the crisis)" (Hill, 1958:141). More recently
the i#sue for fesgarchers has not been whether an event causes a
cfisis b&t instead what factors, in combination with the stressor
event, act to iﬁczease or pitigate its égfect bn the family
(McCubbin and Patterson, 1982).

8111'3 orlgxnal theory has been extended by McCubbin and

Patterson (1982) to xnclude post-crisis variables in an effort to

. understand why cbrtain families are better able to adapt to

ctises than others. Because the extended model examines the
relationships ;mong the same variables in the post—crisis.period
aslin the'pre;crisis period, McCubbin and Patterson have labelled
it the Double ABCX Model. It was formulated inductively through
the study of families subjected to war-induced separations. They
concluded that the concept of 'family adaptation” is useful in
depcrxbing the dutcome of family post-crisis adjustment.
'A?aptation, as defined in the context of their model, "involves
fthezérocesses of stimulus regulation, environmental contreol, and
'balancing to achieve a level of functioning, which preserves

-famiiy unity and enhances ﬁhe family system and member growth and
deVelo?fngfnt KﬂcCuﬁbzn m?dj' ééh?zérson, I982: 45).
N r,

‘."/x(f‘ \I " ,.:,
LIR] {
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The post-crisis factors that are considered to be relevant
to adaptatioﬁ and thus comprise the Double ABCX Model are
stressors, resources and perceptions. This model is presented in
Figure 2.1. .

McCubbin and Patterson (1982) disE’i_nguishAthree types of
stressors: the initial stressor event with its associated
hardships, normative family life changes and events that occur
independent of the initial stressor, and the consequences of the
family's efforts to cope with the ensuing burdens. 1In their
view, families attempting to manage a crisis situation tend to be
facgq with many stressors and strains occurring simultaneocusly
prodt;cing a "pile-up" (Patterson and McCubbin, 1983). A pile-up
of unresolved stressors and strains has been shown to contribute
to undesirable characteristics in family environments such as
more conflict (Nevin et al., 198l1). 1In this study the experience
of multiple life events dccurr;ng in clusters is assessed.by
recording the number of normative and non-normative life events
and changes experienced by the families in the past six months.

Resources include those psychological, social and
interpersonal characteristics of family members ané of the
community that a family can utilize in their efforts to meet the
demands placed on them. There are two types of family resources:
those that were‘already available to the family to minimize the-
\ffect of the initial-streSSOr and those coping resources
developed in response to the crisis. McCubbin et al. (1981), in a

study of families who had a cerebral palsy child, found less
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conflict in families who had the resources of self-esteem, mutual ”
support and assistance, a sense of mastery over experienced
events, and an optimistic definition of the situation. The
present study considers the mitigating effects of the foilowing
resources: self-esteem, sense of personal control, and social
suppoit. Due to the cross-sectional nature of this study it was
not possible to distinguish between the two types of resources.
It was possible, however, to assess the nature of the fesources
a&allable to the family at the time of interview.

Figally, there are two forms of family gercegtion: the
family's peérception of the initial stressor and its perception of
the total situation including associated hardships and other
stressors. According to Patterson and McCubbin (1983), family
coping,. and eventually adaptation, are facilitated by family
attempts to/redefine the situation as a challenge, or as an
opportunity for growth, or by attempts to endow the situation
with meaning. McCubbin, Bunter and Metres (M74) found in a
longitudinal study of families faced with war-induked separ
that religion and/or religious beliefs assisted these am111::>xn
ascribing an acceptable meaning to their situation. In this /4/,
study, religiosity is dssessed in an attempt to determine whether
it is related to level of adaptation achieved.

It is difficult to distinguish between the concepts of :
family "resources” éng>the family's “perception® of the situation

S

as used in the family stress theory. McCubbin and Patterson

~
\

{1981) recognize this point and contend that a reasonable way of

dealing with the problem 1s to study both variables
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impact that childhooa cancer has on thé survivors' familig¢s. The

simultaneously under the lakel of &pmg strategies”. Whether
these concepts are dealt with in “terms of Hill's (1958) original
terminology, grouped together as McCubbin and Patterson (1981)
suggest, or classified as personal and social resources as in the

stress process model, the important point is that these

" constructs represent personal and social characteristics that may

affect adaptation. For present purposes, we will refer to sense
of persaonal control, self-esteem, and religiosity as personal
resources and to social support as a social resource.

The extension of Hill's model to the Double ABCX Hodel

appears to be a promising prediction model for the study of the

experience of childhood cancer clearly falls withi
definition of-.a crisis as 'Emy sharp or decisive change 'f

AN .
old patterns are in&dequate' (Eill 1949:51). According to t

Double ABGQ( uodexl\, survxvors famxlxes are in a post-crisis

sn:uatxon ch&tacterned\:y multiple stressors and strains

~

occurnng smultaneouely The present study examines famxly
adaptation in the ‘context of t}e family stress theory.
Consideration is g:.ven to 1) the association between stressors
associated with a‘pos\t\‘-_,c\risis period and family adaptation as
measured by level of family functioning and by level of marital
;\djustment and 2) the factors posited to be assdciated with post-.
crisis adaptatxon—-social and personal resources. Specifxcally,

thestudy tests three propositions generated from the family

stress theory:
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1} families in a post-crisis sytuation tendde
experience a pile~up of stressors;

2) families in a post—crisis . situation will hawve S
ﬁqnificantly lower levels of adaptation than S
families who have not experienced such a crigis; .

3) the relationshipkbetveen the fact of a crisis
experience and-essociated post-crisis stressors

and level of adaptation will be moderated by
both personal and social resources.

Proposition 2 may seem to over-simplify -tllae congepts
depicted in Figure 2.1 where many variables are shown as
intervening between Crisis and Adaptation. Hcﬁbb’in and
Patterson (1982) do not explicitly discuss a direct rglationship
between Crisis and Adaptation. The development of a theory tq
study fami}ies' response to .st:ess suggests, hﬁwevez. ‘jthat.
families experiencing a crisis differ from those who have not
experienced a crisis. Given that families without crises would
be expecte;'} to vary in degree of adaptation, the Family Stress
Theory implies that families in a post-crisis situation vary as
well but with a lower average level of adaptation. Proposition 2
allows us to tést for Ft:his- basic relationship between Crisis and

Adaptation.

2.2.3 Relationships Betweeflbhe Two Models.

It is very likely that components from the two models -

i N
outlined above interact im complex ways. For example, family

adaptation and psychological well-being are likely to be closely

s

; ' N
related. While ‘marital discord may lead to anxiety dr

depression, psychological distress resﬁlting from chronic strain

[ 7 o
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could presumably affect marital adjustment. Because associations

. e .
among various components of the two models could provide valuable

insight into the dynamics involved, these relationships are

‘examined as well."

[

~

30



CBAPTER THREE

RESEARCE QUESTIONS
4.0 Introductjon -

The hypotheses generated from the stress process model as

well‘as.tbe pfopositions generated from family stress theory can
be explicated in terms of specific questions. Each of the
thedretical constructs comprising the models, including
psychological distress, family adaptation, stressful life events,
and personal and social resources, was.opeta:ionally defined by
selecting variables thought to be appropriate based on a review
of both theo;etical descriptions of the construct and empirical
findings’relaﬁéd‘to the psyéhogocial aspects of ghildhood ;anéer.
Tﬂe*tesﬁlt of these considerations was the following operational

definitions for each of the theoretical constructs:’ depression

’ ’

and anxie;y-fgf psychological distéess; family functioning and
maritai adjustmex;lt fi?r family adaptation; mastery, self-esteem,
}nd religioéity for personal resources; and social support for
social resodrces.. A more detailed account of these variables is

provided in Chapter Five, where measurement is discussed.

21 Qgeségogé-ggne;atgg from the Stress Procegs Model
. ~ Section 2.2.{ presented three hypotheses derived from the
stress process model. ’I‘he'first hypothesis was that individuals
experienciﬂé chronic strain will have significantly higher levelg
of bsychological distress than those ‘not experiencing such

strain. This was addressed by asking the following questions:

’

*
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1 Do parents experiencing the chronic strain of

. baving a child surviving cancer have a higher

mean 5core on a) depression or b) anxiety than
parents not experiencing such strain?

2 1Is there a larger proportion of parents exper-
iencing the chronic strain of having a child
surviving cancer at high risk for clinically
significant depression than of parents not
expenencmg such, strain?
The second hypothesis from the stress process model was that
the impact of chrénic strain on psychological distress will be
greater with the occurrence of recent life events. In other

words, recent life events will interact with the presence of

. chronic strain in their effect upon psychological distress. This

hypothesis was tested by askmg

3 Does the occurrence of recent life events increase
the impact that-chronic strain related to the
- uncertain future for a child surviving cancer has

- on parents’' levels of a) depression and b) anxiety?

.The final hypothesis derived from the stress process model

" was that the relatiohship between chronic strain and

psychological distress will be moderated by both personal and )
social resources. In other words, the experience of chronic
strain will interact with certain personal and social resources
in thej:r effect upon psychological distress. This hypothesis.
was addressed by asking: .
‘ . 4 Do the pet‘soml ‘Tesources of mastery or self-esteem

- buffer the effect of chronic strain on a) depression

" or b) anxiety?

5 Does the social resource of social support buffer

the effect of chronic strain on a) depression or
b) anxiety?

(s
™)
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. Three propositions were derived from the family stress

. theory, The first was that families in a post-crisis situation

tend ro experience a pile-up of stressors. Although it is

pbssib;e that "pile-up” may occur at a particular point in the

‘natural history of the process, this cannot be assessed here

because the study sample varied in the length of time since the
cessatI®h of treatment and were not followed over time. This
study was able, however, to test the more general hy'pothesis that
the presence of chronic strain is associated with an inéfeaéed
risk for eventful stressors. This was'tested by asking:
6 Do parents experiencing the chronic strain of

having a child surviving cancer report more

life events in the previous six months than

parents not experiencing such strain?

The second was that families in a post crisis-situation will
have significant&y lower. levels of adaptation than families who
have not experienced sucﬁ a ;fisié. This was addressed by asking
the following questions:

7 Do parents experiencing the chronic strain of bav1ng
a child surviving cancer have a lower mean score on
a) family functioning or b) marital adjustment than
parents not experiencing such strain? -

8 1Is there a larger proportion of parents living with
the chronic strain of having a child surviving cancer
experiencing a disturbance in family functioning than
of parents not living with such strain?

The third hypothesis from family stress theory was that the
relationship between the fact of a crisis experience and
associated post-crisis stressors and level of adaptation will be

moderated by both social and personal resources. This was tested
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by asking:

. . T e

$ Do the péfsonal resources of self-esteem, mastery,
or religiosity buffer the effect of stressors on
a) family functioning or b) marital adjustment?

[3

10 Does the soc:.& resource of social support buffer
the effect of stressors on a) family functiohing
.or b) marital adjustment?

(M

{=a
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4,0 Introduction

This chapter begins by providing a brief overview of the

method used. The two samples of parents are then described .

—

focusing on such issues as selection criteria, data collection
strategies and pargicipation rates.

Before proceeding, a comment about the terms chosen to label
the two s;mpleé of parents seems appropriate. The parents of
child cancer survivors will be identified as ®"cases® and the
parents of healthy children will be referred to as "controls”.
It’is recognized that these labels represent somewhat of a
misnomer. The stuay to be described here,fs not a case-control
study, which begins by identifying persons with a particular
disease and a comparison group of persons without the disease,
starts after the onset of the disease and studies postulated
causes of the disease, reérospectively (Last, 1983). The
decision to use these terms, cases and controlsf even though they
are technically not appropriate, wa%:mﬁde in the interests of

simplicity.

~-

4.1 Querview

The dpsign of the study was cross-sec;ioml and included two
matched samples. The case sample was composed of parents of
child cancer patients who had been treated for cancer at
Children's Hospital of Western Ontario in London. This hospital

serves the geographic area that extends as far north as the tip

-~ P
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of the Bruce Peninsula, as far east as Kitchener and as far west

as Windsor. Because pediatric oncology cases are -also treated in
both Kitchener and Windsor, the hospital-in London ténds not to

treat patients that live within approximately twenty miles of

these two centres. Children's Hospital of Western Ontario treats

an e;timated ninety to ninety-five pércént of all oncology
éatieﬁts sixteen years of age and younger who reside within its
catchment area. The remaining proportion are treated at other
centres within the province or ocutside of the country..

The contrel sampie was composed'of parents whose children
ha?e not éxperienced a chronic illness\and who lived in the
neighbourhoods of the families with children surviving cancer.

Parents chosen for both samples were located and answered self-

administered questionnaires that took approximately ome hour- to

complete. Both the mother and the father participated where

possible. Data were gathered from both samples regardxng their
current cxrcumstances 1nclud1hg demographic characterzstlcs,
§tressfu1 life events, personal and social resources,

«

psychological well-beinq, and family adaptation.. k

In the following seetions of this chaptef, the two samples
will be described in terms of the selection crige}ia used to
select potential respondents, the data collection procedures

adopted, and participation rates. e

(@1
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4.2 Sample of Parents of S&iié Cancer Survivors -0
4.2.1 Selection Criteria. |

All parents whose children met the criteria that follow were‘..lg

\

considered potentiaa respondents Parents were asked to"-“ir

partzcxpate in the study if their child met these sampling
criteria: :. . ‘ | A
¢ \ N .
1) s/he began treatment for a childhood malignancy'
before December 1, 1984 T \‘ .

\

2) s/he had not received any treatment for cancer
-for at least six months before the time of the :
‘parents’ participation in the study - -

‘1) his/her cancer was ;n rem;sszon at the rime.of,e‘
the parents' participation in the study

*Cases of histiocytosis vere also included because'
although the patholoqy is different than cancer, it has
several similarities to cancer. 11t is life-threatening,

progresses like cancer and is treated using the same ﬂ-"

agents that are used for cander. .,{‘, T
: B

AQElnltlal review of the files on ail pediatrdcloncology

. ‘ : . \
cases indicated that, 101 patients met these criteria. ' .

- b

4.2.2 Data Collection Procedures. )

All potential respondents, for whom mailxng addresses céuld

be obtained, were sent an introductory letter from the pediatric

oncologist resoonsible for meneéing the child's illness. The

letter (Appendix A) described the study, asked for their

‘participation, and explained that they would be receiving a

telephone call to arrange for the cowpletion of questionnaires
(Appendix B). The letter requested the participation of both
parents, where possible, but indicated that the participation of
even one.of them would be appreciated. Approximately one week

after the letters were sent, the potential respondents were



S " up at their homes. In cases where the distance to respondents'\\.\

e .

o
[

IR called and arrangements were made to mail out questionnaires and

[ -~ -

[

"~.7h. consent forms to those who agreed to participate. At this time

Ca . it was Stressed that spouses were to complete the questionnaires

A »ii‘z.délpendentiy withqut discussing the questions and they were told
‘ to feel free to call about any questions that might arise during

| the completikén t:f the questionnaires.
R‘esponder\lié\-living within the City of London or within
short driving distance of the city (32% of families) were told

hat they would receive a call in approximately ten days to set

’

B ‘ ‘ up a time»to have the questionnaire(s) and cansent form(s) picked

. - -,
Vo _homes made the pick-up method impractical (68% of families),

v ) . 'zeséondents were told that tihey would be provided with self-

e N . -addresse'd,& stamped envelopes in the questionnaire packages mailed

" to them. They were asked to return the questionnaires as soon as
’..‘tb_ey were compl'eted. Separate envelopes were provided for the
R B .x;-e_\t‘um of the questionnaires and the consent forms so that
. cofxfidentialiuj dould be maintained by making sure no identifying
} R i"ﬂ”fﬁﬁrmat\ion had to be included with the completed questionnaires.
| i .._}!ore_ reminder calls were used with the mail-back method in an
' ‘,a}:..;einpt to improve upon the rates of return usually associated
- ‘wlii'.h .mailed questio:maiteé.

» %77 ! Some data about the child cancer survivors were abstracted

-~

... "% from the regords of their pediatric oncologists at the Children's.
. Béspi}:al of Western Ontario. Permission to access these records,

_..-asiwell as formal consent to participate in the study, was given .

4

~

| Y

)
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in the consent forms signed by every parent participating in the
study (Appendix A). The folloving‘pieces of information were
abstracted from the files: sems date of birth, diagnosis, and
the dates of diagnosis, the beginning of treatment, and the
cessation of treatment.

4.2.3 Participation Rates.

Parents of 99 of the 101 child cancer survivors meeting the
sample criteria were located and contacted using the introductory
letter. Although the majority of families were still living in
southwestern Ontario, some families had moved to more distant
areas of the province, two to western Canada, and two to the
United States. Of course those families who‘had.not'been in
contact with Children's Hospital for several years were the most
challenging to locate.

.A child cancer survivor in one of these families died after
the study began, leaving 98 families séill eligible to
participate. Of these families, both parents refused tq
participate in eighteen (18.4%) of the families. At least one
parent participated in eighty (81.§3) of families eligible to
participate and, of these, 63 familiéé were. represented by both
spouses. These participation rates ame shown in Té.blf??l\

Because both spouses were asked to participate independently,
it is also important to examine-the response rates using parents,
rather tﬁsn families, as the unit of analysis. The number of
parents considered eligible fo; participation was 185—87 fathers
and 98 mothers. The discrepancy in the nw‘be:s of ,eligible

fathers and mothers resulted from that portion of the families



| BTN g o -\t 4

N A -
1

~ e

.

TABLE 4.l1: Participation Rates for Families of

Child Cancer Survivors
3

Child Cancer Survivors Meeting

Sample Criteria 101
Families Lost to Follow-Up 2 (2.0%)
Families Contacted for Participation 99 (98.0%)
Family Where Child Died After Study Began 1
Families Still Eligible for Participation 98

Families Where Both Parents Refused
to Participate ‘ 18 (18.4%)

Families Where At Least One Parent
Participated 80 (81.6%)

TABLE 4.2: Participation Rates for Parents of
Child Cancer Survivors.

-~

PhanN

Total Number of Parents Eligible for - )
Participation (87 Fathers & 98 Mothe:g) i85

Parents who Refused to P rticip;te =~
{24(27.6%) Fathels and 8(18.4\)Mo£h€rs} 42 (22.7%)

Parénts who Participated - ‘ ’ ‘
{63¢72. 4%)Pathers and 80(81\6&)Mothers} 143 (77.3%)

? -

-



where the parents wer$>found to be separated/divorced or one
parent was deceased and where, as a consequence, only one of .the
parents had maintained contact with the child surviving cancer.
In cases where the parents were separated or divorced but both
parents had contact with the child cancer survivor, both were
asked to participate. Such was the case for six fathers. In

situations where one parent had no contact with the child, it was

- decided that attempts would not be made to include this parent 1in

the study. The rationale behind this decision was that 1t does
not seem relevant to examine the current levels of psycpological
distress or family adaptation for a parent who has, for one
reason or another, severed all ties with the child cancer
survivor. k?

Of those eligible, 42 parents (22.7%) refused to particiggie.
Of these, 24 were fathers (27.6% of those eligible) and eighgééa
were mothers (18.4% of those eligible). In total, 143 parents
(77.3% of those eligible) participated in the study. This sample
was comprised of 63 fathers (72.4% of those eligible} and 80
mothers (81.6 § of those eligible). The participation rates
using parents as the unit of analysis are jillustrated in Table
4.2, N
4.2.4 Analysis of Lost Cages.

Only two families were lost to follow-up. A variety of
‘tracking methods, used to locate the rest of the sample, proved
unsuccessful in locating these parents. - One of the sets of

parents was known to be sepatatp‘fgut both parents were
. -

— \
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apparentfy ‘living.in the i.ondog area. The other family had moved
from the catcbment area served by Chxldren ] Bosp:.tal several

years 2go and no follow-up mformatzori cled be obtamed.

As .mentioned above, exghteen\mdthers and 24 fathers refused

N
N

to participate, Pa{ﬁilies who were lost to the study—those who

A .
ble, with families who

could not be located or who reise'd to participate--were

compared, using all data avail

participated. Comparisons weré made between these two groups 1n

~

terms of some characteristics of the child cancer sugvivors \sex,

age, diagnosgis, and years {\fi\ treatment \

characteristics of the parents (age, .marital status, and the
~

number of children living at home). There were no statistically
\

'51gn1f1cant d;fferences between these two gioups. “These

camparisons are pregented }\{\Appendxx D. A

All parents who refused to partxcxpate were asked to pzov1de

a reason for their decision not to participate. The reasons

given are displayed in Table 4.3. It can be s2en that™the
o ~. L N

" largest proportion of parents classified as refusals originally

; P
agreed to participate buc\a\id not return tbg‘<guestimmié&s._ The

precise reason for refusal is not known for these cases .since

N ' \

each of them maintained throughout the entire call-back period
that s/he was still planning to respond. The secuiq\‘most commaon

reason given for refusal was that the information'reqﬁested was

N
~

too personal to reveal. ~. N

\

) and in terms of somei

\

\
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TABLE 4.3: Reasons Given by Parents for Refusing
to Participate
MOTHERS ' PATBERS
- " Reason for Refusal . N . % | Y
Information Too Personal 5 27.8 6 25.0
Emotional Cost Too High 3 16.7 3 12.5
. Too Busy To Participate 2 11.1 T3 12.5
Other (Unrelated to Cancer) 3 16.7 . 4 16.7
‘ - Agreed to Participate but
l #" Did Not Send Questionnaire 5 27.8 8 33.3
S - Back "
I s : . .
o TS - oA . 18 100.0 24 100.0
. ., . »
; ”
: , ' ‘ <
' \T ‘
. =&
b . h 7 ~\\ ‘.
3 ‘ i
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4.3 The Control Sample
4.3.1 Justification of Choice of Sample

It- is not immediately obvious what group of individuals
constitutes the most appropriate control group for a study of the
paychological adaptgtion achieved by the parents of children who
have been treated fgr'a chronic life-threatening disease. A
control group is usually composed of persons who are demographic
counterparts of the study sample but who differ regarding the

main independent variable; in this case beinyg the'parent of a

child canggr survivor. To examine the impact that this status

can have on'a patebi, one could compare these parents to their
demographic counterparts found among parents of children: 1) who
have another chronic life-threatening illness; 2) who have a

chronic non life-threatening illness; 3) who have not had any

‘chronic or serious illnesses; or 4) who are currently in one of

the other stages of childhood cancer (at time of initial
diagnosis or undergoing treatment). Another alternative would be

to include two or more of the possible control groups’ listed

_/>above.

It is possible to think of how each of F?ese potential
control groups could be used to add.éo our understarnding of tLe
1mpac; that childhood cancer has on the families of_survivo:s.
For the présenf‘szuay,_howevet, a control sample of parents whose

children have not experienced any chronic or other serious

" illness was considered to be the most appropriate for two N

reasons.

First, such a control group enhances the study of the stress

Ve s
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process by allowing an examination of the extent to which the

presepce of chronic strain, as experienced by the_parent;_of
children surv‘i;ring‘cancer, is associated with bsychélogical
d:.stress and with fanuly adaptatlon. This can be accomplished by
companng a 9roup expenencmg ‘chronic strain thh a greup vho

3

are not expenencmg such strain.

Second,;.ghe comparison between families of -child cancer
patients and families of healthy children has implications for
_'inte:yentipn. v'i‘he‘ iss.ue_being conside_red here is whether the
families of children ﬁixc have suffer‘ed.ffo:.n chronic illnesses
that lead to chronic strain shouzd be considered as potential
targets for ‘intervention. Bave they successfully adapted in the

face of the m'ce;t_aif\ties associated with the illness? Are they

ex'pe'riehcin'g' ptobiems that-distinguish them from the fanilies of

,,,4

healthy children to the extent that-formal intervention may be

advised? -If it were found, for example, that the parents of
cancer patients had significantly higher levels qf anxiety or
depreskion than the parents of healthy children or that their
families functioned at significantly lower levels, then serious

consideration-should be given to extending psychosocial follow-up

to famtlies with children in long-term remission. Using this

rationale, it was decided te select a control sample that was
similar tq the study sample in tecrms of family composition ad
apcioeconomic status but that consisted of families where none of

the c.hildren had experienced a serions chronic or life-

4

threatening*ﬁlnesa. The stmt:egy enployed,waa one of fr,equency

- — - -
+ -
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matching, as opposed to pair-wise matching. It is deslgned to

-

_result in two samples with similar frequency distributions on

sociodemographic variables and in this way contzol for the
effects of these variables in the design stage.
43,2 Selection Procedures and Criteria.

Given that the goal was to select an unbiased sample of

" families with healthy children that was roughly equ:.va.lént to the

study sample 1in terms of socioeconomic status and that
neighbourhoods tend to be homogeneous in this regard, 1t was
decided that this goal could be accomplished by selecting control
families fi.:om‘- within the case families' neighbourhoods. A
cantrol family was to be obtained for every family 6f a child
cancer patient where at least one parent agreed to participate in
the study. . B

The procedures followed were guided by the methods
previously used by Dr. Aileen Clarke of the Ontario Cancer

Treatment and Research Foundation and Dr. étephen walter of the

McMaster

University. The method takes advantage of the pub}¥C records and

maps kept by regional assessment offices. The first step was to
dete:mxne the county in wm.ch each of the mdex fanulxes lived
and the locatmn ‘of t.he assessment Ooffices where records for each

of those counnes are kept With this mfomatxon in hand, trips

_-were -made ;g each of the relevant regional assessment offices.

[

F,o:ty—three percent of --the televant records we:e‘ to be foynd in

the regional assessment office located in London while the

remainder wece spread over an additional six offices.




The process of identifying residents in the neighbourhood of

each case family from the assessment records iavolved the
following procedures. For those families residing in a city or a
town with designated street addresses, the Street Indexes were
consulted. They are arranged alphabetically by st.reet aﬁd
numerically by street numbers of each residence and provide the
principal occupant's name as well .as that of the registeged
owner, if different than the occupant. The' address of the case
family was found in the appropriate street index and the names
and addresses associated with approximately ten residences around
the case famil}_ were recorded. 'I‘m:s num.be: was arbitrarily
chosen, based on 5oth the knowledge that some listings would not
reflect current ocCupancy status and’ ppe ultimate goal of
obtainir;g two families f‘rom e;ach neigh‘bou.r'hood that w4ould be
suitable for selection as controls. At times it 'was not possible
to record as many as ten surrounding neighbours because they did
not exist. Examples of this would ber,'a"family living in a
apartment w\Qt a business on the.main street of a small town and
a family living on a im-all dead-end street right at the edge of a
town. } ' .

Thirte-en case families (16.3 %) had rural addresses. The
street indexes could- not be used.at this stage to locate the
neighbours of these fa;il.ies since the ingexe'a are arranged By
physical addres‘ses only, which in the case of rural property is
not the same as the mailing address. In this situation, the name

of the case family was located on the alphabetical listing of
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residents and the roll number assigned to their property was then

used to locate the property of the‘caSe family on the maps .

drafted by.the assessment offices to illustrate the physicai
boundaries of every property within their jurisdictions. Once
this property was found, the roll numbers of approximately twentf
properties surrounding the case family's. property were recorded.
An attempt was made éo identify a larger sample of neighbouring
properties for the case families in gural étgas than those in
urban areas becausg often thé rural roll numbers selected‘were
found to be assigned to property with no éne living on it, such

as agricultural land .or businesses. Equipped with the roll

numbers, the Assessment Rolls that are arranged according to

county and roll numbertwete used to look up the occupant's name.
and mailing address.

