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Dedication

To the resilience of those teenagers who survived,
and to the strength of those who did not.



ABSTRACT

This thesis reports a longitudinal, prospective study of the family and adolescent
patient adjusting to cancer during the first year of diagnosis. Sixty families were
recruited and completed questionnaires assessing mood and non mood
variables. Mood variables assessed were anxiety, depression and anger. Non
mood variables were dispositional optimism, illness cognitions, coping strategies,
social support and health locus of control. The FAME questionnaire assessing
family environment was developed specifically for the current study, as was an
activities checklist for the adolescent patients. Factor analysis of the FAME

identified three dimensions; cohesion, conflict resolution and routine.

The families were studied at diagnosis and at 3, 6 and 12 months after diagnosis.
At the end of the year, 39 adolescent patients (mean age 15 years), 30 mothers
and 20 fathers completed questionnaires. There was some evidence that older
adolescent patients, with more extensive disease, were less likely to complete a
year on study. At diagnosis, there were low levels of distress in the adolescent
patients. There were high levels of anxiety and depression in both mothers and
fathers. There was no change in the mood states over the year in the adolescent
patients. Adolescents girls consistently reported higher levels of depression than
the adolescent boys. In mothers and fathers there was a decrease in state anxiety
but no change in depression over the year. There were no relationships between

mood states in the adolescent patient and their parents.



As the year progressed mothers and fathers reported using more distracting
coping strategies, such as behavioural and mental disengagement. There were
few relationships between the use of coping strategies and mood. Similarly,
there were few relationships between different family member's use of the same
or different strategies. The results are discussed in the context of the initial

hypotheses, and recommendations for future research identified.
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CHAPTER 1: INTRODUCTION

Normal adolescence is a period of considerable physical and emotional
change. The diagnosis of cancer, its treatment, and the subsequent disruption
to family life and schooling can be anticipated to produce psychological
distress for the patient and family (Van Dongen-Melman and Woudstra 1986;
Manne, Lesanics et al. 1995). There have been no studies of the emotional
reaction of an adolescent patient and their parents to a diagnosis of cancer.
Furthermore, little is known about how the adolescent patient and their
parents adjust to the cancer and its treatment during the period following

diagnosis.

1.1 THE NATURE OF ADOLESCENCE

Definitions of adolescence vary depending on chronology, puberty, parental
responsibilities and legal benchmarks (Coleman 1992). However, there is
universal acknowledgement that adolescence is a transitional stage common
to most societies. Coleman (1992) has called adolescence the period of “status
ambiguity”; the adolescent not knowing whether they will be treated as a

child or an adult.

Much health policy is based on the assumption that adolescents are victims of
the innate flaws of youth (Males 1997). Adolescence is associated with risk-
taking, peer culture, and “inherent propensities” that place the adolescent at
risk of harming themselves or others. Males (1997) draws attention to the
World Health Organisation document; “The Health of Young People” (1993).
It described adolescents using the popular assertions that they were
“naturally impulsive and less likely to plan than adults”. This view of
adolescence permeates much of society and appears to be based on the fear of
challenging behaviour displayed by a minority of young people. Some

adolescent behaviour is extremely threatening to adults and it is this
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behaviour that has most prominence in the public eye. Coleman (1992)
comments that the language used to describe adolescence has sensational

qualities; crisis, storm and stress, generation gap. Males concludes there is

little evidence for these assertions of “teenage sociopaths” (p115; Males 1997)
and that those adolescents who have been studied may have been from

atypical populations with distinct adolescent subcultures and patterns of risk

taking.

There is a need to move away from the study of supposed ‘stress and turmoil’
towards the measurement and understanding of the coping and adjustment
behaviour demonstrated by adolescents (Coleman 1992). A small minority of
adolescents experience an identity crisis, the majority cope well and exhibit
no undue signs of turmoil. Coleman (1992) proposes that adolescence needs
a theory of normality incorporating empirical studies and acknowledging
that although adolescence is a difficult time for some, for the majority it is a

period of relative stability.

The negative expectations of adolescent behaviour may ex.plain the dearth of
prospective research with adolescent cancer patients. Due to the exaggerated
view of adolescent turmoil, researchers may view them as a challenging
group to work with. A wariness of working with adolescent patients may
have contributed to the under-investigation of the emotional impact of a
cancer diagnosis during adolescence. ‘Normal’ adolescents are considered
vulnerable and highly reactive, adolescents coping with cancer could be

presumed to be more vulnerable and more reactive.

1.2 THE INCIDENCE OF ADOLESCENT CANCER IN BRITAIN

Cancer during adolescence is relatively rare. Table 1.1 shows the annual

incidence of cancer in the UK in the age range 13-19 years inclusive, assuming

20



850,000 births. Different research bodies collect the data concerning various
age groups. Table 1.1 is a combination of data from the United Kingdom
Childhood Cancer Study Group and the Cancer Research Campaign
(Souhami 1993).

Table 1.1: The yearly incidence of cancer, and the number of new cases
expected per year, in boys and girls (13-19 years) in the UK population

Tumour site Incidence/ Number Y% No.
year/million per year surviving surviving
Leukaemia 16 95 65 62
Lymphoma 30 179 75 134
Brain 13 77 50 39
Bone sarcoma 10 60 50 30
Skin 8 48 60 29
Thyroid 10 60 80 48
Soft tissue sarcoma 6 36 60 22
Germ cell tumour 13 77 90 69
Other 18 107 50 54
TOTAL 124 739 487

Reproduced with permission for the author (Souhami, 1993)
The incidence rates are approximations; boys and girls have different rates, which are
averaged. The cure rates are also approximations; most categories contain several diseases.

There are approximately 6 million adolescents in Britain in the age range of 13
to 19 years. Of these, approximately 740 adolescents will develop cancer, a
rate of approximately 1 in 8,100. The prognoses of adolescent cancers vary
depending on tumour site and disease extent at diagnosis. Germ cell
tumours have a 90% 5-year survival rate whereas there is a 50% 5-year
survival in bone sarcoma. Due to the relatively low incidence of adolescent
cancer there can be considerable delay between initial presentation and
eventual diagnosis which resul;cs in advanced disease at presentation. This is
especially so for bone sarcomas in active adolescents when sports injuries are

commonplace and pain and swelling in a limb is overlooked.
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1.3 THE IMPACT OF CANCER DURING ADOLESCENCE

Adolescence is intrinsically a period of great change involving physical and
emotional development. Self-discovery leads to a coherent sense of identity
taking the adolescent from child to adult (Aneshensel and Gore 1991).
Developmental psychologists have proposed that the successful negotiation
of the adolescent years is essential for full emotional and social development.
Physical changes, a growing desire for independence and peer group
pressures assume increasing importance (Coleman and Hendry 1990).
Relationships with parents, peers and other adults change and intimate
sexual relationships develop. The adolescent negotiates these changing
responsibilities and privileges with their parents, the endpoint being

autonomy (Bee and Mitchell 1984).

The diagnosis of cancer during this period of transition may be confusing and
frustrating for both the adolescent patients and their parents. In contrast to
children, adolescents are more acutely aware of what they could be missing
in the adult world if they die. The diagnosis occurs just when the young
person is beginning to look to the future and plan their adult life in terms of
study or employment. The adolescent frequently has little experience and
may have a limited coping repertoire (Patterson and McCubbin 1987).
Although the adolescent understands what a cancer diagnosis entails they
may not possess the necessary resources to cope. Young patients may want
to protect their parents from the stress of the diagnosis but at the same time

yearn for the comfort and security of being a child again.

Cancer is a frightening disease and from the outset the adolescent patients
and their parents know that there is a possibility of death (Lewis 1996). At
diagnosis the adolescent patients and their parents may believe their cancer is

curable in most cases. Many may not know that the treatment itself is intense
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and physically dangerous. Treatment involves a course of cytotoxic
chemotherapy, surgery and sometimes radiotherapy. The newly diagnosed
adolescent patient usually feels well. After chemotherapy begins they often
become systemically ill, feeling weak and fatigued, and losing weight and
their hair. The reality of the diagnosis and its treatment become apparent.
Worse of all, the adolescent patients know they have to continue to receive

this toxic treatment if they are to have a chance of surviving their cancer.

Adolescent patients receive cytotoxic chemotherapy (CC) for 6 to 14 courses
depending on their diagnosis. Doses of chemotherapy are administered in 2
or 3 weekly cycles, treatment can last up to a year. Each dose of
chemotherapy requires hospitalisation for between 2 and 5 days. The
commonest side effects of CC are alopecia, neutropenia, nausea and

vomiting, renal toxicity, cardiotoxicity and peripheral neuropathy.

Hair loss can be dreaded by the adolescent patient and to some seems far
worse than the diagnosis itself. Devlen (1996) quotes a young patient’s
reaction to her hair loss: “That to me was worse than telling me I had a
tumour. That made me realise there was something wrong with me. It was
something physical that I could see” (p 161). Hair loss is a very visible sign
that there is something wrong and the adolescent patients no longer have the
privacy they may have initially found comforting. Being ‘stared at’ is a
common complaint, although having a cold head is also frequently
mentioned. The loss of eyebrows and eyelashes towards the end of a long
chemotherapy regimen can prove to be upsetting to the young patient and
seems to be a ‘last straw’. This may be because, as treatment progresses, the
adolescent patients become increasingly aware and vigilant of how their

bodies are changing.
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Cycles of cytotoxic chemotherapy mean that adolescent patients experience
periods of neutropenia lasting 4-5 days every couple of weeks. During these
periods they are susceptible to infection. Acute overwhelming infections can
result in extended admission to intensive care and occasionally prove fatal.
For many adolescent patients the importance of not exposing themselves to
risks of infection need to be emphasised and for those who are starting to go
out socially and independently from their parents this restriction on their
activities can be frustrating. Prophylactic antibiotics are frequently
administered. An extremely common site of infection is the Hickman line.
This is an indwelling venous catheter that is inserted under general
anaesthetic soon after diagnosis. The Hickman line is used to administer CC
and take blood. It can be in situ for many months. The adolescent patients

eagerly anticipate the removal of the Hickman line at the end of treatment.

With the advent of the 5HT, antagonists vomiting is mostly manageable.
However, it can take up to 2 courses of CC before the most suitable regimen
for the adolescent patient is identified. Weight loss is a problem, although
vomiting can be pharmacologically controlled, chronic feelings of sickness are
not eradicated and tastes change. Adolescent patients tend to eat little whilst
in hospital. Mouth ulceration (mucositis) is common and adds to loss of
weight. Many adolescent patients have extensive periods of hospitalisation

in-between courses of chemotherapy.

Adolescent patients with solid tumours will have surgery. The most common
surgery is the replacement of the diseased bone or joint with a prosthesis
(limb salvage). Complications post surgery include foot drop, infection and
permanently reduced mobility such as an inability to bend the knee, or to
straighten the leg to 180°. Adolescents who receive prosthetic knee

replacements typically take at least a month to be independently mobile. For
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some, rehabilitation can be extremely slow with the continuing use of
crutches or walking sticks. The adolescent patient may require future
revision of the prosthetic replacement. This depends upon age and physical
maturity at the time of surgery. For some adolescent patients with large
tumours amputation is necessary. There has been some research into the
adjustment of adolescent patients who receive limb salvage and those who
have amputations. In a recent review Grimer (1996) concluded that there was
no significant evidence that patients who received limb salvage surgery had a

better quality of life than those who had amputations.

After cytotoxic chemotherapy and surgery those adolescent patients with
locally advanced disease or a fracture at diagnosis may receive radiotherapy.
The most frequently reported side effect of radiotherapy is fatigue. It is
usually the final treatment the adolescent patient receives and it is
unsurprisingly that they feel exhausted. Radiotherapy requires daily visits to

hospital for between 4 and 6 weeks, that’s 20 to 30 visits.

The treatments described above are typical for those adolescent patients with
bone sarcomas. Adolescent patients with lymphomas or leukaemias
predominately receive cytotoxic chemotherapy alone. There are blocks of
chemotherapy intensification which involve hospitalisation for a month or
more. The goal with these patients is to achieve remission and thence
stabilisation. They have a long period of treatment, up to 3 years with oral
and intravenous maintenance chemotherapy requiring regular hospital
attendance. In addition to the more immediate side effects described above,
all adolescent oncology patients face such late effects of treatment as
endocrine and growth difficulties, infertility, neuropsychological damage and

secondary cancers (Kissen 1996).
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A year is a long time to an adolescent. Most adolescent patients will receive
treatment or be recovering from treatment for at least a year. It can seem as if
there are numerous hurdles to overcome and a cure is still not guaranteed.
Although many adolescent patients receive their treatment as part of nation-
wide protocols there are numerous individual differences. There are delays
due to toxicity, changes in chemotherapy or additional chemotherapy due to
minimal tumour response. Surgery can be delayed due to neutropenia and
there is often uncertainty as to whether or not they will receive radiotherapy.
The ultimate uncertainty is whether or not their tumour will respond to
treatment. It becomes impossible to plan individually or as a family. The
adolescent patient may be too unwell to go on holiday or even just to a rave

they have been looking forward to for many months.

For most adolescents with cancer, schooling is severely disrupted. Patients
lose contact with their peers because they are too ill to attend school either
due to their cancer or its treatment. Many adolescents are in the process of
deciding on their GCSE's, 'A’ levels, or what career to pursue. Adolescents
have to make careful decisions about when and how much to tell their friends
about their cancer and treatment. To lose contact with peers is particularly
awkward for younger patients who have not necessarily established close
interpersonal relationships outside the school environment. They can feel
they have matured beyond their friends. Others are surprised by the
differences in friends, some providing consistent support and others unable

to talk to them at all.

During their teenage years the well adolescent becomes increasingly
independent from their parents. The diagnosis and treatment of cancer
compromises the autonomy of the adolescent resulting in increasing

dependence on parents, family and medical staff. Ellis and Leventhal (1993)
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reported that adolescents tend to minimise the seriousness of their cancer
when compared to their parents; 37% of patients considering their cancer to
be highly serious as opposed to 75% of parents. This may be due to the
adolescent's feeling of personal invulnerability and could explain some of the

conflict between unconcerned adolescents and overprotective parents.

For parents the burden of diagnosis and treatment is enormous (Koch, Harter
et al. 1996). There are increased financial demands; travelling too and fro
hospital, treats for the ill child and other children. There are increasing
demands on time both with hospital admissions and care of the child at
home. Mothers may have to give up work or take long-term leave. Serious
decisions concerning treatment have to be negotiated within the family.
Fathers have to take on the more active care-taking role of the other children.
For single parents the burden is all the more. Finally there are the emotional
demands of accepting the diagnosis and anxiety about its life threatening
nature. There are fears of separation, loss and death. Most parents are
confident that they will outlive their children, a diagnosis of cancer overturns

this fundamental belief.

1.4 TREATMENT ON AN ADOLESCENT CANCER UNIT

Recommendations for major cancer centres proposed the establishment of
units for adolescents in anticipation that the physical and psychological
stresses of the disease may be better managed in a specialised environment
(Calman 1993). The American Academy of Pediatrics (1997) has made similar
recommendations. The current study was conducted on the Adolescent
Cancer Unit at the Middlesex Hospital. It was the first adolescent cancer unit
in Europe and opened in 1990. The experience of being treated on the unit

may be very different to the care adolescent cancer patients and their families
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receive elsewhere. The alternative is treatment on an adult or paediatric

ward.

The principal benefits for the adolescent patient and their parents being
treated on an adolescent cancer unit are the standard of specialised clinical
care and the normalisation inherent in meeting other patients and families in
a similar situation. The integrated unit team manages the day to day
complexities of diagnosis and treatment as well as life threatening toxicities
and follow-up based on current practice and the awareness of relevant
research. Being treated on a specialised unit invariably instils confidence in
the adolescent patient and their family members. In addition to specialised
medical and nursing staff, the Adolescent unit has a specialised pharmacist,
physiotherapist, occupational therapist, teacher, social worker,
psychotherapist and activities co-ordinator as well as referral to pain
management and palliative care teams. The ethos of the unit considers the
adolescent patient to be central. With experience, staff develop the skills to
communicate effectively with both the adolescent patient and their parent(s)
as well as within the family unit, respecting the independence and privacy of
all concerned. All adolescent patients on the unit know of their cancer

diagnosis.

With the relatively low incidence of adolescent cancer it is probable that an
adolescent with cancer would not meet another on a general ward or an
oncology unit. In a specialised unit both patients and parents meet and share
their experiences providing a level of empathy and support that would not
otherwise be available. The familiarity with others in the same situation gives
the adolescent patient and their family both insight and realism concerning
what lies ahead in terms of treatment, relapse or death. Leventhal and

Diefenbach (1991) wrote that “prevalence reduces perceived threat to self”
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suggesting that a threat, such as a cancer diagnosis, is appraised as less
threatening when it is shared with others (p262). It is unclear why this is so,
whether it is prevalence per se that reduces the emotional impact or the belief

that if more people have a diagnosis it can not be that serious.

Two possible disadvantages of being treated on a specialised unit are the
extreme intensity of emotions when one of the adolescent patients receives
bad news or dies, and dependence on a regional centre distant from the
family home. In their observation of others, adolescent patients and their
families experience what may lay ahead for them. They naturally develop
close and supportive relationships between themselves regardless of
diagnosis, time since diagnosis and prognosis. There is intense emotional
upheaval when one of the adolescent patients has an amputation, relapses or
dies. Relapse is wholly different from initial diagnosis. At diagnosis there is
optimism with a number of treatment options, at relapse these options are
limited and the possibility of death increases. The death of an adolescent is
not necessarily an entirely negative experience for fellow patients. It can give
them an opportunity to consider and discuss their mortality. Parents report
mixed feelings, of personal relief that it was not their child, and subsequent
guilt. They describe an adolescent patient’s death as one of the most difficult

aspects of being treated on a specialised unit.

A specialised unit can lead to the dependence of the adolescent patient and
their family on the unit and its staff. The unit is a regional centre and takes
referrals from the south east of England and further afield. Some patients
and families develop a practical and emotional dependence on the unit and
will express dissatisfaction with other hospitals, and home care teams, that is
not well grounded. Additionally, the geographical distance can result in the

adolescent patients not having very many visitors, especially during term

29



time. However, some parents report that the distance is useful because it
prevents a constant flow of young visitors and allows the adolescent patient

time to rest.
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CHAPTER 2: LITERATURE REVIEW

The literature review aims to present psychological theory, and research in

cancer medicine, which has assessed variables that may influence individual’s
adjustment to a diagnosis of cancer, whether as patients or parents. The
diagnosis of cancer during adolescence is unexpected. Unlike diseases such as
juvenile arthritis and cystic fibrosis, it is an acute diagnosis in a previously
healthy child and in a family not accustomed to having an ill member. There
are several aspects of cancer and its treatment that distinguish it from other
adolescent illnesses. The course of the disease is unpredictable, the mortality
rate ranging from 10-50%. There is a precise and intensive treatment phase
requiring frequent hospital admission and disruption to family routine.
There may be toxicity from treatment, often making a previously healthy
child ill. ~There are constant assessments to determine whether the
chemotherapy, radiotherapy or surgery treatments had worked or were
working, with the associated anxiety about whether the disease was
regressing, stable or progressing. There is little the patient or family can do
to exert control over the disease process or treatment, or aid the chances of

cure. Finally, there continues to be fear attached to a cancer diagnosis.

These differences suggest that the psychological aspects of a cancer diagnosis
are in many ways different from other adolescent disease. This review will
therefore focus on relevant research in the field of oncology. References to
research in other adolescent illnesses will be made where research has not

been undertaken in cancer medicine.

2.1 PSYCHOLOGICAL WELL-BEING
Anxiety and depression

Early research assessing the impact of a cancer diagnosis on children and

adolescents’ psychological well-being was predominantly retrospective and
frequently used parental or teachers’ appraisals rather than reports from the
paediatric patients. Research that has included patient, parent and nurse
ratings of depression has shown that although parents’ and nurses’ ratings
correlate, there was no correlation between these and the patients’ scores
(Worchel, Nolan et al. 1988; Mulhern, Fairclough et al. 1992). Recent research,

including self-report data from paediatric and adolescent patients, has focused
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on cancer survivors (Koocher, O'Malley et al. 1980; Fritz, Williams et al. 1988;
Greenberg, Kazak et al. 1989; Mulhern, Wasserman et al. 1989; Gray, 1992;
Lesko, Ostroff et al. 1992; Rait, Ostroff et al. 1992; Speechley and Noh 1992;
Sammallahti, Lehto-Salo et al. 1995; Stuber 1995).

Table 2.1 summarises fourteen studies that have assessed levels of anxiety
and depression in paediatric or adolescent cancer patients and parents. The
studies are ordered by the mood outcomes reported. The first two studies
examined anxiety alone, the next five assessed anxiety and depression, and
the final seven reported depression alone. Depression has been assessed
more frequently than anxiety. There may be an assumption that anxiety

would no longer be present some time after the initial cancer diagnosis.

Three of the 14 studies listed in Table 2.1 had a longitudinal design. One
included patients. Kaplan and colleagues (1987) assessed paediatric and
adolescent oncology patients on 3 occasions, at 4 monthly intervals, at a mean
of 2 years post diagnosis. The remaining 2 longitudinal studies reported
mood data for parents alone (Manne, 1995 and Sawyer, 1993). These studies
assessed parents on two occasions, at diagnosis, at 3 months (Manne, 1995)
and a year later (Sawyer, 1993). Hence, there are no longitudinal studies in
the literature reporting adolescent patients’ mood soon after the diagnosis of
cancer with an exploration of change or no change over time. Reporting
cross sectional data significantly limits the conclusions that can be drawn due
to uncertainty about the representativenss of the data collected. Dahlquist
and colleagues (1993) reported a retrospective design having reviewed the
records of families screened in the previous 4 years. Only one study included
both patients and mothers (Mulhern, Fairclough et al. 1992). Studies were
further limited by the inclusion of wide age ranges and time since diagnosis.
Previous research has not distinguished children and adolescent age groups.
For six of the studies in Table 2.1, the mean age was over 12 years,
(Kellerman, Zelter et al. 1980; Kaplan, Busner et al. 1987; Tebbi, Bromberg et
al. 1988; Worchel, Nolan et al. 1988; Canning, Canning et al. 1992; Mulhern,

Fairclough et al. 1992) in the remaining studies it was less than 12 years.
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Table 2.1: Anxiety and depression research in adolescent cancer patients and parents

Authors 1Subiects N Mean Sex* | Time since | Measures lgsychological distress / Comments;
age diagnosis
(range) (range)
Goertzel, L.. & Goertzel, T. Paediat. & 38 | 22<12 yrs. | 74% F | Not Spielberger State Trait In adolescent group mean trait and state anxiety scores did
1991 adolescent 16213 yrs. reported Anxiety Inventory not significantly differ from reported standardised samples.
cancer pts. (8-18 yrs.) Cross sectional design, all patients in remission.
Kellerman, J., Zelter, L., Ellen- Adolescent 30 | 15.3 yrs. 40% F | 1.7 years Spielberger State Trait Illness (n=168) and control groups (n=349). No sign. diff. in
berg, L., Dash, J. & Rigler, D. cancer pts. Anxiety Inventory anxiety between healthy and ill adolescents, no diff.
1980 between various illness groups. Cross sectional design.
Dahlquist, L.M., Czyzewski, Parents 134 | 35 yrs. 50% F | 8 weeks Spielberger State Trait Mothers’ and fathers’ state anxiety scores significantly
D.I, Copeland, K.G., Jones, C.L, (6-10 wks) | Anxiety ventor}' & higher than norms for non-clinical adults. 13% mothers and
Taub, E. & Vaughan, ] K. Beck Depression Inventory | 8% fathers reported clinically elevated levels of depression
1993 (BDI score > 16). Cross sectional design.
Sawyer, M.G., Antoniou, G., Parents 41 | Not 54% F | 7 weeks General Health Control group (n=38). Mothers of child with cancer reported
Toogood, L., Rice, M. & reported (+ 4 weeks) | Questionnaire significantly more anxiety at diagnosis and more depression
Bag urst, P.A. at 1 yr. follow-up than control mothers. Fathers showed
1993 simigr pattern. Mothers of cancer patients reported
significantly higher anxjety scores than the fathers.
Longitudinal design, 2 assessments.
Speechley, N. & Noh, S. Parents 112 ] Not 56% F | 5.6 yrs. off | Spielberger State Trait Control group (n=126). No differences between anxiety and
1892 reported treatment Anxiety Inventory & the depression in study and control group. Among parents
(1-15 yrs). Centre for Epidemiological | reporting low levels of social support, parents of cancer
Studies Depression Scale survivors more anxious & depressed than controls.
Cross sectional design.
Varni, J W, Katz, ER., Paediatric 30 | 10.7 yrs. 53% F | 9 months Spielberger State Trait Trait anxiety negatively correlated with age, depression
Colegrove, R. & Dolgin, M. cancer pts. (8-13 yrs). Anxiety Inventory for positively correlated with age. Higher perceived classmate
1994 Children & Children’s support was associated with lower state/trait anxiety and
Depression Inventory depressive symptoms,. Cross sectional design.
Varni, JW,, Katz, ER., Paediatric 30 | 10.7 yrs. 53% F | 9 months Social Anxiety Scale for No raw data for the CDI was reported. Perceived qhysical
cancer pts. (8-13 yrs.) Children & Children’s appearance had direct and indirect effects on social anxiety

Colegrove, R. & Dolgin, M.
1995gr B

Depression Inventory

and depressive symptoms, indirect effects mediated by self-
esteem.. Cross sectional design.

*F Female
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Table 2.1 contd: Anxiety and depression research in adolescent cancer patients and parents

Authors Subjects N Mean Sex* Time Measures Psychological distress / Comments;
age since
diagnosis
Kaplan, S.L., Busner, J. Adolescent 17 | 154 yrs. 59% F | 2.1 years Beck Depression Inventory | Control group (n=344). No differences control and cancer
Weinhold, C. & Lenon, P. cancer pts. (13-19 (S.D.=.80) group at each time. Depression scores correlated over time.
1987 yrs.) Longitudinal design; 3 assessments at 4 monthly intervals.
Kashani, J. & Hakami, N. Paediat. & 35 1 11.4 yrs. 29% F | 1monthto | DSM-III classification: 6 boys (17%) showed evidence of depression - data suggested
1982 adolescent (6-17 yrs.) 10 yrs. Major Depressive Disorder depressed children were older, no sjgnjﬁcant difference. In
cancer pts. by interviews with pt., no cases did depression develop immediately post diagnosis.
parent(s), staff, teachers Cross sectional design.
and ‘others’
Manne, S.L., Lesanics, D., Parents 59 | 34.9 yrs. 93% F | 51 days Beck Depression Inventory | BDI mean scores in ‘mildly depressed’ range at time 1 and 2.
Meyers, P., Wollner, N., SD73 =7 weeks At Time 1; 14 (24%) had moderate to severe depression and
Steinherz, P. & Redd, W. at Time 2; 11 (19%). No difference in depression over time.
1995 Longitudinal design, 2 assessments 3 months apart.
Mulhern, R K., Fairclough, D.L., | Paediatric 99 | 12.9 yrs. 39% F | .07 years Children’s Depression Low depression scores in children ( 8% in clinical range).
Smith, B. & Douglas, S.M. cancer pts. (8-17 yrs.) (0.1-14 Inventory & Beck Severity of mothers’ depression, predicted by perceived
1992 & mothers yrs.) Depression Inventory social support & child’s hospitalisation, associated with
higher levels of depression in children.
Cross sectional design.
Tebbi, C.K., Bromberg, C. & Adolescent 30 | 17.5 yrs. 47% F | 62months | Beck Depression Inventory | 26 (87%) of the adolescents were rated as not depressed and
Mallon, J.C. cancer pts. (13-21 (1-228 mo.) | Schedule for Affective 4 (13%) were rated as moderately depressed (score 14-24) on
1988 yrs.) Disorders & Schizophrenia | the BDI. No sign.iﬁcant relationship between time since
(SADS) diagnosis and BDI score. Cross sectional design
Worchel, F.F., Nolan, BF,, Paediat. & 76 | 12.59 yrs. | 48% F | 91%=24 mo. | Children’s Depression Control groups; psychiatric in-pts. (n=42), normals (n=304).
Willson, V.L., Purser, J.S., adolescent (7-18 yrs.) 74%>12mo. | Inventory Cancer pts. and normals significantly less depressed than
Copeland, DR, Pfefferbaum, B. | cancer pts psychiatric in-pts. Trend for normals to report more
1988 depression than cancer pts. Cross sectional design.
Cannin%,E.H., Canning, RD. & | Adolescent 31 | 14.7 yrs. 48% F | 1.8 years Classification of repressor | Control group (n=83). Raw trait anxiety scores not reported.
Boyce, W.T. cancer pts. (12-18 (£ 1.6 yrs.) status using Trait iety | Cancer patients significantly lower levels of depression and
1992 yrs) Inventory & Children’s more likely to be repressors’ than control group.
Social Desirabili(tiy Cross-sectional design.
Inventory & Children’s
Depression Inventory
* F Female
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Three studies comprised children from a large age ranges; 6-17 years, 8-17
years and 7-18 years (Kashani and Hakami 1982; Worchel, Nolan et al. 1988;
Mulhern, Fairclough et al. 1992) respectively. Goertzel and Goertzel (1991)
distinguished adolescent and paediatric age groups.