In the next stage of the processAfor selecting a cohtrol
sample, telephone nhmbers wezé;soughﬁ for as many of the
ng}g&bour5>of each case family as ?ossible using telephone
directories, directory assistance, and the Vernon's Directories.
Bach household was then called to ékreen the q;cuéants foc
eligibility as patticipants.’ The goals at this stage were 55\
follows:-to identify the residenceé‘that met the‘-criteria of at
least one parént (with cbii@:en either at home or elsewhere)
living'fhe:e and- none ef the ;hildren having experienced §
serious chronic illness or life threatening disease; and to
ascertain the ages of each member of the family. Families where

all of the children were living elsewhere were also considered

potential controls because there were case families where such
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was the cdse. The.screening method used was as follows:

1. The person answering the teélephone was told that
the caller w@gs {rom the Health Care Research
Unit, at the University of Western Ontario’
where preparations were being made to conduct a
survey of families in the area. If a chiId

) answered the felephohe, s/he was asked to

1 o , forward the call to an adult in the home.

2. The person was asked if s/he could spare a few
moments to answer some brief questions and told
that. the’ answers would be held in strictest N\
confidence. ’

3. " If the person agreed to answer the questions,
- .s/he was asked to list the age of everyone that
lived in the household, including him/herself:,
and tell how each was related to him/her. The
person was then asked if s/he 'had any
.children/siblings not living at home at the
present time and if so, to give their ages.

LT TV IIN

4. At this point, if the household contacted did
o not have at least one parent (with children
i’ living there or elsewhere), the call was

terminated. If there was*®an adult with
children, the person was asked if any of his/her
. children/siblings (including the one(s) not
i living-at home) had ever had a serious chronic
"> illness ‘or' life-threatening disease. If the
answer was yes, s/he was asked to describe the

] . type of illness and it was recorded. s

! . .

5. The address..on record was theh verified. The
conversation was ended by saying that the family

i " may b€ receiving a letter from us if their
N household was selected for the study.
. N . N Y . . .
\-‘; If, at any point 1in the conversation, a question about the

nature of the study was asked} it was answered by saying‘that a
study of families with children surviving cancer was being
conducted and that it was cruSiéf’for'this research that these
families, with children who ﬁave.beeﬁ chioniﬁally ill, be

- . compared to-°families with chilaren';ho have not been chronically

ill. ‘ )

-
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4.3.3 Results of Screening by Telephone.

’Telephone numbers were found for a total of 488 households
identified as surrounding thg case families, meaning that on
average, Six householés thought to be neighbours of each case
family were telephoned. 380 (77.5%) of these telephone mummbers
resulted in éontact with the residents sought, while for 78
{16.08) of the numbers no énswer was received after at least
three call backs at different times of the day and 30 (6.1%) of
fhe numbers resulted in contacts with the wrong address. On
average, five neighbours of each case family were successfully
contacted. Of the 380 contacts where the corréct residents were
found, eight people (2.2%) had i;sufficient English language
skills to answer the questions, 53 people (13.9%) refused to
answer the questions over the telephone, and the remaining 319
people k83.9%) agreed to be screened. The screening of these 319
people resulted in the following reports: 46 (14.4%) lived in
households that were not composed of at least one parent (with
children living there or elsewhere), 13 (4.1%) said that a child
in the household had experienced a serious chroAic illness or
life-threatening disease, and the remaining 260 (81.5%) indicated

by their answers that they fit_the screening criteria. -

The 260 households successfully screened and meeting the .

screening criteria were ranked according to their comparability

to the case family for which they‘wére chosen as a control. A

family's comparability to a case family was assessed in terms of

the ages of children, both the child closest in age to the index

case (the cancer survivor) and any siblings, and the ages of the '
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parents. On this basis, the families that ranked first and
second were considered to be potential participants for the
control sample. - :
4.3.4 Data Collection Procedures. o i

The two families considered to be the first and second best
matches were both mailed introductory letters from the principal
investigator - (Appendix C). Two coetrol families were coqntacted
for each case family in anticipation of high refusal rates for
this sample. By sending both letters at the same time and then
following up with the mailing of questionneires to both families,
if they agreedf’tlme was to be saved by having already processed
the second choice family in the event that the first ch01ce
family reéseed 1n1t1ally or falled to return the questxonnalres.-'r
The letter described the study, asRed for the partrcxpatxon of ::~f
both parents where possible and offered them a small token
paymentr' As well, it. explained that they would recexye a
telephone call to arrange for the completxon of the—
questionnaires., These questsonna1res were 1dent1ca1 to those
completéd by case parents (kppendrx_B) wlth the exception that
the finalleectien of the egestzonnaire coritaining oﬁen—ended
questions dealing speqifically4w;th,peéee;yed effects of cancer . Vo
was excluded. ' ’ ' ' ‘ -

The remaxnder of the procedures,fdllowed were the same as

those used for the case sample including the call: back to ask for’

partzcrpatlon, the maxl;ng of questlonnalres.ang the retrieval

metbod of pxcx-dé ﬁr‘mail back dependiﬁg on digtance. The only
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exception in procedures was the implementation of a>toseq\ggyﬁent
to participants in the control sample. When both parents

completed questionnaires they were offered $10.00 and if only one

- parent agreed s/he was offered $5.00. At the outset of the study
-there was a concern that parents whose lives had not been touched

by childhood cancer would be less motivated to participate than

parents of childhood cancer survivors. A payment of the size

given could certainly not be thought of as a substantial monetary -

incentive but it was reasoned that perhaps for some parents even

such-a small payment mlbht give them sufficient motivation to

participate. As with the case sample, members of the econtrol

sample were each asked to sign a consent form indicating their

formal agreement to participate in the study (Appendix C).

- 4,3,5 Results of Matching Procedures.

Matched control families were needed for the eighty case

families that agreed to participate in the study. For 62 (77.5%)

of the case families, the control families that were rated as the

best match participated. For the remaining eighteen (22.5%)

families, the family rated as the best match for them could not
be used for one of three reasons. For eleven (13.7%) case
families, the families rated as the best match either refused to
participate (three families) or agreed to participate but failed
to return the questionnaires (eight families); for thgge (3.8%),
the best matches had to be exclude to illness in a child
that was revealed through further screening during the telephone

call to ask for participation; and for four (5.0%), the method of

neighbourhood matching was not feasible due to the distance of

o
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the ropriate regional assessment office from London.

- For ten of these eighteen case families without matched
control families, the contreol families that were rated as the
second best match participated. For the remainig;‘eight (108%)
case‘(gpilies without matched control families (four where both
control families chasen refused and four living in distanﬁ
locations), the most appropriate control fam}lies that could be
found émong the remaining sample of control families, not already
selected as matches, were chosen. These selections were made on
the basis of family income and age compositién of the family.
Family income was used to match on the socioceconomic sta£us of
the families to compensate for the fact that these controls could
not be-chosen from the case families' neighbourhoods. a

It will be recalled-that, as with the case samg}e, both
parenﬁs were.asked to_pa:ticipaéq\iggependently. (0} 4 t%e 80
families comprising final control sample, 71 families were

represented by both spouses.

(N
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d.n this chapte:, the measurement stategies used Tor the

maJor vauabl%s u:.ll be dxscussed. Fot eacb variable. assessed

chosen is. provrcbd along with xnfomanon cencerning the scale's

psychometng propeftles.

S. r_s_v_tmmﬁa; ms_t;ss_ .
N ‘ ' ~ Two indices of psycbolog;cal distress were e.nployed in the
‘present study--annety and dep:essmn. Both are accepted as

rndices df peychologlcal dxsttess and the psychosocial literature

. ‘ ' BV depresﬁon have been ‘documented in the parents of children
undergomg the first year of oncologxc treatment (Powazek et al.,
N . 1980). - R | |

' - Anxiety wa,s_:nea‘sur;d 'uéing the State-Trait Inventory (STAI)
: (Spielberger et al., 1970). The STAI was ‘deemed appropriate foc
! S ‘tbe present study smce it was o,ng:.nally developed to be

administ.ered in teseatch mvesugatmg annety in "normal” (non-

its relatwe].y concise _nature.:

" The STAI is composed of two gseparate 20-item self-report
s;ales‘ each measuring a distinct -am;iety concept. The first, A-
? ., State scdle, +is an index of a transttory emotional state or

. . . - N ’ o
. * .

- ' 3 54
| R

usmg a mult:.-xtem rmst:unent, a description of the instrument

-~ _ avaxlable reports that eleyated rates of both amuety and

pGYChiattically ill). gdults. It was also appea.lmg by virtue of °

‘\/l

N,
N
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condition composed of subjecﬁxx;e} i:onsciously‘l\percezved-feelmgs
of tension and apprehension, and eJ:evated RCt1IVILY of, the
autonomic nervous system. State anxiety may va;y over t\:me in
terms~of intensity so respondents are asked to indicate how they
:feel hac a particular mone.n.t 1n time., The A-State scale was
included in the survey instrument to estimate the level of
anxiety at the particular time when respondents ver.e completing

L - the questionnaires to be able to compare the two samples' levels

t on this emotional state. The second scale, A-Trait, 1s a measure

of relatively stable individual differences 1n anxlety across

| ' people. A-Trait ‘represents the more central concept of anxiety

— for the study ip that interest lies i1n examining the level of
- ) -l

(Ehis more stablé emotional ‘state as an outcome for parents.
o~
Both STAI scales have been found to be .q;.ute reliable when
- - tested _on normative samples of college and high school students. .
\> _ The internal consistencies, measured using Cronbach's alpha

. . . (1951), ranged from .83 to .92 for A-State and from :86 to .92

forCraiE\ (Spielberger et al., 1970), In the present studyt'\'
-"\ .
~/ th

pha c7eff1c1ent was .91 for A-Trait and 81 for A-State.
5p1e1berger and his assooq.ates (1970) !iave also reported evidence’
of the concurrent, valxdxty of the A-(Traxt scale using its

v

. corzelatxons with othe:umxzety scales such as the IPAI Anne:y
Scale (C&:—Ql and Schexer. 1963) and the Taylor (1953) Hamfest

] 3 Anx:.ety Scale (TMAS). These correlations ranged.from 73 to- .85.

~ * 2:.2 Depgession. -
| Deﬁtga\sxon was measured by the Centre for E.‘p1demologxcal

Studies Depressmn Scale (CES-D). The CES-D offers the advantagef

. .
.

O
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~ that lE\UaS desi;;§d to be used in research on the epidgmioloéy

of depressive syiptona;ology in the gegeral population. This
distxnguxshes it from other depressipnvecales, vhich have been
used primarilly for diagnosis or evaluating the severity of
SYymptoms dErlng the treatment process (Radloff, 1977).

- The CES- D—encludes tventy 1tems desxgned to measure an
spdividual’'s éirrent ievel .of depressive symptoms, with aﬁ
;dpha51s on depregged mood. On a four-point scale ranging from
'rgrely or none ©f the tlme; to "most or"ell of the'txpe'
respohdents are asked\touinhicate_bdv‘bften they experxed;ed each
of the symproms in -the 1ast-:eeek. Scores may range from 0 to 60
with higher scoces ihdieating-greacer'aepresszon. . -

: The CES-D appears to be highly reliable. Radloff (1977)

reported that’ Cronbach's alpha ranged*ﬁrom 0. 84 to 0.90 in field

56

ces:s of the CES-D. The prgsent gtudy resulted in an alpha

coeffzczent of 89. The scale hgs been found to have criterion_

validity in that 1€ d}sqrxmxnated yell b&tween a psycthtrxc in-
patxent sample and a\genera} popuiatxen‘sample and also among
levels of severity xxthln pat1ent groups with moderate
efficiency. Also, it- correlates well with othet self-report

measures of depression (Radloff, 1977). Resulte\bf_follow-ug

studies have indicated that the CES-D identifies both acute and

chronic mood disturbances, even though it™ i oriented to present

condition (Radloff, 1977).

o

The CES-D was also designed to give a probable case rating

for depression. A score of 16 is the most commonly used cut-off

*.uq“u)-»-- R
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from three perspectxves .

score (Radloff, 1977). Scores at least this high are thought to
indi_sate a clinically si"gnificant level of depressive symptoms.
The cut point is intended to be used '\'as a way of i1dentifying high
risk groups, however, rather than for the clinical evaluation of

individual cases.

$.2 Family Adaptation -
In‘ the pfesent study, two indices of fémily adaptation were
includédrfmily functionifig and marital adjustment.

Family functioning was measured using the Family Assessment

Measure (FAM) (Skinner et al., 1983). FAM 1s a self-report
instrument designed to provide quantitataive indices of family
strengths and weaknesses. It seemed suitable for the current

purposes on'the grounds that it is of a reasonable length, offers

" the opportunity to evaluate families' level of functioning

‘relanve to samples of normal families, and mcludes two response

style subscales assessmg socxa.l desirability and defensiveness.

The concepts ‘assessed by the FAM are: task accomplishment,

_ role performance, communication, affective expression, affective

involvement, control, values-and norms. FAM rates the family

\

(1) a'General Scale that ptwides an overall rating
of family functioning, seven subscales measuring
the concepts listed above, and two response style
subscales tapping Social Desirability and
Defensiveness; - -

(2) a Dyadic Relationship Scale composed of seven
subscales focusing on relationships between
specific pairs in the family; and

Wan, T
.
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(3) a Self-Rating Scale with seven subscales
providing information on, the individual -
bl respondent's perception of his/her functioning
in the family.

For the present study only the 50-i1tem General Scale was

administered because this allowed for the assessment of families'

overall level of functioning and reduced the time required to
respond to the scale. ' '

As mentioned above, the FAM can be used to identify persons
reporting high degrees of problems in family functioning, in
comparison to typical families. FAM profile scQres are
norm'alxzed such that each subscale has a mean of fifty and a
étandagd deviatioh of ten. The majority of nonclinical families
should have scores Between 40 and 60. Scores below 40 are likely

indicative of very healthy functioning while those above 60 would

indicate considerable disturbance, relative to a sample of normal

families (Skinner et al., 1984).

This scale was, found to be internally consistent ({(alpha

coefficient of .93) in a he:e:oéeneous sample of-475 families

»

{N=933 adults) tested at various health and social service

settings 1in the Toronto area (Skinner et al.,” 1983). The
Cronbach's .alpha in the study seported here was .82. Skinner and

his associates also report preliminary evidence of concurrent

differentiates betweén pioﬁl’em and non-problem families. IIn the
study, "problem families®” were defined as those where.at least
- 4»’one~fami'ly membe‘r was receiving iprofeasional help for a variety
of ptob_letm'sjnclud'ing .psy'chiatr,ic]eni.ogiona'l, alcohol or other

-

i
!
i
|
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validity in that ‘the PAM-General Scale significantly -
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drugs, schocl-related and ma;o.r leqall . -
Although there are several marital adjustment scales
available that appear to be psychometrically sound, such as the
Waring Intimacy Questionnaire (Waring, 1979) and the Dyadic
Adjustment Scale (Spanier, 1976), it was difficult to find an
instrument that was brief enough to be included 1in a
questionnaire that was already relatively lengthy. Largely dug
to this consideration, the marital ques‘tionnaire developed at the
Western Psychiatric Institute and Clinic, University of
Pittsburgh was chosen to assess marital adjustment. It
incorporates items from several existing instruments including

the Locke-Wallace Marital Adjustment Test (Locke and ﬁallace,

1959). Six subscales were aeveloped‘on the basis of a factor

analysis. Two of these, Overall Satisfaction and Marital.

Conflict, were used in the present study. The former subscale is

composed of six items and the latter of fivé items. -
In the thiré wave of the Three Mile Island Study (N=1158)

conducted by the Western Psycniatric Institute and Clinic, the

investigators report acceptable levels of internal consistency

" for both of these subscales resulting in Cronbach's alphas of

0.79 For Overall Satisfaction and 0.75 for Marital Conflict. .

Although formal tests of this scale's validity were wnavailable,
. ’ . ~

_the Lotk-Wallace Marital Adjustment Test, from)which it was

adaptea,.ﬁas been demonstrated by Locke “and Wallace (1959) to

have cbﬁcurrent validity in that scores for well-adjusted cbupleé

were found to differ significantly from those of maladjusted

T L T
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couples. In the present study,

both subscales appeared reliable

with an alpha of 0.81 for Overall Satisfaction and 0.70 for

Marital Conflict. —
2.3 Chropjc gtrain .

* ' As mentioned previously, the chronic'straln of interest here o

.. . -~

is that experienced by the parents of children surviving cancer,

resulting from a combination of the uncertainty associated with

the child's future and the endurmg effects that such an ~evlent

has on a famzly s patterns of mteracta.on and role performance.
The presence of chronic strain was measured as a dichotomocus
variable where ‘the case sample represented a grodé experiencmg.
the enduring or chronic strain of being a parent of a ch:.ld
.surlvmg a life-threatening illness and the control sample
-represented a group that was not expgriencing such a strain.
Because there was 50 much variation in the sample -of cancer
survivors in terms of diagnosis a'md length of time off tseatment
and; as & conséqt):ence of these two variat;les.‘p,rognosis, it was
‘beilieve"d‘tbat the degree of chronic strain felt by. parents was

In recognition of these poteﬁtiﬁl

also. likely to vary.
variations, an attempt was made, in one series Vof analyséé‘, to
_quantify the degree of strain experienced by case parents. ‘ -
S.4 Life Events e -

- . q Although the focus of the present study is on the

- . consequences that a particular enduring or chronic strain may -

have for parents, it is essential that considetation is given to

As outlined in the

the role played by discrete life events.

P . .
-




overview of the stress process, it has beentposzted by\both Brown
and Barris (1978) and Pearlin et al. (1981) that stress can arise
out of two circumstances: ®he occurrence of discrete events and
the experience of ongoing problems or chro;ic strains., It has
been suggested that these two sources um'.t:e_to produce stress. It
‘may be that recent life events aggravaté or intensify existing
strains or that the presence of enduring strains qmpl1fies the

impact of discrete events. It I's not possible to discriminate

‘between these two eiplanations but this is not important in that

it is sufficient to bypothesxze. that chzomc strain wlll be more

relevant to distress in theuface of recent life-events.

In the present study, life events were aséessed using‘a list
of 30 events drawn from other life events scales (Henderson et
al., 1981; Sarason et al., 1978), which have been patterned after
the scale developed by Bolmes and Rahe (1967). Respondents were

asked to indicate whlch of these events they had personally.

experlenced. For twentxApf these events, respondents were also o

' asked 1f thexf spouée had experzenced §uch an event -and for ten

of the-events,tthey vere asked if this event had occurred -to

- . -

:chelr chxldxen, telatxves or close friends. Only events that

‘eccurred thhzn the, past six months wege recorded. Thxs was aone

,.—

to producera count ‘of recent life events that was relatzvely

unconfounded with' the major events tesﬁltzng from childhood
cancer xtseli such as. the diagnosis, begxnnxng treatment, and the

oessation of treatment. - <.

'_,Bespondehts_were asked\£b~4dentify_the particular month. in

which each evén;1occutred. rate the event on . a scale from very

KRR
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éed to very good, and 1indicate bow.léng_the-event-affected e
them afterwards. Finalif, respondents were asked to speculate on-
whether each of the events that occurred was related to their
child's health condition. The number of events listed was
limited to 30 because of the extra.time involved'in answering the
'probes about each event.

To address the research ghestions asked here, only counte of

.- the number of events occurring to the respondent personally and

the ‘total number of events experienced by the respohdent and
those close to him/her were used. There were two reasons for

this decision. First, given'that stressful events was only one
- ‘ L - . o
: of several intervening variables to be considered within the

theoretical models, a simple count served to keep the analyses

within manageable bounds. Second, given the limited sample

sizes, analyses by the various dimensions was deemed

.
v

inappropriate, Tt Y e = o . . EEERE Tt

2.5 Personal ‘.&e&gus_e_&

Three indices of personal resources, sense of personal

- -

control, self-esteem, and religxosxty thatu.as outlxned in

earlier sections, have been hypothes1zed to have the abxlxty :o< -

J‘ medxate-the impact bhat streaaors may have on ps?chological

3 TRV dzatsess or. adaptatxon, and . hAve been denonstrated<to be. _i 7

S _‘:. part1cularly relevant to patents faced thh the experience of Ch e

Chlldhood cancer were 1ncluded in the present study. . i
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2:5.1 Mastery. : S o )
Mastery or sense of ;ersonal control was measured using a
seven item mastery scale constructed by Pearlin and Schooler
(1978). Mastery can be defined as the extent to which -one
believes 6ne's/]_.ifei"i_s under one's_ control in constrast to being 4
- coni:roned by .éxé.erﬁ;i. ‘forces. Another way of describing mﬁastery Sl

is as "an intrapsychic resource that influences one's ability to

competently -manage life's challenges” (Tutner and Wood, 1984).

" This scale has been demonstrated to have a .satisfactory level of

reliability in studies conducted at The Health Care Research’

-~

{ - Unit, Oniversity of Western Ontario, with an aipha_ coefficient of
£ apptOximatély 0.74. In the present study, a Cronbach's alpha of
0.81 was produced. There is also some evidence.gf its construct
v&aii.dity_ in that it Fehd_s to be mbre'hq‘.ggtly'gon_elgted--#i:h‘: -

achieved statuses such as education and income than with-ascribed

L ‘ . statuses such as age -and sex, as.one would expect of a measure of —
j . . -+ self-attitude . (Pearlin and- Schooler, 1978). ) o
’ » . .’- ’~ - ... : . m—. 4 = 1 : - . * . ' - : . - - - ) . o ‘7’-“ ) :-

/ T Self-estee;n was assessed Qéimj ihg‘:shor; version of the

qL ' ‘ ‘Sé;f—Este:em Scale d,eve,:lop_ed_by 'kosen‘bé’rg (1979). This version

. E o ix'gcludéé six items. 'késpohdents are asked to record their degree
- of agreement with each statement on a four-point Likert\;‘?:?rex
‘ - ranging from strongly disagree to strongly agree. The scale's .
internal reliability is suggested by Rosenberg's (1979) report

that the scale has a Coefficient of Reproducibility ‘of 92 1In

this study, the Self-Esteem Scale had a Cronbach's alpha of .85.

Rosenberg's self-esteem scale also appears to possess construct
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- validity.

Consistent with theoretical expectation, it has been

shown to be strongly related to depressive affect; 'anxiety and

peer—group reput:at:.on (Rosenberg, 1879). -,

- '535,3 gllgig; !, o0 ’ ' ' -

. -RellgloSJ.ty was assessed using a l3-item inventory of -

relxgxous actw1t1es and attitudes developed by Kenney et al.

(1977). 'rhe_inventory measures three dimensions of religiosity:

rellgi_ous activity and attitudes in one's personal and family

-

lee, responsiveness to non- group modes- Qf xrssntutlonallzed -

rellgxon (that is~’medxa forms),

and activity within

':'mstltutzonahzed rel1gxous g‘roups. The hlgher the score, the

higtier the degree of rehgzosxty. A multidimensional measure of
religiosity offers the advantage of sensit'ivit-y to feligious
behaviours that-lie outside of mainstream institutional patterns.

This b‘oader definition of religiosity seemed to be appiopriate

. in the preésent context since one.would not expect rellglosity, as

a personal resource, to be limited to only institutional aspects.
The authors of this scale do not prov1de any information

regarding its psychometric properties. It does, however,

appear
to have face validity and content validity. In the present

study, the inventory proved.to be reliable, producing a

-

Cronbach's alpha of .93.
2.2.4 ‘Coping,
Coping was not included as a‘“neasuze in the~present study.

The concept of coping, broadly defined as "behavior that protects

people from being psyc‘hologically harmed by problematic social'”

.

-
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‘distress are coping less effeEtively.

- e

. experiehcé' (Pearlin and Schooler, 1978:2), is clearly central to

efforts to understand adaptation and has attracted a great deal

of attention in the stress literature. There are two viewpoints

regarding how this "important concept should be handled in

‘research, however. Some have argued, including Dohrenwend

(1984), that coping is a general concept best revealed in

considering variations in outcome. In other words, that it is

_possible to infer that those individuals who score high on life

stress but low on psychological distress afe .coping effectively

.while those who score high on both life stress and psychological

-

Others have attempted to describe and assess coping

.directly. The focus of such research has’ been divided among

three sets of coping variables: coping resources (generalized
attitudes and skills thought to be advantageous), coping styles
(ways of approaching problems), .and.caping efforts.(specific
actions taken in specific situations in an attempt to reduce
certain problems or stress) (Menaghan, 1983b). As well, attempts
to empirically assess the effectiveness of coping have involved
the use of a variety of outcome criteria (Menaghan, 1983b). It
is clear that the complex nature of this construct has posed
difficulties in definition, mea;urement and interpretation. For
these reasons, in the present study the position of Dohrenwend

was. taken.

b'\



2.% Socjal] Resources

Social resources were assessed by focusing on the concept
of social support. This concept has been addressed using a wide
variety of definitions but underlying all of these definitions is
the notion of the significance of human relationships (Turner et
al.,1983). Based on reviews of the theoretical and empirical
literature, House (1981) and Turnef {1983) both concluded that
experienced or perceived social suﬁéoiy is tﬂ! critical element

and'dominant theme found tn this liygratuze. From this

perspective, social support "refers to the clarity or certainty

with which the individual experiences being loved, valued, and

able to count on others should the need arise® (Turner et al.,
1983:75). There is also evidence to suggest that it is perceived
social support that is most consistently related‘to psychologi;gl
well-being (Turner,1983£ sTurner et al., 1983).

Given these findiqas, it was decided, for the_pu}poses of - -

the present study, to focus on ¢he perceptual aspect of support.

T'Within the area of perceived support, it is not entirely clear

P,

which dimensions are most relevant to psychological well-being.

Because - of this, three instruments were selected to assess the

PPy, W o

following: emotional social support received from family and
friends; emotional support, with attention to the  negative as

well as the positive aspects of support; and instrumeptal or
- ,\ N
material assistance from family and fr;ends.”

Due to the fact that the sample of parénts of. cancer
survivors were all past the period of their children’'s illnesses

where they would be especially likely to need to rely on others

€,
.
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fc;r instrumental or material assistance ip dealing with the many
disruptions to family life that surround the eazliér stages of
childhood cancer, it was suspected at the outset of the study
that case and control parents would not vary on the importance. of
instrumental support. It was thought, however, that the
perceptionof emotional support may be more imp&rtant to-case

. parents than to\cont'rols because of their lingering concerns
about their children surviving cancer.

The first measure of perceived level of social support, the
Provisions of Social Relations (PSR) Scale was developed at the
Health Care Research Unit, the University of Wgstérn Ontario. It
is.e.l‘ls-i'.tem scale (Question 39, Appendix B) whose development
was infl’uenced by Weiss' (1974) conceptualization of the
provisions of social relationships and was an attempt tbd £e.st the

f ‘ ,
respondents’ perceptzons in relation to five of the "provisions”

< - ——

1dent1fied by Weiss..' These'provisions are attachment, social °

. integration, reassurance of worth, reliable alliance, and

guidanée.

Aside from its obvious face validity and content validity,
there is also evidence of its concurrent validity in studies
conducted at the Health Care Research Unit where the PSR_was
found to be coz;elated with Ewo. otfier measures of the per.ception
of social support, the Revised Kaplan Scale (r-.sg) and Reflected
Self ~Esteem and Reflected Love (:- 37 to .61) déveloped at the
Health Care Research Unit, (Turner et al., 1983). These authors

also reported thai: the PSR produced satisfactory levels of -
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-

\operationally confounded with symptoms of depression, evidence ;

| of the dihension_s of the Inventory of Socially Supportive

internal reliability with alpha coefficients ranging from 0.74 'to

_0.87. 1In the present study, the alpha coefficient was .84. C

Although this perceptual measure may appear to 'be

has been presented (Turner, 198l1; Turner et al., 1983) to

indicate that this index of sociel support has underlying

determinants that are distinct from those of sev scales
measuring psychiatric sirmptomatologyu including the me of o0
depression used in the present study (the CES-D). e

The positive and negative aspects of emotional support from

R T A

family and friends were indexed using items adapted by
investigat;:ors at the Health Care Research Unit from an instrument . -) ‘
developed by Kessler and currently being tested at the Instituté
of Social Research (ISR) at the University of Michigan, Ann
Arbor. Evidence of this scale's psychometric properties are not
yet available from ISR or the Héa‘lth Care Research Unit, but in .

the cu.grent‘study it appeared quite reliable with a Cronbach's .

2y

alpha of .76 for family support and .89 for support from friends.
&
And finally, the perceived availability of instrumental or

24

material -social support from family and friends was measured
! ¢

using a scale adapted at the Health Care Research.Unif. from one .-

Beha;viqrs (Barrera e!:D aol., o19,8i)". Tests of this scal_e are now in
process 8o inf'omation reqarding its pcycho‘metzic properties is

not yet available. In the’ éresént study, the adapted instrument

did appear to §e inte'kna],ly con’sistent,' hou;ever, producing an -
alpha coefficient of 0.81. ' .
a
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S.] Papily Characterjstics
Information concerning the demographic-characteristics of

the familie\s studied was also collected. A serié§ of items were

"included to provide data on household composition (members by

age, sex, and relationship te responflent), \pe;tent's age, level of
education, marital status, employment statx;s, occupation, family
income and perceived financial dffficulty. Occupational level
was rated using the classification of Pineo et al. (1977). |

As well, an attempt was made to ga'.ther\some gualitative
information from the case parents using seée:a'(‘l open-ended
questions. They'were asked to deséribe.in their own words how
they ‘and their family are affected now by the fact that tfxeir
child has had.c;r:lcéf, about their presen& concerns related to the

. ’ o }
child's illness, how they cope with such concerns, and whether

they perceive the need for any social services hot, currently

N

offered to families such as their own. o .
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R As outlined by the gselection Ct-l‘

CBAPTER SIX

RESULTS

-

The\vfindinqs will be pfesented in four parts. To begin, a
description of the child cancer survivors is provided foll;)ved by
a sociodemographic profile of the case and control families. The
chapter then proceeds by presenting the results of case/control
comparisons for the major outcome variables. .Next, each of the
social psychological factoré hypothesized to be relevax:zt'to
psychological distress and family ﬁapta‘tion, is cons_ihered
separate”ly as well as in combinati:on with-the o‘ther.key
components .m the oonceptual frame\l‘orks that guided the present
study. Fmally, a btief account of case parents' responses to
questxons regarding how they are affected now by their children's
illness is provided.

The results pertaining to parents are reported on a gender

specific basis. The reason for this-is that the psychosocial

literature ‘ffets some suggestion that gender differences may
exist in parents' adjustment (Obetz et al., 1980) and it has been
previ;ously reported that women have a highet prevalence of

psychodog:cal disorders, including depresaion and anxiety than

' nen (Ddhxenwend and Dohrenwend, 1969; Warheit et al., 1975).,

MMMQILBMM

. families of interest

~ to the study were those with a child whp hd been treated for a

' childhood ulignancy ad had completed afl tsxeatment at ‘least six

mom:hl befoze the time ‘of the perents' pa:tij\lpation in the B

. - .
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study. Just under one third of the sample of cancer survivors
had been diagnosed as having leukemia, 1S percent had Wilm's

tumour, l4 percent bp& histiocytosis and 11 percent had Hodgkin's

_disease , while the remaining 30 percent were spread across a

variety of other diagnoses as shown' in Table 6.1.
The amount of time that had lapsed since the diagnosis was
aadeﬁranged from two to nineteen years with a mean of nine years

(S$.D.=3.6). Associat;d with this variation in the time that had

passed since diagnosis, was a great deal of variation in the

lengths of time since the child's. last treatment for- cancer
They ranged in time off treatment from-—iess than‘nne year to
nineteen years w%th 4 mean of»6.1 years (S.D.=3.6). Sixteen
percent of the sample had completed treatment within two years of
the tihe.of Ehe‘stud},'is percent were more than two years nnt
not mozé than five years frnm last treatment, 36 percent were
-more than five yénrs but not moce than ten years from last
treatment, and the remaining 13 percent were more than ten years
from the time of their last treatment for cancer.

The sample was alnost equally divided by.gender,.with 52
percent (N=42) of the sample being malen and 48 percent (n=38)
being females. They (anéed in age from three to thirty years

with a mean age nf fouf?ien and S.D. of 5.8.

$.2 Sociodemographic Characteristics of Case and Control Families
‘ The desién of the study involved the selection of comparison

fa-ilies fron the neighbourhoods of case fanilies in an attempt-

to ptoduce a control sample of £amiltes with.healtby children-.

~7
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TABLE 6.1: Diagnoses of Child Cancer Survivors
DIAGNOSIS . | s

Acute Lymphoblastic Leukemia 25 31.3

Wilm's Tumour . 1 15.0 -

. Histiocytosis ' 1 13.8 {

Hodgkin's Disease 9 11.3 !
Neuroblastoma 7.5
Rhabdoﬁyosatcoma ' S . 6.3
-~ Non-Hodgkin's Lymphoma 2 . 2.5
Bypothalmic Glioma 2 2.5
Osteosarcoma 2 2.5
Ewing's Sarcoma - 2 2.5

Retinoblastoma s 1 1.2 5

Medulloblastoma . 1.2

Clear. Cell Sarcoma 1 1.2 '

Leiomyosarcoma 1 1.2 2
TOTAL 80 ., 100.0
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that was roughly equivalent to the case sample in terms of family
composition and socioceconomic status. Before embarking upon the

case/control comparisons of central importance to the study, 1t

73

was necessary to investigate the outcome of these matching .

procedures; to :assess the level of comparabaility betweeen the
case ’and conp:gl samples‘. The two samples of mothers and the two
sahples of fathers were compared on a series of soclodemographic
variables including age, number of chi;d:en li\}ing ‘at home, age
of the index child, marital status, employment status, education,

pccupati&ul level and family income. )

As can be seen from Table 6.2, the distributions of parents'.

age, age of index child, and number of children living at home
weré very similar for both the twq samples of mothers and the two
samples of fathers. Case/control comparisons did reveal,

. . B . L] . .
however, that for both mothers and fathers, there were

statistically significant differences in marital status. These_

results ate illusttated in Table 6;3.‘ The status of divorced or

separated was reporteéd by 12.5 percent of the case mothers

’

ccmp;ued to only 3.8 percent of the control mothers. Of the case

N .
fathers, 9.5 percent were divorced or separated while all of the

control fathers were married.

Acq:dxng to the 1981 Census, 10.98 percent of fanulxes in

the province of Ontario were lone parent tamiligs. szep thxs
estimate, it appe;'rs that -lone paren't unilies may have been
slightly underrepreunted in the contrﬁ{ sample while the rates
of lone parent £anilies for the ca sample was quite comparable
to official estimates flor the gfographic area from which the

. . ‘ N
. / -
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Table 6.2: Means of Parents' Age, Index Childs*' Age and

-Number of Children at Bome by Parent and Sample

PARENTS' X

AGE . -
4RA3E2
N
- -&

" INDBRX X
CHILD'S ]
AGE - S.D.

RANGE
) N
BEOMBER X
OF CHILDREN
AT HOME s.D.
RANGE
N
\

CASE | - CORTROL

\

4l 40
7.37 10.16
26-64 22-66
80- 79

14 14
538 | 6.19
3-30%  ° 2-25
80 19
2.3 2.0
1.3 1.0
0-8 0-4
80 79
-

. PATBERS
CASE  CONTROL

43 - 4l
8.27 9.87
27-67 2563
63 72
14 13
5.78 . 5.97
3-30 2-24
63 2
2.3 2.0
1.4 ., 1.0
6-8 0-4-
63 - 72

~1
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TABLE 6.3: Frequencies and Percentage Distributions of
Marital Status, Bmployment Status, and Education
by Parent and Sample

.

MOTHERS FATRERS
- - Case Gontrol  (Case ontro
Marital Status N % N 3 N 3 N 1 ]
Married 67 83.7 74 93.7 57 90.5 72 100.0
Sepazated/nxvorced 10 12.5 3 3.8 6 9.5
Widowed 2 2.5 2 2.5
Single 1 1.3
TOTAL 80 100.0 - 79 100.0 63 100.0 72 100.0
(X2=4.01,df=1,p<.05) (X2=7.18,df=1,p<.01)
Eaployment S N Y- N % N %
Status .
Employed full or
Part-time 49 62.8 45 57.0 S6 88.9 68 95.8
Homemaker . . 24 30.8 28 35.4 ' .
Onemployed S 6.4 4 5.1 2 3.2 1 1.4
Retired . 2 2.5 2 3.2 1 1.4
Student ' . 1 1.4
Disabled T 3 4.7

"$OTAL 78 100.0 79 100-0 63 100.0 71 100.0
: . (X2=.561,df=1,p>.05)  (x2=2.29,dfsl,p>.05)

(Note: These X2 values were calculated using 2X2 tables where
each sample was divided into employed and all other.)

Level of ) S N ) N s )] 1)

Bducation .

Some Public School 4 - 5.2 1 1.3 S 8.0 2 2.8

Public School 4 5.2 5 6.3 7 1.3 7 9.7

Some Bigh School 22 28.% 26 32.9 13 21.0 19 26.4

Bigh School 28 36.4 31 39.3 11 17.7 20 27.7

1-2 Yrs. University . N ' . .

/College . 10 13.0 8 10.1 13 21.9 12 16.7

3 or More Years : ‘ .

Oniversity/College 9§ 11.7° 8 10.1 13 21.0 12 16.7 .
!OTAL‘ ~77--190. 0 79 100 0 62 100.0 72 100.0

(x2-z.s4,d£-s,p> 08) - (X2e4.70,d€=5,p>.05)

Ihadakare 41, ¢,
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samples were drawn, _ \‘\qx,_fd*"

It should be Qoted that, of the case mothers, five had
remarried from the time of their child's diagnosis to the time of
the study; while of the case fathers, two had remarried during
this period. Unfortunately, it is not known how many of the
matched control mothers and Fathers had experienced a similar
change in marital status during this period of time.

The distributions of employment status and level of
education, as sbovn'in Table 6.3, ‘were both quite simiiar acr&és '
the two--samples of mothers and the two.samples of fathers.
Occupatiqnai leéel'was rated using the classification of 3ineo et

_-al. (1977) that provides sixteen categories of occupation. All

motﬁe;s who were employed outside the. home were rated on

- -

occupational level.  For both cases and controls'the mean score

on occupational le&él for mothers fell within the ninth category.
//’This'categoky represents skilled clerical, sales and service

" occupations. For case fathers, the mean score fell within the
Ly

sqventh catedory repiesentihg supervisory positions while control
- fathérs produced a ne;h that was one category below the case
fathérs% that of foremen positions.,'qﬁing parents' occupational -

levels as one indicator of socioeconomic status, it appears that

i

-the two samples yeté almost identical in.this regard. y -

\

-~

The same was true when fahily income was ussessed as a

" . 'second indicator of social class using a nine-point interval
" scile. Through extrapolation from.the “Levels, of famfly income -

feported, the mean vas estimated to be $24,500 for case mothers'
SN
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_whether the chronic strain of having a child threatened by cancer .

" the individual ﬁa:ent and adaptation at the family level.

» adjustment were di;ectional_in:natutc, implying that one-tailed

families and $27,500 for control mothers' families. Among
fathers, the cases were estimated to have a mean family income of
$28,000 whilg the controls were estii%ted to have a mean of
$30,000. From these comparisons of. occupational level and family
income, it seems that the case and control families live in very
similar socioeconomic circumstances.

On the .basis of the preceding case/control comparisons, 1t
is reasonable to conclude that the matching procedures were

-

effective in the provision of a control sample composed of

parents Qho ocould be gonsidered sociodemographic counterp&rts of
the case parents. The only variable on which the two samples
differed was marital status. The implications of this difference
will be dealt with later within the context of ;pecific apalyses

involving case/control comparisons.

§.3 Levels of Psychologjcal Distress and Pamily Adaptatjon
One of the central goals of the study was to determine

is associated with elevated levels of either psychological

-

4

distress in the parents or maladaptation at the family lTevel. ¥
Restated, the aim was to ascertain whether the parents of child
cancer survivors differ from paranﬁs not experien¢ing such str&iq

in terms of adjustment on two levels--psychological distress fof‘
In Chapter Three the reséarch questions regarding levels of .. '\

tests of significaﬂde would Be- appropriate. Por the analyses to

. e - . .
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follow, however, two-tailed tests were used. 'rh{e'reascn for this

decision was that, although the relevant practical issue is

whether families of cancer survivors are at elevated risk for

psychological distress or family dysfunction, the lack of
previous research on this population precludes arguing with
confidence that the predi¢ted relationships could not be in the

opposite ditection.

Given the use of multiple significance tests.throughout the .

analysxs of the data, caution must be advised in the
interpre‘tation of any -g'solated significant findings. Although
the conventional alpha level of .05 was adopted, there'is
actually a much greater risk of drawing a false positive
conclusion' from these analyses, as a function of performing many
significance tests. ‘ '

It will be recalled that the present study assessed two
dimensions of psychological distress—depression and anxiety—as
vell as two dimensions- of family ad?ptatién--fami;y functioning
and marital adjustment. - The findings related té-each of these
aspects of adjustment are outlmed below.

Depregsjon., As stated earlxer, depressxon was measured using
the Center for Epidemiological Studies Depressmn Scale (CES—D)

It can be seen from Tablg 6.4 that the mean levelg of depressz.on

for cages and controls wégé almost identical for both mothers and °

-

fathers. CES-D scores -goz"case mothers’produced a mean of 9.09

while the mean sc‘:'»:e for control mothers was 9.52. -Case'fathers
. \ - N
had a mean CBS-D.s't:ore_ of 1.75 while_ the control. _Eathers‘ mean

" score was 7.32. ,}\1though it is Adb{r,iously not Btatistically’

"~ .

N

-
4
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Table 6.4: Mean Levels of Depression Scores (CES-D)
by Parent and Sample

"CASE CONTROL T-Test

Case/Control
Mothers X 9.09 9.52 t=-.28
. df=153
* .S.D. 9.21 . 9.70 p=.78
N 80 75
Pathers X 7.75 - 7.32 t=.31
. df=102.4
S.D. 8.79 6.28 p=.76
N 59 71
T-Test t=-.87,df=137,p=.39 t=-1.63,d£=127.6,p=.11

_Mothers/Pathers

e

Table 6.5: Percentage of Depression Scores (CES-D) 216
by Parent and Sample

CASE CONTROL  Chi-Square
. Case/Control
Mothers 3 25.0 . 21.3 x2=.292
. ' ) df=1
s N 80 75 p=.59
> . R
Pathers %' 1129 | 8.5 X2=.417
N . .o © df=l .
- N 59 71 p=.52
1 ]
Chi-Square X2=3,74,df=1,p=.05 X2=4,73,df=1,p=.03
) lothe:s/?athgrs - '
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significant, the difference in average depression scores between
the two samples of mothers was not in the predicted direction

either. A closer examination of the distributions revealed that

this was attributable to a very high depression score for one .

control mother.

Perhaps more substantively relevant than the mean scores on
depression is.the extent to which these scores are associ\ated
with the psychiatric aiagnosis of depression. This issue can be
examined because normative data on the CES-D scale are available
and the scores' relationship t® clinical status has been studied.
A score of 16 or higher is thou‘ght to roughly identify those in
the community with clinically significant depression p; at high
risk for such depression (Radloff, 1977; Myers et al., 1979).

Table 6.5 illustrates that the difference between the
proportions of t-he case sample and the control sample with écores
above the cut-off was in the predicted direction, for both
mothers and fathers, (w'ith a larger proportion of cases over the
cut-point than controls), but not statistically significant.
Com.pated to data from a study done by Cémstock and Belsing (1976)
on two cou;munity samples, where approximately 21 percent of the

women .ahd'about fourteen percent of the men scored sixteen or

'higher on the CES-D, a ghightly larger proportion of casd mothers

F 4
(25.0%) exceeded the cut-point and for both samples of fathers,
the pr‘oportions at’ high risk for depression (cases: 11.9%;

controls: 8.5%) were below the prdporfion reported by Comstock

and Helsing..

80




ST .

o ——C Y

. \ : 81
Although the majority of parents studied were married, it

will bevrecalled that significant{y more of the control patenps.
vere married at the time of the study than the case parents.

With this fact in mind the analyses for depression described ¥
above were repeated, eonfining the samples to only‘those parents
who were married to assess the impact of holding marital status
constant. For both the mean levels of depression sco;es and the
. - percentage of . depre551on scores indicating high risk, the :esults
were very sxmllar to those for the full samples (See Appendxx E,

Tables El1 and .E2).

A larger proportion of mothers than fatﬁerS'was found to be .
at risk for depression in both'samples. This fipding is
consistent with other research resulta-gAnesheneel et al., 1981;

" Comstock and Helsing, 1976). »

Anxiety. As outlined in the measurement chapter, anxiety was

assessed using the State-Trait Anxiety' Inverfpry (STAI), which is

comprised of two separate scales; odne measuring a fransitory
. emotional state (A-STATE), and one measutlng telatxvely stable
individual differences in anxzety across people (A TRAIT). In

Table 6.6 the mean levels of A—STAIE and A-TRAIT for both mothers .

and fathers in the two samples are shown. Neither of the anxiety

scores produced differences in mean scores betpeen,thengwo‘.

samples of mothers or fathers that were s;atistically

significant; these case/control comparie;ns revealed mean scores
- dthat vwere almost identical.

As with the analyses for depressxon, the test fdr a

dxfference of means between cases and controls was repeated for
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Table 6.6: Mean Levels of Anxiety Scores (A-State
and A-Traitlfby Parent and Sample
. "CASE CONTROL T-Test
) Case/Copt:ol
A-STATE
+ Mothers X 32.87 32.77 t=.06
df=148
s.D. 10.27 10.70 p=.95
N 76 74
Pathers X 31.28 | 31.43 t=-.09
: df=11%
S.D. 9.74 8.66 p=.93
N 54 67
T-Test t=-.89,d8f=128,p=.38 t=-.81,df=139,p=.42
Mothers/Pathers o
¥
A-TRAIT
Mothers X 36.84 36.14 t=.44 ' //
df=148
S$.D. 10.41 9.43 - p=.66
N 76 74 ‘
Pathers X 33.07 32.77 t=.20
df=125
S.D. 9.21 7.85, . p=.85
N 56 ‘n ’

H

T-Test  t=-2.16,df=130,p=.03 t=-$:p3,df=143,p=.02
Mothergs/FPathers Lo . :
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anxiety including only those parents who were married at the time
as a way of controlling for the case/control difference 1in
marital status. The mean scores that resulted were very similar
to those produced by the full sample, leaving the results

described above urfaffected (See Appendix E, Table EJ3).

Family Functjoning, As 1indicated in Chapter Five, family
functioning was assessed using the general scale of the Family

Assessment Measure (FAM). 'The scale was designed to provide

quantitative indices of family health/éathology (Skinner, 1983).
This instrument provides an overall rating as well as ratings on
seven subscales. For each of the ratings of functioning, higher

raw scores correspond to more family probléms being reported in

'

that particular area of functioning.
To offer a better understanding of FAM scores, the authors

provide normative data to act as reference points. To facilitate

such a comparison, scores on the FAM were translated into

standard scores using the normative data from normal families

—

such that each subscale has a mean of fifty and a standard

4w

deviation of ten. Relative to the sample of normal families used
) to convert scores then, scores that are more than one standard
deviation from the mean are interpreted as indicative of either, a

disturbance in family functioning (above sixty) or very‘hepltpy

functioning (below forty).

Table 6.7 provides case/coﬁtrol comparisons of means ‘for
.standardized scores on total family dysfunction and for each of
] ) ‘
the subscales, for mothers and fathers. The only statistically
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Table 6.7: Standardized Mean Levels of Pamily Dysfunction
(FAM-General Scale Score) by Parent and Sample

ROTHERS ) PATHERS
CASE CORTROL CASE CONRTROL
TOTAL X 50.02 50.63 50.29 50.14
SCORE s.D 8.50 9.81 7.74 6.30
N 77 74 59 69
TASK X 48.51 50.19. 47.52 50.89*
ACCOMP- §.D 10.44 11.36 8.77 9.03
LISEMENT N 80 78 61 71
ROLE X 52.43 51.60 50.20 48.27
PERFORM- S.D 11.00 11.85 10.99 7.21
ANCE N 79 78 61 70
COMNUN- 53 50.94 S1.64 50.90 50.91
" ICATION §.D. 8.75 10.74 8.85 7.70
N 80 78 60 70
! APPECTIVE X 51.38 51.55 51.98 51.97
: EXPRESSION S.D 10. 49 11.27 10:09 8.42
! N 79 78 61 71
APPECTIVE X 49.79 49.78 50.95 49.32
. INVOLVE- §.D., 10.61 10.45 9.15 8.16
N MENT N 80 78 62 71
R CONTROL X 49.68 50.85 51.67 _  51.00
s.D. 11.35 11.44 -10.94 . 7.32
N 79 79 - 61 70
VALUES & X 50.35 50.06 50.31 49.36
NORMS s.D. 11.31 11.66 8.13 8.49
N . 79 79 61 69

*t=-2.16, d.f.=130, p=.033
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significant difference in mean scores between the case and

control samples was in the comparison of'tan accompl ishment fotr
case and control fathers with the cases producing a lower mean
gscore. This difference in means, as well as a few of those fbr
the other subscales, was not in the predicted direction; the
control sample produced a slightly higher méan score than the
case sample, indicating more family problems on average.

Table 6.8 indicates that although the case sample had a
larger proportion of parents with scores above sixty, signifying'
dyéfuncﬂion, than did the control sample for both mothers and
fathers, and that a larger percentage of mothers in both the case

and control samples scored above,.sixty than in the two samples of,

_fathers, none of these differences in .proportions was

statistically significant. ?@e cutgpoint score of éixty was also
used to compafe\thg cases and ‘controls on each 6f the seven
subscales.: Noﬁe'of these differeqces in propertions was
stacisticariy significant either: ’

When the analyses on the éAH scores were repeated for only

those parents who were married, to control for the case/control

difference, on marital status, both the mean scores and the

L]
]

proport}qps of the samples with.scores indicative of problems 1in
family‘fﬁnctioning veré similar to those produced by ihe full
samples (Se€ Appendix E, Tab1e§'E4‘and ES) .

AS hotga in the measuremeat chapter, two response style
subgécales (social desirability and defensiveness) are.included in

the FAM. The authors suggest that social desirability and

u-'defensiveness scores above sixty are indigators that scores on

(@ o]

I
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Table 6.8: Percentage of Overall FAM Ratings >60
5 by Parent and Sample .
CASE CONTROL Chi-Square
_ Case/Control
Mothers % 13.0 10.7 x2=.196
> i . - ! 4 dofo=l
N . 777+ 75 . p=.658
Fathers % 8.5. 2.9 X2=1.91
d.£.=l
N 59

. 69 p=.167

‘

- I3

Chi-Square  X2=.693,d.f.=1;p=.405 'X2=3.36,d.f.=1,p=.067
Hothers/?atheta v
/

4
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—"‘=#esponses of case mcthezs'yere least likgiy to be qffgctéd by a

the other scales may not be valid. They believe that elevated

scores on these response style subscales may distort the FAM

profile by either an artificial suppression of otherwise elevated

scores or an alteration in the shape of the profile.
To ensure that such potential distortions were not affecting

the distributions of scores in the present study, those parents

- who had elevated scores on either social desirability or
defensiveness were excluded and the proportions of parents above -

the cut;point.were recali:ulated. Of the mothers; 17 pefcent of

the cases and 23 percent of the controls were excluded on this
basis, while fot fathers, 29 percent of the as_éé and’ 19 percent

of the controls had to bé éxcludeds I\t‘.'abpeat's‘tha_tj,the

27

.tehdency to respond in a socially acceptable manner or to be

-

defensive, while the responses of case fathers were adst itkely

to be affected. The exclusion of these parents resulted in

slight increases in the proportions of parents with FAM scores.

4 ]

above sixty but did not change the ovefall pattern of scores or

produce any statistically significant differences between

samples.

a

Marital Adjustment, All parents who were married at the time of

the study were asked to complete the Overall Satisfaction and the

Marital Conflict subscales from the Marital Questionnaire

developed at the Western Psychiatric Institute and Clinic,
University of Pittsburgh. These two subscales were summed to

derive a total score on marital adjustment. For this puypose,

Y

,1
|




the scores on marital conflict were recoded so that high scores
resulted in lower adjustment scores. "~ The results of the
comparisons between cases and controls, provided in Table 6.9,
demonstrate that the‘scores on marital adjustment were virtually
identical across all four samples.

Summary. The families of child cancer survivors were not found
to be at higher risk for maladjustment than families with healthy
. children whether personal acljustment or adaptation at the family
le‘}el was considered. The " two samplee did not vary significantly

ir terms of levels of depression, anx:.ety, family functioning or

mantal adjustment 'rhe ‘results descrz.bed in th1s sectxon offer.

no stat;atxcally s1gn1f1cant evxdenc'e in support of the

hypothesxs that parents expen.encmg the chromc stra“m

‘assqQciated with having a cmld who is survwmg cancer are at -
elevated risk’ _for psychological dlstres_s (Research ‘Quest~xons>0ne _
and Two) or the hypothesis that these famili‘es have lower levels .

of adaptat:.on (Quest:.ons Seven and Eight)

Despxte the lack of variatxon between the samples on the

-

four ma30t outcone vanables studied, it wouId have béen_"j“ T

~
-

premature to conclpde. at this point, t_hat perents of caneez
survivors are indistxngmshable from pazents of ‘healthy ctuldren._

Instead, a senes of analyses vere conmde:ed appropriate. 1.A

‘-t
o~

more. detaxled look at . the results presented tbus far ‘may be .

" instructive. Also. an exuxnatxon of the soczal pﬁychological

factors gentral to"the,.sttess p:ocess m‘odel and the family stress

theory may reveal differences hetween th‘e.samp'les' that are

relevant to paychologica.l"disttes;s and family adaptation but jthat

»

§8




Table 6.9: Mean Levels of Marital Adjustment by
Parent and Sample

CASE CONTROL P-Test
- Case/Control
Mothers X 46.04 45.53 t=.46
. df=137
S.D. 6.01 6.14 . - p=.63
N 66 73
Pathers X 45.79 45.69 t=.09
. . ' K df=125
PN S-VD. 6.66 N 5-54 ' p=.93
. N 56 71
T-Test  t=-.21,df=120,p=.83 t=.16,3f=142,p=.87

Mothers/Pathers
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are undetectable at the bivariate level.