In addition to much of the research being limited by its cross sectional design,
few acknowledge the different phases in the disease trajectory. There are the
phases of; diagnosis, early treatment, mid and end of treatment, early follow
up and survivor status. Each phase has specific stressors, such as treatment
toxicity, or uncertainty as to whether the cancer will respond. Comparing
adults and children from different phases of the illness may confound and
confuse the understanding of the stresses and hence the individual’s response
to them. There is not necessarily a linear progression through these phases,
various stressors may be more or less pertinent at certain times. Hence,
ways of coping may be more or less suitable at different points in the disease
trajectory. In four studies the patients (Varni, Katz et al. 1994; Varni, Katz et
al. 1995) or parents (Dahlquist, Czyzewski et al. 1993; Sawyer, Antoniou et al.
1993) were assessed within the first year post diagnosis. A further six studies
included a proportion of patients from the first year post diagnosis (Kashani
and Hakami 1982; Tebbi, Bromberg et al. 1988; Worchel, Nolan et al. 1988;
Canning, Canning et al. 1992; Mulhern, Fairclough et al. 1992; Speechley and
Noh 1992). Time since diagnosis varied considerably in these studies, some
included patients from relatively soon after diagnosis to 10 years post

diagnosis with no distinction (Kashani and Hakami 1982).

Six of the 14 studies reported control groups. Three of the 6 studies referred
to control groups in other related published papers (Kaplan, 1987; Kashani,
1982 and Dahlquist, 1993). Tebbi and colleagues (1988) compared adolescent
data with data from unrelated published papers. Three studies reported
control groups recruited as part of the study design (Canning, 1992; Worchel,
1988; Sawyer, 1993). Only one of these studies had a longitudinal design
(Sawyer, 1993).

Research assessing children and adolescent with cancer has tended to be

limited by small sample sizes. Recruiting participants with relatively rare
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illnesses at a traumatic time may have contributed to this. The sample size
reported in the majority of these studies was small. In the ten studies that
assessed paediatric and /or adolescent patients the median sample size was 30
(range 17 to 76). Of these 10 studies, 3 assessed only adolescent patients,
with sample sizes of 31 (Canning, 1992) and 30 (Tebbi, 1988; Kellerman, 1980).
Five studies did not distinguish older from younger children (Varni, 1994 and
1995; Worchel, 1988; Mulhern, 1992; Kashani, 1982). Small sample sizes are
further limited by the large age ranges used in the majority of studies so that
there are comparisons between patients aged 6 and 17 within a sample of 35
patients (Kashani, 1982). Comparing 8 and 13 year olds can be complicated.
Of the two studies that distinguished older and younger children, the
numbers of adolescent patients were small; 16 (Goertzel, 1991) and 17
(Kaplan, 1987).

Kaplan and colleagues (1987) reported that their number of adolescent
patients completing the measure of depression over a year reduced from 16
to 10. The majority of these were recorded as non-compliance (n=>5, 35%).
Non compliance may have been due to high levels of depression in the non-
compliant group. Hence, the levels of depression reported may not have

reflected the population.

In the four studies that assessed parents alone there were larger sample sizes;
41; 59; 112 and 134. The study that included patients and parents comprised
99 patients and 99 mothers (Mulhern, 1992). Dahlquist (1993) reported 67
marital pairs although the study was limited by its cross-sectional and

retrospective design.

The most common adolescent cancer diagnosis is lymphoma, the next most
common leukaemia. The incidence of bone sarcoma is a third that of
lymphoma. The majority of studies in Table 2.1 comprise children and
adolescents with lymphoma, leukaemia or sarcoma. These diagnoses are
sometimes evenly balanced, in the study reported by Canning and colleagues
(1992) a third of the patients had leukaemia, a third lymphoma and a third
sarcoma. Although lymphoma is the commonest cancer in this age group it is

not as frequently reported as leukaemia. It may be that the treatment of
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lymphoma tends to be conducted locally, or as an outpatient, so that contact
with hospital staff is limited. @Manne and colleagues (1995) recruited
principally patients with sarcoma (54%) with just 17% lymphoma and 24%
leukaemia patients. The authors acknowledge that their study group under
reported cases of leukaemia and over reported sarcomas (Manne, 1995). As
adolescent and childhood cancers are relatively rare, it is likely that research
will be conducted in regional centres where clinicians specialise in particular
types of childhood malignancies. For example, both Kaplan (1987) and
Kashani (1982) reported around 60% of patients with Acute Lymphoblastic
Leukaemia whereas Mulhern (1992) reported a study in which 59% of the
patients had solid tumours. Others have reported studies comprising 66%
leukaemic patients, without distinguishing between Lymphoblastic and
Myeloid leukaemia (Goertzel, 1991, Worchel, 1988). In four studies small
numbers (cases <4) of a variety of rare cancers were reported; Kaplan, 1987
(n=7); Kashani, 1982 (n=14); Varni 1994 /5 (n=12); Goertzel, 1991 (n=13).

When dividing samples by diagnoses the number of cases can become
extremely small. For example, Canning and colleagues reported 30
adolescent cancer patients, 10 had leukaemia, 10 lymphoma and 8 soft tissue
sarcomas. The problem, once more, is that of relatively low incidence rates
hence no single type of cancer is studied in depth. This is in contrast to adult
cancers where much research is conducted on just one type of cancer, such as
breast or colorectal cancer, due to the availability of participants. It is
uncertain from the existing literature how important it is to distinguish
diagnoses when reporting adjustment to cancer. Adolescent patients with
exactly the same diagnoses can have extremely differing experiences with
treatment. Additionally, although clinicians distinguish different cancers, no
research has investigated parents and children's understanding of what
having the different cancers means to them. Although medicine makes
distinctions based on prognoses and ways of treating cancers, these
distinctions may not have a bearing on how the patient and their family deal

with diagnosis, treatment and adjustment to the illness.

Although diagnoses were well described in the majority of studies in

Table2.1, there was often little data concerning the patients’ disease status or
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treatment details (Kaplan, 1987; Kashani, 1982; Tebbi, 1988; Varni, 1994/5).
When assessing mood states it may be important to identify what it is that
the cancer patients are dealing with, whether intensive inpatient treatment or
outpatient maintenance chemotherapy. Goertzel and colleagues (1991)
described treatment received by paediatric and adolescent patients as well as
their disease status. All were in remission at the time of the study although
some had relapsed previously (Goertzel, 1991). Worchel and colleagues (1988)
described treatment details as well as a simple disease classification; “stable”;
“getting better” and “getting worse” as defined by the patients’ primary
physician. There was however, no measure of the patients’ perceptions of
whether they were stable or getting better. Mulhern and colleagues (1992)
reported hospitalisation as an indication of treatment and disease status as

well as severity of physical symptoms.

Research concerning parents did not generally report children's’ disease
status or the treatment received (Sawyer, 1993; Dahlquist, 1993). Manne and
colleagues (1995) asked parents (n=59) to report their child’s functional
impairment due to treatment, treatment severity, and the number of days in
hospital during the 3 months of the study. The treatment severity scale,
designed by the authors, was made up of three questions on a Likert scale
ranging from not at all severe to very severe. The questions were; how
demanding the treatment regimen was; how severe the restrictions on child’s
lifestyle due to treatment were, and how severe the side effects of
chemotherapy were (Manne 1995). The authors reported adequate internal
reliability with Cronbach’s alphas of .74 and .71 at the two assessment points

3 months apart.

Most studies of children reported around 50% male patients (Varni, 1994/5;
Tebbi, 1988; Worchel, 1988 and Canning, 1992). Others reported more than
60% males (Mulhern, 1992; Kashani, 1982; Kellerman, 1980) while others
around 60% female (Kaplan, 1987). The studies with more males may have
been due to the children's’ diagnoses. Solid tumours are more common in
boys, hence studies reporting high numbers of children with these diagnoses
are likely to be predominately male (Mulhern, 1992; Kellerman, 1980).
Goertzel (1991) reported a sample of 16 adolescents, 74% female.
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Research conducted with paediatric and adolescent oncology patients
generally comprised 65 to 75% white patients (Canning, 1992; Mulhern, 1992;
Manne; 1995; Worchel, 1988; Kellerman, 1980). Other studies were notable
for their extremely white samples; 84% (Dahlquist, 1993); 97% (Kashani,
1982). Dahlquist and colleagues (1993) recruited married couples resulting in
a predominately white middle class sample. Interestingly, their outcome
measures were martial disharmony and hence by solely assessing married
couples they “lost” those whose marriages had broken down due to marital
disharmony, recruiting a non representative sample. Varni and colleagues
(1994/5) reported a 50% white and 30% Asian study group. Not knowing the
ethnic make-up of various states in America it can only be presumed that
some areas have greater access to those from a variety of ethnic origins.
Earlier studies tended not to report ethnicity (Tebbi, 1988; Goertzal, 1991,
Sawyer, 1993), including one conducted at a Jewish medical centre (Kaplan,
1987).

Three studies in Table 2.1 included fathers (Dahlquist, 1993; Sawyer, 1993;
Speechley, 1992). Of these studies one had a retrospective design (Dahlquist,
1993) and another included just 19 fathers (Sawyer, 1993). Speechley and
colleagues reported 112 parents, including 49 fathers. However the study
was limited in that it did not report the ages of the children, and, the mean
time since treatment completion was over five years. Manne and colleagues
reported 59 “parents”, of whom 55 were mothers. Mulhern and colleagues
(1992) only recruited mothers. When parents alone were reported, there was
no distinction between parents of young children and parents of adolescents.
This seems to ignore the different issues for parents of a young child, who
was dependent pre diagnosis, to parents of an older child who may have
been virtually independent pre diagnosis. Similarly there are different

communication and practical needs for parents of children of different ages.

The Children’s Depression Inventory (CDI), and the Beck Depression
Inventory (BDI), were the most widely used measures of depressed mood in
the studies summarised in Table 2.1. The Children’s Depression Inventory

(CDI) was used in five of the studies in Table 2.1 that assessed paediatric
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patients. It tended to be used where the age of the paediatric patients ranged
from 7 or 8 into adolescence (Varni, 1994/5; Worchel, 1988; Mulhern, 1992).
However, Canning and colleagues (1992) used the CDI with adolescents from
12 to 18 years old although they used an adult version of an anxiety
inventory. This inconsistency was not addressed by the authors. None of the
studies using the BDI reported the Cronbach’s alpha statistic for internal
reliability (Manne, 1995; Kaplan, 1987; Dahlquist, 1992; Mulhern, 1993; Tebbi,
1988). They relied on published evidence of its internal consistency rather

than assessing the internal consistency in their study groups.

Mulhern and colleagues (1993) reported mothers' depression (BDI) and
mothers' assessments of their child’s depression. Higher scores of depressed
mood in mothers, as assessed by the BDI, were associated with higher levels
of children’s depression on all the child and parent report measures. Hence,
the classification of depression in children was highly dependent on the
informant and the instrument used. The authors reported that inter-rater
reliability was no better then chance (Mulhern, 1993). The mother and nurse
rating of children’s depressive symptoms was an invalidated Likert scale;
“rate how depressed the child had been within the last two weeks” (from 0;
no symptoms of depression, to 10; extreme depression). Similarly a Likert
scale was used to assess maternal social support, it had not been previously
validated. This study appeared chaotic with numerous measures of
childhood depression. The Children’s Depression Inventory completed by
the child, the Child Behaviour Checklist (Behaviour Problems section)
completed by mothers, and the Likert scale of depressive symptoms
completed by mothers and nurses. The researchers used a different statistical
model for each method of assessment of the child’s depression (i.e.: child,

mother or nurse).

Worchel and colleagues (1988) used Achenbach’s Child Behaviour Checklist
(CBCL) completed by parents in addition to a nurses’ rating form adapted
from the CBCL and completed by the child’s clinic nurse. The depression and
overall adjustment sub-scales of the CBCL were used. The Nurse’s Rating
Form was subject to factor analysis that resulted in a two-factor solution. The

two factors were labelled depression and overall adjustment and good
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internal consistency was reported. As with Manne (1995), there was no
correlation between children's’ self report of depression and parents and
nurses ratings of the child’s depression. The results demonstrated that
parents’ reports of children's depression were significantly higher than the
children’s self-reports. There was a significant relationship between parent

and nurse ratings.

Manne and colleagues (1995) described parents’ reports of family functioning
(93% mothers), child behaviour problems and severity of the child’s
treatment regimen. A strong relationship was found between child
behaviour problems and parents depressive symptoms as assessed by the
BDI. Such associations are based on an individual’s perceptions and as such

the source of the depression is difficult to determine.

The one interview based study was that conducted by Kashani and colleagues
(1982) using the DSM III diagnostic criteria for a major depressive episode.
The diagnosis was based on the presence of dysphoric mood or adhedonia as
well as any four of the following; disturbance of appetite/weight; sleep
difficulties; fatigue; psychomotor agitation/ retardation; loss of interest;
excessive guilt; difficulty concentrating/ thinking, and recurrent thoughts of
death or suicide. The authors controlled for treatment symptoms. The
diagnosis was made from interviewing the child and parents, as well as
collating data from team members, staff and teachers. The Schedule for
Affective Disorders and Schizophrenia (SADS) was used by Tebbi and
colleagues (1988). The SADS is a semi-structured interview that asks about
the individual’s functioning and psychiatric symptoms from past episodes of
depression. Patients retrospectively reported that episodes of depression had
occurred following their cancer diagnosis or a major cancer treatment event
(e.g.: amputation or surgery). The interviews were conducted by trained
psychology doctoral students and inter rater reliability off 77% was reported
(Tebbi, 1988). However, the inter rater reliability was assessed solely by the
two interviewers, using three out of thirty interviews. Tebbi and colleagues
(1988) found one significant correlation between the BDI (weight loss) and the
SADS diagnosis. This may not be surprising as the SADS asked patients to

retrospectively report episodes of depression and hence was subject to recall
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bias. Additionally, the SADS assessed past episodes of depression that would
not necessarily be related to current levels of depressed mood as assessed by
the BDI.

The definition of clinically significant mood disturbance is generally
inconsistent. Research has used a cut off score of 16+ as indicative of major
depressive disorder/clinical depression (Kaplan, 1987; Dahlquist, 1993).
Others have considered a score of 19+ indicative of moderate depression
(Mulhern, 1992). Tebbi and colleagues (1988) defined scores between 14-24 as
an indication of moderately depressed mood. Manne and colleagues (1995)
used the depressed mood cut off scores as described by Beck; 0-9 - normal;
10-15 - mild; 16-23 — moderate; and 24-63 severe. In contrast the Children’s
Depression Inventory appears to have a slightly more established cut off at
12 (Mulhern, 1992; Worchel, 1988). Canning and colleagues (1992) used a cut
off of 16+ whereas Varni and colleagues (1994/5) did not use the CDI as a
measure of clinical depression but rather as a rating scale for depressive

symptoms.

Tebbi and colleagues (1988) identified the physical items of the BDI and found
that these had higher scores than the more psychological items. They
suggested that somatic items were more salient than psychological
symptoms of depression in their group of 13 to 21 year old oncology patients
(Tebbi et al. 1988). The physical items were; body image change; work
retardation; presence of insomnia; fatigability; anorexia; weight loss; somatic
preoccupations and changes in libido. Interestingly, although Tebbi and
colleagues (1988) made these distinctions they did not describe what
treatment the adolescent patients were receiving and what symptoms of
illness or toxicity they were experiencing. This may have been because
within the 30 patients they assessed, there was a range from one month to a
mean of 5 years since diagnosis (with a range of 1 to 228 months; 19 years).
In other words some of those interviewed had experienced their cancer at
around 2 years old and were answering questions at 21 years old so their
experience of the cancer must have been very remote with very different
issues than those who were still receiving treatment. It is not appropriate to

compare those who have been diagnosed within the last month and those
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who are remembering back a number of years to their diagnosis. Hence,
although they discussed physical symptoms in some detail, there would have

been extreme variability in the symptoms experienced by their patients.

It may have been interesting to consider what having a past diagnosis of
cancer meant in terms of physical symptoms in the future. Experience of
such an extreme illness as cancer in childhood may precipitate an older
person to notice physical symptoms more than someone who had not
experienced a significant illness. The fact that Tebbi and colleagues (1988)
found differences between their adolescent’s scores on the physical and non-
physical items of the BDI may be an indication of a change in focus. Looking
for more physical signs, whether one had a “good” reason or not may be an
important aspect of the depression scale. Kaplan and colleagues (1987) used
the BDI with 13 to 19 year old patients but did not distinguish between

somatic and non-somatic items.

Goertzal and colleagues (1991) used a measure used infrequently in this
literature, the Piers-Harris Children’s Self-concept Scale developed in 1984.
This self-concept scale consisted of 6 dimensions; behaviour; intellect (school);
physical appearance and attributes; anxiety; popularity; and, happiness and

satisfaction. It does not appear to have been used in many hospital settings.

Goertzel and colleagues (1991) gave different anxiety measures to younger
and older children in their study. Children 12 years old and younger were
given the State Trait Anxiety Inventory for children, whilst those over 12
completed the adult version (STAI) (Spielberg, 1988). These measures are
validated on large normal populations. Their use in groups of ill adults has

been documented.

Interestingly, Kellerman and colleagues (1980) used a measure of trait rather
than state anxiety. Their hypothesis was that serious chronic illness would
lead to psychopathology in the ill adolescent. Trait anxiety is defined as a
stable component of personality, resistant to situational fluctuation
(Spielberg). The authors did not make the case that an illness should be
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defined as more than a situational fluctuation. There was no report of state

anxiety.

Canning and colleagues (1992) used the State Trait Anxiety Inventory to
assess adolescent oncology patients between the ages of 12 and 18 years.
They compared their sample to a group of healthy students recruited from a
public high school in a neighbouring community. Low distress was defined
as below the mean in self-reported anxiety on a standardised measure, the

raw anxiety scores were not published (Canning, 1992).

In assessments of parental anxiety all but one study used Spielbergers’ State
Trait Anxiety Inventory (Dahlquist, 1993; Speechley, 1992). Sawyer and
colleagues (1993) used the General Health Questionnaire (GHQ). They did
not compare it for suitability to other questionnaires but suggested it
measured non-psychotic psychological impairments in adults living in the
community. The authors used the cut off score recommended by the GHQ
manual in order to identify those mothers or fathers suffering “significant
disturbance”. In their discussion the authors noted that the GHQ was a
screening rather than diagnostic device and suggested that future research
should use a more refined assessment. Such an assessment would give more
detailed information about the origin of the symptoms of depression they
found in the mothers on their study (Sawyer, 1993). Interestingly, of the 14
studies described in Table 2.1, Sawyer and colleagues' (1993) was the only
non-American study. This may be an additional reason for the use of the
GHQ as it is used more widely in the UK and Australia than the USA.

In summary it seems that the majority of the research used standardised
measures of anxiety and depression, many using the same scales. Virtually
all were self-report, the exception being mothers’ reports of their children
where it was difficult to determine where the depression originated, with the
mother or child (Mulhern, 1992). It is useful to have information about mood
from differing sources, however, such information needs to be considered

cautiously and interpreted carefully.
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In Kellerman’s study (1980) adolescents with various illnesses (n=168) were
compared to adolescent controls (n=349). There were 30 oncology patients.
With such a large control group, statistically significant results were likely.
Mulhern and colleagues (1992) used the BDI for parents but the Child
Depression Inventory for paediatric patients (aged 8 to 17 years). Canning
and colleagues (1992) described “repressors”, the definition of whom had
been made on an adult rather than adolescent population. The sample was
small and middle class with the control sample unmatched and older. As the
study was cross sectional there was no record of change over times in
adaptive style. There was no independent or concurrent evidence that the
adolescent patients were having particular problems and hence it was

speculative to suggest that the adolescent patients were repressors.

Many of the studies in Table 2.1 were limited by not recruiting parents
(particularly fathers); not distinguishing children’s ages; limited foci on
treatment details including toxicity, and, the comparison of patients at
varying times post cancer diagnosis. It was difficult to draw firm conclusions
concerning how child and adolescent cancer patients responded to the
diagnosis of cancer and its treatment. The studies in Table 2.1 have identified
little or no differences in anxiety and depression between adolescents with
cancer and control groups at varying times since diagnosis. However, none
of these studies assessed adolescents at the time of initial diagnosis or during
the first 6 months of treatment when there may be increased psychological
morbidity. Kellerman and colleagues (1980) found a statistically significant
but low negative correlation between time since diagnosis and anxiety in
adolescents with a variety of illnesses, including cancer, suggesting that with
time from diagnosis, anxiety decreased. Explanations for the similarity in
levels of anxiety and depression in adolescents with cancer and those without
have been proposed. Worchel and colleagues (1988) suggested that children
with cancer used denial as a coping strategy. The work of Canning and
colleagues (1992) assessed the concept of ‘repressive’ adaptation in adolescent
cancer patients, comparing them to a control group. Repressive adaptation
was characterised by low anxiety and high defensiveness. Cancer patients
were significantly less depressed and a significantly higher proportion were

‘repressors, compared to the control group (Canning, Canning et al. 1992).
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For parents there was equivocal evidence that anxiety and depression were
high when they had a child with cancer (Dahlquist, Czyzewski et al. 1993;
Sawyer, Antoniou et al. 1993; Manne, Lesanics et al. 1995). In terms of study
design, the 2 studies that assessed parents near the time of diagnosis both
reported elevated distress in parents, whereas research some time after
diagnosis, did not. Higher levels of anxiety in mothers and fathers at
diagnosis, compared to standardised norms and a control group, have been
reported (Dahlquist, Czyzewski et al. 1993; Sawyer, Antoniou et al. 1993).
The longitudinal study found higher depression scores in mothers and fathers
a year post diagnosis (Sawyer, Antoniou et al. 1993). Manne and colleagues
(1995) reported generally low levels of depression in parents (93% mothers)
assessed at 7 weeks and 3 months post diagnosis. No differences in mood
have been identified between parents of cancer survivors (mean 6 years post

treatment) and a parental control group (Speechley and Noh 1992).

One study in table 2.1 included both patients and a parent. Mothers’ levels of
depression were associated with higher levels of depression in their child
(Mulhern, Fairclough et al. 1992). Perceived lack of social support and current
hospitalisation of the child were predictors of maternal depression (Mulhern,
Fairclough et al. 1992). Levels of anxiety and depression have been assessed
near the time of diagnosis in families where one of the parents had cancer
(Compas, Worsham et al. 1994). Adolescent girls whose mothers had cancer

were the most significantly distressed family members.

45



IMPLICATIONS OF PREVIOUS RESEARCH IN ANXIETY AND DEPRESSION FOR THE CURRENT
STUDY

Previous research, and personal experience of the adolescent cancer unit,
have led to the formulation of the following hypotheses at the start of the
current study; that adolescent cancer patients would have higher levels of
anxiety and depression at the time of diagnosis compared with controls; that
mothers and fathers would have higher levels of anxiety and depression at
the time of diagnosis than standardised norms; that mothers and daughters
would show greater anxiety and depression during the year than fathers and
sons; that the period of treatment would influence the adolescent patients’
reports of anxiety and depression with increases during the treatment period
and decreases by 12 months, providing treatment had been completed; that
mothers and fathers reports of anxiety and depression would not decrease
over the year following diagnosis, and; that there would be relationships
between anxiety in the adolescent patients and their parents, and depression

in the adolescent patients and their parents.

Anger
Anger as a response to the diagnosis of cancer has rarely been investigated.

It has been considered either as an eetiological factor in disease development,
or as a response to imminent death in the palliative care setting. Kassinove
and Sukhodolsky (1995) noted that from 1970 to 1994 anger was less
frequently studied than anxiety and depression, and moderately less
frequently studied than aggression. Despite this, it is invariably unresolved
anger that leads to the patient with cancer being referred for specialist help
(Jevne 1990) or precipitating the abandonment of traditional medicine in

favour of alternative therapies (Montbriand 1997).

The expression of anger can lead to the individual being avoided by others,
experiencing low self-esteem, and, inter-person and family conflict
(Spielberger, Sarason et al. 1991). Angry feelings vary within and between
individuals in frequency, intensity and duration and are associated with a
number of maladaptive conditions. In developing treatments to manage
excessive or disruptive anger it is important to understand the causes,

correlates and outcomes of anger. Anger is influenced by experience,
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expectations of the future, and awareness of current behavioural and

physiological responses (Spielberger, Sarason et al. 1991).

Anger has been defined as “a strong emotional response to provocation”,
such as a perceived threat (Novaco, R.W.; quoted in Johnston-Taylor, Baird et
al. 1993; p102). Kassinove and Sukhodolsky (1995) suggested a definition of
anger as: "a negative, phenomenological (or internal) feeling state associated
with specific cognitive and perceptual distortions and deficiencies (e.g.:
misappraisal, errors, attributions of blame, injustice, preventability and/or
intentionality) subjective labelling, physiological changes and action
tendencies to engage in socially constructed and reinforced organised

behavioural scripts” (p7; Kassinove and Sukhodolsky 1995).

Individuals express anger differently, such as sulking, yelling, avoiding eye-
contact or destructive comments. Anger is a socially defined transitory
behaviour that is based on behaviour patterns developed and reinforced
within one's own culture. Berkowitz (1993) proposed that anger may not
have a particular goal and hence may not serve a useful purpose for the
individual (Berkowitz 1993, quoted in; Kassinove, 1995). Kassinove (1995)
disagrees and postulates that anger is often goal directed and "aimed at the
correction of an appraised wrong-doing" (p12; Kassinove, 1995), having its
origin in the social environment. In the context of a diagnosis of cancer the
feeling and expression of anger may not be goal focused as there may not be
a specific goal. The concept of ‘wrongness’ is associated with abstract
concepts such as a Just World or God. It may be that when people experience
an aversive situation and appraise it as a threat, but do not take overt action,
they may take covert action having imaginary anger plans (Rubin 1986;
quoted in Kassinove, 1995). This would be relevant to the oncology setting
where anger displays are often seen as inappropriate and not readily

understood as a symptom of distress.

There are a number of different approaches to the understanding of anger as
an affect. The psychometric approach assesses facets of the anger experience
and modes of expression. Spielberger's model proposes that 5 aspects of

anger can be assessed; state; trait; held in; expressed and controlled anger.
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Behaviour analytic theorists propose that learning and conditioning lead to

the development of relationships between the antecedents and consequences

of anger. The developmental perspective suggests that anger changes over
the life-span with differing physical and psychological capabilities. Cultural
perspective examines the pressures in society that shape anger scripts. Social
constructionists propose that anger is a socially constructed experience.
Meaning can develop through the perception or memory of events. Meaning
can also be imposed via social, cultural or biological forces. For social
constructionists, appraisals and mis-appraisals of objective reality are central
in the creation of personal reality and feelings. An aggressive adolescent may
construct ambiguous situations differently and have a tendency to see
intentional wrong-doing where none exists, feeling more angry and wanting

to 'get even' (Graham et al 1992; quoted in Kassinove, 1995).

ANGER DURING CHILDHOOD AND ADOLESCENCE

Children learn about how and when to become angry and what alternatives
to anger exist. They learn from the social norms surrounding anger
expression, demonstrated in the way parents and peers model their anger.
Whether anger is expressed or controlled is to some extent a function of stage
of development. By adolescence these behaviours have been learned.
'Display rules' are guidelines for the expression of an experienced emotion,
controlling or masking emotional expression. The masking or hiding of
anger increases with age. Women hide anger more than men, children learn
that there are different display rules for peers, compared to authority figures
(Kassinove and Sukhodolsky 1995).

Because of learned display rules, whether or not the individual expresses
anger will be influenced by a number of variables. Anger repression is
common as individuals learn to manage or hide their anger. Rules govern
what to feel angry about, under what circumstances to feel angry, and to
whom to show that anger. Social constructivists suggest the rules are culture-
specific and are formed and accumulated by groups of people sharing
particular lifestyles. As a result, there are culture-specific interpretations of

anger that determine how anger is expressed and experienced. The cultural
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diversity of anger expression is similar to the differences surrounding

susceptibility to pain and depends on cultural models of anger expression.

INVESTIGATIONS OF ANGER IN CANCER MEDICINE

As previously described, little research has assessed anger in response to a
diagnosis of cancer. Similarly, relationships between anger and anxiety or
depression, or between anger and coping strategies adopted by individuals,

have not been described in cancer medicine.