6.3.1 An Examjinatjon of Psychologica] Distress and Family
Adaptatjion by Degree of Chronjc Strain.

As noted in Section 6.1, the child cancer survivors who
formed the basis of the study varied widely in terms of diagnosis
and the length of time since last treatment for cancer.
Prognosis is related to both diagnosis and the amount of tme Bff
treatment. Further, the s;gmfxcance of time off treatment is
related to diagnosis. Althougp, oncolog1sts \temO be cautious
in the amount of confidence they are willing to place on- the
prognostic significance of length of remission after treatment
has béen completed, there are rough benchmarks associated with
specific types of cancer that are used to signal the approximate
point whére a low probability of relapse has been.reached.

Even though these benchmarks are by no means firmly

established, there is some evidence that cancer patients and’

their families do attach -significance to them (Koocher and
O‘ﬂalley:, 1981). It seems reasonable to speculate then, that the
de;gree of chronic strain experienced by parents would, ‘to some
extent, depend on whether thei:r child had passed the benchmark
associatedv'with his/her illness. Based on this speculation, the
case sample was sub-divided into those parents whose children had
not yet reached this point and those who had. ‘

This dichotomy was constructed using years off treatment. and
diagnosi.s. ‘{n consultation with a pediatric oncologist, it was

decided that those parents whose children had acute lymphoblastic

leukemia, Hodgkin's disease, histiocytosis, hypothalmic glioma or
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medulloblastoma would be.rated as being under higher strain if
their child completed'tteatient within the previous five years

and as being under lower strain if treatment ended more than five

‘years earlier. Parents whose children had any of the other

diagnoses (Wilm's tumour, non-hodgkin's lymphoma, neuroblastoma,
rhabdomyosarcoma, retinoblastoma, osteosarcoma, cieaf cell
sarcoma, ewings sarcoma oOr leiomyosarcoma)‘were rated as being
under higher strain if their child completed treatment within the
previous two years and as being under lower strain if treatment
ended more than two years earlier. The‘sco;es of these two
subsamples on depression, anxiety, family functioning and marital
adjustment‘were then examined to see whether there was any
evidence that those thought -to be experiencing a higher level of
chronic strain were at higher risk‘f&r gistress or maladaptation
than those under lower strain, '

Although the interpretation ofAthese aﬁélyses is -limited by
the Eross-sec;ional nature of the data and by the statistical
power asgociafed with, the relatively sﬁall sample sizes, these
analyses do'offer some ins}ght into thg variation among
survivors' families in Furrent'levels of adjustment.
Examination 9f the mean levels of depressioh and anxiety (See
Table 6.10). indicates that the degree of chronic strain does ‘not
appear r%levan: for mothers. .Similarl?, thére uere‘hd
differences in levels of anxiety by degfee-of st:ain‘fér fathe:s:

but the average level of deépressive symptoms reported by fathers

_ was four points higher for those experiencing higher strain.
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Table 6.10: Mean Levels of Depression, Anxiety, Family
Dysfunction and Marital Adjustment by Degree of
Chronic Strain for Case Parents
LOWER HIGEER T-Test
STRAIR STRAIN High/Low
. Strain
Mothers . ¥ 9.48 8.4, t=.49
N S.D 8.27 10.72 . df£=78
N 50 30 p=.63
DBPRBSSION '
Pathers ' X 6.54 10.50 t=-1.35
s.D. 10.50 11.51 df=22.92
‘ N 41 . 18 p=.19
T-Test : :
Mothers/Pathers t=-1.80,df=89,p=.08 .t=.6),df=46,p=.53
Mothers X 36.96 ¢ 36.64 t=.13
S.D. 10.15 11.03 df=74
N - 48 28 p=.90
ANXIBTY -
pathers X  32.24 34.83 £=-.98
s.D. 8.37 10.83 df=54
N 38 18 p=.33
T-Test . .
-Mothers/Pathers t=-2.31,df=84,p=.02 t=-.55,df=44,p=.59
"~ Mothers X - -4.87 5.18 t=-.71
s.D. ~  1.78 1.93 df=75
N 47 30 p=.48
PAMILY.
DYSFURCTION
Fathers X 5.19 4.76 t=.92
. S.D. 1.59 1.84 df=57
‘ N 40 19 p=.36
T-Test -
Mothers/Pathers t=.87,df=85,p=.39 t==-,75,df=47,p=.46
Mothers X 45.51 46.43 t=-.59
: S.D., 6.02 6.04 df=62
N N . 41 23 p=.56
MARITAL :
ADJUSTHENY
Fathers, X . 46.65 44.50 t=1.13
: s.D. ' 5.69 8.21 - dfa=53
N 37 18 p=.26
T-Test ’
Mother t=.85,df=76,p=.40 tms-.87,df=39,p=. 9

s/Fathers
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These subsamples are not large enouéh, however, to reliably
detect a d}fference of this si1ze. Also of note 1s the fact that
those fathers 1n the higher strain group had a higher mean score
on depression éhan erther of the subgroups of mothers.

As one would expect, given the average scores, the
p:opbrtlons of mothers above the cut-point for clinically
relevant depression varied little by degree of strain (See Table
6.11) but for fathers, the subgroup expérlencing higher strain
had 1.7 times the proportion over the cut-point as the subgroup
under lower strain. As with the mean scores; the limited size of
the subsamples does not pro&ide'adequate power to detect a

difference of thls‘magnitude. This difference in proportions

-1s consistent, however, with the hypothesis that the fathers of

child cancer survivors who have not reached the benchmark for
their illness may be at higher risk for depression than fathers
of children who have passed the benchmark. No evidence was found
that the zisk.;f depression 'in mothers varies by degree of
chronic strain.

When this analysis was :ebeated, excluding those fathers not

purrently married; the fathers experiencing higher strain had 1.5

times the proportion over the cut-point signifying depression as

" those under lower strain. This decrease in the difference of

proportions of fathers over the cut-point between the fathers in

the two levels of strain may indicate that the higher risk for

Y

depression in fathers whose children have not reached the

Cry

[P
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TABLE 6.11: Percentages of Depression and Family Dysfunction
Scores Above the Criterion by Degree of Chronic

Strain for Case Pnzgntl

. DBPRESSION

Mothers

Fathers

Chi-Square
Mothers/rathers

v

LOWER STRAIR

| 26.0

N 50

] 9.8 ~
N 41

x2=3.91,d.£.=1,p=.048

FANILY DYBYURCTION

Mothers

rPathers

Chi-Sgquare
Nothers/rathers

. 8.5
N 47
\ 10.0
N 40

X2w ,057,d.f.=1,p=,811

HIGHER STRAIN

Chi-Square
Low/Bigh Strain

23.3 x2.,071
d.f.-1

30 p=.790

16.7 , x2a.571
d.f.=1

18 . p=.450

X2«,303,d.£.=1,p=.581

20.0 , Xx2-2.14
3.f.=1

30 p=.144

5.3 X2e-.373
d.f.=1

19 . p=.452

X2=2.06,d.f.=1,p=.151
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benchmark is partially attributable to those fathers who were
divorced or separated.

Turning to family adaptation, the mean levels of overall
family dysfunction as well as marital adjustment were almost the
same for each subgroup (See Table 6.10). The proportions of
parents with scores indicative of disturbances in family
functicning (Table 6.11) did vary rather Sﬁbstantially by degree
of chronic strain, however. The interesting thing here is that
the pattern for mothdrs was oppositexfoj:he one observed for
fathers. The proportion of mothers in the higher strain group
reporting family dysfunction was more than double the proportion
for ﬁhe lower strain group. Alternately, for fathers the
pfoportion of the lower strain group experiencing family
dysfunction was almost double that of the higher strain fathers.
Again a caveat must be issued that the subsample sizes are
insﬁf"cient to provide the necessary powér to detect a
difference of this size. BHaving said this, howéver, mothers
appear more likely to perceive disturbances in family fuffctioning
when under conditions of higher strain while fathers are more
likely to perceive such disturbances under the circumstance of
lower strain. '

It will be recalled that the case samples of mothers and
fathers were not based on quite the same set of famwilies due to
instances where only the motger part;@ipated and not the father.
To ensure‘that the apparent differences in dysfunction by degree

of strain for mothers and fathers were not due to this

circumstance, the crosstabular analysis was repeated confining

.

or
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the sample to families in which both parents’had'partxcipa;ed.
This aﬂalysis also indicated that the relevance degrge of chronic
strain has for the perception of family dysfunEtLpn may be
dependent on the parents' gender. For fathers, the difference in
the proportions experiencing disturbances in family functioning
decreased slightly with 8.6 percent’ of those in the lower strain
group and 5.6 percent of those in the higher strain group falling
above the cut-point. For mothers, on the other hand,. the

difference in proportions was greatly inq:egsed. Only 2.8 percent

of mothers experiencing lower strain had scores indicative of

family dysfunction while 21.1 percent of tho;e under higher
strain scored above the cut-point. |

Taken together, thése analyses offer some evidence that the
risk for both clinicalix relevant depression in fathers of
children surviving cancer and family dysfunction, especially as
perceived by mothers, is associated with the degree of chronic
strain, when crudely categorized using a dichotomy of “pre- and
pest-benchmark”. Fathers in the higher strain category appeared
to be at slightly higher risk sz depression. The results
related to family functioning suggested not only that parents
experiencing certain degrees of chronic strain may be at elevated
risk for disturbances in family functioning, but also that the
direction of this relationship was diféetent for mothers and

fathers.

It may be argued that tltis categorization is ieally too

'simplistic and that one would not expect degree of chronic strain
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felt by parents to drop abruptly at the point when thel £ 18

reaches the point of low prob_ab‘ihty of relapse but-:at.her
decrease more gradually as gxhe passes, If this ié the case,
perhape there is a linear :ela.tionship S'etveen the .phas'e of‘the
child'sciilness, relative tg the blenchmark associated with
his/her particular diagnosis, and the level of adjustment

A
achieved by parents. To test for the presence of such a

.relationship, a variable was computed to estimate how many years

each child was from the benchmark ass.ociated with his/her
illness. The scores ranged from -5 to }7 :yeazs,'neaning that
some survivors. will not reach their bquhmark for 'Exve more years
while'others were as many as:seveht'eén years past-their
benchmark. Pearson p:?duct moment correlations-eof this measure
with depression, anxiety, family functioning, and magital
adjustment‘ Eevealed no sjgnificant correlati'ohs gor.mothers or
for fathers. Con'tig'ry to expectation, these dét'a dq. not offer
any evidence that ?arénts' levels of psychological disti{e'ss or
levels of family adaptation are linearly related to the phase: of
the child's,illness i.n_relation to the benchmark associated with

»
\\ . ’

his/her illness. ‘

1

6.4 The Assessment of Potentially Relevant factors . .
In the study of. the psychosoc'ial conseque‘ncgs t;’xat the
stressful life circumstance of having a child threatened by

cancer may have on families, it is also ‘important to examine the

!

social context surrouriding these parents as well -as thé personal
[ ’

and social _:esou:c7'f‘bossessed by parents that may be-effective

+

e -
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in altering the impact of chronic strain. Although cases and

controls were not found to vary in terms of levels of

psychological distress or family adaptation, there remains the

possibility ‘that the coﬁ;idgzati&n of certain social

psychological factors may offer’insight into these findings by

revealing case/control differences in_}bese‘faqto;s or by
identifying mediating roles‘playédlﬁy'these factors in the
chronic strain-distress/adaptation relationship: In the current
investigation, the following social psychdipgical factors were
evaluated: the humber of “stressful.life events that had occurred
to parents within the past six months, levels of theiﬁersdnal
resources of self-eﬁtgem, mastery and religiosity, and the social
résourcg:pf social supéo;t. ’ ’

In the subsections that féllow a variety of analytic

strategies Qeré'emp oyed in attempts to understand the natﬁre of

the‘rq;es played by the™sQcial psychological féctgrs described
abov;. First, to determine if there were any signifjcant
differerices in the number of‘lifé‘éveqts experienced o} the
personal and sogial resources.possessed~b} cages and controls,
the mean scores on these vgtiables.w;re calculatéd. Next,  to
detect any differences across the sanpies in. the bivariate
relationships: between these éacFors ahd each of the outcome
variables, zero-order correlations were done. Thé next logical
step was to deterinine which of the socxal ‘psychological,'faccézs

were related to the various outcome vaiiables, independent of the

other variables in the model and to compare the relative

strengths of these relationships. And, finally, the role of each

e




of these factors was examined within the full models of the

stress process and family stress theories to determine if they

acted as exacerbators or moderators in the relationship of

chronic strain with psychological distress and family

adaptation. he

6.4.1 Levels of Social Psychological Factors.
. The mean scores on life events, self-esteem, mastery, social
support and religiosity are presented in Table 6.12. The
case/control comparisons revealed thﬁt the distributions on most
of.these variables were very similar for the two sample§ of
mothers and the two groups of fathers. - ‘

No evidence was found to support the hypothesis,. expréssed
in Research Question Six, that the presence 6£ chronic strain is
. agsociated with an increaséd risk for eventful stressors. For
both events experienced by parents personally and by'thos'e close
to the parents, there were no meaningful differences between
cases and conttols. For mothers, the difference of means on
, social support from friends was significant with éase mothers
'reporting more support from friends: A< well, the difference of
means on religiosity was on the verge of statistical significance
for mothers, with.the controls scoring'higher on religiosiéy.

ﬁ?ne of the d;fferences for fathers was significant. ;' ~

-

Comparisons wer¢ also made between mothers and fathers in

]
each of the samples. In the case sample, mothers and fathers
differed significantly on mean levels of religiosity with fathers

having a higher average score. Hotﬁers and fathers in both

[d
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Table 6.12: Mean Levels of Social Psychological Variables
By Sample and Parent '
-
T-Test
CASE CONTROL Case/Control
Mothers X 1.64 1.33 t=1.13
S.D 1.83 1.54 df=151
] N 75 78 . p=.26
PERSORAL '
BVERTS
Fathers X 1.30 1.26 t=.13
S.D. 1.72 1.37 .df=130
N .60 72 p=.89
T-Test ) -
Mothers/Fathers t=-1.10,3£2133,p=.27 t=-.29,df=148,p=.77
_Mothers X 2.88 2.73 t=.36
S.D. 2.55 2.64 df=151" .
. N - 75 78 p=.72
ALL !
EVENRTS _
Fathers X 2.20 2.10 t=.29 N
S.D. 2.00 2.01 dfe=]131
N 61 72 p=.78 ’
_/.);:
T-Test ‘ ‘ S
Mothers/Pathers t=-1.75,4f=133.8,p=.08 tp-1.66,d£-143.p-.y;§/ rﬁ'
. A
A;Q’i o
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. T-Test
CASR CONTROL Case/Control
Mothers X 25.67 25.40 t=.38
+S.D. 4.67 4.06 df=154
N 78 78 p=.70
SELP '
ESTEEN _ : ~
Pathers. X 26.16 26.38 t=-.33
S.D. 3.55 3.84 dfw132
N 62 72 ps.74
| p-rTest ‘ : ' '
Mothers/Pathers t=.71,df=137.76,p=.48 t=1.51,df=148,p+.13
Mothers X 26.59 26.69 tm-.11
: s.D. 6.11 5.99 df=154
N 78 78 p=.92
MASTERY
Pathers X 27.89 . 29.23 t=-1.51
§.D. 5.26 4.95 df=131
N . 63 70 p=.13
T-Test
Mothers/Pathers t=1.34,df=139,p=.18 tw2.79,4f=146,p=.01
Mothers X ©39.63 43.29 t=-1.86
: S.D. 11.43 12.54 Af=146
N . 78 70 p=.07
RELIGIOSITY .
Pathers X -  44.73 46.22 t=-.71
S.D. 11.73 11.81 df=125
N 62 65 - p=.48

Table 6.12: Mean Levels of Social Psychological Variables

(Continued} By Sample and Parent

’

f—re-g . .
Mothers/Pathers t=2.59,df=138,p=.01

t=-1.27,d£=138,p=.21

OBl ot v e
.



Table 6.12: Mean Levels of Social Psychological Variables
(Continued} By Sample and Parent .

~

- T-Test
CASE CONTROL Case/Control
Mothers X 62.13 62.63 t=-_38
S.D. 8.3S : 7.60 df=]148
N 75 75 p=.71
PERCRIVRD . :
SUPPORT _ L
Fathers X §2.12 60.9¢ t=,12
- 8.D. 8.83 8.37 . df=128
N 60 70 p=.91
T-Test . . .
Rothers/Pathers t=-.69,df=133,p=.49 t=-1.27,df=143,p=~.21 *
Mothers X 25.36 ©25.32 - t=_06
§.D. 4.39 . 3.78 df=157
N 80 79 p=.95
FAMILY '
SUPPORT . .
Fathers X 25.13 24.81 °  t=.46
S.D. 4.42 3.76 ° df=133
. "N 63 72 p=.65
T-Test
Mothers/Pathers t=-.31,df=141,p=.76 t=-.84,df=149,p=.40
Mothers -~ X 27.95 . 26,77 . . t=1.98%
s.D. 3,837 . T 3.%90 df=15S
N 079 78 p=.0S
PRIEND - o :
SUPPORT - '
.t Pathers X 26.33 : - 25,24 <. tm=1.65
S.D. 3.91 - 3.66 df=129
) N 60 71 p=.10
T-Test ’ ) ]

Mothers/rathers t=-2.56,df» 137;1);;0} - tw=2.46,df=147,p=.02

27.72 - . 2111 t=.03

Mothers X
. . 8.D. 2.82 3.06 - df=156
N 79 : 79 p=.98
INSTRUMENTAL . ‘ .
SOPPORY - ST . .
Pathers X -28.56 28.35 t=.50
. S.D- - 2-53 2-‘9 d£-132 )
N 62 I p=.62
T-Test )
Mothers/Pathers t=1.84,df£=1139,p=.07 twl.40,df=149,p=.16

-
/

\
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Co
samp;ies differéd on mean scores for the social support from
friends with mothers in both samples scoring higher. In the.
control sample, the average levél of mastery for fathers was
significantly higber than for mothers. '_

o . .éﬂi _t_pg EEDQQD_ _a_ushl.e.a

The next step in the investigation was to look at the
bivariate Eelatiohships of the social psychological factors
examined in the previous sections with the two dimensions of
psychological distress ahd of family adqptatioh‘. This was done

to establish-which of these relationships 'posir.ed in the

ot e

htetature do m fact describe the samples studxed here and to"

identify any case/control variations in the nature of these
associations. The Efearson product-moment correlation matnces
for the major variables in the two theoretical models are ‘
presenteﬂ sepa:ately \Eor mothers and fathers in each sample.
Dzscussmn of these analyses will be orgamzed by directing

attentxon fust to the relanonsmps central to r.he\ s:ress

) process and then to co:relatxons among the major elenents of “the

Yo o - - e

fam:.ly stress theory. Before moving mto the descnp’cxon of the
bivariate analyses, a comment about the data aet used in analyses
to follow Bust be made.. ° o o
Ihe pPata m,&g ke 9_&4 in Subsequent mus_e.&g Bxamnation of
the subq,amples of mothers and fathers revealed that, fez some oOf

2 . e« ‘the.central variables in the theoretical models, as much as ten

percent of .the data werd® missing.” Missing data are particularily

relevant to the remaining analyses that assess relationships ;

.
Ay . . 3
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between sets of two variables as well as among groups of several

variables, where only cases with complete data for all of the
variables involved in an analysis can be included. .= Because most
variables that had misslng data were the result of the omxssldn
of only one or c;b items of\a»s&ele, a decision was made to
prorate the soeres of respondents for whom at least 75 percent of
the items for a partrcular scale had been completed. The data

se; that resulted-byvlqcludxng these estimations produced

' distributions on all of the variables thaf-were'very'similar to

3

4

those generated by the sample with complete data.

«

% ‘ hi The Stress g_gg_§§; It will be recalled from Chapter Two that
;o .‘ the stress process has been posxted to involve a complexlty of
irelatxonshlps among chronic strain, llfe:eveqts,‘medxatxng

resoerces and psychological distress. The correlation*matrices

.- (See Tables 6.13 and 6.14) indicate that personal life events,

self-esteeﬁ, mastery and some of the dimensions ‘of support were

-
3

related to depression and to anxiety for both satiples of mothers

- e

and. both samples of fathers. o T .
S S An examznatlon of the correlations with CES D and A-Trait |
‘ | scores revealed that mastery was the spcial psycholngcal factor
mosb highly related to depressxon and anxlety for nothers and

i fathers in both samples. It qu xn{eregtlng to note that fo: “;f

"mothers, social support from’ family showed qulte a 'strong
. S et
relatxonshlp ko depression and anxxety for cases bgt for controls

—

- o . the relationship between family support and depression was not

;‘tﬁ . . significant and there was only a modest.relAtipnship'betveen : .
4 i ' ) ot .. v . C
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TABLE 6.13: Pearson Correlations Among the Social
Psychological Factors and the Dependent
variables for Mothers
' . Qses @ 3 W S ® M ® (9
(1) Life Ivemes -.19 =.11° -.01* -.23 =-.03% -.08* .18 .40
(2) Self-Esteem ©32 41 27 1 A2 -2 -0
s (3) maseary 33 a5 1 .7 .08 -6
(4) PSR ST 81 36 .04Y -84
($) ramily Support A Q-8 -2
’ (6) Priend Support 18 -.10° -.33
(7) Instrumestal Support ~.00* -.26
{8) Raligtosity .04
(9) czs-p
' ' (10) A-Trait
(11) rPamily Dysfumcticn )
(12) marttal Mjosteent
CERES. (D () W, S @ m™ (@
0 Life pvests -.170 =19 -.02* -.030 <090 -.13 .20 .21
(2) salf-Zstem S - a7e 070 Le e -a20 -4
' (3) Mastery C s ;T A a9 -3 -0
‘f 4 ra R 42 .6 ;-1 -6
E (5) ramily support a8 .25 -.08% -.14°
{ (6) Priend Suppoct 46 -.08° -.28
' (1) Inscrumestal Suppoct - B -.110 -.34
: ' () maliglosity ” ' RY)
s (%) czs-o
H (10) A-Trae
g ; 2 m.fm.tr tystmactica -
% R (12) mazizal Mdjoscment '
) a‘\\ o : - * Nee Significast (Pe.0S)
PR L .
f{v. f ' ) //// .
£ ‘ . ! i N 1 \
' PN N .

(10}

.34
-.52
-.85
-.60

-.33

-7
.08
.80

$1-)]

.20
-3
-8
-.38
-.2
-.26
-.32

(1)

{1

(12)
-.10°
"8

Al
-8
.10°
%1

-.25

-.%0

-.49

-.58

(12)
-2
.24
.49
.23
.02
.20¢
32
-.11¢
L]
-.36
-2
-.57
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Pearson Correlations Among the Social

(3 (® - (10} (i.ll 22
Jdsr 4 & de0 -39
L06* -.4.7 . =59 -390 -5
16 -82 -58 -.&Q .35
000 =47 ~-.43. -.60 .41

12 -31 -34 -8 .45

.06 -.13* =28 -37 .22
02 -2 =d8 =310 .36
080 6T 120 .08
Jb 6 -39
15y -89

(n 19 Qo . (12

a8 a7 L0 120 -.04* -25 -3 -34 -24

-d3* =37 -2 -4 .09
-2l -18e -a7¢ -2 .12¢

-0l =2 -5 -.2% .38

-12% =36 -.2€ - .33 . 160

«06* ~14° -.22 -1 16"
~.04® =020 100 -.14"

38 ..32 . -.34

43 -1

-.41

TABLE 6.14: _
. Psychological Factors, and the Dependent
» ‘{arxa.bles-for Fathers
cases @ oM W ~m @ M
(L) Life Dvepes -.23 -.03" -.12 -.17* .08* .03v
(2) salf-tsteem S0 .21 AF .08 .04v
(3) mastery - o2 2% 26 ase
(4) rsx 4 7
($) ramtly Suppore RCTI 1
(6) Friend Support .29
(7) Instrumental Support
(8) Religicsity
{9) cxs-D
(10) a-rrait
(11) ramily Dysfunction
(12) mxrital Adjustaent
cmaxs @ 3 W e ® M
(1) Life Zvants -.12° -.12° -.16* -.08* -.17* -.03* .05* .33 ' .32  .03* -.i8*
(2r SC.Ll‘-El:- ) 34 :
(3) mstary - 29 .08 .07 .36
(4) PSR = VT R |
(S) ramily Suppert A5 13
() Frieed Support ' .38
(7) lostrumental Support
(8) mmligiosity
(9 cxs—o
(10) Amraie
(11} Family Dystumczion

(1)

¢ Boe Significane cr-.nsj




family support and anxiety.

Famijy Stress Theory. As outlined 1in éhapter Two, family stress
theory outlines the Lntgr-:elationshlps among stressors,
resources of family members, the family's perception of the
situation, and ﬁamxly adaptation. From Tables 6.13 and 6.14 it
can b; seen that, of the social psychological variables,
perceived social support (PSR) was found to produce the highest
correlation with family dysfunction across each of the subsamples
except case mothers. For this group, mastery was most hlghly

correlated with functioning. For fathers and especially mothers

social support from family was more highly correlated with family

fuhctioning for cases than for controls.
Social support from family had the highest correlation with

marital adjustment for three of the four subsamples. The

£ e e s mere—s o

exception was control mothers where family support was not
} significantly related to marital adjustment and mastery was the
f variable most strongly related to this outcome.

Correlations Ambng the Dependent Variables. Because there are

o four dependent variables examined within the study, it is

-

v -

instructive to look at the correlations among these variables as

- - well as at the relétioﬂships between each of them and the various .
? iﬂdependent variables outlined above. Tables 6.13 and é.if
* indicate that all of ;he relationships between depghdegt
variables were statistically significant. As one would expect,
some‘of.these dimensions of adjustment are qﬁite closely relgbed.

With the pdssible exception of depression and anxiety for mothers

and the case fathers, however, it seems that each of the

PPCYOROL= o SR s WSy TVARRT . B O e LRI W ¥ e
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dependent variables is tapping a separate dimension of

adjustment. ' : ’v!

6.4.3 Consideration of the Social Psychological Factors
Within the Full Models.

From the bivariate analyses two observations were made.
First, the majority of sacial psychological variables were shown
to be quite highly correfé§ed with psychological distress and
family adaptation, as postélated by the two theoretical models
guiding this investigation. Second, comparisons of the
correlation matrices £or cases and controls suggested that the
relationships of certain social psychological factors with
psychological distress and famiiy adaptation may be different for
parents of child canéer survivors than they are for parents whose
children have never been seriously ill.

Out of these observations two further guestions emerge. The
first is whether the social psychological factors found to be‘
relevant for psychological distress and family adaptation by the
correlational'analyses are also relevant independent of the
effects of other variables in the models! To test for the
independent effects of the social psychological variables on each

-

-
of the four dependent variables, they were entered into multiple -

regression equations simultaneously. Due to the cross-sectional
nature of the data, it was not possible to establish the time
ap——T
order of events and thus causal relationships but it was possible
to assess associations among variables comprising t‘;kfull
' ) $
models. References to main effects, therefore, are not i nded

to imply causation, but rather associations with the dependent



variables, independent of all other variables in the equation.

The second question is whether the relationship that chronic
strain has with psychological distress and family adaptation is
moderated by such social psychological factors as self-esteem,
mastery, religiosity, and social support or exacerbated by such
factors as recent life events. In other words, is the impact
that chronic strain has on psychological distress and family
adaptation dependent on the level of any of these social
psychologlcal factors?

To determine if any of these social psychological factors
did alter the relationships of chronic strain witq psychological
distress and family adaptation, multiple Tegression analyses were
conducted for mothers and fathers where multiplicative
interaction terms were formed using chronic strain and each of
the factors relevant to the stress process model (life events,

self-esteem, mastery, social support) and to family stress theory

(each of the variables listed above plus religiosityﬁ As

outlined in the measurement chapter, chronic strain was treated
as a dichotomous variable with the parents of cancer survivors
representing a str&ined population and the control sample
representing a group not experiencing that particular chronic
strain. .

Whenever a significant interaction was found, the exact

nature of the interaction effect was examined by using the

methods of Cohen and Cohen (1975) to graphically present each
N , .

conditional effect. By assigning high ahd low values to the

(D]



e

independent variables,‘the regression lines can be defined and

-

may be graphically depicted to demonstrate that the relationships

.

of chronic strain with psychological distress and family
adaptation are conditfonal on the fevel of the social
psychological fdctor "in question.

Because any such interaction terms would be exact nonlinear
functions of the two variables used to construct them, the
product-moment correlations of the interaction terms with both of
the original variables are likely to be high. 1In such a
situation, a problem of multicollinearity results that in turn
limits the amount of confidence that can be placed on .the
estimates of the coefficients of these independent variables
(Blalock, 1972). In recognition of this circumstance, emphasis
\wili be placed on the extent to which these interaction terms add
significa;tly to the variance explained rather than on the
®valuation of the relative effects of individual interaction
terms.

For the majoritj of these analyses, where marital status was
variable, it was entered in the first step of the regression as a
control variable. Controlling for the effect of marital status
was deemed necessary given that case and controi paragts were
found to vary significantly on this characteristic.

The analyses testing for independent effects of each of the
social psychological factors, followed by the analyses testing
for Statis;ica; interactions will be presented using the elements
céntral to the‘ftress process model first and then using those
relevant to theafamily stress theory. Befgre outlining these

. ' »
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' using the cut-off criterion specified earlier. The variable

—
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-

results, a brief comment must be made about th-e measurement of
so}:ial support in the analyses: to follow.

It will be recalled that sevéral dimensioﬁs of social .
support were assessed in the present study and the results of
these assessments were described.in the sections on the '
bivariatg analyses. Due to limitations placed on the number of
variables that could be handled in the multiple reéression
equations by the restricted subsample sizes, however, only one )
measure of social support could be accomodated. Based on the
conceptual argument outlined in the measurement chapﬁer and the
examination of the relative strengths of correlations between the

various dimensions of social support and the dependent variables,

perceived social support measured by the Provisions of Social

Relations scale was chosen to assess social support in the

multivariate analyses.

.

The Stress Process. To begin, results using depression as the
dependent variable will be presented followed by those where
anxiety was the dependent variable.. It should be noted at this
pbint that the measure of depression used in these analyses was
the total score on the. CES-D scale and not the dichotomy formed
referred to as anxiety is the\ A-Trait measure end not the A-State
measure. '

From Table 6.15 it can be ‘seen that, for case mothers and
fathers, life events, mastery and social support all had

independent main effects on depression, while for controls only
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mastery had a significant eéffect for mothers and life events ané
mastery were significant for fathers. A substantial amount of

¢
the variatdion in level of depression was accounted for by this

combination of variables for both groups of mothers and fathers,

but especially mothers. The equation seemed to be a much better
predictor of depression for cases (Mathers' R2=,572, p&thezs'
R2=.542), however, than for controls (Mothers' R2=.407, Fathers'

t R2=.232). Por mothers, this equatioh explained 16.5 percent more

of the variance in depression for cases than for controls, while

for fathers the equation explained 31 percent Qore‘of the

A AL

variance for cases than for controls. - X

To estéblish if any'bﬁ the social psychological factors
assessed significantly altered the relatipnship between chronic
strain and depression, the multiplicative interacﬁion terms ' .
described earlie} were entered in the third step of a multiple
‘ regression analysis, after the control variable of marital ‘status

in Step One, and all main effects in Step Two. The final

-

regression equation, as shown by #he column labelled Regression 3

in Table 6.16, indicates that, for mothers,\none of the

interactions with chronic strain was significant. The non-
relevance of the interaction terms fGf mothers is evident in the

increase in the variance explained of only two percent when the

B e e adatlan i SR U O]

interactions were'entered into the eduation.. Por fathers,
however, as shown by Regression 3 in Table 6.17, the chronic

strain--social support interaction was significant. The addition

; ) of the interaction terms regulted in an increment of .07 in the
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TABLE 6.15: Independent Main Effects of Social Psychological -
' Variables on Depression by Sample and Parent

) SANPLE
PREDICITOR VARIARBRLE CASE MOTEERS CONTROL MOTEERS
N=7] . ) N=T73

b B b |2 4
Marital Status =9 - -.01 -3.33  -.10
Life Events 1.50 J31xrx .28 .05
Self-Esteem -.19 -.10 -.35 -.17
Mastery -.78 -.S50%**> -.69 =-.48%n*
Social Support -.24 -.22%x ;;}3* -.11 4

.'é
R . i .572%%t L4072
SANPLE
PREDICTOR VARIABLE = -~ CASE FATHERS ' CONTROL FATHERS
N=57 N=70

b B b B
Marital Status -2.36 -.07
Life Events 1.71 32%* 1.35 .30%2
Self-gsteem "031 —'12 -026 -016
Mastery ' -.68 ~.39%x* -.30 -.25*
Social Support -,30 ~.29** .02 .03
Re ST YL C 232w

* p<.05 . .
** p<.01 '

**# p<.001 |
b = Unstandardized Regression Coefficient . ,
B = Standardized Regression Coefficient e
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TABLE 6.16: Regression of Depression (CES-D) on
Selected Variables for Mothers

SAMPLE: MOTHERS (N=144)

T REGRESSION

PREDICTOR REGRESSION
VARIABLES 1 2 . 3
b B b B b~ B
Marital Status . -3.74 -.14 -1.52 -.06 -1.26 -.05
Life Events L95*x 19 .37 .07
Self-Esteem -.28* -.14 -.34 - -.17
Mastery - .71**%. 48 -.68*t*~ 46
Social Support . -.19%* -.17 -.13 -.12
Strain X Events . 1.05 .19
Strain X Esteem .14 .21
Strain X Mastery -.08 -.13
Strain X Support -.12 -.44
R2 .021 4784 .493%2*
* p<.05
** p<.0l
*#* 5¢,.001

b.= Unstandardized Regression Coefficent
B = Standardized Regression Coefficient

T
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Regression of Depression. (CES-D) on
Selected Variables for Fathers >

L]

SAMPLE: PATHERS (N=127)

PN

- PREDICTOR REGRESSION _ RBGRESSION REGRESSION
. WARIABLES 1 : 2 3
_ b B b B b B
Marital Status -5.11 -.13 =-2.15 -.05 -2.35 - -.06
Chronic Strain .19 .01 31.35%* 2 01°
- Life Events" 1.53%*** 31 1.35%* .27
Self-Esteem -.26 - -.12 -.26  -.12
Mastery ~ - 48%%%*- 33 - 30* -.21
..Social - Support -.14* -.16 .02 . .02
‘Strain X Events - .. .36 .06
Strain X Esteem -.05 -.08
Strain X Mastery T . -.38 -.69
Strain X Support ) -.32* -1.29
R . - .128° ,368%%* L4358
~* pelos :
. ** pd 01
L *%% p¢,001

b = Unstandardized Regression Coefficent

° B =-Standardized Regression Coefficient

- _A'__l.
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.Rz"fnr_fathérs,, with three percent of this variance being
explained by the chronic strdin—social support interaction after
controlling for. the effects of all other variables in the
H equation. ‘ .

Within the contéxt of the full stress process model, only
mastery had a significant main effect on de;::ession for mothers
while for fa_the:s'the main effects of chronic strain, life events

and mastery, as well as the interaction between chronic strain

and social support were significant. "r'his significant
interaction term demonstrates that the relationship begween )
chronic strain and depression for fathers was moderated under the
e condition nf bigh Sociﬁl support. )

- - Figure 6.4.1 prééénté, _gtapnically, the interaction between

- ' chronic sg_rfin a}xd_ social support for fathers. Level of social
support was .éleafly not as important to depression “for t.hose not !

experiencing chronxc strain as it was to those who were

-> .

i expenencing strain.
' ‘A significant main effect of chronic strain on depression
for fathers togethet wﬂ:h a siqnificant mte:action is not
necessarily evtdence of a nain effect ‘(Cohen and lels, 1985) A
statistical main effect often occurs as an au:zfact of a

significant mte:actmn (Dawes, 1969; Reis, 1984).- This is P

...-w-o\-v. ey e
’
’
/

-consistent with the fact that the effect of chronic strain vas
not significant when on.ly the main effects were “entered 1ntq the ST
o equation (Regression 2, Table 6.17) without the _interactxon P

terms. Thus, the important point to be considered in-the final

v
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' FIGURE 6.4.1: 1Interaction of Chronic Strain
: and Social Support for :
+ 'Depression in Fathers: :
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regression equation presented in :rebl-e é.l? is not t'n.e
sz.gm.fmant effect of ‘chronic stréin but: :ather the ézgmf:.cam,t
mteractmn between ch,:omc stra;n and soc:.al support ',’
Turning to these same analyses for anxxety; Tabl’e’ 6'18
} md:.cates ‘that for case mo;.he:s and fathers all Four soc-:.-al -
- psychological varlables had 1pdependent effects on anxlety. For :
t the control samples, only mastery was sz.gruf:.cant for mothers ¢
while 11fe events and mastery were szgnlflcant for fathers. H.For

/

each of the subsamples. a substant.xal proportmn o£ the vanance °

’ in: anxlety was explamed by thlS COmbxnatzgn of ;ndependent : -
) vamables but, for both mothers -and fathets, much more var:.ance ’;\"‘_’;
"/‘ was explayeﬁ for the case sample than for the cont}n‘fs (case ." i
// . _ mothets R2=.653, control mothers' R2=.491 . case fathers . 't "

- * »” . M.

82=.61¥, control fathets' Rz='-479) ‘.,‘ . ' I

N
- ‘ ~y [

/ ’Tables GrIQ\and 6 20 ‘slxow tbe fegresszon equat:.ons tbat .
resulted £or mothers and fatbas, respectwely, uhenv the "~ -

interacnon terms were. !dded’ f.o the equati.on .Cof amuety, ln the P

-~

o
L4
.
-
»
N\

;7' - thu& step (Regresawn 3), ,aften mantu status J(Regressmn 1)

- /l'/

. and the maln effééts nt’ :he S’bcié}. /psgzhoiogxcai factofs -

-

Cogees -

e

. (Regressxon 2). 'rables 6.19 and 619/,@«9“: om:, that a substantlal ,

’; émount of the vauatwn in: anxiety was acc@;uﬁted f.o: by the ful]( /‘ /,.,

g’ ’ moder t’or both mothe’rs and £at}1ers 1/ ehat ’che amountuof/// "f‘:.:’//
’ ",'/’.‘4‘ y

t

explamed vanapce was ver}r é.vsilat for mthets (R2= .581{ and
fathers (R -562} The” main effects of chtonxc str;m «an/

. yd e

=
Ty ]
:‘ - mastery as,well as the mteractxon between cbtonxc spfaxn and . ',13'.‘
% . R e
5 ,
E-ﬁ o sociu support all had szgmf:.cant effects fo: both motbers anﬁ /
. ? - fathers and life events were also sxgmflcant for fathers only/ . :
v St - e "';,Z/
.( - ’ ‘//(//' -
) . ,,:'»'\ 2 Sl L)




. TABLE-§:18: " In&ependent' Main Effects of Social Psychclogical
e Variables on Anxiety by Sample and Farent

1Y H ! -

. Lo s
_ ' PREDICIOR VARIABLE . CASE POTHERS - - CONTROL MOTHERS
, ' _ ) R N=71 . . N=7
' . T ) B . B . b B

A , .. Marital Status ' - -1.79 .07 - -5.73, ~.16

: . Life .Events Moo 1,24 J22%* .14 .02

L~ oo 4 Self-Esteem ., -.52 . -.24** -.30 -.13
< : Mastery - RN ~.38%*% . .89 -.58***
v 7' Social support - -.49", 1 -.39%*r - -.09 -.08

‘ ° ) . . . . ’

R? . o . s653% %2 ' . .49Lwr

e PREDICTGR VARIABLE CASE FATHERS . CONTRCL FATHERS
e T . §=%¢ ~ N=70
T h L _ b B o , b . B " '

P .
S s e ’ L S - SRR

i RER ' .- - Marital Status - -5.83 -.16 . . . - 4 -

. SR ;,’"»‘ . Life-Events - 1.41 - T.24* 1.52 ' ,27** .

o : . . Self-Esteem - -.76 -.26% -.39 _-.19

i/ s Mastéry - . -.75 . -.38%** . -,80 -.53%** -
vt 'social Support . —.28 | -.25% . .09 | .09 . .

Py

Ve R TLT 0L C o L614rs  LaTonwn
, :,' :/\".VJ- " ) )wA — ~ - . L ' '. _
SNNORE ’, ?g<'.05,/ =T . o ’ .,‘_ .
R v S . )
.+ sexpcioOl . _ T T~ L L e
p: s Unstandardized Regression Coefficient Lt )
B =-Standardized Regression Coefficient N o -
. - * : . ] ‘ ; . , . L
: o
. I . ‘
- ~ - ST ’ "
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TABLE 6.19:

1Y

Selected Variables for Mothers

Regression of Anxiety (A-TRAIT) on

A% pcl001
b
B

“+*

4

= Unstandardized Regression Coefficent
= Standardized Regressiori Coefficient

SAMPLE: MOTHERS (N=144)
PREDICTOR - REGRBSSﬁON REGRESSI REGRESSI
VARIABLES ' 1 k 2 3 -

, b B ' b B b B
Marital Status =-4.39 .-.15 .-2.64 -.09 -3.13 -.Il
Chronic Strain ’ ) .18 .01 723.91* 1.25
Life Events . W79 14 0 .25 .0%
Self-Esteenm = 47%** 21 -.29 =-.13.
Mastery g L. =J72%*" 43 - .89%**-.53
Social ‘Support ST 33xeR- 27 100 -.08
Strain X Events o - .88 . .14
Strain X Esteem . - -.25 -.34
Strain X Mastery .24 .35
Strain X Support : -.40* -1.33
R2 " .023 .548%** |y .5g14%

\.s
}

. * p<l.05
‘** B0l
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TABLE 6.20:

.

SAMPLE: PATHERS (N=126)

Regression of Anxiety (A-TRAIT) on
Selected Variables for Fathers

PREDICTCR REGRESSION REGRESSION REGRESSION
VARIABLES | 1 . 2 3 .
b - B b B b B
Marital Status -9.13* -.20 ~5.94 -.13 -5.83 -.13
Chronic Strain .08 .01 30.93** 1.70
-Life Evenis 1.51*** _2¢ 1.52** .26
Self-Esteem -.48** -.20 ~.39  +.16
Mastery -.81***x-_46 -.80**%- 46
Social Support -.09 -.09 .09 .08
"Strain X Events oo =J11 0 -.02
Strain X Esteem -.37 ~.54
Strain X Mastery .05 .08
Strain X Support ~.37*%-1.26
R® .039 .522%** .562%**
* p<.05S
*+ B 01
*** p¢,00]
b = Unstandardized Regression Coefficent
B = Standardized Regression Coefficient
' ]' f/
. XA -
C ] o [N ,'( RN . ;
;’,/}‘ §(1" j‘l‘. P "l°','/' J‘} f/
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Social support did not affect anxiety directly, -but it did
act as a buffer in the relationship between chronic strain And
anxiety for both mothers and fathers. This interaction for
mothers is depicted in Figure 6.4.2 and for fathers in Figure
6.4.3. For case parents, experiencing chronic strain, the
negative relationship between social g;pport and anxiety was
stronger than for control parents, not experiencing chronic
strain. Phrased differently, for mothers and fathers with high
levels of social support, chronic strain was not associated with

anxiety but when level of social support was low, chronic stra;p

and anxiety were positively related.

Again, as in' the analysis of depression in fathers, the,

presence of a main effect of chronic strain- in combination with a
significant chronic st:aiq—-sqc{gl support interaction for
fathers should not be interpreted as support for the existence of
a main effect of chronic strain. This significant effeét was
likely an artifact of the significant interaction since chronic
strain was not significant in the second step of the regression
(See ﬁegression 2) before the interaction terms were entered.

The presence of a significant chronic strain-—-social support
interacéion effect on depression for fathers and on anxiety for
both mothers and fathers supports the hypothesis addressed in

Research Question Five. The social résource of social support

was found to buffer the effect of chronic strain on depression-

for fathers and on anxiety for both mothers and fathers.

(RG]
~No
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TIGURE 6.4.3: Interaction of Chronic Strain
and Social Support for
An®iety in Fathers
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: Fam:ly Stress Theory. . \%L

———

The-analyses using the two indicators of family adaptation-—-

family fupctioning and marital adjustmént—-as the dependent
'variables will be presented beginning with the former. As with
depression, the measure of family functioning used in the

. foliowing analyses was the total scores of the FAM overall rating

) of family dysfunction and not the dichotomy using the cut-off
score designed to indicate disturbances in functioning. It

should also be kept in mind that high scores on FAM are

b indicative of .disturbances in family functioning or dysfunction.

Table 6.2 presents the results when all of the sogxal

D e

psychological variables relevant to family stress pheory were

regnessed simultaneously on family dysfunction in Step Two, after

enterxné\che control varlable of marital status \In the first

‘step. It will be\noted that marital status was not extered for

control\fathqfs because it was a constant in this subsample:
: ~ \

. From “this tahle xt is appatent that, for both case and

S
/

* control mothers, mastery, religiosity and perceived social
' support all had significant effects on family dysfunction when

the effects of a}{\othef variables in the equation were

AN

controlled. »For both groups of mothers, this collection of

. variables explained approximately 41 percent of the variation in
AN

N

<t A YA e

family dysfunction. Foerithers, social support had a

significant effect on family dysfunction for both cases and

AY

"controls and was in fact the only significant variable for cases.

toe

For control fathers, mastery also had an effect on dysfunction.

el abre s vy

The explained variation in family dysfunction for fathers was

- [

[ ettt
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TABLE €.21: Independent Main Effects of Social Psychological avar—

R T Variables won Family Dysfunction'by Sample: anjid Parent
. SAMPLE | - LT
e \
PREDICTOR VARIABLE CASE MOTHERS CONTRCL. MOTHERS -
N=7] N=T2
b B ' b B
Marital Status -1.01 -3.61 ; w23 .00 "
Life Bvents .08 .08 .1l .08
Self-Esteen .02 .06 - .00 .01
Mastery -.13 -.39ex -. -.35*
Religiosity .04 .25*% .21*
Social Support -.05 -.23* -.01 =.33**
R? 406%er : L4154
* f
SAMPLE
PREDICTOR VARIAELE CASE FATHERS CONTROL, FATHERS
N=55 N=68
b B b B

Marital Status  -.25  -.04.
Life Events ° _003 "003 i --06 —006
Self-Esteen -.04 -.08 -.08 -.23
Mastery -.06 ~-.18 . -.07 -.25%
Religiosity .02 .17 .01 .05
Social Support -.10  -.55%# -.05 -.28*
R? | .4s5ees - .303%*%

* p<.05 .

** p<.0l e e

*** pc.001 : :

b = Unstandardized Regression Coefficient
B = Standardized Regression Coefficient
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£Jr the main effects on family dysfunctlon for™the two samples of

quite -a bit larger for cases (R2=.455) than for controls
(R2=.303), however. ‘ - )
: N -

Interaction terms were then entered into the equations for
mothers and fathers to determine i% any of these social
psych;logical factprs affected the relationship betﬂéen.cbsonic
strain and family dysfunction. These results are éhownzin Table
6.22 for mothers and in Table 6.23 Por fathers. Collectively,
the full equation explained 40.7 percent of the ;ariation in
dysfunctlon for mothers and 38.9 percent for fathers.

”

As would be expected, glven the similarity of the equatlons

mothrs, Table, 6.22 shows that there were-no significant
interactions with chronic strain for mothers, but thé'main

effects of mastery, religiosity and social support did remain

'significant. Por fathers, however, Table §.23 indicates that the

.interaction between chronic strain and social support was

.

_significant along with the main effects of mastery and social

suypport. &hus, although there was no main effect of chronic

strain on dysfunction, it did have a conditiomal effect for

fathers.

The exact nature of this intéraction was not similar to,

those discussed previously, however As Figure 6.4.4

) demonstrates, at high levels of social support, chronxc s?raxn

and family dysfunction demonsttated a megative telanonshlp that

was more pronounced than the same relationship fo; those fathers

experiencing low levels of social support. In other words, the

two samples of fathers differed very little in levels of family
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SAMPLE:

Ry

TABLE 6.22: Regression of Family Dysfunction on
Selected Variables for Mothers

MOTHERS (N=143)
PREDICTOR - REGRESSION REGRESSION REGRESSION
VARIABLES 1 2 3
b B b B b B
Marital Status ~1.15 -.19  -.73 -.12  -.66 - -.l1
Chronic Strain -.28 -.07° -4.10 -1.02
Life Events .09 .08 .08 .07
Self~-Esteen .02 .04 .00 .00
Mastery -.13 -39 T 13%*x- 37
Religiosity ' <04 24 .04 .22
Social Support <. 07%**- 26 -.09** -.37
strain X Events il .02 .02
Strain X Esteem . .03 - .19
Strain X Mastery =00 =-.01
Strain X Relig. .01 .06
Strain X Support .05 72
R2 .036 .398%%s TrALL
* p<.05
** p<.01
**% B¢, 001
b = Unstandardized Regression Coefficent -
B

= Standardized Regression Coefficient

~O

oo
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TABLE 6.23: Regfession of Family Dysfunction on
: -Selected #ariables for Fathers

SAMPLE: FATHERS (N=123)

b = Unstandardized Regression Coefficent
B = Standardized Regression. Coefficient

PREDICTOR REGRESSION REGRESSION REGRESSION
VARIABLES 1 2 .3
b B b - B b B
Marital Status -27 -.04 -.28 -.04 -.25 -.03
Chronic Strain ‘ - .06 .02 1.43 .48
Life Events . - . -.08  -.04 -.06 -.06
- Self-Esteem -.06 -.14 -.08 -.19%-
Mastery . =, 07** -.22 -.07* -.22
Religiosity .01 .09 01 .05
Social .support - 07%%r- 4], -.05* -.26
Strain X Events .03 .03
Strain X Esteem .04 .38
Strain X Mastery .01 .06
Strain X Relig. .02 .28
Strain X Support -.06* -1.19
R2 .001 35784 .389*%**
* p<.0S
** p<.0l1 -
L 2 % 4 p(_OOl
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"'Bysfunctzon at low levels of social support, but at high levels

.,pf social support, fathers experiencing chronic strain had lower

family dysfudcuioq‘i;o:és than did those not experiencing chionic

The finding of a chronic strain--social support interaction

effect on family functioning offers support for the hypothésis
assessed using Research Question Ten in éhat the relationship
between social suppdit and family functioning was stronger for
those experiencgng chronic-strain than for those not experiencing
strain. The finding that the combination of a high level of
socigl support and ch€gnic strain was associated with fathers'
_perceptiéns of healthy fémily functioning was unexpected.

| Attention will now be shifted to anélyseq with marital
adjuﬁtwent as the dependent vafiablet Since marital status was a
cons;ant'EOt ail those whoge marital adjustment was evaluated, it
was not entered as a control variable. As shown in Table 6.24,
when Ehe relevant social psychological variables were regressed
simultaneously on margtal adjustment for mothers, mastery)
religiosity, anh social support all had significant effects on
m#rital adjustment for cases while only mastery was significant

for cogtrols. The variance explqined for  case mothers (R2=,363)

L

was slightly higher than the cotresponding amount for control
mothers (R?f.323)3 For case fathers, life events and sociai
support had'sign;fiéan: effects on marital aajuéfhent and the
‘entire equatioh‘accounted for 35.7% of the variance. None of the

variables in the equation for control fathers was significant.

Inclusiom of the interaction tetms of chronic strain with

-
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TABLE 6‘.2’4: Independent Main Effects of Social Psychological .
Variables on Marital Adjustment by Sample and Parent

SAMPLE ,
PREDICTOR VARIABLE _  CASE MOTHERS CONTROL MOTEERS
' - R=57 o 67
- ) - b B b B

Life Events © -.15  -.04 . -.66  -.14
Self-Esteem -.01  -.01 .14 .09
Mastery .27 .27¢ .51 N YALL
Religiosity -.19  -.3g** -.09 -.17
Social Support .28 L37* .01 .02 —

' R2 .363r% L323 %%

SAMPLE

PREDICTOR VARIABLE CASE FATHERS CONTROL FATHERS

, - N= ] N=69

: b B < b B
Life Events ~1.43 ~u33** 253 -.13

- Self-Esteem .24 .12 ) .27 .19

" Mastery - ©.22 .17 .05 .04

' Religiosity : " =.01 -.17 v -.06 -.12

& ' Social Support .21 31% -.00 -.00

E R2 377axe .085

x .

! . * p<.05 _ ]

i. ** D<.01

t *** <, 001

¥ 3

# b = Unstandardized Regression Coefficient

i B = Standardized Regression Coefficient . -

i -~ )
[ . — -
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/
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each of the social’ psychological variableés did not result in any

statisticélly significant interactions for mothers (See Table.
6.25)>or for fathers (See Table 6.26) but the chronic strain-
social support interaction was of borderline significance for
mothers (p=.066). Tge full equation did account for 34.2% of the
v;ziation }n marifal adjustment for mothers but only 22.6% for

fathers.

Summary. Multiplicative interaction terms were formed using
chronic strain and each of the social psychological factors
relevant to the two theoretical mod;}s to address the research
questibhs thaE'asked-whether the impact thaﬁ chronic strain had

on psychological distress and family adaptation was dependent on

.the levels of any of these social psychological féctors.

.

Question Three asked whether the occurrence of recent life events

increased the impact that chronic strain,. related to the

* uncertain future for a child Aurviving cancer, had o6n parents'

level of depréssion or ‘anxiety. The results of the current study
offer no evidence that the occurrence of reeent events does
exacerbate the effects of chronic strain on depression.or

anxiety.
! P

Question Four asked whether the'perﬁona;‘resources of
mastery or self-esteem affected the relaﬁionéﬁ}p éf chronic
sérain.with dgpression and anxiety and Questi;n Nine asked
whether either of these two resogTces ér'ieligiosit§ affected the
relationship. of chronic striiﬁ\wixﬁ family functioning and
marital'adjustment. No evidence was found to suggest that any of

(N

s}
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TABLE 6.25:° Regressxon of Maritai Adjustment dn o
’ ""Selected variables for Methers_ L.
‘. S\ v , > * \
‘. ' 1‘ .