Anger is generally measured in global terms and not broken down to
components such as irritation, expression or control. The use of the Anger
Expression Inventory in the current study aims to identify more precisely the
constituents of anger that are relevant over the year from a diagnosis of

cancer.

Aggression has been reported as the dominant psychological symptom in
children during chemotherapy (Kvist, Rajantie et al. 1991). The study
comprised 53 families, of 90 approached (59%), with children who had
received treatment for leukaemia or lymphoma and had electively
discontinued treatment whilst in primary remission. The children (45%
female) had received three years of treatment, mean age at diagnosis had
been six years, and on completion of the questionnaires was twelve years.
The cross-sectional study asked patients and parents to report their
impressions of the patients” psychological reactions during chemotherapy.
Kvist and colleagues (1991) found higher levels of aggression, defined as
irritation and anger, in girls than in boys. In families defined as 'stressed’
(using the Social Readjustment Rating Scale, Holmes and Rahe, 1967; cited in
Kvist et al, 1991), parents reported greater irritation and anger in the
children, than in those families not considered to be ‘stressed’. Parents scored

their children as having more anger than the children reported themselves.

Kvist and colleagues’ research (1991) should be interpreted with caution due
to limitations in design and methodology. Patients’ experiences during
chemotherapy were recorded, yet the questionnaires were completed after

the cessation of treatment, in some cases up to six years post treatment.
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There were no reports from children whilst receiving chemotherapy and
hence the potential for inaccurate recall. Furthermore, within the 53 families
there were two groups. One group (n=27) completed the questionnaires
between one and two months after the end of chemotherapy. The second
group (n=26) comprised families with children who had finished
chemotherapy within the previous six years. There was no
acknowledgement as to whether there were any differences between these

two groups in terms of the patients’ psychological experiences.

There were a number of methodological limitations to the research (Kvist et
al. 1991). No standardised questionnaires were used, the questionnaires
being developed by the authors, no validity or reliability data were reported.
The analysis comprised a factor analysis of the psychological symptoms
reported by both the parents and the children. Seven factors were reported
with four factors having only two or one psychological symptom(s). The
factors were interpreted as patterns of psychological reaction related to the
chemotherapy but were not named or discussed as factors, they were purely
listed.

In defining the families as stressed or non-stressed, Kvist and colleagues
(1991) used the number of stressors rather than whether the parents reported
feeling stressed. There was no measure of parental psychological well-being
in the study yet levels of distress could have been related to ways in which
stressors were reported. Parental distress may have been significantly
correlated with reports of their children's psychological symptoms rather
than the child’s actual behaviour.

Finally, parents’ assessments of their children were reported with more
emphasis than children's reports of their own psychological symptoms.
There is evidence that children are able to report accurately, and that parents'
and teachers’ reports can be unreliable. In their discussion, Kvist and
colleagues (1991) reported others’ research which had used parental or

teachers' reports.
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The role of religious values in enhancing well-being and coping has been
assessed in adult cancer patients receiving treatment (n=26) (Acklin, Brown et
al. 1983). The cross-sectional research found that a higher level of attributed
life meaning was related to intrinsic religious orientation and associated with
lower levels of anger-hostility, despair, and social isolation. Comparisons
were made to a control group of medical patients (n=18). The measure used
in the study was the self-report Grief Experience Inventory, including
dimensions of anger/hostility and despair. The despair dimension included
irritation, anger and injustice. No reliability data concerning this measure
were reported. The study was limited because the number of subjects was
small, the diagnoses were not specified, and the groups predominately
women (77%). The analysis was predominately correlational although
differences were assessed using t-tests, the analysis was severely limited by
the small sample size. Additionally the study sample may not have been
sufficiently representative. Both the study and control groups reported high
church attendance, between 3 and 5 times per month, which may not reflect
average levels of church going in the population. Furthermore, the study
included newly diagnosed patients and those with recurrent disease, time
since diagnosis was not reported. An initial diagnosis of cancer is not
comparable to being told that there has been a recurrence. Recurrence
invariably indicates that the cancer is not or has not responded to treatment,

whereas at diagnosis there are a number of treatment options.

A study that assessed anger in cancer patients and their caregivers, on three
occasions over a 6 month period, found low, stable anger scores in both
groups (Johnston-Taylor, Baird et al. 1993). Anger was related to symptom
distress, depression and church attendance for patients. The authors
proposed that anger may have been associated with the patient’s experience
of searching for meaning. The patients had been 56% female and 67% white,
the caregivers 78% female and 78% white. The majority of patients (55%) had
been over 65 years of age. This is the most common age group within which
cancer occurs, but is often not reported in psychological research. The
diagnoses were from a wide range of the common cancers although all were

solid tumours; lung; breast; colorectal and gastrointestinal.
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The longitudinal design of this study was compromised by poor compliance,
the absence of analysis of time since diagnosis, and inadequate measures of
anger (Johnston-Taylor, Baird et al. 1993). Of the original 165 patients, 52
(32%) completed three interviews. Of the initial 67 caregivers, 12 (18%)
completed three interviews. It may have been that low anger scores
described were not representative of the complete study group.
Additionally, time since diagnosis was not considered. The mean time from
diagnosis was 22 months (range 4 days to 22 years), 32% being within 3
months of diagnosis, 30% within 3 to 12 months of diagnosis and 35% over a
year post diagnosis. In the context of a cancer diagnosis, 6 months is not a
long period of time. Although initially discussing the importance of phases in
the illness trajectory, Johnston-Taylor and colleagues (1993) did not ascertain
whether patients were receiving treatment, were responding to treatment,

had relapsed, or were disease free.

Finally, the anger scale had not been part of the original study design and
hence hypotheses (Johnston-Taylor, Baird et al. 1993). It was added to an
ongoing study, a third of the way through. The study was investigating the
home care needs of patients and caregivers over time. Interviewers had
commented on the angry expressions of subjects and as a result the 11 item
Siegal Multidimensional Anger Inventory (MAI) was added to the interviews.
The inventory assessed the nature and presence of anger, Johnston-Taylor
and colleagues (1993) reported satisfactory reliability within their study
group. However, low levels of anger reported by the authors may have
been a function of the limited sensitivity of the MAI. The measure does not
suggest whether it assesses state or trait anger. Patients and caregivers
completed the questionnaires with the researchers and there may have been
issues of social desirability. This may have been particularly so in a group of
older adults, where the expression of anger may have been considered
inappropriate. Johnston-Taylor and colleagues (1993) concluded that anger
may have been an unacceptable emotion and appeared as symptom distress
or depression in this cohort. However, no evidence for this was presented,
the results may purely reflect the correlation between anger, being depressed
and finding symptoms from the cancer distressing. Anger has been

associated with cancer-related pain in adult oncology patients although the
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retrospective (past month) and cross-sectional nature of this research limited
its generalisability (Glover, Dibble et al. 1995).

In a longitudinal study of bereaved families, Kissane and colleagues (1994)
identified significantly higher levels of anger in the adult offspring of cancer
patients than in the patients themselves. In a cross sectional report of 102
families comprising 79 patients, 84 spouses and 179 offspring (mean age 28
years), the highest hostility scores were reported by offspring. Those
offspring who perceived their family to have poorer communication,
cohesion and conflict, than their parents, reported more hostility. The study
was in a palliative care setting and the anticipated death of the patient, with
the increased burden of care on the offspring, may have influenced levels of

reported anger.

A standardised measure of depressed mood (Beck Depression Inventory) and
a psychological symptom checklist (Brief Symptom Inventory, a shortened
version of The Hopkin’s Symptom Checklist) were used (Kissane, Bloch et al.
1994). The hostility sub-scale of the symptom checklist comprised; irritability;
annoyance; frequent arguments; loss of temper and the urge to hurt
someone. The authors reported the validity of the measures in prior
research, but did not report reliability data for the current research. Patients
were carefully selected and only eligible if they had a life expectancy of less
than one year, as judged by an oncologist. Response rates of 74% (patients),
79% (spouses) and 64% (offspring) were reported. The patients were 51%
female and had a mean age of 56 years. The spouses were 52% female and
had a mean age of 55 years, the offspring were 60% female. The patients had
a range of cancer diagnoses; breast, lung, bowel, and lymphoma. Treatment
received was described. When analysing differences between patients,
spouses and offspring, Kissane and colleagues (1994) used % with one way
ANOVA to identify where the differences lay. Fischer’'s modified least
significant difference (MODLSD) was applied adjusting the level of
significance for the number of analyses conducted. This is more conservative

than the Bonferroni test and adds weight to their findings.
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Kissane and colleagues (1994) reported a carefully designed and statistically
thorough study. The substantial levels of anger in cancer patients’ offspring
(25%) had not been previously reported empirically and suggested that anger
was an emotion present in families coping with a member who has cancer.
Kissane and colleagues (1994) suggested that anger may be anticipatory grief
and that the offspring may not have had sufficient access to information
about the cancer and the welfare of their parent. Limited knowledge and
associated understanding may have been factors in the offspring's increased

anger scores.

In summary it seems that much of the research within anger and cancer
medicine has been significantly flawed in terms of design and analysis. No
evidence presented above has been sufficiently thorough to indicate whether
cancer patients themselves experience significant levels of anger. Kissane and
colleagues (1994) reported a well designed study that identified significant

levels of anger in the offspring of cancer patients.

IMPLICATIONS OF PREVIOUS RESEARCH IN ANGER FOR THE CURRENT STUDY

Previous research, and personal experience of the adolescent cancer unit, led
us to formulate the following hypotheses at the start of the current study;
state anger would be positively related to state anxiety and depression, and
negatively related to optimism in adolescent patients, mothers and fathers;
that girls would have higher levels of state anger than boys; that anger scores
would be negatively related to the cohesion and conflict resolution scales of the
FAME questionnaire; that anger and the coping strategy of religion would be
negatively correlated; that anger expression scores would increase at the time
of relapse in adolescent patients, mothers and fathers and that anger would

be higher in those adolescent patients with extensive disease at diagnosis.

2.2 DISPOSITIONAL OPTIMISM
Optimism has been compared to hope and fighting spirit, whilst others have

considered it to be a coping strategy (Chesler and Barbarin 1987). Scheier and
Carver (1985) proposed that optimism was a disposition. They defined
optimists and pessimists in lay terms; “optimists expect things to go their

way, and generally believe that good rather than bad things will happen to
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them..... pessimists expect things not to go their way, and tend to anticipate
bad outcomes” (p219; Scheier and Carver 1985). Scheier and Carver (1985)
suggested that these individual differences were relatively stable across time
and proposed two principle assumptions related to dispositional optimism:
People differed both in terms of specific expectancies they held, and in
generalised outcome expectancies, such as optimism and pessimism.
Generalised but individual differences in optimism and pessimism influenced
behaviour in the same way as outcome expectancies that were more specific
in focus. For example; optimists should continue to work and strive in the
face of adversity whereas pessimists should not because they have a more

pessimistic generalised outcome orientation.

Dispositional optimism conferred a sense of confidence in dealing with
whatever obstacles were encountered and optimists were more likely to
continue efforts to attain goals they had set for themselves than less
optimistic people (Scheier and Carver 1985). Hence, there should be more
effective coping amongst optimistic than pessimistic people. Scheier and
Carver (1985) developed a measure of dispositional optimism, assessing
generalised expectancies about important life outcomes.  The brief
questionnaire was called the Life Orientation Test (The LOT, Scheier and
Carver 1985). They identified that optimism was positively correlated with
successful coping; using low symptom reporting as an indication of effective
coping in college students (Scheier and Carver 1985). This result was
maintained over time indicating a prospective relationship between optimism
measured at the first time point and symptom reporting later. Optimism has
also been negatively related to the development of post-partum depression
(Carver, C.S. & Gaines, ].G., 1987; quoted in Scheier, 1988).

Scheier and Carver’s early research into dispositional optimism was
conducted with 139 college students (Scheier and Carver 1985). The 4 week
longitudinal study assessed the reporting of physical symptoms, private self-
consciousness and dispositional optimism during a stressful period at the end
of term. Dispositional optimism negatively correlated with symptom
reporting both at time point one and time point two. Additionally, optimism

was related to symptom reporting prospectively with a negative correlation
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between optimism at time point one and symptom reporting at time point
two. This result, however, did not take into consideration the correlation
between optimism and symptom reporting at the first time point. When a
partial correlation was conducted to rule out this bias, there remained a
significant negative correlation between optimism at the first time point and

symptom reporting at the second time point.

Dispositional optimism has been suggested as an important determinant of
the way individual's respond to stress. The mechanism is not known. The
maintenance of effort over time is pivotal in effective coping. It may be that
optimists engage in different patterns of coping than pessimists. Optimists
may engage in coping strategies that are more likely to keep them involved
in the coping process. Scheier, Weintraub and Carver’s data (1986)
demonstrated that coping strategies brought to mind differ widely as a
function of dispositional optimism. Optimism was associated positively with
active, problem-focused coping strategies and negatively with
disengagement. Optimists were more likely to seek out social support and

less likely to rely on denial or distancing (Scheier, Weintraub et al. 1986).

Bandura’s self-efficacy theory proposed that individuals may expect a given
behaviour to have a desired outcome (outcome expectancy) but feel either
able or unable to engage in that behaviour personally (self-efficacy
expectancy). Scheier, Weintraub and colleagues (1986) proposed two key
differences between their work and Bandura's work. Firstly, they
emphasised expectancies that outcomes would or would not occur and de-
emphasised the attributional bases from which these expectancies arose (in
particular the dimension of locus of causality). Scheier and colleagues (1986)
predicted that external circumstances would influence decisions to attempt
versus disengage in situations, as well as judgements about personal efficacy.
Bandura’s theory had no conceptual niche for the influences of factors other
than personal efficacy, such as environment or religion (Scheier, Weintraub et
al. 1986). Scheier and colleagues (1986) proposed that expectancies could
operate at many different levels of specificity. Dispositional optimism was a
general expectancy and as such determined individual behaviour in new

situations, as well as in events that developed over time.
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Dispositional optimism has been shown to be associated with the adoption of
active-behavioural coping strategies (Scheier, Mathews et al. 1989; Friedman,
Nelson et al. 1992; Carver, Pozo et al. 1993; Carver, Pozo-Kaderman et al.
1994). Scheier and colleagues (1989) prospectively investigated 51 men (mean
age 48.5 years, SD 6.5) recovering from coronary artery bypass surgery. The
patients were assessed on the penultimate day pre-surgery, 6-8 days post-
operatively and at 6 months. Before surgery, optimists were more likely
than pessimists to be planning for the future and setting goals (p<.04). At 6-8
days post surgery, optimists were less likely to report using denial as a
coping strategy (p<.05; Scheier, Mathews et al. 1989). An interesting and as
yet unresolved issue was the developmental course of optimism. To date no
research has been conducted assessing dispositional optimism in children or
adolescents. The Life Orientation Test has been used with college students

but no data appears to be available for younger age groups.

INVESTIGATIONS OF DISPOSITIONAL OPTIMISM IN CANCER MEDICINE

The authors of the Life Orientation Test (LOT) investigated the role of
optimism and pessimism in the predication of the quality of woman’s
adjustment to early breast cancer (Carver, Pozo et al. 1994). The longitudinal
study assessed 70 woman (mean age 58 years, SD 11) the day before their
breast surgery and at 3, 6 and 12 months after surgery. Women with low
optimism scores displayed poorer adjustment at each time point. In addition,
when controlling for prior well-being, lower optimism scores predicted
poorer subsequent well being. The study controlled for the type of surgery
the women received; 48 had mastectomies; 15 lumpectomies, and 7 bilateral
mastectomies. There was no description of whether there were differences
between these three groups, although numbers were small. Fifty-one of the
70 patients (73%) had additional treatment post surgery; 15 had cytotoxic
chemotherapy, 13 had radiotherapy and 23 received tamoxifen (an oral

hormone preparation).
Distress was assessed using the scales of anxiety, depression, anger and

friendliness from the Profile of Mood States (cited in; Carver, Pozo et al

1994). The Profile of Mood States was a series of mood descriptive adjectives.
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In completing the POMS, participants indicated the extent to which they had
had a particular feeling for a specified period of time. Adjectives that
comprised the anxiety dimension were being tense, nervous or anxious;
depressed adjectives included feeling helpless, worthless, unhappy or
hopeless; and anger adjectives were being angry, resentful or grouchy. The
study included measures of satisfaction with life; quality of sex life; thought

intrusion, and pain interference (Carver, Pozo et al. 1994).

Poorer adjustment was defined using a score of subjective well being derived
from the dependent measures used in the study, as described above (Carver,
Pozo et al. 1994). A factor analysis of the dependent measures used in the
study yielded one factor, details of the analysis were not presented. The
factor comprised contributions from 5 measures; friendliness and life
satisfaction were positively loaded and anger, anxiety and depression were
negatively loaded. This factor of subjective well-being moderately correlated
with thought intrusion (r=-.52) and quality of sex life (r=.51) but not pain

interference (Carver, Pozo et al. 1994).

Results demonstrated that dispositional optimism scores in the initial
interview were related to subjective well-being at each assessment, even
when controlling for previously assessed subjective well-being (Carver, Pozo
et al. 1994). Even when the assessment of optimism was reduced to one
question “I'm always optimistic about my future”, using a four point
response format from agree to disagree (0.75), there were the same

significant relationships over time as with the full LOT scale.

This study comprised a large age range, 32 to 75 years. The authors
controlled for relationships between mood, subjective well being, and age
and positive correlations at 3 and 6 months with low r values. This may have
indicated that the psychological impact of having breast cancer varied with
age. However, the complex subjective well-being score, the relatively low
sample size (54 at 12 months), and the many analyses, limited the credibility

of the study.
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Friedman and colleagues (1992) assessed 94 adult patients with varying
cancers. The study was limited by its cross-sectional design, and that patients
were interviewed some time after initial diagnoses. Seventy percent of
patients were over a year post diagnosis and 27% over 5 years post diagnosis.
There was a positive relationship between active-behavioural coping and
dispositional optimism using the Life Orientation Test (Friedman, Nelson, et
al. 1992). Avoidance coping was negatively related to optimism.
Dispositional optimism was negatively related to daily stress and domestic
environment (p<.01; defined as family adaptability, communication and
quality of relationships). In regression analysis optimism and domestic
environment contributed to the prediction of avoidance coping (beta weights
.29 and .26 respectively). There were no mood outcome measures in this
study. Interestingly, the authors divided the research group into those with
no evidence of disease (n=38) and those with disease (n=50). In the group
with no evidence of disease there was a significant positive relationship
between dispositional optimism and time since diagnosis (p<.05). This was
difficult to interpret, it was not an initial hypothesis and it was unclear
whether it was being disease free or the time from diagnosis that was related
to optimism. The study was limited by its design and analysis (Friedman,
Nelson, et al. 1992). Initially 143 patients agreed to participate but only 94
returned questionnaires, of which 67% were female. A simple categorical
index of disease severity was obtained from the medical notes. It may have
been more useful to have assessed patient's perceptions of the severity of
their illness. Similarly, the patients were assessed at a wide range of times
post diagnosis. Whether patients were at a more or less stressful point in
their disease trajectory, such as at diagnosis or relapse, was not identified. It
is unclear whether optimism can be challenged by experience such that it is

more difficult to remain optimistic when experiencing extreme stress.

Qualitative assessment of children with cancer and their parents found that
51% of parents reported using optimism as a coping strategy (Chesler and
Barbarin 1987). Chesler and Barbarin (1987) divided coping strategies into
internally and externally directed categories, optimism being internally
directed. They discussed the limitations of optimism as a coping strategy

proposing that “in the midst of relapse...it is more difficult to retain an
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optimistic outlook” (p95). They did not discuss optimism in terms of
continual striving to goal achievement, or the way in which optimism related
to additional coping strategies. Chesler and Barbarin’s research (1987) was
cross sectional and severely limited by the absence of a specific method of
qualitative analysis. The book was an interesting descriptive account of how
children with cancer and their parents managed the challenge of being
severely ill, or having a severely ill child in the family. Although cross
sectional, Chesler and Barbarin (1987) included interviews with children,
adolescents and parents at varying stages of the illness, from diagnosis to
treatment and impending death. This provided a good clinical description of
experiences but little indication of the generalisability of the individual’s
perspective. There was some integration of existing psychological theory
with their data but no initial hypotheses. Chesler and Barbarin’s coping
strategy of optimism more closely resembled the coping strategy of positive
re-interpretation and growth which was used in the current study as part of the

COPE questionnaire designed by Carver and Scheier (1989).

In a study of 59 women newly diagnosed with breast cancer, Carver, Pozo
and colleagues (1993) assessed how coping strategies mediated the effect of
dispositional optimism on distress. These data were a subset of that
presented earlier in this section (Carver, Pozo et al. 1994). The women, with
Stage I or II breast cancer, were assessed the day before their surgery and
then on 4 occasions during the year post surgery; 10 days, 3, 6 and 12
months. The mean age of the women was 58 years (SD 10.8 years), the
group was 90% white. The women were assessed using the LOT measuring
dispositional optimism, the COPE measuring coping strategies and the Profile
of Mood States measuring distress in terms of anxiety, depression and anger.
Good alpha coefficients were reported for the LOT (o .87, re-test a.74) and
the Profile of Mood States (0..77 to 0.87). For the COPE the alpha coefficients
ranged from .65 to .90 with the lowest being for the coping strategies of
active coping, denial, and mental disengagement. On further exploration
there was 1 item on each dimension that significantly reduced the alpha score.
These items were removed. Dispositional optimism inversely related to

distress at all time points, as well as when prior distress was adjusted for.
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Importantly, optimism was noted to be a prospective predictor of distress
(Carver, Pozo et al. 1993).

In the same study, optimism was positively related to the coping strategies of
active coping and planning early in the diagnosis, and, acceptance and humour
throughout the study period (Carver, Pozo et al. 1993). The relationship
between optimism and positive re-interpretation and growth diminished over
the year so that there was no longer a significant relationship at 6 months.
Optimism was negatively related to the avoidant coping strategies of denial,
behavioural disengagement, and at 12 months, suppression of competing activities.
Carver and colleagues (1993) summarised their research characterising
optimists and pessimists: “Optimists as engaged copers, planful and active
during the period when there are plans to be made and actions to engage in,
trying to make the best of a situation that they are trying to accept as real.
People at the other end of the optimism dimension...show evidence of trying
to escape from the reality of the situation and of tending to experience a

disengagement from their other life goals” (p380; Carver, Pozo et al. 1993).

Finally, Carver and colleagues (1993) used path analyses to examine the
extent to which the effects of optimism on distress were mediated by coping
strategies. They examined the direct and indirect (via coping) paths between
dispositional optimism and distress, reporting correlations and regression
coefficients. Mediating roles were suggested for the coping strategies of
acceptance, denial and to a lesser extent behavioural disengagement. Hence, by
taking the coping reactions of acceptance and denial into account, there was a
reduced effect of optimism on distress, a lower correlation. There was less
evidence for the mediation of coping strategies as the year progressed. These
finding should be regarded as tentative. The numbers in the study were
small (54 at 12 months) and the analyses complex yet not described in detail.
The significance levels for the path analyses were not reported. In addition,
the coping strategy of denial had a poor alpha co-efficient. To improve
reliability, an item was removed. Denial may not be a robust variable.
Finally, the authors pointed to the possibility of a third variable, notably
neuroticism, not measured in the research, yet being responsible for the

relationships seen.
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In conclusion, research investigating dispositional optimism has been limited.
None has assessed children or adolescents. Few studies have assessed cancer
patients, those that have comprised women with breast cancer in its early
stages. Students were used in the development of the LOT. It was unclear
when or how an optimistic disposition develops, whether during childhood
or adolescence. No work appears to have examined optimism within
families, for example whether there are optimistic and pessimistic children
within the same family. In Carver and Pozzo’s studies reported above, as
well as in their student population, the distribution of the LOT scores tended
towards the positive, i.e.: being optimistic. Such a skew in a number of

studies may indicate that the LOT is not a sensitive measure.

IMPLICATIONS OF PREVIOUS RESEARCH IN OPTIMISM FOR THE CURRENT STUDY

Previous research, and personal experience of the adolescent cancer unit, led
us to formulate the following hypotheses at the start of the current study;
that optimism scores would be negatively correlated with anxiety, depression
and anger in adolescent patients, mothers and fathers; that optimism would
be positively correlated with acceptance, planning and humour as coping
strategies; that optimism would be negatively correlated with avoidance
coping and behavioural disengagement and that optimism would be
negatively correlated with physical symptom reporting by the adolescent

patients.

2.3 ILLNESS COGNITIONS

Illness is intrinsic to life with common sense representations found
throughout recorded history (Leventhal and Diefenbach 1991; Schober and
Lacroix 1991). The uni-dimensional cause-effect model dominated health
related research for some time. More recently a dynamic model
incorporating systems theory has been adopted by many researchers.
Systems theory proposed that behaviour was the product of dynamic
interactions between many factors, existing on multiple levels and having
reciprocal causal relationships. Behaviour was proposed to be goal-directed,
and governed by feedback in which the results of individual behaviour were

evaluated against the goal. The results of the evaluation produced feedback
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effecting the original determinants of the behaviour. Leventhal and
Diefenbach (1991) were the first to propose the self-regulation model of

responses to the threat of illness.

In the context of illness, how people processed information in response to
fear, included common sense illness representations (Leventhal and
Diefenbach 1991). Leventhal and Diefenbach (1991) proposed 3 key points;
the experience of illness established complex memory structures; the body
provided a measure against which deviations and comparisons were made
about normal and potential signs of illness, and; the social environment
organised illness representations, such as categorising an illness as acute and

curable, or chronic and incurable.

In dealing with health threats, individuals sought out information concerning
the threat and interpreted the information according to internal illness
representations (Leventhal and Diefenbach 1991). On the basis of these
interpretations, individuals selected appropriate coping strategies. The results
of the coping strategies adopted were then evaluated and this evaluation was
used in both reassessing the illness interpretation and for planning future

coping.

Leventhal and Diefenbach (1991) proposed that in order to develop a theory
of illness perception it was necessary to acknowledge the assumptions made
about human behaviour. Such assumptions were that people solved
problems actively, and that their behaviour was directed by their perceptions
and interpretations of specific events. The cognitive process of illness
representation formation was not observable, although the output is
observed. A time frame was involved in constructing a representation of and
response to a specific illness. Finally, both situational and dispositional factors

influenced experience and behaviour.

Leventhal and colleagues' early work was with patients who had
hypertension or were receiving chemotherapy for cancer (Leventhal and
Nerenz 1985; Nerenz, Leventhal et al. 1982; Nerenz, Leventhal et al. 1984).
They identified that patients with lymphoma gauged the effectiveness of their
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chemotherapy by monitoring the size of their tumours (Nerenz, Leventhal et
al. 1982). Patients whose tumours disappeared rapidly were more distressed
than those whose tumours regressed gradually. Leventhal and colleagues
(1982) suggested this may be because they no longer had visible means of
monitoring the effectiveness of their treatment. Leventhal and colleagues
(1982) argued that disease representations such as these formed implicit
theories of disease and were used to guide coping with the disease and to
evaluate and regulate the usefulness of treatment. In the current study the
adolescent cancer patients would have had little experience of cancer or any
serious illness so that at diagnosis they would not have disease prototypes for
comparison. Patterson and McCubbin (1987) described the adolescent as

having no ‘coping repertoire’ when faced with stressful situations.

Leventhal and Nerenz’s (1985) self-regulation model identified four attributes
of illness representation; disease identity, cause, consequences and time-line.
Disease identity was the disease label and incorporated the presence or
absence of symptoms associated with the illness. The cause dimension was
the individual’s ideas and perceptions about how the disease had arisen, for
example viruses or environmental toxins. Consequences were the expected
outcomes and sequele of the disease in physical, social and economic terms
as well as the emotional effect of the disease. Finally, time line referred to the
perceived time frame for the development and duration of the illness and

could be acute, cyclic or chronic.

Using varying research methods and subject groups (students not patients)
Lau and colleagues (1989) described the same four components and found
them to be relatively stable over time. Additionally, a fifth component cure
Jcontrollability was identified concerning the individual’s belief about how one
recovers from an illness (Lau, Bernard et al. 1989). Cure was more likely to be
detected in the descriptions of acute illness where recovery was expected
rather than in chronic illness. Further research with students found that 90%
of associations to do with illness fell into the five illness representations
previously identified by Leventhal, Lau and their colleagues (Bishop 1991).

That differing groups of researchers have identified similar components to
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disease representations is encouraging and adds construct validity to the

research findings.

Further explorations of the dimensions underlying the cause and cure
components identified three factors; locus (internal versus external), stability
and controllability (Lau and Hartmen 1983). These dimensions reflected
associated research in attribution theory. Lau and colleagues (1989) found
that illness representations had implications for behaviour. Individuals with
strong identity and cure components in their illness cognitions were more
likely to visit their doctors both for specific illness episodes and for

asymptomatic check-ups (Lau, Bernard et al. 1989).

The five illness cognition dimensions described above have been identified in
much research, using different methodologies, in varying clinical settings
(Skelton and Croyle 1991). The categories were not necessarily independent
of each other. Weinman and colleagues (1996) suggested that these beliefs
came into play as soon as patients experienced their initial symptoms and
would change with disease development, varying symptoms and treatment
outcomes (Weinman, Petrie et al. 1996). These components were important
building blocks of disease representations and had a role in how patients
conceptualised and coped with their illness, determining the coping strategies
adopted. A difficulty in working with adolescent patients soon after the
diagnosis of cancer could be that they may not have mature cancer cognitions

and hence their coping strategies may not be guided by these cognitions.

The identity (symptoms) of the illness threat has implications for all of its
attributes. Individuals have little difficulty clustering symptoms, however the
way individuals interpret symptoms is based on experience as Leventhal and
Diefenbach (1991) wrote;

The degree to which knowledge of identity brings these
implications to the fore depends on the individual’s
prior knowledge; knowing a growth is a sarcoma will
have limited cognitive and/or emotional impact if the
individual does not understand the implications of
having a rapidly growing, untreatable, soft tissue
malignancy (p256).
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These comments raise issues concerning individuals who were inexperienced
about illness, and unaware of the implications of a cancer diagnosis, such as
the adolescent patients in the current study. In the context of Leventhal and
Diefenbach’s (1991) comments, the adolescent patients, at the time of first
diagnosis, might be expected to have immature cancer cognitions. In
research with adults, the impact of a diagnostic label suggested that a positive
diagnosis elicited a defensive process that reduced the judged severity of the
diagnosed disorder, irrespective of symptom perception (p263; Leventhal and
Diefenbach 1991).

Accuracy of symptom perception has been studied by Pennebaker and
Watson (Pennebaker 1984; Watson and Pennebaker 1991). They proposed
that somatic experience was ambiguous and symptom perception often
inaccurate. The perception of symptoms could be influenced both by affect
and by the hypotheses the individual holds about what they should be

experiencing.

Leventhal and Diefenbach (1991) described three phases of the timeline
associated with illness; appraisal, illness and utilisation. Appraisal comprised the
initial symptoms, illness the decision to seek professional medical help and
utilisation the contacting of the doctor. The different phases would be
characterised by differing coping procedures. Leventhal and Diefenbach
(1991) discussed these phases as if they ran consecutively and end. In
adolescent cancer patients, especially those diagnosed with bone sarcomas
where the diagnosis is often made late in the disease history, it is likely that
the patient will progress through these three phases a number of times

before receiving the cancer diagnosis.

THE DEVELOPMENT OF AN UNDERSTANDING OF ILLNESS

Little is known about the sources of lay disease representations. Leventhal
and Diefenbach (1991) suggested three sources; cultural (including the
semantics of illness), information from others (health care professionals/lay
people) and the person's illness experience. No research has assessed how

adolescent cancer patients conceptualise their illness threat. Young adolescent
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patients, of 12 years old, participating in the current study may have complex
concepts of illness. Arising from the stage approach to developmental
psychology it has been proposed that children's beliefs about health and
illness progress through stages starting with the pre-operational stage, before 7
years old, and ending with the formal operational stage at about 11 years of age
(Piaget, 1929, quoted in Eiser, 1989). At about 11 years children understand
illness to be a result of the failure of a specific body part or organ and at 14
may recognise that disease can result from psychological stress (Eiser 1989).
Implicit in stage theory is that the child progresses through sequential stages
and is unable to understand more advanced explanations. There is little
evidence that that such discrete stages of thought exist and no evidence about
transitions from one stage to the next. Children are viewed almost in a
vacuum with no acknowledgement of the role of experience and cultural
factors. Christine Eiser proposes that this is not sufficiently flexible and
proposes development based on functional attributes that place greater

emphasis on experience (Eiser 1989).

The functionalist approach sees the child as a 'theory builder'. Children are
less experienced than adults in all areas of functioning and development
occurs in a series of 'novice-expert' shifts. In this way it is possible to explain
changes that occur in understanding during adolescence and adulthood as
well as specific gains in knowledge that occur in relation to personal
experience of chronic disease. There is evidence that children and adults
structure information similarly where the degree of experience is similar. The
functionalist approach means that children do not need radically different

explanations of illness compared to adults.

Nelson proposes that the basis for understanding cognitive development has
to be derived from what children “know” (Nelson, K. 1986, quoted in Eiser,
1989). “Scripts” define what is normal and, with age and experience, are
elaborated. The central theme of Carey’s Conceptual change theory is the
child’s relative inexperience (quoted in Eiser, 1989). By 10 years old children
have some intuitive biological understanding of the importance of activities

to keep the body alive.
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INVESTIGATIONS OF ILLNESS COGNITIONS IN CANCER MEDICINE

The majority of research within illness cognitions has been targeted towards
healthy individuals and assessments of what could predict specific health-
related behaviours. Research with patients has mostly focused on the
importance of the illness cognitions held, and the influence of such cognitions
on behaviours, including treatment adherence. Treatment adherence and
health behaviours were not relevant to the adolescent with cancer in the
current study. Adherence to behaviours such as taking action to avoid

infections, and using prophylactic antibiotics, could be areas to investigate.

Research with adult cancer patients has identified the importance of illness
cognitions in the patients’ experience of the illness (Nerenz, Leventhal et al.
1982). Individual differences in patient’s willingness to tolerate treatment side
effects led to research attempting to identify what moderated this response
(Nerenz, Leventhal et al. 1982). It appeared that the patient’s interpretation
of the clinical response of their cancer to chemotherapy played a role.
Patients were more likely to be distressed if their cancer suddenly
disappeared, or if they were being treated adjuvently (with no symptoms),
than if their cancer slowly regressed (Nerenz, Leventhal et al. 1982). This
may have been because individuals felt they were receiving toxic
chemotherapy for no good reason; their cancer had ‘gone’. Nerenz and
colleagues (1982) interviewed 61 patients (33% female) whilst they were
receiving chemotherapy for lymphoma. The average age of the patients was
52 years, range 22 to 81 years. This was a large age range yet the authors did
not discuss the relative impact of a physically harsh treatment on a 22 versus
81 year old patient. The interview comprised open-ended questions about
experience with the illness and any general worries. A questionnaire was
designed for the study. Fourteen specific side-effects of the chemotherapy
were identified by the authors and patients were asked whether they had
experienced each side effect. If so they were asked to describe when this had
happened, the severity and duration of the side effect, and what efforts they
had made to cope. They were asked to think both about their first, and their
most recent, chemotherapy cycle. The worst chemotherapy cycles were
reported as being the first three. Patients rated the amount of emotional

distress they had experienced on an 11 point scale, no grading of the scale
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was reported. The number of side effects reported by the patients was
significantly associated with this distress scale. There were no significant
relationships between the distress scale and the duration or severity of the
side effects. Caution needs to be taken in interpreting this data due to the

simple nature of the distress measure.

In a prospective, longitudinal study, Devlen and colleagues (1987) identified
relationships between ongoing chemotherapy symptoms and psychiatric
morbidity. The adult patients (n=120) were newly diagnosed with Hodgkin’s
or non Hodgkin’s lymphoma. They were carefully staged, had a mean age of
40 years (SD 16 years) and were 47% women. Standardised questionnaires
were completed during interviews at diagnosis and at 2, 6 and 12 months
post diagnosis. The shortened Present State Examination (PSE) assessed the
extent of psychiatric symptoms, the Social Interview Schedule assessed social
morbidity. Adverse treatment effects were recorded using a checklist, and
were rated depending on the maximum severity experienced by the patients

during the year of follow up.

The most common toxicities reported were alopecia, nausea and vomiting
(Devlen et al. 1987). More long-term toxicities were irritability, poor
concentration, loss of energy and tiredness. These later side-effects being
reported both by patients who were still receiving treatment, and those who
had completed treatment. Interestingly, 32 of the 120 participants (27%)
developed a conditioned response to chemotherapy, manifest in anticipatory
nausea and vomiting (Devlen et al. 1987). With the advent of medication,
antagonistic to the 5HT, inhibitors in the brain, such adverse reactions have

become rare.

One to 3 day episodes of depression were related to treatment administration
(Devlen et al. 1987). These episodes of depression were not sufficiently long
to be criteria on the PSE. More significant depression and anxiety was
demonstrated by 61 (51%) of the patients. Fifty percent of psychological
morbidity commenced within the first 3 months of treatment, the mean
duration was 4 months. There were no significant relationships between the

development of psychological morbidity and the type, or stage, of
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lymphoma at diagnosis. However, psychological morbidity was related to
treatment toxicity. More particularly, loss of appetite, having a sore mouth,
changes in taste, and pain, were positively related to depression and anxiety.
Hence it seemed that the relationship between mood and symptoms may not

be present for all toxicities/symptoms, but was present for some.

Given and colleagues (1993) assessed the influence of symptoms and
functional states in a cross-sectional study of 196 cancer patients and their
caregivers. One hundred and four (53%) of the patients were “newly
diagnosed”, 92 (47%) had experienced a recurrence. A broad range of cancers
were represented, all the patients were receiving treatment. The cross
sectional study assessed patients (49% female) and carers (63% female) using
standardised instruments including measures of depression; symptom
distress, and functional deficits. Patients’ depression scores were correlated
with their symptoms and functional state (immobility and number of
dependencies). Caregivers’ depression was weakly correlated to the patients’
physical symptoms. The study used path model analysis in attempting to
identify reciprocal relationships between patients and carers. There was a
negative correlation between dispositional optimism and depression in the

carer.

IMPLICATIONS OF PREVIOUS RESEARCH IN ILLNESS REPRESENTATIONS FOR THE CURRENT
STUDY

Previous research, and personal experience of the adolescent cancer unit, led
us to formulate the following hypotheses at the start of the current study;
that there would be a positive relationship between the number of symptoms
reported, whether due to treatment or disease, and anxiety, depression and
anger; that adolescent patients who perceive their symptoms to be treatment
rather than cancer related would have better psychological well being than
those who perceive their symptoms to be due to their cancer; that the
relatively naive adolescent patient would change their beliefs about the cause,
consequences, time line and cure dimensions of illness representation over the
course of their illness, and, that there would be differences in illness
representations in adolescent patients who were <14 years and those > 15

years at diagnosis.
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2.4 COPING STRATEGIES

Coping has been defined as the "ongoing cognitive and behavioural efforts to

manage specific external and internal demands that are appraised as taxing or
exceeding the resources of the individual" (Lazarus 1993 p237). In coping
studies of cancer, the external demands are the diagnosis of the disease and

its treatment.

The way an individual copes with stress, whether internal or coming from
their environment, will depend upon previous experience and individual and
social resources. Differing theoretical perspectives see coping as either a
conscious or unconscious process. In health psychology coping is seen as a
conscious attempt to deal with stress. A dimension of 'purposefulness’ has
been associated with some coping strategies; seeking social support is
considered more purposeful than wishful thinking. Previous experience may
lead to the use of habitual coping strategies, seemingly unconscious, but
based on previous conscious rationale (Newman 1990). From the
psychoanalytic point of view coping is considered an unconscious process and

a form of defence mechanism.

The outcome of the coping process is not necessarily successful. Individuals
can adopt inappropriate coping strategies that do not reduce the impact of a
stress. Personal appraisals are an important aspect of psychological stress
and determine the choice of coping strategies adopted. The individual's
appraisal of a stress leads to an assessment of the threat the stress imposes.
The perceived threat will change over time, in different situations, and
depend on the internal and external resources the individual has available to
them to combat the stress. Clinical research seldom includes the meanings of
threats occurring in particular situations, for example by asking individuals
what they consider the most difficult aspects of a stressor. Such studies
would provide very specific and extremely useful information for the design
of interventions. Studies have tended to focus on why individuals do not
cope well instead of determining which coping strategies succeed and fail in

the long and short term, and in what ways they succeed or fail. There has
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been little exploration of what individuals actually do, and tell themselves, in

an effort to cope.

The most influential stress-coping theory was that of Folkman and Lazarus
who conceptualised coping as a process with two central components and
three stages. The first component was cognitive appraisal: primary appraisal;
perceiving the threat to oneself and secondary appraisal; bringing to mind
potential responses to the threat. The second component and final stage was
coping; the process of executing the responses. Coping was defined as a

dynamic process, being both situational and outcome specific.

They suggested that coping thoughts and actions should be measured
separately from their outcomes so that adaptiveness/maladaptiveness could
be examined (Lazarus 1993). What an individual did to cope depended on the
context of the stress, and effort was independent of outcome. There were
two complementary functions of coping; problem-focused and emotion-focused.
The function of problem-focused coping was to change the troubled person-
environment relationship by acting on the environment or oneself. The focus
of emotion-focused coping was to change either the way the stressful
relationship with the environment was attended to (vigilance/avoid) or the
relational meaning of what was happening which mitigated the stress, even
though the circumstances may not have changed. Changing the relational
meaning was a very powerful and widely employed device for regulating
stress and emotion; it was a healthy form of denial/repression and was
important if the stress itself could not be changed or mediated. There has
been a tendency in the western world to distrust emotion-focused coping but
it has very real uses when problem-focused coping is not possible or

inappropriate.

Lazarus (1993) claimed that coping research had identified important factors
about coping as a process. Individuals tended to use most of the identified
coping strategies in every situation. It was difficult to determine to what
extent coping styles were associated with the characteristics of an encounter;
the threat content, goals or prior beliefs. There were temporal factors, one

strategy may be changed to another on the basis of feedback about
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consequences of adopting that particular strategy. Some coping strategies
were more stable across stressful situations than others. For example,
positive re-appraisal was more consistently used than seeking of social
support as this would be dependent on the social context. Lazarus (1993)
emphasised that emotion-focused coping predominated when the stressor
could not be changed. Problem-focused coping predominated when the
stressor was appraised as controllable by action. Coping was capable of
mediating the emotional outcome in a situation in that it changed the
emotional state from the beginning to the end of the encounter. The
emotional outcome may not necessarily be a reduction of distress. Lazarus
(1993) emphasised that coping research was generally directed towards two
areas; variables influencing the choice of coping strategies adopted, and the
effects of these strategies on adaptational outcome. The theory of coping
linked the coping strategy, its execution, and the adaptational requirements

of the encounter.

The role of dispositional or situational factors in the adoption of coping
strategies remains an area of some debate (Lazarus 1993). The process or
situational approach considered coping to change over time and in
accordance with the situation within which it occurs. Coping viewed as a
style or disposition implied that the coping strategies used by an individual

were constant over time.

Carver and Scheier (1989) proposed two interpretations of individual
differences in coping. The first proposed that there were stable coping styles
and dispositions that an individual used in stressful situations. Each coping
situation was not approached anew, a 'preferred set' of coping strategies that
were relatively fixed across time and circumstance would be adopted. This
was in contrast to Folkman and Lazarus (1980), who proposed that coping
was a dynamic process that shifted in nature from stage to stage of a stressful
situation. A coping style would be counter-productive because it would

reduce flexibility.

The second interpretation proposed that preferred ways of coping were

derived from personality dimensions, such as optimism. Certain personality
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characteristics would predispose people to cope in certain ways when they
faced diversity (Carver, Scheier et al. 1989). According to Carver and Scheier
(1989) coping research needed to answer three questions: Do people have
preferred coping styles they use consistently across various situations? Do
coping preferences relate to personality variables? Do dispositionally

preferred coping strategies exert an influence on specific coping responses?

The concept of change over time in coping patterns was particularly relevant
to a long term stressor such as chronic illness. As an ill person progresses
from initial diagnosis to treatment and subsequent follow-up, differing
coping strategies may be appropriate because a stressor perceived as the

principle threat initially could change over the disease history.

Theories focus on the self and how the self is organised and structured. The
way an individual copes with stress will be determined by how s/he
operationalises goals and intentions into overt behaviour. Scheier and
Carvers’ (1988) model of behavioural self-regulation focuses on this process.
The theory proposes an interface between cognitions and behaviour and is
based on theories of self-awareness, control theory and cybernetics. The

model is presented in detail in Appendix 1.

Scheier and Carver (1988) propose that there are a number of issues
surrounding continued striving versus disengagement from attempting to
achieve an outcome or goal. The level at which continued effort gives way to
disengagement depends on the importance of the behaviour in question. The
expected outcome may have to be quite negative before people will
disengage from goals that are very important to them. Disengagement is not
necessarily maladaptive, it is quite sensible to give up if attainment is difficult
or impossible. However, there are situations where the social context does
not sanction withdrawal or it is not possible physically. In these
circumstances mental disengagement, wishful thinking or day dreaming may
occur in order to avoid information which emphasises how poorly one is

doing.
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Scheier and Carver (1988) propose that deciding whether goal attainment is
feasible should do more than make one feel more or less likely to continue
trying. It should also have an impact on how one feels. More specifically, the
perception that goal attainment is not possible should lead to negative mood;
teelings of upset, frustration and depression. Favourable expectancies should
lead to positive mood. Scheier and Carver (1988) also draw on research
demonstrating that mood can systematically influence the kinds of thoughts
that are extracted from memory. In positive mood states, more positive
thoughts are accessible and one is more likely to recall previous successes or
interpret situations more favourably. Outcome expectancy would be

different in a more neutral mood.

THE DEVELOPMENT OF THE COPE

Folkman and Lazarus' model suggesting the dichotomy of problem and
emotion-focused coping strategies has dominated research into the modes of
coping. The model has been criticised in a number of ways; as too simple;
that it is difficult to divide strategies into the two categories, and that the
context of coping is not taken into consideration. Research using the Ways of
Coping Checklist has found several factors, not just two, implying that

emotion and problem focused coping can involve many differing responses.

Carver and Scheier (1989) propose that to study the diversity of potential
coping responses separately required that they be measured separately.
They criticise current measures for lacking clear focus and being derived
empirically rather than theoretically and for being linked to theory post hoc.
There is debate as to whether to construct scales empirically or theoretically,
most scales are developed empirically. Carver and Scheier (1989) proposed a
scale, the COPE, based in theory using Folkman and Lazarus' model of stress
coping, the previously described model of behavioural self-regulation and

research findings from pre-existing measures of coping.
The COPE has 13 conceptually distinct scales; seven based on specific

theoretical arguments about functional and less functional properties of

coping strategies (adaptive/ maladaptive). Six other scales are included
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because previous research has indicated that these coping strategies may be

of value or may impede coping.

Theoretically based dimensions; adaptive

Active coping: This is the process of taking action to try to remove or
circumvent the stress, or to ameliorate its effects. Active coping
involves initiating direct action. Active coping is problem-focused
coping. Carver et al. (1989) added three distinctive sub-scales:

Planning: Thinking about how best to cope with a stressor; coming up
with action strategies, thinking about what steps to take and how best
to handle the problem.

Suppression of competing activities: This is the constriction in one's range
of activities, putting other projects aside and trying to avoid being
distracted from dealing with the stressor.

Restraint coping; involves waiting until the appropriate time to act,
holding oneself back. This is active because the individual is focusing
on dealing effectively with stress but it is also passive as it involves not
acting.

Seeking social support for instrumental reasons: Is for advice, assistance
and information and is considered problem-focused. Seeking emotional
support for emotional reasons: is for moral support, sympathy and
understanding and is considered emotion-focused coping. These two
strategies often co-occur. Seeking social support is generally seen as
functional but sources of sympathy are sometimes used more as

outlets for the ventilation of feelings that may not be adaptive.

Theoretically based dimensions; maladaptive

Focus on and venting of emotions: This is focusing on whatever an
individual is feeling and venting these feelings. This can be functional
but if to excess can impede adjustment. Focusing on the distress and
its nature may exacerbate the distress and distract the individual from

active coping efforts.
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Based on lab work rather than coping research

Behavioural disengagement: Involves reducing efforts to deal with a
stressor. This strategy has been identified with 'helplessness' and is
most likely to occur when poor coping outcomes are expected.

Mental disengagement: Is postulated to occur when conditions prevent
behavioural disengagement. Mental disengagement are activities that
serve to distract a person from thinking about the goal the stressor is
interfering with; taking one's mind off the problem by watching
television or daydreaming. These tactics are more diverse than other
coping strategies and therefore can be considered to be 'multiple act
criterion' rather then a unitary class of behaviour. Disengagement
from a goal can be adaptive but both these activities are more

generally seen as maladaptive and impeding coping.

Empirically based dimensions;

Positive re-interpretation and growth: Folkman and Lazarus thought this
an emotion-focused type of coping; aimed at managing distress
emotions rather than at dealing with the stressor per se. However,
construing a stressful situation in positive terms should intrinsically
lead a person to continue or resume active, problem focused coping
actions.

Denial: This occurs during primary appraisal and is a controversial
strategy. Denial can be seen as useful because it minimises distress and
therefore facilitates coping. However, it can create further problems
because denying allows an event to become more serious therefore
making more difficult the coping that eventually occurs. Finally denial
could be considered to be useful at the early stage of coping but may
impede later coping. Denial is defined as the refusal to believe that a
stressor exists or trying to react as if the stressor is not real.

Acceptance: If an individual accepts the reality of a stressor they are
more likely to engage in an attempt to deal with the situation.
Acceptance is looked upon as a functional coping response.
Acceptance of a stressor as real is primary appraisal, the acceptance of

the current absence of active coping strategies is secondary appraisal.
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Acceptance is particularly important when there are circumstances in
which a stressor is something that must be accommodated to as
opposed to a situation in which the stressor can easily be changed.

Religion; religion could be emotional social support; a vehicle for
positive re-interpretation and growth or a tactic of active coping with a
stressor. Religion could be assessed in multiple ways but Carver et al.
opted for one scale to assess the general tendency to turn towards

religion.

The version of the COPE used in the current study included the authors'
experimental dimensions of humour and alcohol use. The COPE does not

appear to have been previously used in an adolescent population.

THE DEVELOPMENT OF COPING STRATEGIES

The impact of stress may be qualitatively different in adults and adolescents.
Exposure to stress depends on the social role an individual occupies and
because adolescents and adults have very differing social roles, individual
experiences lead to very different types of problematic life circumstances
(Aneshensel and Gore 1991). Adolescents are non-static and their appraisal of
stress changes from early to late adolescence. Due to the transitional nature
of adolescence there can be great variations in maturity between adolescents

of the same age and sex.

Sources of normative stress during adolescence include biological, emotional
and social changes. Biological stresses are the bodily and hormonal changes
with growth and the development of sexual activity. These are compounded
by emotional upheaval with anxieties about self-image and identity. Social
stresses involve the negotiation of changing relationships and privileges
leading to independence from parents (Aneshensel and Gore 1991). There
are worries about conflict with parents and ultimately the end of school life
and the planning of adulthood. Coleman (1992) emphasises that the sources
of stress vary across adolescence with sexuality being a focus during 'young'
adolescence, during 'middle’ adolescence peer rejection is a major issue and

during 'old' adolescence conflict with parents predominates. Normative
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transitions can be stressful themselves or because they produce other events

that are stressful.

The stresses that adolescent children face may derive from transformations in
their relationships that bring about changes in parental and friendship
support resources. Adolescent friendship networks change as adolescents
make transitions according to their pace, independently of others in their
friendship network. Mis-matches develop among friends in expected, desired
and actual levels of shared activities. For the adolescent with cancer, their
friendship support system may be severely disrupted either due to absence
or the inability to participate in normal activities even if present. This may
lead to a lack of synchrony in changes within their friendship networks. They
are often left behind as their peers progress to study ‘A’ levels, go to college
or university. This may lead to them being left out and no longer feeling part
of their peer group, having matured beyond their years on one level yet not
part of the normative transitions. These events may lead to loss of support.
If the adolescent patient can not rapidly re-negotiate these or other
friendships, this may result in loneliness and isolation. Adolescents on the
adolescent cancer unit have to learn to interact with a variety of adults on a
different basis to any previous child-adult interaction they have known.
School was the central physical, social and psychological location of friendship
groups, especially for younger adolescents who have not yet established
activities outside school. Ease of making friends is an important dispositional
characteristic that can alleviate the stress of changes in the social

environment.

It is important to differentiate events that happen to only some adolescents,
and those that occur to virtually all adolescents. Normative events may
become distressing if they occur in conjunction with non-normative events or
in the context of more chronically stressful life conditions. Non-normative
stress, such as a diagnosis of cancer, is more threatening because it is
unexpected, uncontrollable and undesirable. Normative events may not be

stressful because the events are anticipated.
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It is reasonable to assume that the strategies one adopts in order to cope
with stress depends on one's previous experience. Adolescents have less
experience than adults and may be less skilled at avoiding stressors or
reducing their impact. Patterson and McCubbin (1987) suggest that
adolescents learn their coping behaviour from a number of sources; previous
experience in similar situations; observation of the success or failure of others;
perceptions of their own vulnerability, and social persuasion.  The
developmental perspective in coping theory is often neglected. In recent
years there has been an increase of research into stress in adolescence and
their coping strategies with the awareness of the outcomes in terms of
maladaptive behaviour; withdrawal, depression, destructive behaviour,
suicide and substance abuse. Because the specific manifestations of stress
differ between adolescents and adults the health relevance of similar

behaviour may be interpreted differently in adult and adolescent groups.

Self-awareness, as a precursor to self-regulation, is the basis of stress-coping
theory. Assumptions can not be made about levels of self-awareness in
adolescents. Adolescents need the opportunity to learn about themselves
through experience that in turn will influence how their coping strategies are
developed and modified. Coleman (1992) proposes that adolescent risk-
taking is adaptive experimentation rather than an abnormal response to a
stressor. The adolescent is practising, and the outcome of the risk-taking will

inform future behaviour and coping strategies adopted.

Differences have been identified between the coping strategies adopted by 16
to 18 year old adolescent boys and girls (Frydenberg and Lewis 1991). This
older age group was used because, in addition to the Ways of Coping
Checklist (WOCC), the open-ended questions asked required self-awareness.
Twelve items on the WOCC were used significantly more frequently by one
of the sexes. Girls tended to be more fatalistic and boys were more
aggressive and private. Reflecting stereotypical male behaviour boys were
more likely to say they "Take a big chance or do something risky" or would
"Keep others from knowing how bad things are”. Using the WOCC
dimensions there were further sex differences with girls using more wishful

thinking and social support than boys. In response to the open ended
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questions there was a general similarity in the use of differing coping
strategies by the boys and girls, although girls were more likely to talk to
their friends (Frydenberg and Lewis 1991). Additionally, social class was
found to influence the adoption of one coping strategy. Children whose
parents were white /blue collar workers or unemployed used more wishful
thinking than children from parents with administrative or professional
occupations, children from homes where there was unemployment using the

strategy most (Frydenberg and Lewis 1991).

INVESTIGATIONS OF COPING STRATEGIES IN CANCER MEDICINE

The coping strategies adopted by adult cancer patients have been reviewed
(Heim 1991; Parle and Maguire 1995). A frequently cited paper discussing
coping strategies adopted by patients with cancer is that of Christine Dunkel-
Schetter and colleagues (1992). Using the Ways of Coping Checklist
(Folkman and Lazarus 1980), adapted for cancer patients, five patterns of
coping were identified in 603 adult cancer patients; seeking or using social
support, focusing on the positive, distancing, cognitive escape-avoidance and
behavioural-escape avoidance. Using simultaneous entry multiple regression
analysis, coping by using social support, focusing on the positive, and
distancing were associated with less emotional distress. This was irrespective
of the type of cancer, time since diagnosis, whether the individual was
receiving treatment or the specific cancer-related problem, such as pain. The
escape-avoidance strategies were related to more distress. Patients were
asked to identify the frequency of worries about cancer, what problem
associated with the cancer had been most stressful, and to grade the
stressfulness of that problem. Forty-one percent of the subjects reported that
fear or uncertainty about the future was a problem for them. Limitations in
physical ability were the most stressful for 24% of the group and pain was

most stressful for 12%. The mean stressfulness rating was somewhat stressful.

In women with early breast cancer, a positive correlation was reported
between optimism and positive re-interpretation and growth (Carver, Pozo et
al. 1993). The correlation diminished over the study period so that there was
no longer a significant relationship at 6 months. It was proposed that some

coping strategies were foremost in the context of particular stressors, such as
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at the time of first diagnosis. Hence as the stressor changed, so did the

coping strategies adopted.

Table 2.2 summarises research that has assessed coping strategies in either
adolescent cancer patients or parents of children with cancer. The majority of
studies were limited due to cross sectional design, the selection of wide age
ranges and disease status, and with limited numbers participating. Studies of
coping strategies within paediatric oncology have comprised small sample
sizes. Of the studies described in Table 2.2, the number of participating
patients ranged from 13 to 52 (median 32). In addition to small numbers,
studies were further limited by non-compliance, lack of distinction between
child and adolescent age groups, absence of controls for disease status, and

poor measures of coping.