. SAMPLE: MOTEERS (N=124) L
PREDICTOR REGRESSTON " RBGRESSION .
VARTABLES 1 "2 S

b - B b ‘B

Chronic Strain .34 .02 -2.29  -.19
Life EVEDtS ! -048." ' -11 -066 "/.--‘15
Self-Esteem .07, $ 205 .14 ~10 .-
Mastery .39 37 .51*r¥,.4e-
Religiosity ' =.k2%¥* - 25 - 09‘ 217
Social Support - L1400 (17 Q) ‘ .02
Strain X Events ' o .51 | .10
Strain X Esteem -.X5+ =~.33
Strain X Mastery “.24 -.55
Strain X Relig. -.11 -.36
Strain X Support .27, 1.36
R2 ' 304w .342%%x
* p<.05

** p<.01

*** £¢,001
b = Unstandardized Regression Coefficent
B =



RO SRR

TABLE 6.26: Regression of Marital Adjustment on
Selected Variables for Fathers

b = .Unstandardized Regression Coefficent
B = Standardized Regression Coefficient .

‘SAMPLE: FATHERS (N=120)
PREDICTOR REGRESSION REGRESSION
VARIABLES 1l 2
b B b~ B
_Chronic straTho .19 .02 -14.11 -1.19
Life Events -.90* -.22 -.53  -.13
Self-Esteem .22 . W14 .27 .17
Mastery .12 .10 .05 .04
Religiosity -.06 -.12 -.06 -.11
Social Support .11 .16 -.00 -.00
Strain X Events - -.%¢ -.17
Strain X Esteem -.04 .-.08
Strain X Mastery .18 .42
Strain X Relig. -.04 -.14
Strain X Support .21 1.11
R2 o J173%%% .228%%+
* p<.0S
** p<.01
*x* pe.001

~e.




B8 TR Y

LIPSO

EEALER IR . LI Bid

H‘-Qr.u \'-,\v

(VA

8

T e e

— e — -— .

these personal fesources acted as mediators in the chronic
strain-distress/adaptation relationships.

Evidence was found to-support the hypotheses that the social
resource of social support affects the relationships that chronic
strain has with depression and anxiety (as presented in Question
Five) and with family functioning (as expressed in Question Ten).
The relationship between chronic strain and depression was
moderated under the condition of high social support for fathe:s:
For both mothers and fathers, social support buffered the

. .

relationship between chronic strain and anxiety. Finally, for

facthers only., chronic strain had a conditional effect on family

functioning, but the exact nature ¢of this effect did not conforam

tdexpectation.

6.5 Case Parents' Perceptions of the Current Effects of
Childhood Cancer '

It will be recalled that case parents were asked, in the-
final section of the guestionnaire, to respond to open-ended
questions regarding both the presence and nature of present

concerns that they had about their children surviving cancer. Of

the case parents who participated in the study, 95 percent of the

-

motheré and 81 percent of the fathers responded to tﬂz—353n<gnded
questions. For the purposes of the thesis, the analysis of these
gqualditative data is limited to a ba#ic description.

i To the questioﬁ asking parents if they had any concerns
about the cAnce} survivor's heaith, now that the cRild's cancer

was in remission and he/she was off trgﬁ%ment, 81 percent

. -

& .

N

O

(X d
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‘respondéd that théy did. Of these parents, 68 percent were
concerned about the possibility of relapse and 26 percent about

_ illnesses or health problems related to cancer such as side
effects resulting from treatment (See Table 6.27).

When ;sked if they had any current concerné about the
survivor, not related to health, 61 percent of the parents said
yes. Of these parents, 29 percent were concerned about their
child's emotional well-being or personality problems and 24
percent hadiconcerns about problems related to—learning or
educational difficulties experienced by the child (See Table
6.28).

~Parents were also asked about the current effects on both

their family and personal lives. The majority of parents (70
percent)'said their faﬁiiy life was still affected; 50 percent of
these parents thought the effect was positive, 24 percént thought
it waé negaﬁive, and 10 percent said their families were affected
both positively gnd negativelyf The majority of parents (80
percent) also“felt tﬂﬁt their éeisonal lives were currently
affected; 57 percent thbught the ‘éffects were positive, 29
:;ktqgnt thought they were negative, ahd‘il percent thought the
personal effects were hoth poéitive(?gd negative.

It is~£he authb;:s iipieasrgn; based on a subjective
evaluation of all cémﬁéﬁts*writéen by parents?lthat there was a
great deal of variation in the degree to which these parents and
their families.were affegteé;By chiidhood 9ancet>a; the time the
data weréuébllected. For éomeibarents it seemed that tHey h;d

been able.to put the experience of childhood cancer behind them

~
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TABLE 6.27: Types of Concerns Parents Rave About the

Cancer Survivor's Bealth

Relapse

Illnesses or Health Problems
Related to Cancer

-

Illnesses or Health Problems
Not Related to Cancer

.Reproductive Problems

62

24

14

6.6

NOTE: A total of 91 parents answered that they had
concerns about their cancer survivor's health.
The total represented here exceeds this number
because some parents reported more than one
concern. .

!
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" TABLE 6.28: Types of Concerns Rarents Have About the L
Cancer Survivors, Not' Related-to-Health N
N \ . i
N s
N . \
Emotional Well-Being/ 18~ 28.6 -
Personality Probiems X i
Y N \ . N
Learning Problems/ . 15 23.8
Educational Concerhs
Typical Parental Concerns 12 19.0: N
General Conceins About. \ 9 \\\ 14.3 :
Child's Future . AN . :
Employment Potential - g 2.7 L
Behavioural Problems ) 6 ™ 9.5
Society's Reaction 3 . 4.8 ™

N . N . N

{

NOTE: A total of %3 parents answeged that they had
concerns about their cancer survivor, not  ° '
related to health. The total represented
here exceeds this number because same parents
reported more than one concern.
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while for others it appeared that their lives were still very o
much influenced by the event. .
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CHAPTER SEVEN
] DISCUSSION AND IMPLICATIONS
In this cbapter, attempts will be made to offer some
interpretations for the observations reported in the pzevihous
Chapter. A com:nent will be made about the present study's
relation to the existing literature on the psychosocial aspects
of childhood cancer. As well, the findings will be considered

within the context of several methodological issues. The

limitations inherent in the present study” will also be outlined-

along with some suggestions for future research and a comment on

the implications of this study.

1,4 The Relatjonship 9f Chronic Strain. with
Adaptatijon

Psychological Digtress and Family

Parents of child cancer surivivors were not found to be at
higher risk for maladjustment, overall, than parents with healthy
children whetheyr personal adjustment of parents or a_daptation at
the family level was evaluated. Likewise, the cases were not
found to expenehce more hfe evem:s, on average, than controls.

Although the analyses demonstated convincingly that case and
control parents did not differ in terms of average levels of
psychologl.cal distress or family adaptation, it is important to

note that the relationship of chronic strain with distress and

.adaptation was observed under certain conditions. 1In other

words, the data_ failed to support the major hypotheses that

predicted higher levels of psychological distress and lower

levels of family adaptation among cases than contfols but this-

) - 141
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‘cohcluSion cannot be applied to all subgroups.

-
3

. Chtbn1C'strainlwas found to be positively associated with

‘epression and anxiety fo: fathers and with anxiety for mothers,

-when the -level Ef experiehced social sepport was low. At high

level§ of ébcidi shppo;t. éhrenic strain anq family dysfunction

demonstrated a negative relationship for fathers that was more

pronounced than the same .relationship for those fathers

-

experiencing low levels of social support. This finding was-

somewhat unexpeTted but was consistent with the-results for case

fathers when they were divided into lower and higher chronic

strain. More of the fathers under lower strain than_those -under
‘higher strain -Bad-scores indicative of family dysfunction.

Chronic.strain was_not found to. be related to marital

.adjustment nor was there an interactive effect of chroniec- strain

‘with any Of ‘the -social psychological factors on marital
adjustment. . Further discussion of the findings related to
marital adjustment will be reserved for the.section dealing with
the quality of measurement.

In light of the conditional telatzonshxps found, it appears
that overall Bifferences between the two samples in depression
and anxiety for fathe;s and 1in enxiety for mothers were not
detected at the bivariate level Beeﬁy%e most of the parents of’
the canEer survivors were receiving“sufficient-suppor:; Ehronfb

“straim does appear to represent a risk for depressxon and anxxety

Eoz thbse parents expe:xencxng a low level of socxal support

That chtonxc strain wasnfound to xnteract thh social

- - - -
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only with anxiety for mothers is worthy of consideration. The'

consistency of a chronic strain-social support interaction for_

fathers across the two indices of psychological distress may
indicate a generalized risk for maladaptation in fathers of

child cancer survivors experiencing low social support that does

. not exist for mothers.

The relevance of the strain-support 1interaction for

- depression in fathers is increased when viewed within the context

of the findings for depression among survivors' fathers by degree
ef chronic strain. The finding suggesting that more fathers
under-hiéher strain were at risk for depression than those under
lower strain iey megn that the magnitude of.the interaction of
chronic. strain with social support, observed without any attempts
to quantify degree of chronic strain, was actually an
under-estime;ien of the true effect.. v

One explanation for the fact that chronic strain was not

found to _be related to depression or family functioning in

mothers, even under the c0nd1txon of low social support may be

.dxfferentral coptng capacztxes related to parental roles.

-
Generally mothers of Chlld cancer - surv1vors tend to be more

'actlvely lnvolved than fathers in th€ care of the child during

the stages of diagnosis and tpeatmenta -It has been argued that

stressful encounters do not necessarxly.iead to personal

deterioration but that stress can, in fact,-benefzt people in the

_Sense thgtf after the stress has passed,. they feel they the

proven themselves and are -better or wiser as a resultlof the

1as

.support. in 1ts effect on depression and afixiety for fathers but
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experience (Baan, 1982).

It may be that mothers, as a function of their tendency to
accept primary responsibility for the child's care and Se in
close, regular contact with the oncology team, are more likely
than fgthgrs to feel that they have learned from the stressful
experience and are better equipped to deal with the subsequent
strain. Perhaps as a consequence, 1t is unlikely that ;hronlc
strain‘will be translated into depression or the perception of
family dysfunction in mothe'fs,.even in the circumstance of low
social éué@ért.

Fathers;'on the other hand, having been more isolated from
these experiencbs,.may be vulnérable to the impact of chronic
strain. If, given'tbeir limited amgznt of time and energy to

dgvote to the child's illness, fathérs experienced a sort of

"stress limit", this may explain why expressions of family

) dysfunctidn were more typical of fathers under lower strain than

of those under highe; strain. Pe:haés those gxﬁe:iencing higher
strain ére tod preoccupied yith their own distress to perceive
problems at the fhhiiy'levelz - ’ |

The question that remains unanswered using this rationale,
however, is why there was a significant relationship between
chronic strain and anxiety fo; mothers experiencing log_social
support. Perhaps a mother's survival of the extremely stressful
initial stages of childhood cancér cannot proteét her against

Anxiety because its source, unlike depression and family

dysfunction, 1lies in concerns that were not typical of the

H..Am.“_
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initial stages but instead that ére particular to the period of
survivgl after the cessation of treatment. An example of sbch
céncetns might be whether the survivor-will suffer the failure of
treated organs as a result of treatment. Without prospective
data to assess relative chaﬂées ip depression, anxiety, and
family functioning fqr mothers and fathers across the various
stages of childhood cancer, these hypotheses remain purely
speculative. - ' .

It was hyﬁothes;zed that the personal resources of mastery,

self-esteem, and religiosity would act to buffer, the effects of

chronic strain on psychological distress and family adaptation.

The findings were ocnsigfent across all outcomes for both mothers
and fathers, however, that none of these personal resources
interacted with chéonic\sttain.

In the case of mastery, its effects on depression, anxiety,
and famiLy functioning were uniformIQ‘very strong for both cases
and controls rather tﬁan specific to only those parents
experiencing the chronic strain 'of having a child surviving
cancer. Of all the social psychological ﬂaétors assessed, "a
sens? of mastéry stood out as bé;ng the best predictor by far of
the outcomes studied. A sense of control over éne's life appears
to be stronglx‘relatgg to psychological well-being regardless of -
the presence or absence of‘chzonic.strain. . _

The same cannot be said of self-esteem or religiosity.
Neither of these resources tended to exert main effects on the
outcomes studied, within the context of the full models, with the

exception of the effect of religiosity on family dygfunction'£0t




mothgfs: >I§ h;y‘pe that these two personal resoufces, as
mEGl;tOIS in the relationship Df-Chronic'strain with
psychological distress, are mQre llkely to pl?y a role when
chronic strain is 5beka£ioha}ized in a more‘general way such that
it encompasses the experience of a wide range of strains and not’
just one particular type of strain as was studied here. .

Finally,:the Yesults did not §upport the predictlog‘that the
occurrence of discfeté life events would exacerbate the effects
of.chronic strain on psychological distress and family
adaptation. Ore explanation for this finding may be the use of a

N

simple codnt‘of the number of life events experienced by parents.

It is possible that further specification of the events
experien?ed .to 1include ‘the perceived desirability or

undesiéability of each event when 1t occurred and the duration of

-

the effec%s_following each event may be necessary to demonstrate

the interactive effects of the particular type of chronic strain

.

of interest' here and discrete events. Although the two groups of

parents did - not- differ in the number- of events experienced or the
effect of the number of events on the varrous outcomes, it may be

L ] X S . .
that certain events hiave -differential meanings for the two

groups. “Perhaps attentibn to the experience of events that were
viewed as particularly undesirable or as affecting parents for a
long period of time may “have revealed evidence that the
relatxonshié’of chronic écraih witb péychological distress and

family adaptation is xn‘fac€‘conditioned by:the expérience-of

discrete life events. ‘The data necessary for such refinements to

. .
- oy
~
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-the measurement of life events were-collected but there was

insufficient variation in the number of events experienced to
allow for such analyses because the time period was limited to

the previous six months.

1.2 zgg-gresent Study within the Context of the Literature
Despite the methodélogical shortcomings that characterize
the literature on the psychosocial aspects of childhood cancer,
and the fact that the majority of findings from the available
literature cannot be directly applied'qo survivors and their

families, 1t was reported in Chapter One that this literature did

provide a starting point for the present investigation. Having

said this, however, it seems futile to embark upon a comparison
of the results of the current study with the existing literature,
even though this is usually done in a discussion chapter. There
are two reasons why such comfarisons are not considered usefuln
First, due to the focus of most research on the psychosocial
aspects of childhood cancer, the majority of the comparisons
would be based on two different populations--parents whose
children were experiencing the early stages of childhood cancer

and those who were dealing with their children's survival.
e -

Second, the one major study that studied the social and

psychological conseguences for survivors and';heix families.
(Koocher and QﬂHalley, 1581) didnnot uéé staﬁdardized instruments
to assess parents or include a control group. They relied,
instead; on parents' comments about how their current behaviour

was a result of the cancer experiencé and whether they still had

Lo
-
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concerns about the former patient. As a result, 1t -1s 1mpossible
to interpret their results 1n terms of whether these parents were
experiencing psychological distress or problems in family

7

adaptation.

1.3 Methodological Considerations T

The process of interpreting the results.must involve the
consideration of a number of methodological issues such as
response bias, the generalizability of thé results, the adequacy
of measurement, and statistical power. Each of these issués'will
be dealt with separately.
1.3,1 Resporise Bias.

. One issue in the interpretation of the finding of no overail

differences betweeen cases and controls is whether these results’ -~ ~..

can be generalized to the population of parents with thildteﬁ‘:

Lo

surv1v1ng cancer from which the sample was drawn or. whether a. -

response bias could 'have obscu:ed a real difference 1n dlstress
or adaptatxon between the two samples. These resultS«could pe

attributed to non-response-bzas if thosp case pazents with the

poorést adjustment were’thé mo;tllikeiyvto either be lost to

Y

Eollow-up or refuse to partzcipate. I
It should be - kept in. mlnd that attempts to. follow up the

parents of the enti:e populatxon of. chxld canéer survxvors

treated at” Children® s Bosp}tal of Westetn Ontario were very

successful in. that only two fam1lies ‘out of 101 could not be

Iocated. Aléo, respahse rates were guzte acceptable with 81.6

peréegt of the,case mothers and 72.4 percent of the case fathers
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contacted agreeing to participate and with 77.5 percent of the
control families rated as the best match for a case family
participating. "Comparisons 6f the respondents with non-
respondents revealed nc significant differences between the two
groups on the variables available for comparison. These response
rates, in combination with the similarity of non-respondents to

respondents, lessen the likelihood that bias due to non-response

is a viable explanation for the findings. This suggests that the

results'may be generalized to the entire population of parents

whose children were treated for childhood cancer at Children's

-

Hospital of Western Ontario and are surviving. -
7.3.2 Generalizability.

Another issue is whether these results may be further
generalized to parents whose child cancer survivors were treated
at other centres within the province. Unfortunately, it is not
poésible to comment at. this time on the appropriateness of
generalizing from the present sample to other parent populdtions
due to insufficient information about other centres'treatgent
procedures and batienﬁ éopulations.

A final point with regard to generalizability needs to be

made. Due to the design of the presént study, whére the chronic

strain of interest was that associated with being the parent of a

child cancer survivor and g&::i_:::tcontrol group chosen was
parents with healthy children, the erpretation of the results

remains specific to the comparibon of these two particular
groups. “The findings from this study cannot be gqu;alized to

other forms of chronic strain such as that .which may be generated

. - .
»
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by tgp\presence of a child with another chronic life-threatening
illdgss or a chronic non life-threatening illness.
7.3.3 Adequacy of Measurement. .

The majority of variables were meeéured usigg‘multi-item

indices’ that have been widely used and have been demonstrated to

-

have satisfactory psychometric properties, as>described in
Chapter Five. The measuremeet of chronit-sttaiﬁ and marital
adjhstment repﬁes=nt exceptions to this statement, however.

Chronic Strain. It will be recalled that what.distinguished case
parents from controls was the chronic strain associated with
peing the parent of a cancer survivor. It is possiple thet any
relationship this particular chronic strain has with

psychological distress and family adaptation was attenlated by

the way chrcnic strain was operationally:defined Grouping the,

sample of parents of cancer sutvxvo(s altogether as the "strained
S

sample” may have dlluted the relatxonshxps of chronic straxn with

psychological distress and family adaptation. The inability to

categorize parents in the case sample by ‘degree of clironic strain

may also have washed, out any interactive effects of : chronic

strain and certain social psychological factors on distress or
adaptation.
Based on the assumption that degree of' chronic strain

expetienced by parents is at least partially determined by the

combination of the length. of txme the child ‘has been off .

treatment and the type of cancer, a rather crude attempt wasg ‘hade

in this study to assess variations by degree of chronic strain by

~

©

WU

D




?

-

~

55, . N - - ,
S . N
e

- dividing the %ents into lower ‘and higher strain groups.

N

¥

This line of inquiry was limited by ‘the size of the resulting
) :'\- ) ’ ' ) “\‘ B > - .
subsan.ples but it did offer at least tentative evidenoe that the

i@ilﬂ:y to categorize parents by‘their degree of chronic strain
nay have afﬁeCted the results. - N

.

Ma ;;; 1 &jgm_. There may be reason_ to question the

. : . - 3
v’alidigy of the instrument used to assess marital adjustment.

C (3
Not cnly vere the average scores high and virtually identical for
cases and centrola, but there was also very little variation in

the scores repbrted. 8cores were free to vary from eleven to

fifty-fxve, but none of the parents in any of the subsamples

Y

Eelf-reﬁoris ‘of marifal ‘adjust(.'m‘ent have been criticized as
bein{g susoeptible to the forees of social desirability (Spanier,
1973). It 1s poasrble that the scores reported by both case and

B} control parents were artifmially inflated by this effect.

mrther, it has been sm;gested that parents of chronically

ill children are partjcélarly susc\eptible to the tendency to

' respond in a socially desirable manner and thus, that st@ies

«\'\

using self-assessment nay bave diffic\xlty detecting differences_

- in marital distress (§‘Ebeth and Leventhal 1984). 1If such is

the case, the findings indicating a 1ack ‘of a case/control )

\
~ -

difference ‘in marital adjustmen\: and no interactive effects of'
cbronic strain with\Any of the social psychological variables on
" marital adjustment may be artifacts resulting from attempts among '

éqrents of cancer survivors to appear "normal”®. Unfortunately, .

A

" . given Ithe:e-reservetims about the Gdlidity of the measurement of

-4

(B!

scored below twem:gﬁnine. N4
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marital adjustment, little confidence can b'e\attac&;e,d to the

Statistical Power., Ope of the alternate explanations that comes
t; mind for the failure to-find significant overall differences
between the two samples on the major outcomes i§ the possibility
that the size of the samples was too small to provide su.fflcxe.ng
statistical power for the bivariate analyses to dete;t
substantively -relevant differences, should they have existed. In
Eﬁe proposal for this study it was determined, however, that the
present study' would in faet have sufficient power to detect any
meaningful case{control differences on ggch of the four outcome
variables of‘jnteress. The power calculations done at the
proposal stage are provided in Appendix D. 4t is true that the
study did not have sufficient power associated with it to detect
differences as small ;s the one found betvéen ca;e and control
mothefs on mean depression scores (0.43), but this point 1is moot
gzven thﬁt\such a slight difference in average scores wouldfnoc
be consxdered clinically relevant. ‘
14 Lmndm of the Studv and Directions Tor Putute Reseazch
Although the present study zeptesents a contribution to the
current ;;dy of kmowledge about the psycbosdcxal aspects of

chil cancer by virtue of its design and the methods used, 1t

has associated with it a number of l;mxtat/xons or weakneSSes.
These limiting characteristics will be discussed below a.long with
sug}gs\xons concerning ‘the direction that furthe: research

efforts should take.

’
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‘ _pofentia'l],y effective interventions.

\\ The de‘;_\l/gn of the study was cross-sectxonal.' As a result,
the caus&}‘erdef\ing of events could not be determined. For
instance, 1n the author's interpretation of the interactive
relationships obsezvedt it has been assumed that the associations

S

among chronic strain; sqQcial support and distress/adaptation are

- such that @ large portion of the effect moves from the social

psychological factors\te distress/adaptation. The current data,

however, are-incapable of refuting the conjecture that these

'zelafxonsmp's actually operate in the opposite direction or

determining the extent to'which the relatzonsbxps tend to be
reczprbcal in nature. Confltm.at:.on of the duecnon of these

relatxonshq.ps requues longxtndm&l data. Further zesearch on

ped

the psychosocial consequences of.childhood cancer for families,

in the form Of. prospectlve sEDd:.es could make a valuable

o !

. conteibution tq_m:_curmt _level of unde:standing.

N

(@]

By follow;ng child cancer patxents and then‘ fanilies“.frdm‘\._

the poxﬁ? of d;tgnos:.s, thtough\\ the tteatment phase and

contmumg ‘into %ﬁe survwal phase; a great deal more could be

learned about the process by whkith the experience of cmldhood
. .,
cancer can result’ in neganve peychosocia.l consequence‘s for the

famxly Furthe: specification of the model would also provide

suggestions about both "the nature and the best timing Of

.
\

It-will be fecalled that attempts were made 'to recruit the

.-ennre po,pulanon of parents with children surviving cancer and

treated at the Child:en s Bospital of Western Ontario and that

_the participation rate8 tended' to be high. As a function of the

N

.
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size of the'popqiation, however, the sample assessed in the
'bresent study was relatively small. Although the size pf the .

sample resulted in sufficient statispical power to test the

4

primary research questions posed, the capacity to ‘address
secondary questions, emerging out of the first set and requiring'
subsample analysés, was restricted by the size of the sample.

This was unfortunate given that the index cases were found to

_ vary' rather substanti#ily in terms of type of cancer and length
of time off treatment. .

i A large enough sample t¢.allow analyses on subsamples based

on the classification of cancer survivors by these two

characteristics would have strengthened the study. The logical

successor to the present study is a multi-centre investigation

+ ] .
whose study population would include all parents of child cancer
survivors treated in the province of Ontar;\. Such a desxgn .
"1 ©- ==T—Would 3lsC offer the opportunzty to evaluateithe peychosocxal

effects associated with the various str!f/gxes employed by
oncology teams. of each treatment centre.

‘ As outlined in the section on the adequacy of measurement,
another linitation, related to the size of the ;Qailable sample,

vas imposed by the manner in which chromic strain vés»

assessed. Por tbé majority of the -analyses, dcétee of strain
expeti;nced by parents of child cancer éurvivors was not
considered. FPor one set of analyses, an atﬁippt was made to
classify parents by degree of chronic .strain, based on the

asgsumption that such strain is at least partially determineqd by

-
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the type of cancer and the length o§ time that has passed since
- the cessation of treatment. These analyses were characterized by
ingufficient statistical power, but they did suggest that the
combination of these two factors may be relévant to peychological .
distress and family dysfunction.

Although none of the open-ended questions regardincj the
presence and nature of case parent_s' present concerns about their
children surviving cancer directly assessed their perceived
degree of chronic strain, two impressions were drawn from a.
subjective evaluation of the responses. First, the majority of
parents reported that they did have concerns about their children
surv'ivingrcancér;“ ‘the most common concern being the possibility
of relapse, followed by concerns regarding other illnesses ot
problems related to cancer. Second, there appeared to be

- substantial variation in the extent of parents' concerns.

Based on the experience of the present investigation, it

seems ippo;tant ‘to attempt to assess chronic strain more

»  directly, even though there are problgms i'nherént in aétempting
to conceptually define chtonj;c _stnin, Such .efforts should
involve an .Attenp't to quantify parents' sibjective perceptions of
their chranic strain in técms of both the nature of specific . -

concerns they have ;'md the degree or 'intensity of these oonqe'rns._ -

As well, a method for zating'chronic strain more objectively or
directfir by 'mcorpotatiﬁg- various aspects of the iilness' itself,

* such as the type of cancer, the specific nature of the treatment

reqimen.and'the, length of tide since treatment ended that has .

passed uneventfully, should be developed and~r.e'fined.. -iav.ing
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done this, it will be possible to determine the extent to which
parents' perceptions of chronic strain are associated with
particular aspects of the course of the illness.

Pinally, restricting the study to only the parents of Tancer ,‘fh"“:

. survivors and not the survivors themselves or their siblings
represents a weakness of the study. Clearly parents' adjustment
cannot be fully understood independent of‘the>ievels of
adjustment that characterize the other members of the family. - It
may be, for example, that a parent's peychological adjustment is
associated with such factors as the I'evel of the cancer :‘ i

survivor's own adjustment, treatment protocol, or the severity.of

B ]

medical complications or long-term treatment ~wide effects _
expetie&éed by the child. fhe claim seems justified that the use
of theoretical models to guide this study represents an important
contribution to current knowledge as one of the first systémQtic
attempts to understand the interconnect106846f—the~vatfous s '7f~.'
components involved in the stress process as it apﬁlies.to

families of child cancer survivors. These models’are not the

only possibilities, however, and others may better represent the.

relevant underlying process.
1.5 Isplications - . S

The findings of this -investigation related to the-

psychosocial consequences associated wiﬁh survi g childhoed -

caﬁcer‘are'téétimony to the resilient nature of pareats, and’ ;
- - ) - !
families in general. Overall, the parents of child cancer ‘

survivors did not differ from a matched sample of parents with

. . - “"\» A »




children who have never experienced- a serious chronic xilucss or
a life threatening diseaseA in terms of levels of psychoiogical
distress and family adaptation. o
Reeping in mind that the chronic™strain of interest was that
associated'with a partlcular stressful life eVent--cancer in'a
chxld--tbe results of the current study should no} be taken to
suggest that the models used to guide the mvestlgatmn need t.o
be altered. The study was not des:.gned as a test of extber the

stress pkocess model or the family stress theory or their degree

~of comparamllty but rather as an evaluatlon ef the psychosociail

consequences assocxated with being the parent of a child cancer -

survivor. As a result, any mpllcatxons to be drawn from the

study pertain to parents with children surviving cancer and not

to the relative merits of these two parallel theoretical models.