Mean ages were frequently reported at around 11 years, however this
combined children from 6 years old, to adults of 18 years (Smith et al., 1990).
Worchel et al (1987) distinguished age group, 6-12 years and 13-17 years, but
did not give the numbers in each age group. Bull and Drotar (1991)
approached 104 paediatric oncology patients. Thirty-nine patients (36%)
participated in the research, 27 refused and 28 did not comply. Ten were
unaccounted for. Such limited participation suggested that those participating
did not represent the study population as a whole. In addition, Bull and
Drotar’s participants (1991) were recruited from a group of children attending
cancer camps in America. The sample was biased in that not all children with
cancer attend cancer camps. Of those who participated, all were middle class
and all but one Asian, were white. Of those who did not participate, 21%
were black or Hispanic. In this study the participants were required to
spontaneously identify stressors. It is probable that middle class white
American children would identify different stressors to their black
counterparts. Similarly, the cohort Fife and colleagues (1987) described was
Caucasian. Others have recruited a more representative cohort from
differing ethnic groups. Smith and colleagues (1990) reported a sample of 34
white and 10 (23%) black paediatric patients. Other cohorts reported
significant proportions of Black (44%; Blotcky et al., 1985), or Black and
Hispanic (35%; Sanger et al., 1991) childhood cancer patients.
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Table 2.2: Research assessing coping strategies in adolescent cancer patients and parents

Authors Subjects N Outcome Coping strategies adopted Stressor / Comments;
measures
Smith, K.E., Ackerson, J.P, Paediatric | 44 Anticip. fear / | 5590, Information-avoiding strategies - recent A Invasive medical procedure, cross sectional design,
BlOtCky, AD, & Berkow, R. cancer ptS. 45% F pain & 299, Informaﬁon—seeking strategies - A> 7 mo mean of 18 months Post A. Copmg style related to
1990 m 11 yrs observed 17% Mixed strategies & " | disease chronicity: time since A & number of
(6-18 yrs) distress No relationships with outcome measures. previous procedures. No rel. coping & pain/fear.
Bull, B.A. & Drotar, D. Paediatric | 39 None Adoles. used more emotion-management than Assessed general life stress identified by children &
1991 cancer pts. 46% F pr'oblem solvin co;ing strategies when deahng adolescents, cross sectional design, in remission and
m 12.4 yrs with cancer-related stress. off tx. 85.6% stress reported = non cancer related.
(7-17 yrs)
Worchel, FF,, Copeland, D.R. & | Paediatric | 52 Depression, Control-related coping strategies; behavioural, | Assessed control-related coping strategies based on
Barker, D.G. cancer pts. | % F beh. checklist cognitive, informational & decisional control. | data that sense of control leads to better adjustment.
1987 (6-17 yrs) & somatic Behavioural control (e. g demanding attention, Older adolescents used more cognitive control than
complaints temper ‘tantrurns) positively related to children who used behavioural control. No gender
depression. differentiation or diagnostic information reported.
Sanger, M.S., Copeland, D.R. & | Parentsof | 32 Personality Children with 22 clinically significantly scale | Mean 22 months post diagnosis. Questionnaires
Davidson, E.R. cancer pts. | 38% F Inventory for elevations on the PIC were seen as less completed by parents (92% mothers). Elevated PIC;
1991 m124yrs Children (PIC) socially competent & had parents who did not scales: somatic concern, intellectual screening,
(5-17 yrs) & CHIP make efforts to maintain family integration & withdrawal and psychosis.
an optimistic definition of the illness (CHIP).
Fife, B, Norton, J. & Groom, G. | Paediatric | 13 pts STAI Patterns of coping stable over time. Families Prospective study for a year from diagnosis. Assess
1987 cancer pts. | 33/27 MMPI with problems pre diagnosis experienced impact on family rather than coping strategies.
(6-17 yrs) mothers/ | FES deterioration in family life and difficulty Siblings assessed too, v. sml. number of pts.
& parents | fathers Marital adjust. | coping.
Kupst, MK. & Schulman, J.L. Paediatr. 43 Family Coping | Improvements in adjustment over time. Longitudinal study - 6-8 yrs. post diagnosis. Used
1987 cancer pts. | families Scale Correlates of coping were marital relat., coping | staft and parent ratings. Original intervention
m13yrs. & | 28 pts. Adjustment of other family members, family support, no study had assessed the usefulness of extensive
parents Rating Scale. additional stress and open communication. comu_nity support, control group.
Blotcky, A.D., Raczynski, ].M. Paediatr. 32 pts Hopelessness Family integration & maintaining self stability | Cross sectional, 3 months post diagnosis. Parents
Gurwitch, R. & Smith, K. cancer pts. | and both | Satis. family in parents contrib. to variance in hopelessness | subjective distress also related to hopelessness in
1985 (8-16 yrs) | parents CHIP scores in child. child. Mothers & fathers’ distress related.
and Sub;j. distress Relat. parent coping strateg. & subject. distress.
parents
Grootenhuis, M.A,, Last, B.F., Parents of | 163 None Control Strat?y Scale - developed by authors | Mean 37 months since end of treatment. Defines
de Graaf-Nukerk, ].H. & van paediatric | 52% F Mothers relied more on interpretative and rimary and secondary control strategies which
der Wel, M. cancer pts. llluSOI'y control than fathers. ction su'nﬂar]y to prob]em and emotion focused
1996 m 13 yrs. coping respectively. Dimensions for control are

predictive, vicarious, illusory and interpretative.

m; mean, A; diagnosis, tx.; treatment, CHIP; Coping Health Inventory for Parents.
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Smith and colleagues (1990) reported that 44 child/adolescent patients were
in the active phase of treatment, but did not describe the patients’ disease
status. They reported a mean period of 18 months from diagnosis, with a
standard deviation of 24 months and a range of 1 to 96 months. Similarly,
Sanger and colleagues (1991) reported but did not distinguish between
children in remission, who were not receiving treatment, children in
remission receiving maintenance chemotherapy, and, children who had

relapsed and were receiving active treatment.

The majority of research in Table 2.2 investigated children with leukaemia,
followed by children with lymphoma. This reflects the predominance of this
type of cancer in the child and adolescent age group. Reports of disease
status and prognoses, did not indicate whether the implications were
understood by patients or parents. Patients’ and parents’ perceptions of how
serious the cancer was would be a useful variable in relation to mood and
coping strategies. Health professionals working within oncology may
comprehend the implications of a “poor” or “average” prognosis. This may
not be so for the cancer patient and their family, particularly at diagnosis,
when the family and patient may not have met anyone with cancer or were

finding the situation confusing and shocking.

Research has controlled for phase of disease. Bull and Drotar (1991) assessed
paediatric oncology patients whose cancer (39% leukaemia) was in remission.
Fife and colleagues (1987) approached newly diagnosed families. Fife and
colleagues (1987) recruited 34 families comprising 13 patients, 33 mothers, 27
fathers and 31 siblings. The families were recruited a few days after they had
received the cancer diagnosis and categorised on the basis of the patients’
prognosis; poor (n=6); average (n=24), and above average (n=5) (Fife et al,,
1987). Numbers in the poor and above average prognosis groups were small

and hence comparisons were limited.

Table 2.2 demonstrates that research with families has reported mixed
groups. Kupst and colleagues (1987) reported a cross sectional assessment of
families who had participated in an intervention study 6 years previously.

The study groups, intensive and moderate intervention groups and a control
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group, were equally represented in the six year follow up cohort. At 6 years
the study group comprised 43 families (67%) of the original 64 families. Of
those not participating, 6 refused and 15 were impossible to locate. Of the 43
families that participated, 27 of the children were in remission, 1 child had
relapsed and in 15 families the child had died. In the analysis there was
limited discussion of the experiences of those families in which a child had
died. Possibly the researchers believed that the period of time since the death
(mean 5 years, standard deviation over four and a half years) meant that

there were no significant differences between the family groups.

Blotcky and colleagues (1985) recruited “intact” families comprising paediatric
patients and both parents. Although children with “intact” families may not
be representative of the families of paediatric cancer patients, by recruiting
such families it was possible to investigate specific family relationships.
Research should aim to recruit families that reflect society. In solely
recruiting “intact” families, research assessing links between distress and
coping strategies within the family unit may be biased. Additionally, limiting
studies to one type of family inevitably reduces the sample size in a research

area already subject to small study groups.

Research has been limited by its cross sectional design (Bull and Drotar, 1991;
Smith et al., 1990; Blotcky, et al. 1985; Sanger, et al., 1991; Grootenhuis, et al.,
1996, Worchel, et al. 1987). Bull and Drotar’s (1991) study was further limited
by asking respondents to remember back to experiences and report, for
example, what it had been like receiving chemotherapy. Hence the data
could have been subject to recall bias. By using a cancer related stress and
coping measure, Bull and Drotar (1990) investigated the stresses of staying
overnight in hospital; undergoing medical procedures; feeling sick; and
experiencing hair loss. The only ongoing stressor identified was what
strategies the patients used to deal with the cancer “in general”, and this was
not specific enough. In addition, Bull and Drotar (1990) did not include a
measure of adjustment in their research, such as psychological well being.
Particularly in research that asks participants to recall how they experienced

past events, current mood may influence recall.
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Of the longitudinal studies, Kupst et al. (1987) reported a cross sectional
analysis of a 6 year follow up of an intervention study, only introducing
longitudinal data in the results section with no prior hypotheses. Fife and
colleagues (1987) reported a one-year longitudinal study, from the time of

diagnosis, with several assessments points; 7 for parents and 4 for children.

Grootenhuis and colleagues (1996) aimed to assess the control-related
strategies adopted by paediatric oncology patients in remission, and in those
who had experienced a cancer relapse. The remission group comprised 43
children who had had no treatment for 1 to 5 years. The relapse group (n=41)
comprised children who had stable disease, experienced a relapse (n=33) or a
second malignancy. There were no differences between the groups in age,
sex or diagnosis. Research participation rates were 73% and 76% for the
remission and relapse groups respectively. The most common reason for
refusal was the fear of confronting previous experiences and/or emotions. It

is unusual for research report on refusal.

Much of the research in coping strategies adopted by paediatric oncology
patients and their parents has not been theory based. The research has been
explorative and used idiosyncratic measures rather than established
questionnaires. Even when established questionnaire methods have been
used, there seemed to be a tendency towards complex analysis and ways of
combining the data which were not based on clearly defined parameters.
Additionally, research still used parental reports of children rather than child
reports, even when the children were old enough to participate (Sanger,
1991). With increasing evidence of few relationships between child, parent

and nurse reports, hopefully this practice will become less common.

Smith and colleagues’ (1990) study comprised interviews, visual analogue
scales and observations of children's behaviour during a medical procedure
using the Observation Scale of Behavioural Distress - OSBD (Jay et al., 1983;
cited in Smith et al. 1990). Trained observers recorded the children's
behaviour during 15 second blocks, into 11 categories, such as crying and
verbal resistance. The behavioural observations were combined to give a

total distress score. Smith and colleagues (1990) reported good inter-rater
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reliability between the observers. The authors also used two visual analogue
scales for fear before the procedure and the amount of pain recorded as
having been experienced by the children after the procedure. The reliability
of these analogues was reported elsewhere and not measured in the study
group. This study was well designed because it used specific outcomes and
addressed the question of what information-related coping strategies children
used during medical procedures. Siegal’s (1983) Coping Strategy Interview
was used (cited in Smith et al., 1990) which comprises an open ended question
asking the child to imagine the procedure and what coping strategy they had
used during it. The responses were categorised into one of the behavioural
categories developed by Siegal. These categorise in turn were independently
classified by child clinical psychologists into information avoidant;
information seeking or mixed strategies with reasonable inter-rater
reliabilities. Those children with more experience of the disease (over 6
months since diagnosis and more than 10 prior procedures) were more likely
to use information seeking coping strategies than those children with less
experience of the disease (within 6 months of diagnosis and less than 10 prior
procedures). However, no relationship was reported between the coping
strategies used and the outcome measures of pain, fear and observed

distress.

Bull and Drotar (1991) assessed cancer and non-cancer related stressors and
asked their participants how they had dealt with these stresses. Two
standard interview schedules were used and a method of combining the
scores to generate “coping units” was developed. The standard interview
schedules were the Children’s Stress Inventory and the Cancer Related Stress
and Coping Measure (Wertlieb et al. 1987, McCabe and Weisz 1988,
respectively, cited in Bull and Drotar, 1991). The coping strategies obtained
from these measures were classified on 3 dimensions: (i) Function; problem
solving; emotion management: (ii) Focus; self; environment; other; and (iii)
Mode; information seeking; support seeking; direct action; intrapsychic (Bull
and Drotar, 1991). Independent raters were used to validate the allocation of

the coping strategies to the three dimensions, good reliability was reported.
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Worchel and colleagues (1987) developed a structured questionnaire to
measure dimensions of control in the chronically ill, hoping to resolve the
discrepancies between two previous models of control.  Children's
perceptions of, and strategies for gaining control were addressed in the 28
item questionnaire. The measure assessed behavioural, informational,
cognitive and decisional control. Measures of depression, a child behaviour
checklist and nurses’ rating were also used (Worchel et al, 1987).
Confirmatory factor analysis of the questionnaire demonstrated that the

questionnaire did not support the anticipated four factors.

In a small study group Fife and colleagues (1987) used several measures
including The Family Environment Scale (see Moos, R.H., 1990 for review)
and the Locke-Wallace Short Marital Adjustment Scale (cited in Fife et al.,
1987). The former assessed both patterns of interaction and the social climate
within the family. The later assessed satisfaction and adjustment within the
marriage. Reliability within the study group was not reported. Additional
measures were of state and trait anxiety, and personality (MMPI). Although
purporting to measure coping strategies, Fife and colleagues (1987) and

Kupst and colleagues (1897) did not use any measure of coping strategies.

Kupst and colleagues (1987) used the Current Adjustment Rating Scale
(Traux, C.B., 1975; cited in Kupst et al., 1987). This 12 item self-report
questionnaire asks how individuals perceive their adjustment in relation to
their spouse; their children; their likeability, and general functioning. The
rating scale is scored from ‘very poor’ adjustment to ‘very high’ adjustment.
This seems to be highly susceptible to report bias, in that to report oneself as
adjusted would seem more desirable. Additionally, the authors did not
define “adjustment”. Additionally the Family Coping Scale (Hurwitz et al.,
1962; cited in Kupst et al., 1987)) was used in the study. It was completed
using staff ratings of mothers, fathers and children's cognitive, affective and
behavioural coping. Seven families (16%) were assessed by telephone
interview which was not recorded but written “verbatim” as the interview

progressed (Kupst et al., 1987).
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Despite small sample sizes, much of the research used measures without a
hypothetical framework that structured what hypotheses were being tested.
A good study design, although cross sectional, was that of Blotchy and
colleagues (1987). This was the only study in table 2.2 which reported asking
children and parents to think specifically about the cancer diagnosis whilst
completing the questionnaires. It was also the only study that included
children and parents at a specific time post diagnosis; 3 months, all the
children having to be in at least partial remission from their cancer. Blotcky
and colleagues (1987) focused on how the coping strategies adopted by
parents (assessed using the Coping Health Inventory for Parents, McCubbin,
et al. 1991) were related to the child's feeling of hopelessness. ~Children
competed 3 measures; a hopelessness scale for children (Kazdin, et al., 1983);
a questionnaire assessing satisfaction with the family, and a mother-child
relationship evaluation scale (Roth, 1980). Parents also completed an
evaluation of their child’s interaction with the family (Tittler et al. 1982), and a
measure of their distress (Horowitz, et al., 1979). The measures used in the
study had been previously standardised and the authors reported reliability
data from this research rather than their own (Blotcky et al, 1987). The
measures were not routinely reported in the oncology literature and an

indication of the reliability in such a population would have been useful.

The Control Strategy Scale (CSS) was developed to assess the control-related
strategies parents used to cope with their child’s cancer (Grootenhuis, et al.
1996). The control strategies proposed by Grootenhuis and colleagues (1996)
were similar in emphasis to Folkman and Lazarus’ problem and emotion
focused coping. Primary control was the modification of objective conditions,
much like problem solving coping strategies, whereas secondary control was
the modification of the self, similar to emotion focused coping. The CSS was
developed on the basis of the literature and clinical experience, and aimed to
measure predictive vicarious control, illusory control and interpretative
control. Confirmatory factor analysis of the initial 38 items demonstrated
that 24 loaded on 4 factors with reasonably stringent analysis, explaining 39%
of the variance with Cronbach’s alpha scores between .66 and .89. Only

secondary control dimensions survived the factor analysis.
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In a longitudinal study from the time of diagnosis, Fife and colleagues (1987)
identified the importance of the family environment in coping strategies in
families with a child who had leukaemia. It seemed that in families
comprising stable and supportive relationships the stress of the diagnosis was
accommodated. However, families with pre-existing problems experienced a

deterioration in family life and had difficulty coping (Fife, Norton et al. 1987).

The impact of parents’ coping strategies on their children’s adjustment has
been studied (Sanger, Copeland et al. 1991). In this study, summarised in
Table 2.2, parents completed both the assessment of their child on the
Personality Inventory for Children (PIC) and reported their own coping
patterns using the Coping Health Inventory for Parents (CHIP). There may
have been excessive subjectivity with parents reporting about themselves
and their children. There was however an extremely interesting aspect of this
study that has not been identified elsewhere in the oncology literature. The
outcome measures were not the usual measures of anxiety and depression
that generally show higher scores of disturbed mood in girls than boys. The
PIC evaluates the behavioural, affective and cognitive status of children and
adolescents, it has 12 dimensions including achievement, withdrawal and
delinquency, as well as anxiety and depression. In the achievement
orientated PIC, 65% of boys compared to 33% of girls had 2 or more clinically
significant scale elevations. Boys came out much ‘worse’ than girls, it may be
that this type of measure assessing performance and behaviour, rather than

mood, is more sensitive to the ways in which stress is manifest in boys.

Eiser (1992) assessed both mother and fathers’ coping strategies in coping
with their child’s chronic illness. In this study of 198 couples, using the CHIP
and a measure of appraisal of difficulties, the children suffered from one of
five diseases; diabetes, asthma, cardiac conditions, epilepsy and leukaemia.
As has been discussed earlier, these illness have differing stresses and
implications and indeed differences were identified as a function of diagnostic
group. Parents of those children with leukaemia reported most difficulties.
Parents of older children reported fewer difficulties than parents of young
children. In this study, mothers reported more use of all the coping strategies

(autonomy, medical care, social support and family support) than fathers.
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Eiser and Havermans (1992) performed their own principal components
factor analysis of the CHIP and identified these 4 strategies rather than the 3
identified by the original authors (McCubbin, McCubbin et al. 1983). Mothers
reported social support to be less helpful the longer the time from diagnosis,

particularly mothers with children who had leukaemia or epilepsy.

In conclusion, much of the research described above comprises complex
studies, often without theoretical frameworks within coping theory. Many
studies would be difficult to replicate. Conclusions were not necessarily
supported by the data presented (Fife et al 1987). Measures were non-
specific, and none of the research with children was prospective, during the
time they were experiencing the cancer and its treatment. The more helpful
research was that which focused on specific research questions, such as
coping with medical procedures or particular coping strategies. For example,
assessing control related strategies (Worchel, et al, 1987) or hopelessness
(Blotcky et al., 1985). A specifically theory driven study was that of
Grootenhuis and colleagues (1996). The limited scope and theory of coping-
related research may be due to the relatively recent interest in coping

strategies and physical illness.

IMPLICATIONS OF PREVIOUS RESEARCH IN COPING FOR THE CURRENT STUDY

Previous research, and personal experience of the adolescent cancer unit, led
us to formulate the following hypotheses at the start of the current study;
that there would be negative correlations between the use of seeking
emotional and instrumental social support as coping strategies and anxiety and
depression in the adolescent patients and their mothers and fathers; that the
use of positive re-interpretation and growth, active coping, and planning would
be negatively correlations with anxiety and depression; that the coping
strategies of behavioural and mental disengagement would be related to poorer
psychological well being; that those who did not use acceptance as a coping
strategy at diagnosis would use more denial and disengagement strategies
over the year and have poorer psychological well-being; that acceptance
would be frequently used as a coping strategy in all family members, and

that behavioural disengagement would not be used.
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Coping and gender

Previous research led us to formulate the following hypotheses at the start of
the current study; that fathers will endorse the active coping strategies of
planning, the suppression of competing activities and restraint coping more than
mothers; that mothers and adolescent girls will use the social support coping
strategies of seeking emotional and instrumental support more frequently than
fathers and teenage boys; that adolescent boys will use the coping strategy of
denial more than girls; that mothers will use religion more then fathers in
attempting to cope with their child's cancer; that boys will use more humour

than girls.

Coping and the family

Previous research led us to formulate the following hypotheses at the start of
the current study; that initially differing coping strategies adopted by family
members would become more similar with the disease history; that the
coping strategies adopted by individual family members, particularly parents,

would have an impact on other family member's psychological well-being.

Coping strategies and disease history

Previous research led us to formulate the following hypotheses at the start of
the current study; that the number of coping strategies initially endorsed by
each family member would decrease over the 12 month study period with
the exception of acceptance; that there may be differences in psychological
well-being and the coping strategies adopted by the adolescent patients
depending on whether or not they are receiving treatment; that it may be
possible to identify coping strategies adopted when an adolescent patient

experiences a cancer relapse.

Coping and demographic variables

Previous research led us to formulate the following hypotheses at the start of
the current study; that lower income families would adopt mental and
behavioural disengagement strategies more commonly than higher income

families.
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2.5 FAMILY ENVIRONMENT

Family systems theory provides the rationale for much of the research in this

area although research has tended to be clinical rather than theory driven.
Systems theory proposes that the state of one family member influenced the
state of other family members hence illness in one reverberates throughout
the family. The concepts of cohesion, flexibility (adaptability) and
communication are consistently used to describe family and marital
dynamics. Family functioning is the manner in which family members fulfil
necessary roles and perform practical tasks that help the family live together
and move through time. McCubbin (1991) proposed that ‘family functioning’
was the adjustments and adaptations that families experienced as they moved
through the family life cycle. There was an emphasis on movement and

development as essential for adequate family functioning.

Based on the earlier work of Nerenz and Leventhal, Birenbaum (1990)
described the encapsulation of disease within the family. This encapsulation
comprised the coping strategies of normalisation, and controlling the
meaning of the experience. Encapsulation of the disease set limits and left the
individual and family disease-free periods. Birenbaum (1990) also described
the at-risk role in which parents engaged. The at-risk role was behaviour to
minimise the threat of the disease and involved compliance with the

treatment and protection of the child.

Moos and colleagues (1990) discussed family environment in terms of social
ecology. They wrote about the underlying characteristics of families
acknowledging that the social and physical environment had profound effects
on the individual. Physical illness was considered a life crisis requiring
cognitive reappraisal and coping. Because illness has an impact on the entire
social environment, family members need to adapt their coping strategies.
The Family Environment Scale developed by Moos and colleagues (1990)
assesses 3 domains; relationships; system maintenance and personal growth or goal

orientation.

Qualitative work by Hauser and colleagues (1990) focused on family

dimensions in diabetes. Diabetes is quite different to cancer, it is a chronic
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illness, not immediately life threatening and controllable. Hauser (1990) was
guided by clinical and theoretical questions from two conceptual domains;
family coping strategies and family interactions. Hauser (1990) emphasised
the importance of studying families and illness because of the limited scope
for the generalisation from normative development and family contexts.
Hauser and colleagues’ (1990) contributed to coping research and identified
the “family’s repertoire of responses to acute stressful events or chronic
strains” (p64; Hauser 1990).

Much of the literature concerning family environment is value laden with
implicit assumptions of what comprises ‘good’ family functioning. There has
been little research assessing the impact of varying family environments on
outcomes such as mood or child and adolescent behaviour. Prospective
research assessing developmental aspects of the family environment, as
children mature and become adolescents, has not been conducted. The vast
majority of research focusing on family environment is cross-sectional and
concentrates on a stressful episode rather than the ‘normal’ development of

the family.

Mothers of children with cystic fibrosis or anorexia nervosa, were more likely
to be emotionally distressed than mothers of well children, as assessed by the
General Health Questionnaire (Blair, Freeman et al. 1995). Levels of ‘caseness’
were 48% in mothers of children with anorexia nervosa, 34% in mothers of
children with cystic fibrosis and 17% in mothers of well children. In anorexia
nervosa family environment was a particular focus of research with debate
continuing about its aetiological role. Compared to families of well children
research has shown families of both anorexic and cystic fibrosis patients to
have high expressed emotion and over-involvement in each other's lives.
Over-involvement correlated with illness severity, no mood outcomes were
assessed in relation to family environment (Blair, Freeman et al. 1995). These
families were very different to the families studied in this research, primarily
because both anorexia and cystic fibrosis are chronic illnesses. Cancer is an
acute diagnosis and, as such, family environment should be relatively

‘normal’ when diagnosis occurs.
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INVESTIGATIONS OF THE FAMILY ENVIRONMENT IN CANCER MEDICINE

Early qualitative work assessing the impact of having a child with cancer in
the family was conducted by Spinetta and colleagues (1984). Research has
been limited, presumably due to the difficulties of accessing all family
members and concerns about intrusion into the family unit. This may be
particularly so in the context of a child with cancer. Such a momentous event,
the worst “life event” a parent could imagine, may well be such that
researchers feel they have no legitimate basis to assess such families. Extant
research has tended to focus on the mood environment, or coping strategies
within the family rather than the family characteristics. Additionally most of

the research does not assess the child’s perspective.

In family members with a parent with cancer, there were few relationships
between psychological distress nine weeks post diagnosis (Compas,
Worsham et al. 1994). Patients’ anxiety and depression were generally
unrelated to family members’ distress although there was a moderate
correlation (r=.32) between patients’ and spouses’ mean anxiety and
depression score (Compas, Worsham et al. 1994). This study assessed stress
response symptoms as well as distress (anxiety/depression) two months post
cancer diagnosis. The study comprised 117 cancer patients (72% women), 76
spouses (36% women) and 110 children between 6 and 30 years old. The
children were categorised into pre adolescent (mean age 8.6 years, n=26);
adolescent (mean age 17 years, n=50) and young adult (mean age 23 years,
n=34). The patients mostly had breast or gynaecological cancers (53%), and
with a mean age of 41 years were relatively young to have cancer. The most
distressed family members were adolescent daughters whose mothers had

cancer.

This study was unusual in that it assessed disease severity thoroughly. There
were three objective measures of disease severity; disease Stage (I/II/III or
IV); projected 5 year survival; and performance status (a measure of
functional impairment developed by the Eastern Co-operative Oncology

Group; ECOG). Family members were asked for their perception of the
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severity of the cancer, during interviews, with questions specifically
developed for the research:

“How serious do you think the cancer is at this time?”

“How stressful is your experience with the cancer at this time?”

“How upsetting is your parent’s illness for you right now?”

All the questions were answered on a 4 point Likert scale from ‘not at all’ to

‘extremely’ serious/stressful/upsetting.

Generally, the objective measures of disease characteristics were not
significantly associated with the anxiety and depression measure or the stress
response symptoms. There were significant relationships between perceived
seriousness and perceived stress, and both indices of distress in the patients,
spouses, young adults and adolescents. This supports prior research where
psychological stress has been more closely related to patients’ self-reports of
their disease symptoms than objective indices of disease severity (Given,
Stommel et al. 1993).

Mothers and fathers’ symptoms of post-traumatic stress were assessed after
their child’s cancer treatment had finished (Stuber, Gonzalez et al. 1994).
There were significant correlations between the severity of distress reported
by mothers and the severity of distress reported by fathers. However,
neither of the parents’ scores related to the child’s symptoms of post-
traumatic stress. The participants were mothers (n=30) and fathers (n=17) of
cancer survivors (n=30) who had had more than 22 months off treatment
(mean 62 months, SD 31 months) and were disease free. The diagnoses had
been leukaemia (47%) or solid tumours. The data appeared to support a
model of reciprocal interaction within the family. A significant amount of
variation (35%) in the cancer survivor’s appraisal of their treatment intensity
was accounted for by mothers’ score on the Post Traumatic Stress Reaction
Index (Stuber, Gonzalez et al. 1994). There was no such relationship with
fathers, although only 17 participated and the sample was self-selected. The
authors did not describe specific symptoms of post-traumatic stress that
might relate to having a child with cancer. Additionally, treatment intensity
comprised the child survivors being asked questions, specific to the study,

concerning the intensity of their treatment. All the children, with a mean age
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at diagnosis of 6.7 years, had completed treatment more then 5 years
previously. Hence there would have been considerable possibilities of recall
bias. This may be particularly so if the child's mother is experiencing
symptoms of Post Traumatic Stress disorder. Worchel and colleagues (1987)
found that the emotional adjustment of children with cancer was predicted by

whether the children had confidence in their parents.

Family function in the context of palliative care has identified five family
types using the Family Environment Scale (Moos, et al. 1990); supportive;
resolved conflict; hostile; sullen; and ordinary (Kissane, Blotch et al. 1994).
Psychological morbidity was greatest in the hostile, sullen and ordinary
families. The cross sectional study assessed 102 families comprising 79
patients (51% women), 84 spouses (52% women) and 179 offspring (60%
women; mean age 28 years, SD 8 years). Response rates were between 64%
(offspring) and 79% (spouses). Reasons for non-participation were that the
patient was too ill, it would be too distressing, or the questions would be too
personal. Patients were receiving palliative care and were eligible for the
study if they were judged by an oncologist to have less than 1 year of life left.
It was unclear whether this inclusion criterion was shared with the patients.
The patients had a range of cancers including; breast (23%); bowel (18%); lung
(16%); and lymphoma (8%).

Kissane and colleagues (1996) used the Family Environment Scale (FES)
(Moos et al., 1990) which assesses the individuals’ perceptions of their families
features. There are 10 sub-scales, Kissane and colleagues (1996) used three;
conflict; cohesiveness and expressiveness. Originally Kissane and colleagues
(1996) had intended to use the FACES III in categorising the families but
found it was not useful, and commented that they found the adaptability

dimension particularly useless.

Kissane and colleagues (1996) used the FES classification to design
interventions targeted at reducing the severity of grief reactions. Kissane and
colleagues (1996) used cluster analysis to classify families as
supportive/cohesive (33%); conflict resolvers (21%); sullen (9%) hostile (6%)

and ordinary (31%). Ordinary families were those who had intermediate
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levels of cohesion, expressiveness and conflict. They experienced moderate
psychological morbidity. Lowest psychological morbidity (Beck Depression
Inventory and Social Adjustment Scale) was associated with the families that
were supportive and resolved conflict. There was striking correspondence
between high cohesion with high expressiveness, and high conflict with low
expressiveness. Analysis comprised complex cluster analysis with extensive
statistical input. As with much family research, the clusters were derived
from the combined sample and not discrete families. This is a common

problem with family data that has not been resolved (Kissane et al. 1996).

Families with good inter-spouse communication have been identified to have
fewer adjustment problems in the context of a cancer diagnosis, in
comparison to families with poor inter-spouse communication (Vess,
Moreland et al. 1985). Fifty-four cancer patients, with their spouses and
children living at home, completed assessments 5 months apart. Twenty-nine
(64%) of the 45 patients surviving cancer completed the second assessment
(54% of the original sample). The research was grounded in the
Developmental Role Analysis (DRA) model of the nuclear family across the
life cycle (Vess, Moreland et al. 1985). The DRA model proposes that an
illness within the family unit results in the loss of the 'enactor’ of certain roles,
for example the housekeeper; the recreational planner, or the provider of
financial resources. Hence, families need to re-distribute these roles.
Whether or not this proves problematic depends on; the number and type of
roles the ill member held; the skills of other family members; and external
resources. The DRA model proposes that the reallocation of roles is
influenced by 3 factors; the stage of the family in the life cycle; the
communication pattern of the marital couple; and, the family’s prior method
of assigning roles, whether achieved or ascribed. The use of achieved role
assignment, rather than ascribed role assignment, in families was associated
with less conflict and role strain. The Washington Family Role Inventory
(Nye et al., 1976; cited in Vess, Moreland et al. 1985) was used to assess role
competence, strain and conflict and two scales of The Family Environment
Scale (Moos, 1900) were also used; cohesion and conflict (Vess, Moreland et al.
1985). The analysis was thorough and revealed that the sample at time 2 was

not representative of the sample at time 1. At time 2 the families had better
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communication and lower conflict and roles strain than the combined families
at time 1 (Vess, Moreland et al. 1985). This research was similar to a
functional analysis of the family. How helpful it would be to the role of the
adolescent or child with cancer within their families is unclear. Presumably, in
a family with well-structured parental roles, although parents would need to
develop their roles with an ill child, the child itself would not need to develop.
However, in a family where there were few boundaries, and the child may
have a role of peacemaker or friend between parents, if that child becomes ill

there may be significant implications for roles within the family.

High levels of family cohesion (connected and enmeshed families) have been
associated with better adjustment to breast cancer in a cross sectional study
(Friedman, Baer et al. 1988). Fifty-seven of 98 women approached completed
the Family Adaptability and Cohesion Evaluation Scales (FACES-II; Olson et
al., 1982; cited in Friedman, Baer et al. 1988). There was no data concerning
non-compliance. The FACES II scale assesses family cohesion and
adaptability. Family cohesion is defined as the emotional bonds family
members have to one other and has four discrete levels; disengaged;
separated; connected; and enmeshed. Family adaptability is the ability of the
family to change its power structure, role relationships and relationship rules
in response to situations and developmental stress. Family adaptability also
has four discrete levels; rigid; structured; flexible; and chaotic. Research has
reported a correlation between the cohesion and adaptability scales of the
FACESII. Women were classified into the four categories of cohesion and
adaptability, the distribution of allocation mirrored the general population
(Friedman, et al. 1987). In this study, cohesion proved to be a more useful
dimension than adaptability, much as Kissane and colleagues (1996) had

found.

All the women had had a mastectomy, 90% had received or were receiving
treatment (Friedman et al., 1987). Mean time from surgery to participation in
the study was 33.3 months with a standard deviation of 33.6 months (range 3
to 168 months). The women had a range of prognoses; Stage I (32%); Stage II
(42%); and Stage III/IV (26%). Stage IV being the worst prognostic category.

Friedman and colleagues (1987) did not explore the women’s understanding
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of their prognosis. Due to the range of prognostic groups, a correlation was
performed between duration of illness and adjustment. There were no
significant relationships hence the study group was analysed together rather
than by disease status. However, duration of illness is not an accurate
measure of disease status. It would have been more helpful to have assessed
patient’s perceptions of disease stage, and how well their treatment was

progressing.

The FACES II was completed twice, with the current family and the ideal
family in mind (Friedman et al., 1987). The discrepancy between the current
and ideal family is purported to be a measure of satisfaction. From
discussions within the research it is unclear whether this is a measure of actual
satisfaction. Individuals may be aware of what their ideal family could be but
are realistic enough to know that that is not a possibility, and may be satisfied
within the family despite a discrepancy between their current and ideal family.
There was a significant correlation between satisfaction with the family and
psychosocial adjustment (Freidman, et al. 1987). The level of ideal cohesion
reported by the women was as high as enmeshment on the FACES II scale.
Hence it seemed that stressed women would like a very cohesive family
environment. In Friedman and colleagues’ study (1987), it was only the
women with breast cancer who completed the family measure. These
perceptions are valuable, however, it would be useful to have more than one
family member completing family environment scales. In adult families,
more expressiveness and less conflict have been associated with less mood

disturbance for patients with breast cancer (Spiegel, Bloom et al. 1983).

Family scales generally appear to be value laden. For example, many may
not be keen to report that there is a lot of conflict in their family, wanting to
be seen as a “good family”. This may be especially so for a parent, where a
'good' family would be seen as an indication of child rearing ability.
Measures of social desirability may help to indicate whether family

environment scales have been completed accurately.

In conclusion, there is little research assessing the family environment for

patients with cancer as they go through treatment. All but one of the studies

100



described above were cross sectional. Considering the complexity of a family
environment, to assess such an environment at point in time, during a time of
great change, severely limits the usefulness of the research findings. No
research has assessed the family environment from the child with cancer’s
perspective. By using standardised questionnaires results from studies can be
compared. Both Freidman et al. (1987) and Kissane et al. (1994) used the
FACES II and III scales. These studies reported that family cohesion was a
more useful dimension than family adaptability. It seems that adaptability is
not that relevant, but closeness is when families are dealing with cancer in a

member.

IMPLICATIONS OF PREVIOUS RESEARCH IN FAMILY ENVIRONMENT FOR THE CURRENT
STUDY

Previous research, and personal experience of the adolescent cancer unit, led
us to formulate the following hypotheses at the start of the current study;
that the adoption of fostering family integration and maintaining of self-
stability (CHIP) by parents would result in lower anxiety and depression
scores in the adolescent patients; that there would be a relationship between
the score on the cohesive scale of the FAME and use of the coping strategies of
seeking social support for instrumental and emotional reasons and the reported
number and satisfaction scores on the social support questionnaire, and, that
there would be a negative relationship between state anger and conflict

resolution in the adolescent patients and their parents.

2.6 SOCIAL SUPPORT

The value of social support in the context of stress and coping, particularly

with illness, has been extensively reviewed (Blanchard, Albrecht et al. 1995;
Leppin and Schwarzer 1990; Schwarzer and Leppin 1988; Winnubst, Couzijn
et al. 1990). Early expectations anticipated that social support would explain
why some people successfully dealt with stress whereas others have great
problems. Overall social support is a valuable commodity and those with it
are better off than those without. However, as the body of research
increases, it has been suggested that the effect of social support can be

modest and occasionally negative (Hobfoll and Vaux 1993).
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Two early models of social support were the buffer model (Cobb 1976) and
the direct effect model. Buffer theory proposed that social support provided
protection for individuals from stressful situations. The direct effect model
stated that social support had an impact on well being independent of the
stress process. Hobfoll and Vaux (1993) described “...conceptual confusion,
methodological problems, and inappropriate statistical tests” (p693) which

resulted in varying research conclusions.

Vaux (1993) reiterates in his work with Hobfoll that social support should be
considered a meta-construct, comprised of three independent constructs:
Social support network resources: The objective, available social
relationships that can be called upon for help in time of need
and that offer stable attachment to a social group.
Supportive behaviour: The exchange of resources between at least
two individuals perceived by the providers or recipient to be
intended to enhance the well being of the recipient. The intention is to
help although the outcome may not be beneficial.
Subjective appraisals of support: People are influenced by how they
interpret the world rather than how their world is. The
individual’s evaluation includes features such as quality, timing

and fit of social support.

INVESTIGATIONS OF SOCIAL SUPPORT IN CANCER MEDICINE

There has been substantial research assessing social support and adaptation in
adults with cancer (Blanchard, Albrecht et al. 1995; Dunkel-Schetter 1984;
Winnubst, Couzijn et al. 1990). Social support as a coping strategy had been
described (Ell, Mantell et al. 1989). Little research has assessed children or
young adults where the family would be presumed to be the main provider

of social support.

Social support from teachers has been found to predict state anxiety during
treatment for childhood cancer (Hockenberry, Kemp et al. 1994). Adolescent
cancer amputees (74% above knee) reported that their mothers, siblings and
hospital staff were more helpful than friends at the time of their surgery

(Tebbi, Stern et al. 1985), friends were perceived as feeling sorry for them
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avoiding them or drifting away. However, the sample for this study was
small (n=27) and recruited over a considerable period of time (1968-1980).
During these 12 years cancer treatment, and society’s perception of cancer
patients, changed considerably. Intravenous chemotherapy as an active
treatment for cancer became increasingly available during the 1970’s. Mean
age at surgery was 16 years (SD 9.7 years) and at interview was 23 years (SD
1.2 years) (Tebbi, Stern et al. 1985). The cancer survivors completed a study-
specific questionnaire that asked about their current social support system,
their scholastic/vocational achievements and their social achievements. They
were also asked about how they perceived the support they had received
from their family and friends at the time of their surgery, as well as the
reactions of others (family/ peers/intimate friends) to the cancer at that time.
These last questions required the participant to think back an average of 7
years. Hence, the results should be treated with caution due to recall bias
influenced by subsequent experiences. Weighted means were used in the
analysis (Tebbi and colleagues 1987). Mothers were reported as having been
the most helpful in terms of support at the time of surgery by 78% of the
cancer amputees, followed by; fathers (63%); siblings (59%); hospital staff
(569%); close friends (44%); girl/boyfriends (27%); and other patients (26%).
The patients reported that their friends has felt sorry for them (65%), avoided
them (46%) but also that they offered help (62%).

Varni and colleagues (1994) reported a study of perceived social support in
thirty children (of 41 approached) nine months after the diagnosis of cancer.
The children had acute lymphoblastic leukaemia (47%), were a mean age of
11 years (range 8 to 13), were 47% girls, and 50% white; 30% Hispanic and
16% Asian/black. The social support measure asked the degree to which the
children perceived significant others as; caring for them as individuals; liking
them; understanding them, and listening to them. In other words, how they
perceived positive regard from others. The questions were structured to
overcome social desirability difficulties. =~ The children also completed
measures of depression, anxiety, self-esteem, and social anxiety. Parents
completed a child behaviour checklist. There were significant negative
relationships between depressive symptoms, anxiety, and perceived support

from classmates. In fact, perceived classmate social support was the only
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significant predictor of psychological adjustment, more important than
perceived support from parents, teachers or friends (Varni, Katz et al. 1994).
It may be that the normalisation inherent in continuing to attend school,
despite the stresses of the cancer and its treatment, was extremely valuable to
the young patient. Adolescents report more best friend relationships than
younger children, as may be expected as children grow up and move
towards independence, (Varni, Katz et al. 1994), the study was limited by the

small subject to variable ratio.

Varni and colleagues (1993) suggested that social skills training would
enhance the social competence of children with recently diagnosed cancer,
and facilitate positive social interactions. In this intervention study, children
were randomised to one of two groups; social skills training (treatment); or a
school reintegration programme (control) (Varni et al. 1993). Social skills
training comprised sessions of; problem solving cancer-related interpersonal
difficulties; assertiveness training; and how to handle teasing. The study
comprised 64 newly diagnosed cancer patients (5 to 13 years). The patients
were ‘selected’ rather than sequentially recruited. There were no details
about the type of cancer, time since diagnosis, or family support available.
The children completed a range of questionnaires assessing depression,
anxiety, self-esteem and social support. Parents completed a behaviour
checklist and a social competence scale concerning their child. They were also

asked to recall their child’s pre morbid functioning (Varni et al. 1993).

Varni and colleagues (1993) found that children who had received training in
social skills reported higher perceived classmate and teacher support at
follow up (9 months) compared to pre-intervention levels (Varni, Katz et al.
1993). There were more changes in the parents’ reports than the children's
which could lead to speculation concerning the reliability of the children's
data or the accuracy of parents’ reporting about their children (Varni, Katz et
al. 1993).

Reductions over time in available social support have been reported in
childhood cancer survivors and parents (Kazak and Meadows 1989;

Hoekstra-Weebers, Heuvel et al. 1996). Kazak and colleagues (1989)
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recruited 35 children and their families, of 47 approached, who had survived
lymphoblastic leukaemia (92%). The survivors had been off treatment and
disease free for at least 5 years. Mean age when completing questionnaires
was 12 years old, mean age at diagnosis had been 3.7 years. A comparison
group of 13 families was recruited, who were friends or neighbours of the
cancer survivor families. Each group was assessed twice, 6 months apart.
Children completed the FACES II questionnaire assessing family cohesion
and adaptability; a self perception profile for adolescents assessing
competence and self worth; and, a social support rating scale which was
modified by Kazak and colleagues (1987). The rating scale assessed 17
sources of available support, the extent they were satisfied with this support
and the extent they were the sort of individuals who would seek support.
Parents completed a child behaviour checklist and a measure of anxiety and
depression. The research was severely limited by small numbers, particularly
in the comparison group. At time 1 there were no differences between the
groups. At time 2 the cancer survivors felt they received both less emotional
support, and less help and guidance, from their families, friends, teachers and
non-family adults. Fifty seven percent of variation in perceived social
acceptance in the cancer survivors was explained by; satisfaction with
emotional support; age at diagnosis, and the child’s perceived family
adaptability (Kazak and Meadows 1989).

Hoekstra-Weebers and colleagues (1996) used self-report questionnaires
developed in The Netherlands to assess social support and psychological
distress in parents of children with cancer, over the first 6 months of
diagnosis. The instruments used were the General Health Questionnaire
(Goldberg and Williams 1988) and The Social Support List Interactions (SSL-I)
and Discrepancies (SSL-D) (van Sonderen 1993; both cited in Hoekstra-
Weebers, Heuvel et al. 1996). The authors assessed the number of supportive
interactions, and satisfaction with the amount of support received, as
reported by 85 mothers and 79 fathers of children newly diagnosed with
cancer. The social support scale addressed varying aspects of support; every
day emotional support; emotional support with problems; support through
appraisal; instrumental support; social companionship; informational support

and negative support. Parents reported that they received significantly more
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emotional, instrumental, informational and negative support than a norm
group at the time of diagnosis. Over the six months after the diagnosis of
cancer, levels of support had decreased to the same as those reported by the
norm group. Satisfaction with support remained the same over time
(Hoekstra-Weebers, Heuvel et al. 1996). Hoekstra-Weebers and colleagues
(1996), using a cut off score of >3 to denote caseness on the General Health
Questionnaire, reported that 85% and 62% of parents reported significant
levels of psychological distress at diagnosis, and 6 months, respectively.
There was no sex difference. The authors also reported that those parents
considered to be ‘cases’ reported higher levels of social support than non
cases at diagnosis and 6 months. However, ‘non cases’ reported more
satisfaction than ‘cases’ with the social support they received (Hoekstra-
Weebers, Heuvel et al. 1996).

It has been suggested that survivors of childhood cancer are more likely to
report dissatisfaction with important relationships than healthy peers (Gray,
Doan et al. 1992). The authors proposed that this was a reflection of the high
expectations survivors had based on their difficult, yet rewarding,
experiences during times of illness. Others have found that young survivors
of osteosarcoma had more difficulty trusting that they could get support and
understanding from people (Sammallahti, Lehto-Salo et al. 1995). In parents
of childhood cancer survivor, anxiety and depression have been inversely
related to perceived social support (Speechley and Noh 1992). The inverse
relationship was stronger in mothers than fathers. Just one study assessed
how helpful various sources and amounts of social support were to parents
during the first six months of diagnosis (Hoekstra-Weebers, Heuvel et al.
1996) but there was no assessment of the adolescent cancer patients

themselves.

IMPLICATIONS OF PREVIOUS RESEARCH IN SOCIAL SUPPORT FOR THE CURRENT STUDY

Previous research has led to the formulation of the following hypotheses at
the start of the current study; that mothers and daughters would report
higher levels of number and satisfaction with social support than fathers and
sons, and; that number and satisfaction with social support would be

negatively related to anxiety and depression in all family members.
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2.7 HEAIL'TH LOCUS OF CONTROL

The perception of the control one has over one’s health has been the subject

of much research, particularly in the context of adherence to treatment, health
promoting behaviours and the response to chronic and acute illness (Norman
and Bennett 1996).

Rotter’s Social Learning Theory was the basis for the development of health
locus of control theory. It proposed that the likelihood of a particular
behaviour occurring depended on both, the individual’s expectancy that the
behaviour would lead to a particular outcome, and, the value of that outcome
to the individual. Individuals have expectancy beliefs for particular situations
as well as generalised expectancies that cut across situations. Locus of control
is defined as a generalised expectancy relating to the perceived relationship
between one’s actions and the outcomes experienced. Rotter proposed the
distinction between internal and external control. An individual who
perceives themselves to have internal control sees events as being the
consequences of their own actions and therefore under their control. The
individual who perceives control to be external perceives that events are
unrelated to their own actions and hence determined by factors beyond their

personal control.

The generalised expectancy that one’s actions are instrumental to goal
attainment (locus of control) has been measured extensively using Rotter’s
internal-external scale. Individuals with high internal scores are more likely
to make efforts to control their environment, take responsibilities for their
actions, seek out and process relevant information, exhibit better learning,
and show more autonomous decision making. Applying these findings to
health behaviour it was predicted that ‘internals’ would take more active
responsibility for their health and be more likely to engage in health
promoting activities (Norman and Bennett 1996). Research has demonstrated
cautious support for these hypotheses. There were two principle criticisms of
the application of locus of control theory to health (Norman and Bennett
1996).
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The first is that the amount of variance in health behaviour explained by the
internal-external dimension was low and therefore a more specific measure
was needed. Rotter had proposed that when an individual had some prior
experience in a given situation then situation-specific expectancy beliefs would
be more predictive of behaviour. Hence by using non-specific measures
there was no indication of what specific situation was being considered.
Secondly, there was criticism of the uni-dimensional conceptualisation of locus
of control. It was proposed that locus of control was multi-dimensional
because internal locus of control was considered to be orthogonal in relation
to external locus of control. Additionally, within external control the
dimensions of powerful others and chance were thought to be
distinguishable. On the basis of these criticisms of early locus of control
research, Wallston and colleagues (1978) developed the Multidimensional
Health Locus of Control Model.

MULTIDIMENSIONAL HEALTH Locus oF CONTROL MODEL

The Multidimensional Health Locus of Control model is a generalised
expectancy of beliefs with respect to health along three dimensions. Internal;
health is the result of one’s own actions; Powerful Others; the extent to which
individuals feel their health to be under the control of others; Chance; the
extent to which individuals believe their health is owing to chance or fate
(Norman and Bennett 1996). The purpose of developing the model and the
resultant 18 item questionnaire was so that the health locus of control
dimensions could be investigated to determine their role in predicting health
related behaviour (Wallston, Wallston et al. 1978).

In research investigating health locus of control in adolescents, Stanton and
colleagues (1995) found significant main effects for gender and change across
age. Girls had lower mean scores than boys on the powerful others dimension
and at age 15 scores for powerful others and chance were slightly but
significantly lower than at age 13 years. Additionally the factor structure for
the HLOC scale was different across gender. At age 15 years a three factor
solution was better for girls whereas a two factor structure was suitable for
the boys; at age 13 years a two factor structure had been suitable for both

boys and girls (Stanton, Raja et al. 1995).
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Health locus of control: Predictions

Dimension Prediction

Internal ¢ More likely to engage in health promoting activities

Powerful Others | e Having strong belief in role of others may be
advantageous in situations where little control is
possible e.g.: acute illness

* Not found to predict behaviour in health populations,
may be more relevant to illness behaviour

* Strong Powerful Others belief may be predictive of
health behaviour when recommended by health
professional

Chance ¢ Strong Chance HLOC may be adaptive when there is

little anyone can do to change health status

INVESTIGATIONS OF HEALTH LOCUS OF CONTROL IN CANCER MEDICINE

Little research has assessed when or how children develop health locus of
control beliefs (Stanton, Raja et al. 1995). Internality has been shown to
increase with age and illness experience (Perrin and Shapiro 1985; Stanton,
Raja et al. 1995).

Tebbi and colleagues (1987) found that neither age, nor time since diagnosis
were related to levels of internality in 28 adolescent cancer patients (mean age
17 years, range 10 to 23 years, SD 3.8). The adolescent patients (28% girls)
were still receiving treatment and were a mean of 37 months (range 1 to 148
months, SD 40 months) since diagnosis. Mean age at diagnosis had been 14
years, range 2 to 21 years. A range of cancers were represented in the study.
Tebbi and colleagues (1987) assessed generalised, rather than health specific,
locus of control using the Nowicki- Strickland Locus of Control Scale (cited in
Tebbi, 1987). Analysis comprised dividing the adolescent patients into two
groups of 14 depending on age, and 3 groups based on time since diagnosis
(n=11,8,9). With such small numbers, it is unsurprising that no differences in
internality, due to age or time since diagnosis, were found. Secondary
control, through religious beliefs, was described qualitatively. Seventy

percent (n=19) of the adolescent patients agreed with the statement that
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“one’s religious commitment gives life a certain purpose which it could not
otherwise have” and 22 (79%) agreed that “religion offers a sense of security
in the face of death which is otherwise not possible.” Tebbi and colleagues
(1987) explored the relationships between religion and locus of control. They

found no significant relationships in their group of adolescent cancer patients.

The treatment of cancer requires intense medical intervention affording both
patients and their parents few feelings of control. It has been proposed that
experience with chronic illness would lead children with cancer to adopt a
more external locus of control because the illness could not be controlled by
internal processes (Tebbi, Mallon et al. 1987). Internal beliefs would not be
adaptive if the illness was beyond individual control. Perrin and Shapiro
(1985) suggested that the differences between children with chronic illnesses
and controls in their study were due to illness-related experiences that
resulted in an increased external locus of control. There were no oncology
patients in their study (Perrin and Shapiro 1985). There appear to have been
no prospective studies assessing the evolution of health locus of control

alongside the experiences of illness in children or adolescents.

Those who hold internal beliefs about their health have been suggested to
engage in more adaptive behaviours, feel better about themselves and have
lower anxiety levels than those whose beliefs are external (Norman and
Bennett 1996). However, there may be significant differences between health
locus of control in healthy and ill individuals (Goertzel and Goertzel 1991).
Studies have shown that children and adolescents with chronic or serious
illnesses perceive less control over their health than healthy peers (Zirinsky
1993).

There are however, differences between illnesses. Adolescent patients with
oncological (n=30), cardiac, renal and rheumatological disorders reported
reduced control over their health compared to adolescents with diabetes or
cystic fibrosis (Kellerman, Zelter et al. 1980). The adolescent oncology
patients were 15 years old (40% girls) and a mean of 1.7 years post diagnosis.
A total of 168 un-well adolescents were compared to 349 well adolescents. All

the adolescents completed the Spielberger State Trait Anxiety Inventory, a

110



measure of self esteem, and the Multidimensional Health Locus of Control
Scale (abbreviated 4 point Likert scoring). Ill adolescents reported higher
external scores than well adolescents. Adolescent patients with
rheumatological problems reported the highest external scores. Kellerman
and colleagues (1980) also reported a positive relationship between internal
health locus of control and self esteem. It seemed that adolescents with high
self-esteem were less likely to be anxious, and more likely to perceive that
they had control over their health, in comparison to peers with low self-
esteem. The cross sectional design of this study did not allow further

exploration of these relationships alongside disease trajectory.

No relationship has been found between paediatric (< 12 years) and
adolescent (13 to 18 years) cancer patients” anxiety and dimensions on the
Health Locus of Control scale and the Child’s Health Locus of Control Scale
(Parcel and Meyer 1978, cited in Goertzel and Goertzel 1991). Anxiety was
assessed using the Spielberger State Trait Anxiety Inventory and self-concept
assessed using the Piers-Harris Children’s Self-Concept Scale (cited in
Goertzel and Goertzel 1991). Thirty-eight patients (74% girls) participated in
the cross sectional study. Most of the children had leukaemia (n=25), 19 were
receiving treatment and 12 had relapsed, although at the time of the study all
were in remission. There were no data about time since diagnosis. Goertzel
and Goertzel (1991) reported poor reliability data for both the Health Locus
of Control scale; Cronbach’s alphas between .42 and .58, and the Child’s
Health Locus of Control Scale; Cronbach’s alphas between .23 and .73.

Mothers of children with a chronic iliness had lower scores on the internal
dimension and higher scores on the powerful others dimension of the Health
Locus of Control Scale, compared to mothers of healthy children (Perrin and
Shapiro 1985). No relationships have been shown between mothers’ and
children’s health locus of control scores (Perrin and Shapiro 1985; Stanton,
Raja et al. 1995).

In a comparison study of 138 paediatric cancer survivors (mean age 12.5

years, range 8 to 16 years) and 92 control adolescents, the cancer survivors

had higher scores of external locus of control (Greenberg, Kazak et al. 1989).
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However, the mean scores for both groups were within the normal range.
Adolescent patients who continued to report severe medical effects, due to
the cancer or its treatment, were identified to have more depressive
symptoms and higher external health locus of control compared to those
survivors with no, mild, or moderate late effects (Greenberg, Kazak et al.
1989). The severe medical effects were assessed by an oncologist and a nurse,
there were 3 groups; no limitation on activities (30%); no serious restriction
on daily activities (48%), and significant restriction on daily activities (22%).
Locus of control was assessed by the Nowicki-Strickland Locus of Control
Scale assessing the connection between action and outcome. The authors
reported good alpha coefficients. The adolescent patients and controls also
completed measures of self-concept; depression; family environment, and
personal stress. The mean time between cancer diagnosis and assessment
was 8.8 years (range 5 to 16 years), the mean age at diagnosis had been 3.6
years (range 2 months to 9 years). Hence, these adolescents had had lengthy
experience of living with their cancer and it would not be surprising that they
felt they had some control. The locus of control scale used in this study was

not specific to health (Greenberg, Kazak et al. 1989).

IMPLICATIONS OF PREVIOUS RESEARCH IN HEALTH LOCUS OF CONTROL FOR THE

CURRENT STUDY

Previous research has led to the formulation of the following hypotheses at
the start of the current study; that the internal dimension of the HLOC scale
would be related to age in the adolescent patients and control adolescents;
that the adolescent patients’ internal and external dimensions would change
over the year with experience of illness; that adolescent patients with high
external scores (chance or powerful others) would have better psychological
well-being than those who have low external scores, and; that there would be

no relationship between adolescent patients and parents” HLOC dimensions.
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2.8 AIMS OF THE CURRENT STUDY

There are six key aims to the project, some are underpinned by the

hypotheses, others are more explorative;

. To study the emotional responses of adolescent patients to the
diagnosis of cancer at the time of diagnosis, with particular reference
to anxiety and depression.