We know that an increasing number . of pediatric cancer

.patients now. survive, disease free, for substantial p;etiods of

—

time and the present study suggests that their families do not

necessarily expetience higher levels of peychological distress or -

lower levelé of family adaptation than families with _healthy
childten. The fmdings discussed here do suggest, hovevet. t:-hat

those parents who experience a low level of social ,support nay "be
'ag elevated risk for peychological distress; ‘that social support

may be a key factor in det'ernining whether the chronic gtrain

associated with being a parent of a child surviving cancer is

translated into psychological distre‘s‘s.

If the assumed direction of these.relationships can be

4
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verified through longitudinal reéearch, éhen parents
experiencing low levels of social support could be considered
‘appropriate targets for@intervention. Currently, child cancer
survivors and their families have very little or no contact with
the oncology te®am once the treatment phase is compl"eted. of
colrse the apeTific nature of programs that would be effective in
1nc:e£sx_ng levels of social support remains to bé determined
.thzough intervention studies. -. h

It may be that the implementation of reqular gtou{; sessions
for parents of surv;‘r_w}ots,' which offer the opportunity to voice
c;ncerns and have.—qt.ies;.;io'ns answereci, would be beneficial 1n
‘communicating to parents that they are in fact cared for, valued
and able .to count on others should the need arise. It seéms that
parents' associations that exist no;r are predominantly cqﬁposed‘
of parents with c-hiidren undergoing treatment- and are not
appropriate sourcés of support for survivors' ‘fanulies. It has
been suggested -to_the author. that some survivors' parents

act;ually find partzcxpatzon in such groups streseful in that it

foxces them .to tel:we “the extremely dxff;cult period, which they

-~

want to put bekund them but that ‘characterizes the presént

r

cxrcums:ance of\ the najonty of the othet menbers. Su'ﬁrwors'

_..-. -

parents. are lxké‘ly to be reluctant to raise tbe:.r own conce:ns“
- related to survj.valwithin a group wbere many parents are faced
thh -a high p:obam.uty of 1osmg theu child to cancer.

The current: xnvestzgatxon also offers at least tentatlve

-
.

"- evidence thap fathers and-mothers may be likely to perceive

pfoblems ih éanily functioning at different times; that more
. ‘e . ~N
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" "mothers tend to pesceive famxly.p:obléms when experiencing a .
higher level of chronic strain while more fathers perceive soch
problems when under a lower level of strain. This mady mean that
counselling for couples or entire families is indicated in that

it might provide the opportunity for family members to become

aware of any discrepancies’between their own perceptions of their
family environment and those . of the other memberg of the family.

'~ Again, before seriously considering such interventions, further
research of the types outlined earlier must be conducted toroffe:_

a more complgte‘context,within wh;ch'to cpﬁside}(observations

made here. * .
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CHBAPTER EIGHT

~

SUMMARY AND. CONCLUSIONS A -

. As a function of substantial improvements in the Prognosss
of child, cances patients, both” patients and their families face- "»

“longer phases of ‘tteatxg_ent and an inability to predxct‘zﬁe

future. In general, we know wvery’ little about the psychosocial
conséquences associated with the e:'tpe“r'nv'.ence' of childhood cancer.
Although some attempts have been made to provide descripﬁmns of -
the problems faced by both the patient ané the fam:ly, the &éld.e

of this research tends to be limited by the f_act that most ...-—

studies have been based on the now outdated assumption that

~ childhood cancer is-invariably fatal and by.«he lack of rigorous’

<

- I

. quantitative research. N

B . The présen: study addressed the q'ixestion of-. whether the
" presence of chronic strain, as-éxperi’é';{éed._’by ‘th':e ,famil;.gs of

C ‘c_hi-;d cv‘a'n'cer Eutvi\;o'rs, '.fi:s aé§o;:-i.ace§ with psjzch'oloqicai A. .

.x+° " '-distress, in the form of depression -or anfiety in the parents o<

pProblems with family*a‘d;ptatiho’n%: in the form of family "

dysf{ur}ction or marital-maladjustment. The roles played by

personal and social resources in mediating or exacerbating the : Y
 ~——
effect of chronic strain on psychological .distress and family

adaptation were also examined,

Outcomes for parents of cancer survivors were assessed by

comparing their scores. to those of a matched sample of parents,
chos'en from the case families' neighbourhoods and whose children

had never had a serious chronic illness or life threatening

“
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to respond to self-administered questxonnalres. R

Ove:all, parents of chzld cancer SUIVLVOIS were not found to

~be,at hzghe; risk £6r psychologxcal distress or problems with

although the two groups of parents did not differ in terms of

average'levels of psychological distress or family adaptation,

P . -

soci&l'éuébort. .Chronxc sttain appears to rep:esent'a“risk for

———— - Rt - -

depresszon in_ fa:bers and for anxxety in mothers and fathers who
) -are exper1enc1ng low levels of social support. L

- - ) ‘ These findings“offer'encguraging evidence of the resilient
N nature bfyba:énté and faﬁllxes in general. It Appears that
faltilies of tlie increasing number of surviving pediatric cancer

patieﬁts, who have experienced the extremely stressful event of

cancer in a child, do. not inevitably experience higher levels of

: L psychological distress or 1owef levels of family adaptation. It

does seem, however, that the level of social support experienced

may be an important factor in determining the extent to which

chronic strain 15 associated with psychological distress.

-~

If the assumed direction of the relatidnship of chsonic
strain with psychological distress ang family adaptation can be

confirmed in longitudinal research, sertous consideration should

e

be given to the development and evaluation of_ imtervention
wh”
strategies aimed at parents of child cancer _survivors

disease; Both mothers and fathers 'in the two samples were asked .

" family adaptation. It is important to note, ‘however, .that

_ the relationship of chronic strain with distress and adaptation

was observed under the conditidn of 1ow levels.of experienced
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APPENDIX A

INTRODUCTORY LETTER AND CONSENT FORM
FOR CASE PARENTS  _
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t. L. D€ VEBER. M.D., F.R.C.P.IC)
waR mEMORtAL OULDREN'S NCSPITAL
L SOLT™ FTRELY
ONOGN. CAMADA NEB ‘88

Pediatric Oncology Services at War Memorial Childrenis
Bospital is working with Kathy Speechley from the Department of
Epidemiclogy and Bicstatistics at The Univecsity &I Westezn
Ontario on a study of families vith children surviving cancer.
The purpose 0f this letter is to request your pa::icipa::.on in
this study. The.procedures are des¢iibed below.

Your participation vill involve the completion of a
questionnaire that will be mailed out to you. We would like both
parents to answver the Guestionnaire separately where possible
because fathers and mothers tend to react differently to various
aspects of tHMbir lives. Several areas are covered in the
questionnaire, including how you and your family are doing these
days angd the vay you feel about your uu and other pecple around
yoa. .

You will be able to complete the qucsti‘onnaite at your
convenience. It will take about one bour of your time. Any
questions that might arise as you complete the questionnaire will
be ansvered by Kathy Speechley ., the Project Director. She may
be contacted at the Bealth Care Research Unit (519)679~6760. 1If
you live cutside the City of London, please call. coklecet.

You will be asked to sign a form grahting permission for a
nember of the project staff to examine your child's medical file
at War Memorial Children's Bospital to record only your child's
date of birth,.diagnosis, and dates of 3diagnosis and creatment.

- All infotmation obtained will be kept in the strictest
confidencs. Questionnaices will be identified Dy means of &
unique number and ng personal information that coold-lesd to the
identity of any individual Tespondent vill remain on the
questionnaire. .The list of rames and identification nuabers will
be.kept locked up, with access lixited to the project director.
In this wvay, anonyaity will be assurel,’ .

e /2
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You ace free £o t#fuse to participateTia Shis stady or you

masy refuse to answver specific questions in the questicanaire.

i Should you decide to do so, this will not affect your child's
future medical cace in any wvay.

. .
Although this study may-be ot}unc: benefit to you or
your child; the results aay help us to dgtecraine the problens
faced by families whose children Mave severe chronic illpegses 8
v ve may bDe able to prevent such pfodlems is the future. Please
. feel free to give me a call at 432-524]1 Ext. 656 if you bave any
‘ questions about the study. EKathy Speechley, the Project T
- Director, will be calling you soon t© sake arrangements to =sil
' _ the questionnaire to you. . .

Sincerely,

o L.L. deVeber N.D., P.R.C.P.(C) ) ’
, . oo Professor of Paediatrics . .
d v - .o Oniversity of Westers On€arle
¢ Dizector of Sematology-Oncology
- War Mesorial Children's Bospital ' ’ .
. (519) 432-5241 Ext. 656 : .




CONSENT PORM . . mD. NUMBER :

T .The nature of the study of parents with children sorvivismg cancer
bas been explained to me and I heredy agree to participate 1in
this project. I understand that ay participation involves the
completion of a questionnaire'and the grantiag of permission for
the project staff tQ bave access to my child's files at War
Xemorial Children's Wospital in London to obtain diagnosis and
dates of diagnosis and treataeat.

Signature':

.

-
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. I.D. KOMBER . N
STUDY OF PARENTS WITE CHILDREN SORVIVING CANCER
- ", AND PARENTS WITH HEALTHY CHILDREN .
T—
. e

Please find attached a questionpaice concerning important
information about hov families with children functioa.
T -

It is ipportant that you complete this questionnaire by
yourself, to/give your ovn personal opiniona. He aAk LIt you dQ
your ansvers with aovons. including your spouse. If
¥ questions as you complete this questionnaire, please
Rroject Director, Kathy Speechley at (519)679-6760 -
e bours or at (519)434-0081 in the evening,

reseader that all cesponses will be held in strict
confide Ro information wvill appear on any questionnaire that
identification of individual participants.




PLEASE CIRCLE QN NSWER FOR £ACH QUESTION WHERE NOMBERED CHOICES ARE GIVEN.

1. Are you:
1. mle?

2. {emale?

2. 'wben wvere you bom?

DAY  MMIB 2 YEARR

A

3. wWhat is your current oacital status?

1. single (nevec mmrcied)

2. carried (ircluding common-lav relationship)
APFROXIHATE DATE OF MARINGE

3. sepmrated APPROXIFAXIT DAIE OF SEPARATION,

4. divoroed  APPROXIMNIR DATY OF DIVORCE

S. widowed APPROXIMATE ONYE OF SFUOSE'S DEATH

4. a) srat vas tne highest grade you ever ccopleted at primary and secongary school?

0 - none

123 45 67 8 9% 10 41 121

b} Bow many years of schooling .have you had since secondary schoal?
0. none '
1. miversity/conmunity college: number of yeacs attended: _____
degree/diploma received: :
2. -other (séczm
, mmber of years m-:hd* -

dagree/dipioma received:




-l

These next questions deal vith vorking. Please answer question S and then proceed to the
question indicated across from your answer.

S. Wt is your current esployment status? (PLEASE CIRCIZ ORE ARSER GRLY)
0 QUESTTON

FCR ALL THOSE CURRENTLY DMPLOYED FULL-TIME CR PART-TIME
§. What is your current b called? oo

7. wat kind of work does it involve?

e

8. Bov long have you had this jab?
__:__yunm____xnﬂ'

We would liks to knov something about vio lives in this bhouse with you.
in the £irst rames of the people who live with you at the present time,
sz, and relationghip to you.

NAME . At > 4 RELATIONSHIP
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‘.._.#n~mldlmmmywmqn§4mmww-mn;

10. mmmmxmmmmmmmmmm
‘ductx.bewytmvh.\cbywmmﬂwdmmiqim. (ORQLEZ NOMRERY
[ 4

a) I teligious crusades,
revivil Esetings Of Emissicns.

br I i seIvices.

¢ 1 m‘tn religicus _servicas
on the radio or T.V.

d) I pray, either privately
ot_:dth tamily.

e) I listen to religious music.

£) 1 use ideas I have learmed from
religion to belp ma understand
ay own life. -
1 omtribote songy to my .
I regularly take pact in various *

activities in my religiocus
* organization. | .

b

k) The religious beliefs I learmed
vhen 1 vas young still help me.




Itumtﬁ:mmmwnmmmmmhuyhtmm
ciramstances. He fediize these are extremely pu:sanllltunlﬂnvubtomnyw
mdn:mrmwulukq:tualy confidantial

-

1. Please circle the number of the catsgory &ngxmmmmdyou:m
yeazly family incomg before taxes. )

i
_g.

-
-

BE288ELy
38838888

-
-

868868
§530BES,

REEEEETS

NP O~ OA AN S D B e
v s e e . .

-~
]
~

12. “When you think of your financial situation owerall, how difficult is it for you
neet the following conmitmente? .

VERY EEa 0T X ALL
N DIFFICOLY CIFFICLY DIFFICLT
a) housing 1 2 3
»
b) %ood 1 L2 )
¢) persopal oxpenses (e.g. clithing, .
recreation, mtertairmant) . 1 2 3
d) transportation 1 | 2 ) 3
e) medical ©xpenses 1 2 "3

£) Are there any Other coEmitments -
thit aze difficult to met?
(PLERSE SPECIFY) .
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_ 13, In thus next section you will find 50 statesants about your family a8 A wbole FPlease
memmyuddnc_id-hwvdlmmbc:m}uuhuy.
Please circle the rumber that best describes the extant of your agressent with each of
the statements.
mdem“mr(tm)tauamm“ym even if
you are not completely sure of “the snswer.
SIRONGLY STRONGLY
e AGREY DISAGREZ  DISAGREX
lihq:cd:oomcbtmuwingm '
. vhat our pcoblems are. 1 2 3 ¢
. 2 Family ch.m.-mtnrly shared. . 1 2 ]l ¢
3 Wen I ask somsone to explain what . : -
. thcynn.!qualun#m: i 1 2 3 4
’ Awhmmuq:ut wdnntlmov .
i¥ they are angry, sad, scared or what. ‘1 2 3 4
S We are as well adjusted as any family
can possibly be. 1 2 . 3 4
. -6 You don't get a chancy to be an individoal. 1~ 2 "3 ‘
7 Wom 1 ask why we have certain rules, I )
don‘t get a good answer. 1 2 3 4.
smmmu—wmmm:uugu
_ and viong. 1 2 *3 4
/ h '9xu'tmnmt-uym1dq« ) ]
- along better than curs. 1 2 3 4
IOSc-ay:uuomuuym Lo ..
B s than oo’ others. vl 2 k1 4
"11 Whan problems come up, ve try different |
ways of solving thela. ) 1 2 -3 4 >
J 'ux-wmammwm-. . .2 3 R
v 0
. . nhmmmmdvm S S 3 .
uwzmuchom;mmm ) .
_ .bother us. - . l 2 2 4
: 15 We could be hafpier than we ate. |, 1 i, -3 ‘
-~ Y - - . .
'. .““ - .
. N - . . ' hg N
. ) s .- . . -
- ‘\.
4 " - T~
. . Y ) :
- ”' hd

4
-

. e




16 We feel loved.

17 Whan you & scmthing wvrong, you don't
know What to expect.

18 It's bard to tell what the rules are.

UIdnn't;hu*myt.Llycmid-pcubly
be happier than mns.

20 Somatimes wve are unfair to each other.

mwmlumalcwmlmqm
more than ve can handle.

22 Ve agree about who ahould do what.

23 I never know what's going on.
uxmm-jmymm'smd?:mm.
25 We never get angry. )
26 My family tries to on zy life.

27 If we do scwething vrong, we don't get &
chance to opdain.

Zs‘ﬁcuqmmm;:chtt.dmde
have to make cur own decisions.

3 My famly apd I understand each other
completaly. .

30 We scmetimes hurt each others'’ tuunq;.

31 Wen thungs aren't going well uuku:oo
lang to work :b-out

JZﬁmtuIYQMly-btn:o&

33 We take the time to listen to each other.

um:-muw uld:nttl.ndcu:
“untdl moch later.

B-w\nmidu@m:.
%hfnl&oatou&:othr.
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37 Punishments are fair.
38 The rules don't mAke sense.

19 Some things about oy family don't
entirely please me.

40 We never get upest with ssch other.
4 We deal with cur problems even when
they're serious.

thnuy-uruny:tzm:obtm
centre of attention.

43 My family lets me have zy say, even if
they dissgree.

44 When wve get upeet, we take too long to
get over f{t.

45 We alwvays adait our mistakes without
trying to hide anything.

46 W dan't ceally tnltndxochu.'

n&maumzcbvhltumadofm
wvithout being told

48 We are free to say what we thank.
4S-My fmmly is not lpcdect success.

50 We bave never let down another family
mmber in any way.

1 2 3 ‘.
1 2 3 ‘
1 2 3 h 4 -
1 2 3 4
1 2 3 4 -
1 2 3 : y .
1 2 3 4
1 2 3 4
1 ¢ 2 3 4
1 2 3 4
1., 2 3 4
1 2 ' ‘ .
1 z 3 « 4
A | “2 3 4
- \c - ' l—
»‘ =~
. .

r
.




e

-8 -

14. The following section mské ‘some questions about married life and is to be answered by
those vho are currently married {of in a commoniaw relationship). 1f you are
ot currently married, planse go to QUESTION 16. . .

Mrylg:i'w.hnxnmmiupmu-& We are unterested in learning
about the kinds of things that have affected your marriage. Por the following '
Qestions, please circle the mmber which you believe best describes vimt is true in

a)hdmbaymrmﬁmmmmmyw?

1 . 2 3 4 L
NOT A ALL SOETDES QFTEN

-0} Bow often do you show affection to your spouse?

1 2 3 ‘ 5 o '
NOT AT ALL SOMETIMES CFTEN "
¢) In germral, how often & you think that things between you and your spouse S
are going well? _
1 2 3 4 ' S
NOT AT ALL SOMETIMES - OFTEN
. .
) ’ d) Bov aften & you and your spouse laugh togetber?
' : 1 2 3 ‘ s
NOT AT ALL SHETDES OFTEN
e) How often do you ti.ndym:‘nlfthu&immz marital problenms?
1 2 3 [ s .
( NOT AT ALL SOMETDES « OFTEN .
N I R £) Bow satisfied are you vith the asaunt of time you and your spouss spend together?
. ' B! 2 3 ‘ s
e NOT AT ALL - SOMEWHAT EXTREMELY
. ' '. g) Sow often have you asked the advice of relatives, friends, or neighbours about
F' .. getting alang Lnnu.rnqn?
E . o 1 2 T 3
\-‘.,- NEVER SEVERAL OCCASIONS orTEN
“.: h) Bow often & disches or have you considersd divorce, separation, oc ending :
v your relsti ? >
. . ' . .
- -7 . 2 3 ‘
- Cs NOT AT ALL SOMETIIES OFTEN
T , )
ﬁ .
. ! v
- - e -
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1) Do you and your spouse & things cutside the homd together?

1 2 k) 4 S
NOT AT ALL SOETIMES CFTEN

J) Bave you or your spouse left the house because of a fight?

1 p) 3 4 H
NEVER SOMETIMES ALMOST ALWAYS

k) Bow often have you gone to a doctor, counsellor, or ocher professional
person for marriage advice? "

1 2 3 4 5
NEVER SEVERAL OCCASIONS CFTEN

1) Pleaecitclethclctu:mtbeﬂlebelw:hntbestduc:ibucbed-agxucf
hagpinass, all things considered, of your relatiosiship.

A B C D E F G
EXTREMELY FAIRLY A LITTLE NETTHER SOMEWEAT VERY EXTREMELY
ONBAPPY ONBAPPY ONBAPPY BAPPY BAPPY BAPFY BAPPY
NOR
NEAPPY
15. Most couples have disagreements in their relationships. Please indicate below how
often you and your spouse disagree on each item. (Circle the appropriate nmxber.)
) - MEVER RARELY SOMETIMES  OFTEN
~ "a) Bandling the children 1 2 3 4
b) Recreation or leisure activities 1 2 3 4
c) Raligion 1 2 3 4
; d) Aims, goals, and things delieved important 1 2 3 4
T e) Physical affection 1 52 3 4
4 f) Bandling money \ 1 2 3 4
g) Priends 1 2 3 ’
t < B) Ways of dealing with in-laws or parents 1 2 3 . 4
E i) Sex 1 2 > 3 4
j) Making major decisions . ’ 1 2 k] ¢
© k) Houselold tasks  ° 1 2 3 4
3 L ?
» ‘ hd .
L) ! '
3\ . ,

~~
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./ 1) a spouse die’

. - 10 -
. ’
Now we would like to ask you about experiences that people sometimes have. Some of these
thiags happes to most pecple at one time or soother, while soms happan to oaly a few
people. We would like to know cbeu: things that have happened over the past six wonths.

16. Firsg, ve vould like you to tell us sabout some things that happened to you, or to-
apyooe close to you (that is yoyr sbouse, childres, family, relatives or close trtﬁdl).

Plessa udiun wvhich experisnces hm to you Or somecne close to you in the past 6
mouths aod then answer esach of the othar quuuou about that ex u'nnm.. Thocse the
oumber of the answer for esch question that but appliea to your exparience and write

that oumber Lo the space provided. 1f the same experience bappened to sore than one of

the pecple listed, trest each sapsrately by dividing up the space provided, writing isn the

cumber representiog each person sog aosweriag the other questions about esch of the
expariences. It is very important that you snsver each qdestion abon: svery cmrt-nc-
that has happened.

a
a

70 WHOM DID | IN WHAT MOWTH | AT THE TDE I | BOW LOWG DID | b AMCTQK

THE EVENT DID IT OCCUR?, | OCCURRED DID
occor?! . YOU SEZ IT AS: | AFTERMARDS?
1. YES 1. June 1985 1. vary bad
1. self 2. May 1985 | 2. fairly bad | 1. less than
2. spouse 3. Apr. 1985 3. neither good 2 wveeks.
Bave you, your 2. RO 3. childrea ° 6 Har. 1988 nor bad 252 veeks to
spouse, children, ? 4. relacives | 5. FPed. 1985. | 4. fairly good 1 month
relatives or close S. friends 6. Jea. 1983 S. very good 3. movre than
friends had: 7. Dec. 1984 L south.
a) a serious
accident or
tajury?
b) a serious ) ) *
1llness? ' , ‘ .
c) a marical ;cpat— K .
ation or divorce? . " . -
d) coantinuous . - - .
financial worries? . . . g
e) & major {inancial , .
crisis? : ) ]
f) trouble wigh . . ‘.
the law? T . .t
§) s pregnaancy? - ‘s _
) ' .

h) an abortion,
aiscarviage, or
still birch?

1) & child die?
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17. Mow we would 1ike you to thiok sbout mg&m (1¢ ."uublc). Plessas tell
us vhich of tbe followiag occurrted to or to 35 t 6 souths.
Tojlov the sase pactera as you did oo Tast page bat maﬁ axpetriences

. :M:Wugerugﬁ

v Lo o |
TS VWD DID IT OCCUR? | OCCURRED DID IT ATFRCT TOO
occon? TOU SEX IT AS: | AFTERRARDS?
° 1. TES 1. Juoe 1985 | 1. very dad
1. self 2. May 1985 2. fairly bed 1. l¢ss than
2. speuss 3. Apr. 1985 3. seither good 2 weeks.
: 4. Mar. 1985 aor bad 1. 2 veeks to
5. Pab. 1985 4. fairly good 1 mouth
6. Jea. 1985 5. very good 3. more thas
7. Dee. 1984 S 1 wounth.

Bave you ot 2. O
your spouse:

S

s) sxperienced a
continsuous threst '
+  of lay off from ¢
wvork?

b) been dowm-graded
» or desoted at
work? .

c) begun a completaly .
different typa
of work?

d) been {ired or - P
laid off from ‘
vork? ‘

¢) had s busivess . v /:
that failed?

f) experienced a big
w ia the. o] .
people or respous~- ' * . b
tdilicies &2 work!?

| Y PO——. "o
.
-

-

-
-

- g) had troudles or
¥ stguwents or other
diff{cultias with
people at work!?

h) retired or resigo~ f o . '
~ od from wotk? i : ¢ ol ” "

1) had & close family . g : .
seaber die? X :

3) had s closa : ~Y *
friend die? 4 - -

K
o Halh MRy AN (e
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18. Pov we would like to ask about soms things that happened to perscoally. Please
tell us which of tha following experieoces you have had is _%&! mosths .
Pollow the ssme pattarn as you did on the last CVO pages But record oely those
experiences that heppeved to you pervocally. -

T Iy W [ T T 1T | B oK BD |

s

DID IT OCCIR? | OCCUREED DID IT AFFECT YOU
. YOU SEX IT AS: | AVTERRARDS?
1. YES | 1. June 1983 1. very bad
2. May 1985 | 2. fatrly bed | 1. leds thas
). Apr. 1988 3. oaither good 1 veeks.
. &, Mar. 1985 oot bed 2. 2 veeks to
Have you: S. Pad. 198$ 4. fairly good 1 south
§. Jaa. 1985 S. very good 3. more than
7. Dec. 1984 . 1 month.

s) got togethar agsic after
a sarital saparation!

b) bad increasiagly serious
scgumesnts vith s friead,
relative or saighdour
ot livisg ia your hame?

¢) had other sarious prob~
' lems 18 your telatioaship
with & cloee friend,
relative or neighbour
sot liwiag {a your home?

d) hed a ptodlem with the ]
behaviour of cve of -
your parents?

. ¢) bad a prodlem vith the
h behavioutr of your spocsel?

f) had a prodled with the
behgviour of coe of
your childrea?

§) soded an engagement?

) ) been separated from eome
ooe else cloee to you!

4

4 1) soved to & oev neighbour—-
hood ot to a oev town!

3) gove o8 velfare?
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18.1. Uere there sny other laportsnt expetiences that happened o you or somecas close to
Xou 4o the past six mooths that have pot bean wentioned {n quastioces I8, 17, or 137

W________ (GG TO QUESTION 18.2)
s (Plaasd specify axpariances bdelow)

- a) Txparience ] To wvhom? . Ia vhat sonth?
b) Lxperiencs To vhom? Ia whee moath?

¢) Lxpariesce Teo wvbom? 1o vhat sooth?

’

18.2. It is important for us to know whether asy of the expsriences that you saswered
TES to iz Quastions 16,17, or 18 might ba related ¢o the fact that your child
had caocer. For each experisnce you soswered YES to, plesss tecord the questios
oumber (16,17, or 18) and the letter (a,d,c, atec.) tspresenting that experisnce ia
the first coloma. Ia the second column, iadicste whather the sxperience was related
to your child”s illoess by answering oot st sll, somevhat, or very such.

- ence Ralated to Child“s Illness
- Quastioa Tatter T Wot at o1

Fumber {8,d,c,etc)] 2. Somewhat

(16,170718) J. Very such .

L

- AR

< o8
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'l have little control over the
things that happen 0 ae.

a)

e
1

3

in dealing

d)

futire mostly depends on we.

I often feel he
-dtn;robl—c(
what Meppans to me in the

; .
» roapen d.é%jl-i

»
.
. .
.
»
o
e
.
-
v M\
.
-
-
-
- i »
B *d
“- v
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0. The following stataments descride the wvays pecpls feel about
Please circls the number to the right o sach santence that
strongly you agree or disagree.