J To study emotional responses of parents to the diagnosis of cancer,
in their child, at the time of diagnosis, with particular reference to
anxiety and depression

J To determine the emotional responses and adaptation which occur
during the first year following diagnosis in adolescents and their
families, with particular reference to anxiety, depression and coping
strategies.

. To study the interactions between mood and coping strategies in
family members.

J To relate findings to diagnosis, remission and relapse outcomes.

. To determine if adolescents or parents at especial risk of severe
mood change can be identified to allow staff to take preventive

steps.

2.9 SUMMARY OF STUDY HYPOTHESES

The present study assessed adolescent patients and their parents as they
experienced the stresses of a cancer diagnosis and the subsequent treatment.
Families were recruited on initial presentation to the adolescent unit and
followed prospectively for the first year of diagnosis. Mood states,
dispositional optimism, illness perceptions, activity levels, coping strategies,
family environment, social support and health locus of control were

measured using questionnaires. Below are the study hypotheses;
ANXIETY, DEPRESSION AND ANGER HYPOTHESES;

e That mothers and daughters would show greater anxiety and

depression at diagnosis and during the year than fathers and sons.
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That girls would have higher levels of state anger than boys.

That state anxiety and depression would be correlated throughout the
year in all family members.

That state anger would be positively related to state anxiety and
depression in adolescent patients, mothers and fathers.

That anger would be higher in those adolescent patients with extensive
disease at diagnosis.

That adolescent cancer patients would have higher levels of anxiety

and depression, at the time of diagnosis, compared with control
adolescents.

That mothers and fathers would have higher levels of anxiety at the time
of diagnosis than standardised norms.

That there would be relationships between anxiety in the adolescent
patients and their parents, and depression in the adolescent patients
and their parents.

That the period of treatment would influence the adolescent patients’
reports of anxiety, depression and anger with increases during the
treatment period and decreases by 12 months, providing treatment had
been completed.

That mother's and father's reports of anxiety and depression would not
decrease over the year following diagnosis.

That anger scores would increase at the time of relapse in

adolescent patients, mothers and fathers.

DISPOSITIONAL OPTIMISM HYPOTHESES;

That optimism scores would be negatively correlated with anxiety,

depression and anger in adolescent patients, mothers and fathers.

ILLNESS REPRESENTATION HYPOTHESES;

That there would be a positive relationship between the number of
symptoms reported, whether due to treatment or disease, and anxiety,
depression and anger.

That optimism would be negatively correlated with physical symptom

reporting by the adolescent patients.
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That there would be relationships between dimensions on the IPQ and
some coping strategies; particularly the dimension of consequences

and the less adaptive coping strategies.

That there would be differences in illness representations in adolescent
patients who were <14 years and those > 15 years at diagnosis.

That the adolescent patients who perceive their symptoms to be
treatment related would have better psychological well-being than those
who perceive their symptoms to be due to their cancer.

That the relatively naive adolescent patient would change their beliefs
about the cause, consequences, time line and cure dimensions of illness

representation over the course of their illness.

COPING STRATEGIES HYPOTHESES;

That there would be negative correlations between the use of seeking
emotional and instrumental social support as coping strategies and

anxiety and depression in the adolescent patients and their mothers

and fathers.

That the use of positive re-interpretation and growth, active coping,

and planning would be negatively correlations with anxiety and
depression.

That the coping strategies of behavioural and mental disengagement

would be related to poorer psychological well being.

That those who did not use acceptance as a coping strategy at diagnosis
would use more denial and disengagement strategies over the year and
have poorer psychological well being.

That acceptance would be frequently used as a coping strategy in all
family members.

That the coping strategy of behavioural disengagement would not generally
be used.

That optimism would be positively correlated with acceptance, planning
and humour as coping strategies.

That optimism would be negatively correlated with the coping strategies

of avoidance and behavioural disengagement.
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Coping and sex;

o That fathers will endorse the active coping strategies of planning,
suppression of competing activities and restraint coping more than mothers.

e That mothers and adolescent girls will use the social support coping
strategies of seeking emotional and instrumental support more
frequently than fathers and adolescent boys.

o That adolescent boys will use the coping strategy of denial more than
girls.

e That mothers will use religion more then fathers in attempting to cope
with their child's cancer.

¢ That boys will use more humour than girls.

e That anger and the coping strategy of religion would be negatively

correlated.

Coping and the family;

o That initially differing coping strategies adopted by family members
would become more similar with the disease history.

e That the coping strategies adopted by individual family members,
particularly parents, would have an impact on other family member's

psychological well-being.

Coping strategies and disease history;

¢ That the number of coping strategies initially endorsed by each family
member would decrease over the 12 month study period with the
exception of acceptance.

o That there may be differences in psychological well-being and the
coping strategies adopted by the adolescent patients depending on
whether or not they are receiving treatment.

o That it may be possible to identify coping strategies adopted when an

adolescent patient experiences a cancer relapse.
Coping and demographic variables;

e That lower income families would adopt mental and behavioural

disengagement strategies more commonly than higher income families.
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FAMILY ENVIRONMENT HYPOTHESES;

That the adoption of fostering family integration and maintaining of
self-stability (CHIP) by parents would result in lower anxiety and
depression scores in the adolescent patients.

That there would be a relationship between the cohesive scale of the
FAME and use of the coping strategies of seeking social support for
instrumental and emotional reasons, as well as the reported number
and satisfaction scores on the social support questionnaire.

That there would be a negative relationship between state anger and
conflict resolution in the adolescent patients and their parents.

That anger scores would be negatively related to the cohesion and

conflict resolution scales of the FAME questionnaire.

SOCIAL SUPPORT HYPOTHESES;

That mothers and daughters would report higher scores for of number
and satisfaction with social support than fathers and sons.
That number and satisfaction with social support would be negatively

related to anxiety and depression in all family members.

HEALTH LOCUS OF CONTROL HYPOTHESES;

That the internal dimension of the HLOC scale would be related to age in
the adolescent patients and control adolescents.

That the adolescent patients’ internal and external dimensions would
change over the year with experience of illness.

That adolescent patients with high external scores (chance or powerful
others) would have better psychological well-being than those who have
low external scores.

That there would be no relationship between adolescent patients and

parents’ HLOC dimensions.
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CHAPTER 3: METHOD

This prospective, longitudinal questionnaire study was designed to assess the

psychological impact of a diagnosis of cancer on adolescent patients and their
family during the year after diagnosis. The study was conducted on the
Adolescent Cancer Unit at the Middlesex Hospital. Ethical approval was
given by the Middlesex Hospital’s Ethical Review Committee. New referrals
to the unit were suitable for the study providing they fulfilled the following

criteria:

e  Adolescent patient aged between 12 and 19 years inclusive
e  Recent diagnosis of cancer, preferably within 1 month
e  Nosignificant previous illness e.g.: cancer, cystic fibrosis
¢  Adequate command of spoken and written English
e  Auvailability for follow-up
e  Absence of known pre-existing psychopathology
e.g.: depression, anxiety

e  Able to give informed consent
A pilot study was conducted to ascertain the acceptability of psychological

research and the feasibility of the study to the adolescent cancer patients, their

families, and to staff on the Adolescent Cancer Unit.

3.1 PILOT STUDY

The pilot study had two phases; the first assessing the role and content of the
initial interview, the second assessing the feasibility and scheduling of the
chosen questionnaires. In the first phase two adolescents, one who had
already received chemotherapy and one who was newly diagnosed, agreed to
be interviewed and complete a sample of questionnaires. In the second phase
seven families, who subsequently became part of the main study, were asked
about the acceptability of the interviews and questionnaires. The study
logistics and questionnaire scheduling were tested with this group. The aim

was to determine if the original study design was feasible, and whether

118



family members were overburdened with questionnaires. As a result of the
pilot study modifications were made to the study design, the recruitment of
family members and procedures, the initial interview and the selection and

scheduling of questionnaires.

Modifications to the study design

The outcome variables in the study were continuous and the relative effects of
the variables were to be examined through a multiple regression model, once
an analysis was made regarding the hypotheses. It was intended to compare
those who would be considered to have a clinical depression and those who
would not. On the assumption that the ratio between those not relapsing and
those suffering a relapse was 2:1, with 95% confidence and 80% power, and
with the modest assumption that 30% of those who relapse would become
depressed, and that 10% of those without a relapse would become depressed,
the sample size required was 81. Hence, the study originally aimed to recruit
100 families over a two year period. It became apparent during the pilot
study that this would not be possible. A significant proportion of new
adolescents referred to the unit were from overseas and even if their spoken
English was adequate there were likely to be difficulties with follow-up.
Additionally, a proportion of the new patients were adolescents whose cancer
had relapsed. The target was therefore revised to a minimum of 60 families
which would take approximately two and a half years. The period of
minimum follow-up was reduced to 12 months. In an attempt to increase
recruitment, families were approached on the paediatric ward as well as the
adolescent unit and, the upper age range for the adolescent patients was

extended from 19 to 20 years.
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The control group
A control group was not part of the original study design. At the end of the

second year of the study an extensive literature search revealed that there
were no UK studies in which adolescents completed the questionnaires used
in the current study. An age and sex matched control group (n=173) was
therefore recruited retrospectively from four sources: two comprehensive
schools; one in north London (n=114) and one in Enfield (n=41); a Christian
youth club (n=10) and colleagues' children (n=8). The assessment was cross-
sectional. Adolescents recruited at schools completed the questionnaires

during lessons supervised by the researcher.

Modifications to recruitment and procedures

It was unclear how adolescent patients and their families would react, soon
after a diagnosis of cancer, to a request to discuss their emotions and to
complete questionnaires. An assessment was therefore made of when and
how to approach families. The modified procedure was that a senior member
of the medical team (consultant or senior registrar) briefly told the patient and
family about the research. The researcher was then introduced to the family,
by that member of the medical team and, after a brief discussion, an
information sheet was given (see Appendix 2). The information sheet
explained the research including the frequency of assessments, the types of
questions asked and the need for as many family members as possible to
participate. Families were then encouraged to discuss amongst themselves
whether or not to participate. Families invariably agreed at this first meeting
to take part in the research and informed written consent was obtained (see

Appendix 3).

Most family members found the opportunity to discuss what had been

happening to them over recent months very helpful and did not object to
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being approached early after the cancer diagnosis. Those families or
adolescents who refused to participate may have found the research intrusive.
Six families, of 66 approached (9%), refused to take part citing a reluctance to
discuss 'feelings' at the time of diagnosis or having too many forms to fill out

already. Demographic data concerning the 'refusers' was recorded.

The questionnaire research became part of the routine work-up to the
commencement of chemotherapy. In the majority of cases it was possible to
complete both the initial interview and the questionnaires with the adolescent
before the first course of chemotherapy had started. In a few cases problems
were encountered with the adolescent being away from the ward for
investigations, and occasionally there were difficulties organising the
adolescent, one parent and a member of the medical team to be on the ward at
the same time. The researcher conducted the initial interviews and completed
questionnaires with the adolescents. Previous research with adults has used
an interview technique for the completion of questionnaires in order to fully
engage the participants (Carver, Pozo et al. 1993). The aim of 'maximally
engaging' the participant is particularly appropriate to an adolescent study
group who mostly had no experience of this type of research. Once rapport
had been established with the adolescent the researcher judged whether the
adolescent would be capable and sufficiently motivated to complete the
questionnaires independently. Whether the adolescent completed the

questionnaires alone or with the researcher was recorded.

Modifications to the initial interview

The length of the initial interview was reduced in order to increase the
acceptability of the study by limiting the amount of time required of

individual family members. By shortening the initial interview it was
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possible to include more questionnaires at the first visit, reducing the

questionnaire burden for the second visit.

Initial interviews were conducted individually. The interviews elicited
information about demographic, economic, family, educational and social
factors. Factual details surrounding the period immediately pre- diagnosis
were also collected e.g.: duration of symptoms, who told who the diagnosis.
The adolescent patient's initial interview was modified to reduce the
emphasis on sport and ask about other activities such as clubs, hobbies and
family pets. In order to determine socio-economic status the parental
interview included questions concerning family income, housing details,
parental schooling and occupation. Initially the interviews were recorded,
however, as there were no plans to analyse the recorded interviews recording

was stopped.

The first draft of the interviews included the General Functioning (GF) sub
scale of the McMaster Family Assessment Device (Byles, Byrne et al. 1988)
and the Fighting Spirit (FS) sub scale of the Mental Adjustment to Cancer
scale (Greer and Watson 1987). Both these sub scales were removed from the
interviews for two reasons. Firstly, it was felt that because the scales were
completed with the researcher, there were elements of social desirability in
the answers provided, particularly by the parents. The FS sub scale consists
of 4 questions which everyone answered in a positive manner, it is seen as
socially desirable to 'fight' a diagnosis of cancer. Secondly, both
questionnaires had idiosyncratic properties. For example, the GF contains
two ambiguous questions which both adolescent patients and parents sought
further explanation for; "Individuals are accepted for what they are" and "We

feel accepted for what we are."
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In consultation with a consultant clinical oncologist, decisions about the
amount and type of the clinical data to be collected during the interview were
made. Simple rather than detailed (TNM staging) indices of prognosis were
used. The patient and family's perception of how ill, and how likely to die the
adolescent patient was, was deemed more relevant than the doctor's
perception as it would have the greatest impact on the patient and parents’
psychological variables. Disease extent at diagnosis was recorded; local,
locally advanced or metastatic. Due to the anticipated high incidence of bone

sarcoma an indices of activity was used to assess performance status.

During the pilot study it was identified that a brief disease/treatment
assessment would be required each time the adolescent patient and their
family members completed questionnaires.

At each questionnaire assessment the following data were recorded:

e Whether the adolescent was receiving treatment, how recently
treatment had been received (days) and the modality of the most
recent treatment

e Patient and parental perception of the response to treatment;
stable or responding, versus not responding, or progression

e Whether the adolescent patient was attending school or working

e Performance status

e Summary details of the chemotherapy, surgery and radiotherapy

each adolescent patient received.

At the beginning of the study it was planned that all the family members
taking part in the research would be interviewed by the researcher before
completing any questionnaires. As the pilot study progressed it became
apparent that not all family members visited the Adolescent Unit. The

adolescents mostly received their chemotherapy during the week when

123



fathers were mostly working. Hence, it was planned to interview the
adolescent patient and one parent at diagnosis, whichever parent was on the
unit with the adolescent. Family members who had not been seen by the
researcher were recruited via the parent initially interviewed, usually the

mother.

During the pilot study the plan for a final interview at 12 months was revised.
Many of the adolescents would no longer be regularly attending the
Adolescent Unit, lived at some distance from London or were not necessarily
prepared to be re-interviewed at 12 months. Instead, an end of study
appraisal was added to the 12 month questionnaire pack (see Appendices 4
and 6). The appraisal included an assessment of benefits/drawbacks of
participating in the research as well as some qualitative questions concerning
the best and worst aspects of the last year: Who/what has been most helpful,
what were the biggest difficulties and whether anything good had come out

of the preceding year.

3.2 PROCEDURE

In order to encompass key events in the treatment programme for the
adolescent patients, questionnaires were scheduled at diagnosis, 3, 6 and 12
months, see Figure 3.1. At 3 months; the adolescents with osteosarcoma
would be half-way through their treatment and post-surgery, adolescents
with leukaemia or lymphoma would be half-way through the intensive phase
of their chemotherapy. At 6 months; adolescents with Ewing's sarcoma
would be half-way through treatment and post-surgery, adolescents with
osteosarcoma would have finished chemotherapy and those with leukaemia

would have finished their intensive chemotherapy.
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Figure 3.1: Treatment protocols and questionnaire research schedule

Diagnosis
* + + * * * Intensive follow-up
\
Osteosarcoma
0 3 6 months
* * * + v * * * * * * * * * * Intensive follow-up
Ewing's sarcoma
0 3 6 12 months
ttaemis VYVY VX0 1V V¥V ¥ ¥ ¥ ¥ Y
Lymphoma
0 3 6 12 months 2 years
* Chemotherapy
V  Surgery
Questionnaire U'U' U' U U Questionnaires
research

0 3 6 12 months
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At 12 months all adolescents would have finished intravenous chemotherapy,
unless their cancer had progressed. Adolescents with leukaemia and some
lymphoma patients would still be receiving oral maintenance chemotherapy
at 12 months. Questionnaires were scheduled at 3, 6 and 12 months from the
date of the adolescent’s cancer diagnosis rather than at points in the treatment
protocol. This was because the timing of each chemotherapy course varied
dramatically between individual adolescents due to toxicity related treatment
delays and was therefore not reliably constant. The date of cancer diagnosis
was sought during the initial interview and was the day that the adolescent
patient and their parent(s) were told the definitive diagnosis, usually post
biopsy but before seeing an oncologist. The details of which questionnaires
were given at each assessment are shown in Figure 3.2 at the end of this
chapter. The questionnaire packs that were administered to the adolescent
patients and their parents at 12 months are in Appendices 4 and 6,

respectively.

There had been initial concern about approaching adolescents having
chemotherapy as they might have felt too unwell to complete questionnaires.
This did not prove a problem as there were often times when the adolescent
patients were not feeling sick and many looked upon the questionnaires as a

distraction whilst in hospital.

As the study progressed problems arose with the timing of questionnaires. In
order to enhance compliance the researcher aimed to see the adolescent and
their family each time questionnaires were due. At times adolescents were
too ill to complete their questionnaires or were in their local hospital due to
toxicity. A month either way of the time point was used to categorise
whether the questionnaires had been completed 'on time' or were late.

Reasons for lateness were coded on the database for both the adolescent
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patients and their family members. Postal questionnaires were used only

once the family had been interviewed and rapport established.

3.3 QUESTIONNAIRES

The current study used a questionnaire-based method. It was anticipated that
this method would facilitate participation throughout the year, ease the

burden of participation, and allow comparison with prior research.

The adolescent cancer unit is part of a regional oncology centre. The regional
nature of the unit and the low incidence of adolescent cancer suggested that
many patients would come from outside the London area. Logistically it was
unclear how frequently adolescent patients and their family members would
attend the unit, particularly at the 12 month assessment point. It was hoped
that the flexibility of questionnaire use would enhance longitudinal
participation by; ensuring access to patients and families throughout the year;
reducing the practical inconveniences of having to schedule interviews, and,
reduce the time required for participation in the study. Furthermore, it was
considered that questionnaires would facilitate participation by family
members because, rather than interviews, they could be less emotionally
intrusive to patients and family members during a difficult period. The
adolescent patients specifically could have found questionnaires less
intimidating than an interview and hence may have been more truthful in

their responses.

Finally, for experimental rigor standardised instruments were used so that
data from the study could be compared to existing research. The decision to
use a quantitative rather than qualitative method was made as it was
anticipated that it would be possible to recruit sufficient participants to report

data that could be compared with prior research. Hence, the research
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findings would be comparable and generalisable to other adolescent cancer

patients.

Questionnaires developed for the current study

Two questionnaires were developed specifically for use in the current study
as there were no appropriate standardised questionnaires; assessing family

environment in all participants, and activity levels in the adolescent patients.

DEVELOPMENT OF A FAMILY SCALE (FAME)

The FAME was developed for this study because the questionnaire used
during the pilot study was too long and complicated. The Family
Environment Scale (FES) was administered to the adolescent patients and
their parents during the pilot study (Moos 1990). The questionnaire has 3
scales, 2 were used; the ideal family and the actual family (180 questions).
Each FES scale had 90 questions with 'true'/'false' answers and took 30 to 40
minutes to complete. Some questions were considered vague or ambiguous,
others were not understood or not appropriate for the children in a family.
Both the adolescent patients and their parents complained that questions
were bizarre; Examples of questions that elicited comments from the

adolescent patients and their parents were:

"We believe there are some things you just have to take on faith"
"We can do whatever we like in our family"

"We often seem to be killing time at home"

"We rarely have intellectual discussions”

"Family members won't try that hard to succeed"”

"Dishes will be done immediately after eating"

"Members won't believe in heaven and hell."
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The 'true'/'false’ scoring created further confusion (Fobair and Zabora 1995).
To some of the questions a positive answer required a 'false' statement which
family members found counter-intuitive; for example: "Family members are
not very involved in recreational activities outside work or school" - if family
members are the answer is 'false’. "Family members are rarely ordered
around" - to answer 'true' appears to say that family members are ordered

around whereas it does not.

Two alternative family environment scales were considered. The Impact on
Family Scale had two drawbacks; a financial scale in the context of health care
not relevant to the UK and the questions were not directed towards the
children in a family, only the adults (Stein and Riessman 1980). The
Edinburgh Family Scale was not used as it did not include communication

within the family as a dimension (Blair, Freeman et al. 1995).

Development and design; The original questions in the FAME were designed
to assess four dimensions identified from previous family research and
existing questionnaires; communication/decision-making, flexible/rigid
families, conflict, and enmeshment/ overprotection. There were 5 questions
in each proposed dimension with the exception of conflict that had 6. The
questionnaire had 21 questions, scored from 1-5 (‘Disagree’ to ‘Agree’, with 3
corresponding to ‘Neither Agree or Disagree’) and took 6 minutes to
complete. The questionnaire was reverse scored. The FAME questionnaire
was analysed using Principal Components Factorial analysis on data from the

173 adolescent controls, the results are shown in Table 3.1.

Using a varimax rotation, six factors with Eigen values over 1.0 were

identified in the FAME questionnaire, accounting for 61.9% of variance.
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Table 3.1: FAME Scale: Items listed by factor assignment
and strength of loading

Scale name and items Loading

Factor 1 Cohesion (Eigen value: 6.00, % var. 28.6)

9  When one family member has a problem we all worry  .75052

6 We discuss important events such as exams, jobs, .72595
holidays etc.
16  In our family we are very much involved with each 67951
other's lives
1 Inour family we talk to each other about 67538
problems we have
20 Ifind we worry about each other a lot 67080
21  In our family we tend to support each other .65363
Factor 2 Conflict resolution (Eigen value: 1.94, % var. 9.2)
15 We do not bear grudges in the family 71632
17 In our family we don't tend to let disagreements drag on .71155
18  Rules are flexible in our household .63858
13 Disagreements tend to be settled amicably in our family .52038
19 We avoid arguing whenever possible 51769
Factor 3 Routine (Eigen value: 1.62, % var. 7.7)
14  We are a family of routine .82057
2 There are set ways of doing things at home such .81098

as meal times, studying etc.
3 Ifanybody has a problem they tend to keep it in the family ~ .50371

Factor 4 (Eigen value: 1.23, % var. 5.9)

4 We tend to have lots of disagreements at home -.70097

19 We avoid arguing whenever possible 56861

10  There is often someone sulking in our family -.50805
Factor 5 (Eigen value: 1.16, % var. 5.5)

7  We have to be careful about what we say to some .77550

family members

10  There is often someone sulking in our family .57596
Factor 6 (Eigen value: 1.04, % var. 4.9)

12 If we feel like doing something on the spur of the .58823

moment we often do
11  We do not speak to each other about personal problems .51356
and feelings
3 Ifanybody has a problem they tend to keep it in the family 50185

Questions with a factor loading of less than .5

5 We often try different ways of tackling problems
8 We always look out for each other in our family
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Internal reliability of the factors was assessed using alpha coefficients, three
factors were discarded. Factors 1 and 2 had alpha coefficients of .8437 and
6793 respectively. Question 19 was removed because it loaded on factor 2
and factor 4. Factor 3, with question 3 removed, had an alpha coefficient of
.7653. Question 3 was removed because it loaded on factor 6 and also did not
have face validity compared to the other 2 questions in the factor. As a result
of this analysis the FAME became a 12 item questionnaire with 3 factors;

cohesion, conflict resolution and routine, explaining 45.5% of variance.

DEVELOPMENT OF AN ACTIVITIES SCALE (ACTS)

We aimed to assess how many activities the adolescent patients had had to
give up due to their cancer and its treatment. There are no previous studies
assessing the restrictions imposed on adolescents treated for cancer and
whether their activities change from active to the less active, or, what happens
as their treatment finishes. No measures were identified in the literature so a

scale was developed for this research.

Development and design: The scale was designed to be a simple count of the
activities in which the adolescent was participating. It was developed from
information gained during the initial interviews conducted with the patients.
Sport and hobby counts were assessed as well changes in the specific
activities of; shopping, Saturday job, cinema, pubs, clubs and parties, seeing
school friends and attending school. Response categories were 'given up’,
'reduced’, 'no change' and 'increased' as well as ‘not applicable’. The
questionnaire had six sections and took about 5 minutes to complete. There
were two qualitative questions at the end; "Is there anything you like about
coming into hospital?” and "What do you particularly dislike about coming

into hospital?"
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Standardised questionnaires

Questionnaires were selected to measure the variables identified by the
researchers as the bases for hypotheses in this research, as described in
Chapter 2. Important selection criteria were face validity, simplicity,
extensive prior use (statistical data), and ease of comprehension, considering
the youngest subjects would be 12 years old. It was decided to use
questionnaires designed for adults rather than a mixture of child and adult
questionnaires with few questionnaires designed for adolescents.
Comparisons between the adolescent patients and their parents were an
important aspect of this study, particularly coping strategies and
psychological well being, hence the same questionnaires would be required.
It was also known at the outset that the mean age of the study group would
be middle adolescence and children’s measures would be too simple, or too
behaviour orientated. Finally, we did not want to further reduce our study
group by using differing measures on older and younger adolescent patients.
The scheduling of the questionnaires is shown in Figure 3.2, at the end of this

chapter.

MoOOD

Prior research assessing mood in adolescent cancer patients has
predominately been American and used Speilberger’s State Trait Anxiety
Inventory (STAI), and Beck’s Depression Scale (BDI), see table 2.1 (Goertzel
and Goertzel, 1991; Kellerman et al., 1980; Kaplan et al., 1987; Tebbi et al.,
1988; Canning et al., 1992) and parents (Dahlquist et al., 1993; Speechley and
Noh, 1992; Manne et al., 1995; Mulhern et al., 1992). The Hospital Anxiety
and Depression Scale (HADS) (Zigmond and Snaith, 1983) was considered for
use in the current study. However, as the STAI and the BDI had been used
predominately in prior research with adolescent cancer patients, and no

research had assessed mood in adolescent cancer patients in the UK using the
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HADS, it was decided to use the STAI and BDI. This would allow at least
anecdotal comparison of mood levels assessed in prior research with that
described in the current study. Additionally, the BDI specifically has been
used extensively in research with populations of well adolescents (Baron and

Campbell, 1993; Byrne et al., 1993; Byrne and Baron 1994).

Anxiety
Background; The Spielberger State Trait Anxiety Inventory (STAI) is a

frequently used and well validated questionnaire (Spielberger, Gorsuch et al.
1983). The concepts of state and trait anxiety were first introduced by Cattell
(Cattell and Scheier 1961). Trait anxiety refers to relatively stable individual
differences in anxiety-proneness. In other words, differences in the way
individuals interpret and respond to stressful situations, including the
intensity of the response. State anxiety is the level of anxiety reported by an

individual at a particular point in time.

Development and design; The STAI was originally designed in 1970 (Form
X) and was revised in 1979 (Form Y). In this study Form X has been used,
scores from Form X and Form Y are highly correlated (Spielberger, Gorsuch et
al. 1983). The STAI was based on 3 existing questionnaires; the Taylor
Manifest Anxiety Scale; the Welsh Anxiety Scale and the IPAT Scale by Cattell
and Scheier (Institute for Personality and Ability Testing). The scale was
originally developed for use with college students but later development
aimed for a broader clinical and research base.

Scoring and missing data; The scale has 2 sections, trait anxiety; how one
'generally feels', and state anxiety; how one 'feels right now'. The scale has 40
questions (20 trait, 20 state) with 4 categories of answer from 'not at all’ to
'very much so', the higher the sum of the questions the more anxious an

individual is. Each set of 20 questions takes between 3 and 5 minutes to
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complete. If four or less answers were missing per trait/sate section, the
average of the remainder was used to give a total score, otherwise the
questionnaire was discarded and coded as missing. The STAI measures
anxiety as a continuous variable indicating whether people are more or less
anxious rather than clinical levels of anxiety. Previous research has reported
the feasibility of using mean scores, more than one standard deviation above
the population mean, to indicate elevated levels of anxiety (Dahlquist et al.,
1993). However, it is it acknowledged that such a distinction is difficult to

interpret clinically.