' T 1. strongly agree
2. mldly agres
3. neither agree nor
3. mldly cisagree
S. strongly disagree -
a) Irulmtlmvelnmrdpodqqu%u. 1 2
®) I feel that I'm a person of worth at least

. . equal to others. . 1 2
¢) I am-adble to do things as well as most .

other pecple. - 1- 2
d) I taie & positive attitude towrd myself. 102
e) n the wole I m satisfied with myself. 1 2
£) ALl in all, I'm inclined to feel ..

that I'm a failure. : 5 1 2

Bl £ BN, .o s D - 1



e

2) I was dothered by things that usually don't
bother ms. . .

()] Idumtrulnhutim‘;wamnumpoor.
e) Ifdtmtlwndmthlbdthblmm‘

with help from oy fmmily-or friends.

q) Ifu:un:l-um:npcdnouurpqplc'.
e) I had troudble Xeeping oy mind on what I was doing.
-4———,\ .

1) ITelt depressed, N

g) ;rn:m:nmrdmﬂmetm.
h) I felt nopeful aboyt the future.

1) I thought my 11fe had been a failure.
33- I felt fearful. .

k) My wleep was restless.

1) 1 wes nappy. .

z) I-talked lgss than usual.

n) I felt lonely.

o} People wete unfriendly.

p) I enjoyed life.

q) I had orying spells.

"£) I felt sad.

3) &.felt that people disliked me.
t) I eould not get “going”.

o o o o O

1 2
1.2

b2

12

® 2~
1 .2
1

1 2.
12
12

12

1t 2

12

12

1 2
1 2

1- 2

12

1 2

12

L)

» (VY] LVE BER VY | ) w w w w w W w w W w [P) W' w
P . " .
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not at all
scderately 80
vary axh

are
before
thasselves
amber
> &
tise
1,
2.
3.
.‘
2

-17 -
- aitmtlar

NOTE:
mber
balow,
of the
1)

X fesl aala .
I {eal socure

b)

‘) 1 tase

I = regretiul

d)

- ) I fesl at ease

,.0
'
]
)
.
,
'
‘.
i R I
”m "mnon
™o N
K IR
v

£) I fesl uwpeet

g) I-‘mmo'vor_

e )

-

.'n)‘ I eel rested

L} ‘ ¢
! 4. ,.
.Q‘.o.
‘..‘..._
2 o m m S )y
‘ L
' ¢
. L
’ v
333.3;3.3 ~
. '
g .
N W oNoN v o
AN . .
L I R R R e ]
L]
._
1
L 3
.
e

) I tesl anxious’

3) I feal comfortable
o) I fesl "igh strug’
o) I am relazed

1) Itead aervous

n) I jittery

.
B

.

p) I feel content

Q) .1 wiried

-

-

I feel over-azcitad aid “rattied”:

r

s

8} 1 feal jJoyful

e

bl

't) ™1 feel pleasant

’

o —agn ey .ii
. " .
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23.. A masber of statamnts vhich pecpls beve used to descride thamselves are given
delow. FRead statement andd then circle ppropeiats nmber to the right o
. or wong
arswers. Do sperd too mch time on ary statesent Ut give the answer
waich seems o describe how you generally feel.
1. almost never
2. acmetimes
3. often
R, almost abmys
8) I feel pleasant 1 3 4
o) I tire quickly R | 2 3 5.
¢) I feel like crying 1 2 3 L .
d) IwishIcouldbe as happy as cthers ssm tobe 1 2 3 & )
. ¢ Iamlosing aut an things because I can't amle
w my aind soon encugh 1 2 3 4
£} I feel rested 1 2 3 L]
g I.m “calm, cool, and collected” 1 2 b B |

n) I feel that difficulties are piling up %o that
I camot overcom them g

1) I worry too mich over samething that ceally.

dossn't matter ) 1 2 3 8
) T hapey | “ o2 3 e
LK) -‘Inwwwubﬁ;lmm 1 e 3 A

1) I lack salf-confisence 1 2 3 &
* a) I feal:secure 12 3 e,
n)QItrytonvom'hurgucruuormmw 1 2 3 4
o) I feel blue 1 2 3 &
p)’ I s contem ) 1 2 3 a
q) Some unimportant thought nuns through iy aind
ard bothers me 1 2 3 a
r) 1 take dlssppointments so keenly that I can't
put them out of my mind " 1 2 3 s -
s) I sm a steady Derseon . 1 2 3 a4
. t) Iget ina state of tension or tumoll as I .
: | think over Ty recent concerns &xd intarests 1 2 3 &

-

<,

-
&
w-.u.Maru -
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26.

N

or relativep with vhor you live, bout how aany
live nearby, szy vithin an hax's drive?

1. daily -
. once or twice a veek

3. once or Gwica a month .

4. once o tWice a year :

S. 1-hardly ever ses thas or talk to them

How meny fmsily oesbers or telacives could you visit withaut wmiting for an
sviration? You could srrive without being expected and still be sre chat
yod would be welcome?

w_ PR OrY: Vort
.
.
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tions
rather

answmr
feel
About how aany friends live nearby, sey within &n

nowx's drive!

b

tiow,
mind
28.

FOE, O W EESTIN X

mmme.hwoftmdoymcwurmdm_oru&mthnmmptm?

29.

friends could yau visit without wiging for m invication? You

AN

N

without being expected and scill ‘bk sze that you would be

How many
ocxnild aTive

loce?
e

3.
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32. Sending Sime with family and ‘relatives including those with bxa you live, is
\ often plesssnt snd revarding, tut there are also times when nagative things can .
N nappen. Please circis the mmbwr of the CAtegory that Dest dsscribes how often
mtmk::unhtivutbmfellm:gump:
- v 1. never or almost never
2. seldam
3. scmetioaes
\ : 4, often
\'\
. . : .
~ . a) listen to you when you need o tali about
ary prodlems you zight have? 1 2 3 1
' B) gt an your nerves? "1 2 3 &
- \ - * . -~
. N ¢) make o my demards on you? 1 2 3 L
) . d) express interest in jour well-deing? 1 2 3 2 ‘
. . e) .create 'tensions or arguments while you . . N
v \mdn?m:hn? . 1 2 3 L
+ D canforzyq‘xm'ymmedlt? 1 2 3 8
3 )
Ny
sg)rmnyou?nlhtunymmtm? 1 2 * 3 a8
. . n) ‘make you feel like they are taiing sdventage of you? 1 2 3 % '
» : ’
A:\ . )
]
1] N v
= -
<
.« . (
N ,



s CUxis
eircle
do the

listen 0 you when you need o talk abaut
any prodlems you might have?

BRT an your nerves?

nmice 00 MANY demands on you? )

exprass interest in your nu—bairg’.’

create tensions or argumnts while you
are araund them?

) comfort you when you need it?
-
g) mRke you feel that they care about you?

h) maie you feel liim they are taiking advantage of you? 1

SR e Y pme v

7 MR T\N M S YTRTTAT €OV e, P
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32, Among all your family and friends, is there somscne in whap you can crfide and
with whan you can share your most privaté thaughts? :

v
’

l. no G0 0 QUESTION 37
2. yes — What is this person's relationahip to you?

Is the perscn male/Temale?

35. If that particilar person wasn't gvalladle for some reason, is there scmeone
yau could canfide in?

1. mo

2. yes - Wnat i3 this person's relagionship to you? 1
Is the perscn male/feamle? ¢ N

ﬁ )

you reelly <pen up to (him/her/these pecple) withaut having to hold

3.
4. {a little -
S. ivery Xittle if at all
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37. Most of us need varicus kinds of assistance {rom time to time. Thinking about
faxily ssmbers or friends who do not live with plesse circie the nmbder of
- mu@qmmmmuuummq-uMgwmm .
3

8) Look after your Nome/ t (pets,
plants ete.) wille you are ? . 1 2 3 L] 5 -

b) lend you over 3100.007 12

w
&
wn

d)wmmmumu ‘ . a : —
qmmthmsd\olditqn are:c7 . -

-
~n
W
)
n

e}’ Mymutbamwmi.;
‘yau ane?’ bt 1 2

i‘;t)'mﬁmmnumm&‘daME 1

A

a

w
.
v
»
]

~n
h', -
-
wy

fas ,/ .

3& mmm«rmmmmrormmxm though o °
they. belisve that they would Peceive it. Pisase circle the. mmber of the o

category that best describes bow difficult it nund be for you to ask for these.
. Kcinds of help. . ~ " -
1.  impossible : ; B
2. very atrticdle K . I
3. somewbat difficult | K
4. a littls difficult = . . 3
. 'S. not Nt all aifficult ' o )

]
- N -
.t g . S o PR b
. - - A el
.. : . . - .
e - ’ ’ !
- . , 5. . :
.~ > - .
- ':“, [ . [ *
-, A ’ ‘. '
~r - Lo - s
: f . @ ' ,
-l !’ 'f ’ ’ »
.-'\ : « . !
u ’ ae . N
..
. .
X -
, -
s - -
- ‘- )
.“ - ~_ .
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9.

a)

b)

c)‘

)]

e)

)

- 8)

1)

1.

k)

-

@)

n)

o)

'

How we would like to know something sbout your relationships with ocher * '
people. For each of che folloring statewnts plesse circle the nmber of <
the category that best describes you

S

1. very much like me

2. mach liks me

3. somsuhat like me

%. ot very much like me

5. noc at all like me
When ['n with ay friends
1 fesl completely able t '
relsx anxd be wyself. 1 2 3 4 5
1 share the same spproach to \ \\
life that et of oy family and N
friends do. 1 2 3 4 5 ’
Pecple who know me trust me and respect De. 1 2 3 4 S .
Ro matter vhat happens, 1 knov that my -
famtly will alisys be there for me should I
_need then. ‘ . 1 2 3 & 5 ~
vm“immmazmdomxm : =
thar q&icﬂnﬂqutm :
I:b.t wich oe. 1 2 3 4 S
Imulmtmmmtleadd:m - <
-:ydmgm. 1 2 3 4 s -
Scmetimes 1'% not sure Lf I can complagely
vely on w family and friends. 1 23 & 5 S
Pecple close to e let 3¢ \now they think T'm N
2 worthuhile person. 1 2 3 & 5
T fesl wary, close to some of my friends. 12 3 4.
Pecple in wy fmxily heve confidence in o». 1 2 k A L)

° ' .. A <

There are soms prodlems that I can't share . s . g
wvith ayone. 1 2.3 & 5 . ' *
. A
- Pecple clnse t me provide help in finding o e
solutions o @y problems. 1 2 k| 4 5
My friends would take the cime to talk over -
my problems, should 1 ever want to. - | - 1 2,3 & 3 . \
I mow wy faaily will always stand by me. "1 2 3.4 S ~ é
EBven vhen I m with my friends I feel alone. 1 2 3 6 s ‘

_—t rmd ot e

22l s al v
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Ya

the following Quastions your own words. i jary, cadtinoe your answers on the
back of the rage. Please free to add any commpents you.would like to make,
In this ssction the phrases “your child® and “this child® refer to your child thet has had *
cancet . .

» . .

1. Fo - GO T0 QUESTION 41 ‘ .
. = .
. 2. Yes - Please list these concerns and explaun a hit aboxt them. .

& : L
. - ¥

‘ ™~ b)vhmywmmmd&uutyouehﬂdum:h.m&ym&wuyeowp ~
) : vit.hymxm"?lomm o _ -

. o : : U
° B o " - ! . . v' ,” N L
~
. &dMlmhnmmMMthtmmm Do yeu have
nypnniq,ﬂummym:chﬂd. MM:M&?} LR
\ . lLe-®mommTma | G . > ;o
- s N 4

2.¥--i1~tuuwmlﬂw1mabiqmth-

¥

" - R
.‘\' . "\ -

~ _l . Fa¥
$} N . b)m;m:m_mdmmm other then tch.ud‘:m.lch.vhlt - .
', . e, N &- do to’try to cope with your cancem? Please a-c:nn ! .
~ ! R . . . o [
B . \)) ) . . s - .. .
\. toe .o - - . - - oy T N > .
’ < ”' - ) '\ } PR . ,
4 e bt .

AN e . N . ] Y R
S ' ! ~ ) d ’ * o
- ; § . s '

\/ . ’ Pl . ¢ . — :\ \ J v ,} ~
' ) ~ ™~ 2 ~ : .
J C . ’ 5 ;e ! '~ *
N \_ . - ‘\\ !
Vas R . . b
- ™ ' I3 — . ’1 . » /\\ ]
& : N
y N / / , . ™~ . p . '
/ ™~ R ’ O .
14 — . .
. ‘ }
‘ \ -~ . S )
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your own vords, ‘bov your fauly. life is atfected

r child had cancer.:

your own perscnal life is affectsd pow by the

-

.

-

Y

N

v

with a child who is in remission and off

your owny

<

ary sccial services
not ‘aveilable to you now?

’

(eg. 'comnewllihy, self-thlp groups,

9

that would be

h.l;t\l.l

N

2. Tes - Plekd"desccioe the type(s) of srvice(s}

.
—

,

l‘l

a

J




Add¢itiopal Comments:

1

Thank you very suah for taking the time to coapl ete thigz questicammire,

. A

Ooe of our project wtaff vill be oalling you to arrzage 8 time to pick *
uWp your questiocmire.
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The Health Care Wsearch Unit, in cooperatioca with Pediatric Mcology Services
at War ‘lemotial Children's Hosoital, (s conmducting a3 study of families with
children surviving cancer. ! It 1s crucial for our research that ve compare Chese
families to families wvith children who hsve not been chronically i11. Your
household has Ddeec rtandomly selected from s list of housebolds in your
neighbourhood.

Your psrticipation would involvae the completion of a auestionnaire. e would
like both parents to. snsver che questionnaire separately vhere possible becsuse
fathers end wmocthers tend to resct differeatly to various espects of cheir
lives. Seversl areas are covered {n the questionnaire, including how you and

" your family sre doing these days and the way you feel about vour life and other

pecple around you.

All {nformacfon obtained will be kept fn strictest confidence. To assure your
privacy, questionnaires will bde identified by msesgs of s unicue number snd no
persondl inforfatica that could lead to che {dentity of seny individual
respondent will sppesr on the questionmmaire. Not even our own office scaff will
know vhose responses u\cy are processing.

The questionnaite wvould be nailed ¢co you 3o yon could: complecte (t at your
convenience. Pecause it will cake adout 435 =inutes of your tioce, we are
offering s coken payment of S$10.00 to esch family in appreciacica for your

.completion of the auestionnsire. 0f course you are free to refuse CO

perticipace in this study or .you may refuse o snswer specific gquestions in the
cuestionnaire. .

T2 ’



-2- .

Alchoagh chis studvy nay de of no direct benefit to vou of your child(ren), the
results sav help us to determine the prodlems faced by families whose children
have severs chroaic {llnesses 30 we may be sble to prevent such prodlems in che
fugure. One of the project staff will call you soon to see if you would like to
psrticipate in this study. If you hsve 2y oaquestions or would like more
{nforoaction sbout the study vou say csll Kathy Speechley at the Realth Care
Research Unit (519) 679-6780. 1f you live ourside the City of Llondon, slease

call collect. .

Sincerely,

Mt ol

Xathy L. Speechlay, M.A.'

. Project Dirvector .
XLS:kl
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rONSENT

The dature of che study of pnnag with children sarvivicg caacer
has been explained o me and I haredy agree to participste {so this
projact. I understand that ay participation tavolves the )

completion of s questiounaire. ) ’

Signature:—

¥OR OFFICE OUSE ONLY:

NANME:

ADDRESS:

TELEPHONE NUNBER:

DATE RETURNED:
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A. CHARACTERISTICS OF CHILD CANCER SURVIVORS
1. Age
~ Participants Lost Cases
X 14.4 13.6
s.D. 5.8 6.4
’ N " 80 20
(t=.510, d.f.= 98, p > .05)
t
2. - Sex
Participants . Lost Cases
.. N s . N %
Males 42 52.5 13 65.0
Females 38 47.5 7 35.0
TOTAL 80 100.Q - 20 100.0
(x2=1.01, d.f.='1, p > .05) -
) ) \\‘\\
Y .".;. |
’\. Yo ' , /
v &
., . \ " ’
,. * o ‘A-
. . h ’ ) .

. Ao

S

pe ey .
. s o -
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N

\

’ (X2=5.44, d.£.= 5, p > .05)

4. Years off Treatment

Participants .. Lost
X T 6.3
S.D. 3.6
, N .80

(t=.383, d.f.= 98, p > .05)

20

[A)]
f ]
A

-~

A. CHARACTERISTICS OF CHILD CANCER SURVIVORS (Cont'd.)

Participants”™ Lost Cases ’

Noo% Nos
A.L.L. -~ 25 312 4 20.0
Wilm's Tumour 12 15.0 4 20.0
Hodgkin's pise$se 9 1.2 - . . 5 25.0
sistiogytpéis 11 13.8 1 5.0
Neuroblastama 6 7.5 - ‘ 3 15.0
Other _ 17 21.3 3-15.0
TOTAL 80 100.0 720 100.0

6.0
3.0 -
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. B. CHARACTERISTICS OF PARENTS

1. MAge

Mothers

Participants Lost Cases

X 40
S.D. 7.4
N 80

(t=.454, df=98, p > .05)
2. Marita] Status

\ Pagticipamis

N

Currently Married 67
Not Currently

Married 13 16.3

Pathers

Participants Lost Cases

43 42
8.3 8.2
63 22

(t=.491, df=83, p > .05)

Pathers

Lost Participants Lost

% N o8 N8

15 83.3 57 90.5 23 95.8
30167 6 9.5 -1 4.2

TOTAL 80 100.0 18 100.0 63 100.0 24 100.0

. (x2=.002,df=1,p>.05) (X2=.674,df=1,p>.05)
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B. CHARACTERISTICS OF PARENTS (Cont'd.)

-

R ___mro_fm.a_tﬂs_;(

Mothers Pathers
Participants Lost Cases Participants Lost Cases
X 2.3 2.6 2.3 2.7
S.D. 1.3 1.2 1.4 1.0
’ N 80 18 63 24

(t=.944, df=96, p > .05) (t=1.48, df=85, p > .05)
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. LEVELS OF PSYCHOLOGICAL DISTRESS AND FAMILY ADAPTATION:
- MARRIED PARENTS ONLY
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le Bl: Mean Levels of Depression Scores (CES-D)
by Parent and Sample for Married Parents Only

CASE CONTROL r-Test

. . . Case/Control
Mothers X 8.55 9.55 =-.64
df=136
S.D. 8.74 9.61 p=.53
N 67 3! '
Pathers X 7.30 7.32 t=-.02
df=97.2
s.Ds  8.10 6.28. p=.98
N 54 7
T-Test t=-.81,df=119,p=.42  t=-1.63,d£=120.6,p=.11

gothers/tathets

LY

Table E2: Percentage of Depression Scores (CES-D) >16
by Parent and Sample for Married Parents Only

CASE CONTROL Chi-Square
. X ~ Case/Control
Mothers Y 20.9 21.1 X2=.001
. ° ‘ df-l
N 67 71 p=. 9
Pathers LY 9.3 8.5 X2=,025
df =1
N 54 71 p=.87
Chi-Square X243,06,df=1,p=.08  X224.53,d3fx1,p=.03

Mothers/Pathers
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Table B3: Mean Levels of Anxiety Scores (A-Trait)
by Parent and Sample for Married Parents Only

A-TRAIT

. Mothers X

Pathers

.D.

Z tn xl

36.37
10.01
63

32.33
8.36
52

CONTROL T-Test
Case/Control
36.04 t=.19
df=131
9.35 p=.85
70
32.77 t=-.30
df=121
7.85 p=.76
71 '

4

T-Test t=-2.32,df=113,p=.02 t=-2.25,df=139,p=.03

Mothers/Pathers
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Table B4: ~Standardized Mean Levels of Family Dysfunction
- — (FAM-General Scale Score) by Parent and Sample
b for Married Parents Only .. '
MOTHERS 'PATHERS
2 CASE CONTROL GASE CONTROL

TOTAL X 48.97 50.61 50.15  50.14
SCORE S.D. 8.02 9.44 , 7.35 6.30

N 65 70 53 69
TASK % 47 .42 50.00 47.56 50.89%
ACCOMP- S.D. 9.89 11.45 8.38 9.03
LISEMENT N 67 73 . S5 71
ROLE X 51.55 51.87 49.82 . 48.27
PERFORM- S.D. - 10.94 11.44 © 9,97 7.21°
ARCE N 67 73_ , S5 : 70
COMMUN- X 50. 46 51.64 50.87 50.91
ICATION S.D. 8.78 10.36 '8.77 7.70.

N 67 73 \ 54 70 .
APPECTIVE X 50.48 " 51,40 51.47 51.97
EXPRESSION S.D. 10.76 10.81 .93 8.42

N 66 73 5 71
AFPFECTIVE X 49.21 49.43 50.89 49.32
INVOLVE- S.D. 10.54 9.80 _ - 8.72 8.16
MERT N 67 74 56 71
CONTROL X 48.33 50.64 51.66 " 51.00

s.D. 10.79 10.99 ©10.31 . 7.32

N 67 74 55 70
VALUES & X 48.65 49.81 " 50.62 .  49.36
NORMS §.D. 10.30 11.54 7.92 8.49

. N .

66 .74 55 69
*t=-2.11, d.f.=124, p=.037
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Table BS: Percentage of Overall FAM Ratings >60
* by Parent and Sample for Married Parents Only.

CASB "CONTROL ! Chi-Square
Case/Control
‘Mothers % 9.2 10.0 X2=.023
d.f.=1
N 65 70 p=.880
Pathers % 7.5 . v 2.9 X2x1.39
. , - d.f.=l

N 53 - 69 . p=.239

»

-Chi-Square X2=,107,d,f.=1,p=.744 X2=2.89,d.f.=1,p=.089

Mothers/Pathers — .-
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APPENDIX A (from the proposal)

-
.

As outlined in Section 6.3 the estimated final sample size is 139

ptfuzi-o{ T4 children for each of the two sasples. Statistical pdver-

- ‘caléalatioms will be based oa the estimate of T4 independent cases.
- .ncn' age tvwo :uuq,zo: th.u.' The fizst is statistical — the
assumaption of & noriu and independent distribution of variables
cannot be violated. 'nn- samples must .couin of the 74 independent
cases, wbere the data from only one parent of each child are included.
rn. secoand '_u theoretical - bmm ve kpow thege are gender
'j a’itttnaccs Ln the prevalence of two of the outcome Reasurses
d-ptmicn and a.nxicty, coe von.ld vant to analyzs the mothers and the
fathérs. nplratoly.

in the sectiocn om nmeqia for analyses, the njo:
techniques tojbe: used are t-tests, cu-muc tests and multiple
regression afalyses. These techniques will be discassed in the camtext
of Btatistical pover to detect the effect that baving a child
mmm:mmmmilmumimummm

lavel of. faaily functioning qim A q:oci!ud sanple 'size (o=74) and

lnc;:,ot significance (p-.cIS). The procedures sugqutod by Cohben
(I!mlv‘cn-touond. it

-

~

m ly performing a t-test to determine meas differences ’

botvm the plnnu of childrea lu:vtytqg cancer and the pareats of
) balthy dxuémontbtmim mmmﬁ. the estisated sample
"-na vill altov the detection of a affect m: m.u just under vhat
'Coaca calls a *mediun effect size’ vith a pnvct of 0.80. This means
". that differencas as na.u as 0.47 of a sn.ndard dovu:zm can be
detected. wum the conuxt of normative: shn avaihbh for the

—
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weasures to be umed in the proposed study, it seems that differences

of this msagnitude would be of substantive importance.
Por ingtance, an effect e'f this magnitude is equivalent %o the
difference between the mean depression scores on the CES-D reported in
a survey of phyzically disadled adults (Turner and iood;lSN) and a
survey of a :'cp:'ucnu:in community sample mdloz.f. 1977Y. This
7 diffetencs, when translated into rav scores, u@mmdnuly
: S ‘nnpoimonmcns-nseuo. mnistm:ocm;tmcm
pacents of children may deviate from the general popalation is rates
. of depression as moch as those vith physical disabilities. Many i
- the disabled szmple ﬂ'i.tf.ttﬁ from disabilities as ainor as lower back
_ » pain and all of the sample vere able fo function in a bousebold as
A opposed to an institutional uttiag. This difference observed by
- ' ‘ nm:mmauuneaudamduuumunnpm
F The ratis of Gepressicn in the disabled szmple, a8 estimated using the
t‘ tecommended cut—off score thooght to ' indicate clinically #ignificant -
dcpzuuon. un iboat double those found 'in the general popclatién

: g (Comstock ‘and HNelsing, um.

' This datectable duzcnncc 5% 0.47 of a standaid deviation also

seems to be substantively uhvuf. in woff coatdt of - micty as an

A ‘outeuc. Although the normative n-pl.u an.uah 2o the State-Trait

MﬁqutﬁmiﬂsMMlummm

B} ’ E .- they do ptovidl mc cvidouco mz thc p:eyoud stndy vill bave

‘ _ o sufficisnt power o d&te:i-purtu; dm‘m .

' . M college students’ t:(it muty scores ware compared re

a those of general medical and suqical'pcthnu vithout psychistric
w-pl;zac‘tm‘ (Spum:qn.: e« IIZ;/«IQ‘IO). the difference in anxiety: L

scCocres betvean the tvo groups produces an effeet size of QJ. When

5s

=




these co'llcg.!' students’ gcores acre compared to those of
neuropsychiatric patients an c!tccc size of 0.8 cesults.” Thos dyr °
capacity to detect a dittannc: ot‘&.t? falls betveen these tvo
compacisons bdngdm:ammmpnum mx\lm .o o
Chi-Squace m By using chi-square pntinqoncz.-tuu and ) S
predetarnined cut-off scores to assess differences betveen the tvo . . .
samples (#=139) in risk f£or clinically significant depressicd and for
dissurbances in family functioning, again a “wedium effect size” can
. be detected with a pover of 0.94. In térms of relative risk, €his
Reans that the presant stody vill have sufficient statisgtical power to
detect a relative riskof clinically significant depression and of ~
@isturbance in family functioning as small .43 1.3.. The - ge\n: of : -
datecting mc‘h‘l difference still :mins at an ccctptablt 1m1 of PN -
o.uvh-nmmuuma“uso. - - : I, T
muitiple Beszasaicn. ‘Oiing & saltigle ﬁ.gzmm malysis ms
maximum of nmpndleuanvuublu Lhthcquueném ptnib:hc
dotoction ot a 'n«u.u-h:go eaffect size® (tuli.nq Betveeen - thc
tlﬂocfg ao'tiad?u ncdiuu and lacge). 1In. :cns o! :om vuinco R
u'plund i t&o dcpudtnt vuublc. the effect thc that cn bo
dqtccnd here 1% Iz = 0.I7S. The auly dotcome variable .fo Fwbicn
mmzfn dnu using lnmplc né;mxon ace Avu.lablc is the m-n.
2a their ltndy of physiéluy di:abled adults Turnes and lood (ISM) -
tmmmn}dm&mmm.uumu‘\/{

~

the pnuut,uuy, wete abl.t o oxplu.n vell over :m’pczcont of :bo -

variance in d:pmuan séores. ,/" o

A Ripal lgu. It is true that qu :ho luriud naph siu -
thcu lay bc dutonncu betveen’ :hc g:onw;o’bn nﬁétod kﬁlb

- e . . VR ,' //'f‘_
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. . . - - .
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-although substantively important, are undetectadble in the proposed
study. . It is believed nonetheless that this stidy will be capadle of' .
making a valuable comtributicn to the current kpoa‘rlodyc. C .
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