Depression
Background; The Beck Depression Inventory (BDI) is a widely used

assessment of depressed mood (Beck, Ward et al. 1961). The BDI was
designed to measure behavioural manifestations of depression in quantitative
research, depressed mood. Twenty-one symptom categories are defined:
mood; pessimism; sense of failure; lack of satisfaction; guilty feeling; sense of
punishment; self-hate; self accusations; self punitive wishes; crying spells;
irritability; social withdrawal; indecisiveness; body image; work inhibition;
sleep disturbance; fatigability; loss of appetite; weight loss; somatic
preoccupation and libido loss. The terms ‘depressed mood’ and ‘depression’

have been used interchangeably in this thesis with reference to the BDL

Development and design; The questions originated from descriptions in the
psychiatric literature and systematic observations of the attitudes and
symptoms of depressed patients during psychotherapy. Initial validation was
with a random sample of clinic and hospitalised psychiatric patients (1959).
Varying degrees of depression were identified by the inventory and there are

now widely recognised categories of depressed mood.
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Scoring and missing data; Each question has a graded series of 4 statements
(scored 0-3), reflecting the severity of the symptom from neutral to severe.
The total score is the sum of the 21 items. The higher the score the more
depressed an individual is deemed to be. The standard cut-off scores for
severity of mood were used in this study; 0-9 no/minimal’ depression; 10-18
'mild to moderate’; 19-29 'moderate to severe' depression; and over 29 'severe'
depression (Beck, Steer et al. 1988). The questionnaire takes between 7 and 10
minutes to complete. If four or less answers were missing, the average of the
remainder was used to give a total score, otherwise the questionnaire was

discarded and coded as missing.

The BDI has 3 questions which can be influenced by physical illness rather
than reflecting depressed mood; fatigability, loss of appetite and weight loss. It is
customary not to use these items when assessing physically ill individuals in
order not to confound physical illness and mood (Newman, Fitzpatrick et al.
1989). These symptoms were thought particularly relevant to adolescent
cancer patients. Additionally, the question regarding interest in sex was
removed from the adolescent patients’ BDI as it was considered inappropriate
at the time of first presentation to the unit. A modified BDI score, called the
MBDI, was used in both the study and control adolescent groups. The MBDI
score was calculated using 17 questions from the original 21 items. The
adjusted score was the mean of the 17 questions multiplied by 21. Although
this is not a true normative score for depression, it was used for comparisons
with parental depressed mood. To validate these exclusions the adolescent
patients completed the BDI minus only the libido question. Analysis
confirmed that the 3 questions about fatigue, appetite and weight loss were
consistently scored higher than the remaining questions (t=5.39, df 41,

p<.001). This implies that the questions could be answered in terms of
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physical illness rather than depressed mood. Mothers and fathers completed
the full BDL

Anger

Background; Spielberger and colleagues proposed that anger expression
should be distinguished from the experience of anger as an emotion, and
from individual differences in anger-proneness. The State Trait Anger
Expression Inventory (STAXI)was developed alongside a long-term research
programme. The research aimed to identify predictors of diseases such as
coronary heart disease and cancer; distinguishing the expression of anger
from the experience of angry feelings (Spielberger 1988). A comprehensive
assessment of anger required the development and design of several scales.
State anger was defined as an emotional state fluctuating in intensity as a
function of perceived injustice and frustration. It included feelings of tension,
annoyance, irritation, fury and rage. Trait anger referred to individual
differences in the frequency that state anger was experienced over time. It
was assumed that those with high trait anger were more likely to see a range
of situations as anger provoking and react with high state anger. State and

trait scales were developed based on these definitions.

Development and design; The 44 item State-Trait Anger Expression
Inventory has six scales and 2 sub scales (Spielberger 1988). State anger
(SANG) measures the intensity of anger at a specific time. Trait anger assesses
an individual's disposition to experience anger and has two sub-scales; angry
temperament (TANGT) measuring general propensity to experience and
express anger without specific provocation and angry reaction (TANGR)
measuring the disposition to express anger when criticised or treated unfairly
by others. Anger-in (ANGI) assesses the frequency with which angry feelings

are suppressed, anger-out (ANGO) measures how often an individual
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expresses anger and anger control (ANGC) assesses how frequently an
individual attempts to control the expression of anger. A composite research
scale called anger expression measures the frequency with which anger is
expressed and is based on the responses to anger-in,anger-out and anger
control. The anger expression scales include physical and verbal
manifestations of anger.

Scoring and missing data; The questions are scored 1 to 4, higher scores
denoting tendencies to behave as each scale predicts. The scale takes 10 to 12
minutes to complete. Mean scores were used for missing data if 2 questions
or less were missing in the SANG, ANGO, ANGI and ANGC sub-scales; in
the Trait sub-scales (TANGT, TANGR), mean scores were only used if 1

question was missing.

DISPOSITIONAL OPTIMISM

Background; The Life Orientation Test (LOT) is a 12 item questionnaire
assessing dispositional optimism defined in terms of generalised outcome
expectancies (Scheier and Carver 1985). Scheier and colleagues (1985)
describe optimism as easily observable and stable across time and context.
Concepts similar to optimism are morale and life satisfaction. The LOT was
developed in order to measure optimism as a stable personality characteristic
that may influence the manner in which people regulate their actions.
Optimism is an aspect of the general model of behavioural self-regulation.
Goal directed behaviour with negative feedback loops assess the salience or
perceived discrepancy between behaviour and goal, see Chapter 2. The LOT
was developed in an attempt to introduce the measurement of dispositional

optimism to research.

Development and design; The LOT was initially administered to

undergraduate students in the USA and used in a longitudinal study
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assessing symptom reporting. The internal consistency of the LOT was good
with a Cronbach's alpha for the initial sample (n=624) being .76 and the test-
retest reliability score on a sub-sample (n=142) was .79 (Scheier and Carver
1985). Convergent and discriminant validity were adequate.

Scoring and missing data; Scoring is the sum of the questions; scored 0 to 4;
strongly agree to strongly disagree with an option of 'neither agree or
disagree'. There are four reverse scored questions and four 'filler' questions.
Higher scores indicate a more optimistic individual. The scale takes 3 to 4
minutes to complete. If 2 answers or less were missing, mean scores were
calculated. If more than 2 questions were missing the LOT was coded as

missing.

ILLNESS PERCEPTION

Background; The meaning and interpretation patients give to illness
symptoms and treatment side effects has been investigated (Nerenz,
Leventhal et al. 1984). Patients create their own representations of an illness
in order to make sense of what is happening to them. The self-regulation
model of Leventhal and colleagues (Leventhal and Diefenbach 1991) proposes
that patients' illness representations are based on distinct components which
determine what coping strategies an individual adopts. The Illness
Perception Questionnaire (IPQ) was designed to assess the components of
illness representations and is theoretically derived (Weinman, Petrie et al.
1996). The questionnaire comprises five scales: identity; the symptoms the
patients associates with the illness, the higher the score the stronger the
identity. Cause; personal ideas about aetiology. Time line; the perceived
duration of the illness, the higher the score the longer the illness is perceived
to last. Consequences; expected effects and outcomes of the illness with a

higher score implying that the illness has severe personal consequences.
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Cure/control; how one controls or recovers from the illness, a higher score

implying that the illness can be controlled and is therefore curable.

Development and design; An early version of the IPQ used in this research
(Weinman, Petrie et al. 1992). The psychometric properties of the scale were
assessed by the authors using patients with diabetes, rheumatoid arthritis,
renal failure, asthma, chronic fatigue syndrome, chronic pain and myocardial
infarction. The IPQ has reasonable internal consistency and test-retest
reliability. Concurrent, discriminant and predictive validity were also
acceptable (Weinman, Petrie et al. 1996). To identify the illness
representations adolescent patients held about their cancer the full IPQ was
completed at diagnosis and 12 months. The adolescents completed a
symptom checklist at 3/4 weeks and 3, and 6 months post diagnosis. A
symptom checklist was developed in which the adolescent patients
distinguished between symptoms during the last week that were due to their
illness (cancer) and those due to its treatment, see Appendix 5.

Scoring and missing data; The symptom checklist comprised 16 symptoms with
space for the addition of symptoms experienced but not listed. The
symptoms listed were pain, nausea, vomiting, breathlessness, weight loss,
tiredness, sore mouth/throat, headaches, sleep difficulties, diarrhoea, hearing
loss, dizziness, loss of strength, limb stiffness and hair loss. Scoring was '1" if
a symptom had been experienced and '0' if it had not been experienced.
Missing data was coded as '9', no mean scores were used. In the main body of
the questionnaire mean scores were used if up to 2 answers were missing per
scale. There were a number of reverse-scored items in the main body of the

questionnaire.
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COPING STRATEGIES

Individual coping strategies

Background; The COPE was developed within the context of two theoretical
models, the Lazarus model of stress and a model of behavioural self-
regulation, see Chapter 2, (Carver, Scheier et al. 1989). Lazarus' model of
stress-coping (1966) defined 2 types of coping styles: problem-focused;
appropriate when it is possible for there to be a constructive response to a
stressor, and, emotion-focused; when it is perceived that a stressor has to be
endured. Carver and Scheier (1989) propose that this dichotomy is too simple
and that to study the diversity of coping responses the different strategies
need to be measured separately. The COPE has 60 questions with 15 separate
dimensions. The authors loosely use the emotion/problem focused
categorisation with 5 problem-focused strategies; active coping, planning,
seeking of social support for instrumental reasons, suppression of competing activities
and restraint coping, and 5 emotion-focused strategies; positive re-interpretation
and growth, seeking of social support for emotional reasons, religion, acceptance and
denial. Additionally there are three strategies described as "less useful" by the
authors; mental disengagement, behavioural disengagement and focusing on and
venting of emotion. There are two exploratory scales; humour and alcohol/drug

use.

Development and design; The COPE was intended for general use although
it was initially developed on undergraduate students in the USA. Cronbach's
alpha coefficients for the 14 original strategies varied from .45 to .92 (n=978).
Test-retest reliability for each strategy varied from r=.46 to .86 (n=89), over an
eight week interval.

Scoring and missing data; There are 4 questions per coping dimension. Each
question is scored 1 to 4 representing; ‘I usually don't do this at all’, 'l usually do

this a little bit’, ‘I usually do this a medium amount’ to ‘I usually do this a lot’. The
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COPE is long and takes at least 20 minutes to complete. If one question per
dimension was missing; the mean of the other 3 questions was used. If more

then one question was missing the dimension was coded as missing.

Parental coping strategies

Background; The Coping Health Inventory for Parents (CHIP) was developed
to assess parents perceptions of the behaviours they are currently using to
manage family life with a chronically ill child. The questionnaire was
designed in the context of previous research looking at the families response
to stress and includes elements of social support, family stress and theories of

individual differences in coping strategies.

Development and design; The CHIP was validated using parents in families
with at least one child suffering from cystic fibrosis (n=185) (McCubbin,
McCubbin et al. 1983). It has 45 questions comprising 3 coping patterns; I
Family integration, co-operation and an optimistic definition of the situation; Il
Maintaining social support, self esteem and psychological stability and III
Understanding the health care situation through communication with other parents
and consultation with the health care team (McCubbin 1991). For this study, one
question was removed from coping pattern I as it was not relevant; “Taking
good care of all the medical equipment at home”. A further question was not
used from this pattern as it was considered ambiguous; “Investing myself in
my child”. The CHIP was first administered at the 3 month assessment. The
scale asks how the parent copes with their child's illness in the context of
other family members. It was thought that if this questionnaire was given at
diagnosis, family coping patterns may not have been established.

Scoring and missing data; Questions are scored 1 to 5, from 'Not at all helpful’ to

'Very helpful indeed'. The questionnaire takes about 10 minutes to compete. If
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4 or less questions were missing in scales I and II mean scores were used, in

section III mean scores were used if 2 or less questions were missing.

SOCIAL SUPPORT

Background; The 6 item short form of the social support scale developed by
Sarason and colleagues was used in this study (Sarason, Sarason et al. 1987).
Research has suggested that individual’s appraisal of the support available to
them is more strongly related to health outcomes than the frequency of
interactions or availability of roles and attachment (number of living children,
marital status). There are individual differences in the need for contacts with

others and personal meanings attached to these contacts vary widely.

Development and design; The shortened version of the 27 item Social
Support Questionnaire was developed in order to facilitate research (Sarason,
Levine et al. 1983) The questionnaire asks about the number of people one
can rely on in a given situation and how satisfied one is with that number,
from very dissatisfied to very satisfied.

Scoring and missing data; The questionnaire has 6 two-part questions, is
extremely simple and takes about 3 minutes to complete. If one question was
missing; mean scores from the other 5 were used, otherwise the questionnaire

was coded as missing.

HEALTH LOCUS OF CONTROL

Background; Health locus of control developed from work investigating the
generalised expectancies of locus of control based on Rotter's social learning
theory. There are 3 dimensions concerning what beliefs an individual has
about what or who controls their health; internal (IHLOC); powerful others
(PHLOC) or chance (CHLOC). Originally the HLOC scale was a uni-

dimensional measure categorising individuals as health 'externals' or
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internals'. Health 'externals' had generalised expectancies that their health
was determined by chance or powerful others; health 'internals' considered
their health to be determined by their own behaviour. Levenson argued that
internal beliefs were orthogonal to external beliefs and could be further
understood by studying chance separately from powerful others. Hence
Levenson identified the distinct dimensions of internal; powerful others and
chance to measure generalised locus of control beliefs. Wallston and
colleagues (1978) developed the HLOC scale to explore these dimensions in

relation to the prediction of health related behaviours.

Development and design of questionnaire; The HLOC scale is a well
validated frequently used 18-item questionnaire (Wallston, Wallston et al.
1978). The scale was developed to increase the understanding and prediction
of health behaviours in the context of various contributing factors such as
disease severity and susceptibility. Based on the argument that personalised
beliefs were more likely to have predictive power than beliefs about people in
general, the HLOC has been re-written using personally worded items. The
modified HLOC scale was validated on people who were approached whilst
waiting in a metropolitan airport, Nashville, USA. The alpha reliabilities of
the 3 dimensions were; IHLOC .767, PHLOC .673 and CHLOC .753 (Wallston,
Wallston et al. 1978). The internal and chance dimensions were negatively
correlated and the powerful others and chance dimensions were positively
correlated.

Scoring and missing data; The HLOC questionnaire consists of 18 questions, 6
per dimension, with six categories of answer from 'strongly agree’ (6) to
'strongly disagree’ (1). The questionnaire has excellent face-validity and takes
6 to 8 minutes to complete. If 1 or 2 of the 6 questions per dimension were

missing the mean of the remaining 4 or 5 questions on that dimension were
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used to total the score. If there were less than 4 questions answered on a

particular dimension it was coded as missing.

3.4 DATABASE AND STATISTICAL ANALYSIS

Database

Data was analysed using Statview on a Macintosh computer and the
Statistical Package for Social Scientists (SPSS-X) on the UNIX mainframe
computer at University College London. For the analyses at 3, 6 and 12
months, only those who had participated in that particular assessment were
selected. This meant that there were few 'missing cases' and hence mean

scores were calculated and substituted for missing data.

Significance

The methodological limitations of performing multiple correlations and
comparisons are acknowledged (Altman 1991). In order to reduce the
possibility of false positive (Type I) errors, multiple correlations were
required to be significant at the p<.01 level (Kissane, Bloch et al. 1994) and
have r values of at least .6. T-test, ANOVA and regression analysis
significance was also set at the p<.01 level. Correlations at the .05 level of
significance were used for entry into the multiple regression analyses of

anxiety, depression and anger. Results were reported up to the .05 level.

The majority of the analyses comprise parametric statistics and as such
requires the data to be normally distributed. All data at the time of diagnosis
was subjected to tests for skewness (Kurtosis and S.E. Skew) and
Kolmogorov-Smirnov goodness of fit test and, unless otherwise reported, was

not significantly skewed.
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Cronbach'’s alpha coefficients were considered acceptable at .65 or above. All
the correlations conducted were Pearson’s correlations. In principal
components factor analysis scree plots were used plotting Eigin values in
descending order. Eigin values greater than 1.0 were considered acceptable.
In the reporting of t-tests, where the F-ratios were non-significant, pooled
variance was documented throughout this analysis. If the F ratio had a p
value of less than .05, indicating that the variances of the two groups being
compared was significantly different, the t and p values were reported from

the separate variances estimate and a note was made in the text.
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Figure 3.2: Scheduling of questionnaires in adolescent patients and their parents over the 12 month study period

VISIT 1 VISIT 2 VISIT 3
Time Diagnosis 2 to 4/52later 3 months
Adolescent STAI BDI, Anger, IPQ, STAI, BD],
LOT, IPQ COPE, FAME, LOT, IPQ,
HLOC, Soc. sup., Activ.
Activ.
Mother/Father STAI, BDI, LOT, Anger, COPE, LOT, CHIP
Soc. sup., FAME, HLOC
LE
Abbreviations:
STAI Anxiety Inventory (Spielberger, Gorsuch et al. 1983) FAME
BDI Depression Inventory (Beck, Ward et al. 1961) HLOC
Anger Anger Inventory (Spielberger 1988) Soc. sup.
LOT Optimism Scale (Scheier and Carver 1985) Activ.
1PQ Illness Perception Questionnaire (Weinman, Petrie et al. 1992) LE
COPE Coping Strategy Questionnaire (Carver, Scheier et al. 1989)
CHIP Coping Health Inventory for Parents (McCubbin, McCubbin et al. 1983)
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VISIT 4

6 months

STAI, BD],
IPQ, COPE,

FAME, Activ.

STAI BDI

VISIT 5

12 months

STAI BDI, Anger, LOT,
IPQ, COPE, FAME,
HLOC, Soc. sup.,

Activ.

STAI BDI, Anger, LOT,
COPE, CHIP, FAME,
HLOC, Soc. sup.

Family Environment Questionnaire (Allen, R. et al., in prep.)
Health Locus of Control Questionnaire (Wallston et al. 1978)
Social Support Questionnaire (Sarason, Sarason et al. 1987)
Activity levels: hobbies, school attendance etc.

Life Events



CHAPTER 4: RESULTS: CROSS SECTIONAL DATA AT DIAGNOSIS

This chapter presents the cross sectional analyses of data from adolescent

patients, their mothers and fathers, collected at the time of cancer diagnosis.
Data from the adolescent control group are also presented. Section 4.1
describes the demographic and disease related data for the patients, control
adolescents, and the cancer patients’ families. Questionnaire data, Section 4.2,
comprising raw scores and analyses of correlations and differences,
commences with mood and dispositional optimism, followed by data
concerning illness representations, coping strategies, family environment,
social support and health locus of control for all participants. Section 4.3
presents regression analysis of the dependent variables of anxiety, depression
and anger in adolescent patients and their parents at the time of the cancer
diagnosis. Chapter 4 concludes with a discussion of the data at diagnosis in

adolescent cancer patients and their parents.

4.1 DEMOGRAPHIC DATA

Adolescent patients

Sixty adolescent patients, 36 (60%) male and 24 female, initially agreed to
participate in the study. One female adolescent patient refused before
completing any questionnaires. One adolescent patient (female) died from
toxicity seven weeks after entering the study and before completing any
questionnaires. The parents of these 2 adolescent patients participated in the
first assessment (before the adolescent patient had died) so demographic
details for the 2 adolescent patients are included in this section. Mean age on
entry to the study was 15.7 years in the range 12 to 20, see Figure 4.1. There
was no significant difference in mean age between the male (15.67 years, SD
2.2 years) and female (15.71 years, SD 2.6 years) adolescent patients (t=-.07,
p=.95).
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limited self-care and spent more that 50% of waking hours confined to their

bed/chair. One adolescent was bed-bound at diagnosis.

Adolescent controls

The 173 control adolescents were recruited from a comprehensive school in
Enfield, Hertfordshire (n=41), a Roman Catholic Boys’ School in Finchley,
London (n=114), a Methodist Youth Club in Sunbury, Middlesex (n=10) and
from colleagues’ children (n=8). There were 131 boys (76%) and 42 girls in
the control group. The mean age of the adolescents in the control group was
15.86 years in the range 10 to 19. Eighty-two percent of the control group
were white. Most of the children (98%) were attending local schools (n=170).
Sixty-seven reported no worries. Worries reported by the control group were
school work/friends (n=48), family/boy/girlfriend (n=7), money (n=9),
health (n=8) and combinations (n=38). Fifty-five percent of the control
adolescents did not consider themselves religious and 63% were not regular

church goers.

The study and control groups were similar in age and ethnicity, there was a
higher proportion of boys in the control group. The differences between the
study and control group in reporting of religious belief and church going
were probably due to the recruitment of the control group from a religiously

selective school and a Christian youth club.

Parents

Forty seven mothers and 34 fathers took part in the study with mean ages of
43 (range 33-52, SD 4.9) and 46 years (range 35-57, SD 5.9) respectively. Of
the 60 adolescent patients on study five were recruited without any family
members. In 3 of these 5 families the adolescent patients were over 16 and
did not want their parents involved, two of these three adolescent patients
were not living at home. In one case the parents did not come to the
adolescent unit and were not approached to take part in the study and in

another the parents were not recruited because they did not speak English.

Of the 47 mothers on study 25 (53%) were not working, 11 (23%) were in

white collar and 10 (21%) in blue collar jobs. Thirteen (28%) were working
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full-time and 8 (17%) part-time. There was no information for one mother.
All but one of the mothers had worked in the past and 9 mothers (19%) had
given-up work in the previous 6 months due to their child's illness. Sixteen
mothers (34%) had left school without any exams, 10 (21%) had 'O’ levels and
3 (6%) had been educated to 'A' level. Eight (17%) had been to technical or
further education college and 9 (19%) had degrees. In the control group 23%
(n=40) of mothers were not working, 38% (n=66) were in white collar
employment and 35% (n=60) in blue collar. There was insufficient
information for 7 (4%) of the mothers in the control group. The lower level of
employment in the study group may be due to 19% of the mothers stopping

work because of their child’s cancer.

Of the 34 fathers on study 27 (79%) were working full-time, 1 (3%) part-time
and 1 (3%) was retired on medical grounds. Fifteen fathers (44%) were in
white collar and 12 (35%) blue collar jobs. Two fathers (6%) were
unemployed. There was not enough information to classify one father's
occupation, there was no information on two fathers. Six fathers (18%) had
no exams on leaving school and 1 (3%) had 'A' levels. Nine (26%) had been to
further education or technical colleges and 6 (18%) had attended university.
For 12 fathers (35%) there was no information about educational level. In the
control group 8% (n=14) of fathers were not working, 50% (n=86) were in
white collar employment and 34% (n=59) in blue collar. There was

insufficient information for 14 (8%) of the fathers in the control group.

Family characteristics

At the time of cancer diagnosis over half the adolescent patients lived with
both their parents (Table 4.1). Thirteen lived with their mother only and 3
with their father only.

Three fathers had died; one of a heart attack and two had committed suicide.
Seven adolescent patients lived with their mother and her husband/partner.
Two of the adolescent patients were not living at home at the time of their
diagnosis, one from a two-parent family the other from a mother-only family.

Of the 19 families in which parents were divorced or separated (32%); three of
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the adolescent patients had no contact with the separated parent, eight had

occasional and eight had regular contact.

Table 4.1: Family structure in families with an adolescent

cancer patient

Number

amily structure
Live with both parents 35 58
Live with mother 13 22
Live with father 3 5
Live with mother + stepfather 7 12
Not living at home 2 3
Parents divorced/separated?
No 36 60
Yes 19 32
Parent died 3 5
Never knew father 2 3
Time since divorce/separation
1 year 4
2 to 5 years 5
6 to 9 years 4
Over 10 years 4

In the control group 78% (n=134) of the adolescents lived with both their
parents compared to 60% of the adolescent patients. Twenty one percent
(n=36) of the control adolescents lived with their mother or mother and step
father and 2% (n=3) with their father. Twenty percent (n=35) of the control

adolescents reported that their parents were divorced or separated.

Five (8%) of the adolescent patients were the only child in the family, 22
(37%) and 17 (28%) were from 2 and 3 children families respectively. There
were 10 families (17%) in the study group with 4 children and 6 (10%) with 5
or more children. In the control group 11 (6%) were the only child in the
family, 71 (41%) and 54 (32%) were from 2 and 3 children families
respectively. There were 26 families (15%) in the control group with 4
children and 11 (6%) with 5 or more children.

Socio-economic characteristics

Table 4.2 shows socio-economic data for the study group. For 13 families

data is not complete for all the variables because at the beginning of the study
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the information was not sought. Five adolescent patients were recruited
without their parents and one set of parents were not interviewed but
completed questionnaires, there is no socio-economic data for these families.
Twelve families (20%) were receiving income support with 25% of families
(n=15) having an income of less than £10,000. Forty percent (n=24) of families

had incomes of over £20,000.

Table 4.2: Socio-economic status of families with an

adolescent cancer patient

Owner occupier?

No 18 30

Yes 34 57

Family annual income

< £5,000 10 17
£6-10,000 5 8
£11-15,000 3 5
£16-20,000 5 8

> £20,000 13 22

> £30,000 11 18

Children share bedroom?

No 47 78

Yes, with ill sibling 11 18

Yes, with well sibling 1 2

In the control group only the adolescents were questioned and there were no
details of family income. However, 84% (n=145) of the control adolescents
reported their parents owned their home, which was higher than in the study
group. Eighty-six percent (n=149) said they did not share their bedroom with

any siblings.

Time since diagnosis
ADOLESCENT PATIENTS

As outlined in Chapter 3, the adolescent patients and their parents completed
initial questionnaires on two consecutive visits to the adolescent unit. For the
adolescents the first visit was a mean of 21 days after their cancer diagnosis
in a range of 2 to 81 days (SD 15 days). The second visit was a mean of 53
days after their diagnosis, range 21 to 195 days (SD 27 days). Hence the
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anxiety, depression, illness perception and optimism scales were completed 3
weeks post diagnosis. The coping strategies, health locus of control, social
support, anger and family questionnaires were completed approximately 8

weeks post diagnosis.

PARENTS
Mothers completed their questionnaires at a mean of 17 days (SD 10 days)

post their child’s cancer diagnosis (range 5 to 37 days). Fathers completed the
questionnaires at a mean of 31 days (SD 24 days) post diagnosis (range 6 to 88
days). Completion of the second sets of questionnaires were at a mean of 60
days (SD 29 days) for mothers and 66 days for fathers (SD 34 days). Hence
mothers completed the anxiety, depression, dispositional optimism and social
support scales approximately 2 weeks post diagnosis and fathers at
approximately 4 weeks. Mothers and fathers completed the second sets of
questionnaires assessing coping strategies, health locus of control, anger and

family environment at approximately 9 weeks post diagnosis.

4.2 QUESTIONNAIRE DATA

In this section, each sub-section presents the alpha coefficients, means,
standard deviations and ranges of the questionnaire data. The hypotheses
are then presented, as listed at the end of Chapter 2, before their analysis.
Data on mood is followed by that on dispositional optimism in the adolescent
patients, controls and parents. Adolescent patient data concerning illness
representations and activities are then presented before data for all groups
concerning coping strategies, family environment, social support and health
- locus of control. The results section concludes with the regression analyses of
the dependent variables (state anxiety, depression and anger) for adolescent

patients and parents.

Anxiety, depression and anger
ADOLESCENT PATIENTS

Table 4.3 shows the mean scores, standard deviations and ranges of anxiety,
depression and anger and scales for the adolescent patients. All the scales

had acceptable internal reliability with Cronbach’s o coefficients of; state
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p<.001). There were no differences in state anxiety and depression in

adolescent patients with metastases and those without.

ADOLESCENT CONTROLS

Table 4.3 shows the mean scores, standard deviations and ranges of anxiety,
depression, and anger for the adolescents in the control group. All the scales
had acceptable internal reliability with Cronbach’s o coefficients equal to or
higher than .75; state anxiety; .87, trait anxiety; .88, depression; 0..90, state

anger; 0..93 and trait anger; o..89.

There were differences by sex in the control group; girls had significantly
higher trait anxiety (t=-2.79, df 170, p=.006) and depression scores (t=-3.35, df
170, p=.001, separate variance) than the boys. There were no differences in
state anxiety (t=-2.17, p=.032), state anger (t=.55, p=.58, separate variance) or
trait anger (t=-.80, p=.63).

In the control adolescents there were significant correlations between; state
and trait anxiety (r=.67, p<.01), state/trait anxiety and depression (r=.64 and
r=.72 respectively, p<.01) There were low correlations between state anger

and state anxiety (r=-.47, <.01) and state anger and depression (r=-.5, <.01).

ADOLESCENT PATIENTS AND CONTROLS

Hypothesis: That adolescent cancer patients would have higher levels of anxiety and
depression, at the time of diagnosis, compared with control adolescents.

There were no significant differences between the adolescent cancer patients
and the adolescent control group in mood; state anxiety (t=-.11, p=.92),
depression (t=.01, p=.99, separate variance) or state anger (t=-.63, p=.45).
Combining the study and control groups, girls reported significantly higher
levels of state anxiety (t=-2.76, df 228, p<.006) and depression (t=-3.82, df 228,
p<.001, separate variance) than boys. Figure 4.3 shows the mean mood scores

in the girls and boys from the study and control groups.
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