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Dedication

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



A b s t r a c t

This thesis reports a longitudinal, prospective study of the family and adolescent 

patient adjusting to cancer during the first year of diagnosis. Sixty families w ere 

recruited and com pleted questionnaires assessing m ood and non m ood 

variables. M ood variables assessed w ere anxiety, depression and anger. N on 

mood variables were dispositional optimism, illness cognitions, coping strategies, 

social support and health locus of control. The FAME questionnaire assessing 

family environm ent was developed specifically for the current study, as w as 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 m onths after diagnosis. 

At the end of the year, 39 adolescent patients (mean age 15 years), 30 m others 

and 20 fathers completed questionnaires. There was som e evidence that older 

adolescent patients, w ith m ore extensive disease, w ere less likely to complete a 

year on study. At diagnosis, there w ere low levels of distress in the adolescent 

patients. There w ere high levels of anxiety and depression in both  m others and 

fathers. There w as no change in the m ood states over the year in the adolescent 

patients. Adolescents girls consistently reported higher levels of depression than 

the adolescent boys. In m others and fathers there was a decrease in state anxiety 

bu t no change in depression over the year. There w ere no relationships betw een 

mood states in the adolescent patient and their parents.



As the year progressed m others and fathers reported using m ore distracting 

coping strategies, such as behavioural and m ental disengagem ent. There w ere 

few relationships betw een the use of coping strategies and m ood. Similarly, 

there were few relationships betw een different family m em ber's use of the same 

or different strategies. The results are discussed in the context of the initial 

hypotheses, and recom m endations for future research identified.
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CHAPTER 1: INTRODUCTION

N orm al adolescence is a period  of considerable physical and  em otional 

change. The diagnosis of cancer, its treatm ent, and the subsequent disruption 

to fam ily life and  schooling can be anticipated to p roduce psychological 

distress for the patient and family (Van Dongen-M elman and W oudstra 1986; 

M anne, Lesanics et al. 1995). There have been no studies of the em otional 

reaction of an adolescent patient and their parents to a diagnosis of cancer. 

Furtherm ore, little is know n about how  the adolescent p a tien t and  their 

parents adjust to the cancer and its treatm ent during  the period following 

diagnosis.

1.1 THE NATURE OF ADOLESCENCE

Definitions of adolescence vary depending on chronology, puberty, parental 

responsibilities and legal benchm arks (Coleman 1992). H ow ever, there is 

universal acknow ledgem ent that adolescence is a transitional stage common 

to m ost societies. Coleman (1992) has called adolescence the period of "status 

am biguity"; the adolescent not know ing w hether they will be treated  as a 

child or an adult.

M uch health policy is based on the assum ption that adolescents are victims of 

the innate flaws of youth (Males 1997). Adolescence is associated w ith  risk- 

taking, peer culture, and "inherent propensities" that place the adolescent at 

risk of harm ing them selves or others. M ales (1997) draw s attention to the 

W orld H ealth Organisation docum ent; "The H ealth of Young People" (1993). 

It described  adolescents u sing  the p o p u la r assertions th a t they  w ere 

"natura lly  im pulsive and less likely to p lan  than  adu lts" . This view  of 

adolescence perm eates m uch of society and appears to be based on the fear of 

challenging behaviour d isplayed by a m inority  of young  people. Some 

adolescent behav iour is extrem ely th rea ten ing  to ad u lts  and  it is this
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behaviour tha t has m ost prom inence in the public eye. Colem an (1992) 

com m ents that the language used to describe adolescence has sensational 

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

little evidence for these assertions of "teenage sociopaths" (p ll5 ; Males 1997) 

and that those adolescents w ho have been s tud ied  m ay have been from 

atypical populations w ith  distinct adolescent subcultures and patterns of risk 

taking.

There is a need to move away from the study of supposed 'stress and turm oil' 

tow ards the m easurem ent and understanding  of the coping and adjustm ent 

behaviour dem onstrated by adolescents (Coleman 1992). A small m inority 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 norm ality  incorporating em pirical studies and acknow ledging 

that although adolescence is a difficult time for some, for the m ajority it is a 

period of relative stability.

The negative expectations of adolescent behaviour m ay explain the dearth  of 

prospective research w ith adolescent cancer patients. Due to the exaggerated 

view  of adolescent turm oil, researchers m ay view  them  as a challenging 

group to w ork with. A w ariness of w orking w ith  adolescent patients m ay 

have contributed to the under-investigation of the em otional im pact of a 

cancer diagnosis during  adolescence. 'N orm al' adolescents are considered 

vulnerable and  highly reactive, adolescents coping w ith  cancer could be 

presum ed to be m ore vulnerable and m ore reactive.

1.2 THE INCIDENCE OF ADOLESCENT CANCER IN BRITAIN

Cancer during  adolescence is relatively rare. Table 1.1 show s the annual

incidence of cancer in the UK in the age range 13-19 years inclusive, assum ing
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850,000 births. Different research bodies collect the data concerning various 

age groups. Table 1.1 is a com bination of data from  the U nited K ingdom  

C hildhood  C ancer S tudy G roup and  the C ancer R esearch C am paign  

(Souhami 1993).

expected per year. in bovs and eirls (13-19 years) in the UK population

Tumour site Incidence/
year/million

Number 
per year

%
surviving

No.
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, approxim ately 740 adolescents will develop cancer, a 

rate of approxim ately 1 in 8,100. The prognoses of adolescent cancers vary 

depend ing  on tum our site and  disease extent at diagnosis. G erm  cell 

tum ours have a 90% 5-year survival rate w hereas there  is a 50% 5-year 

survival in bone sarcoma. Due to the relatively low incidence of adolescent 

cancer there can be considerable delay betw een  initial p resen ta tion  and 

eventual diagnosis which results in advanced disease at presentation. This is 

especially so for bone sarcomas in active adolescents w hen 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 

em otional developm ent. Self-discovery leads to a coherent sense of identity 

tak ing  the adolescent from  child to ad u lt (A neshensel and  Gore 1991). 

D evelopm ental psychologists have proposed that the successful negotiation 

of the adolescent years is essential for full em otional and social developm ent. 

Physical changes, a grow ing desire for independence and  peer g roup  

p ressu res  assum e increasing im portance (Colem an and  H en d ry  1990). 

R elationships w ith  parents, peers and  o ther adu lts change and  intim ate 

sexual relationships develop. The adolescent negotiates these changing 

responsib ilities and  priv ileges w ith  their p aren ts, the en d p o in t being 

autonom y (Bee and Mitchell 1984).

The diagnosis of cancer during this period of transition m ay be confusing and 

frustrating for both  the adolescent patients and  their parents. In contrast to 

children, adolescents are m ore acutely aw are of w hat they could be m issing 

in the ad u lt w orld if they die. The diagnosis occurs just w hen the young 

person is beginning to look to the future and plan their adu lt life in term s of 

study  or em ploym ent. The adolescent frequently has little experience and 

m ay have a lim ited coping reperto ire  (Patterson and  M cCubbin 1987). 

A lthough the adolescent understands w hat a cancer diagnosis entails they 

m ay not possess the necessary resources to cope. Young patients m ay w ant 

to protect their parents from the stress of the diagnosis b u t 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 m ay believe their cancer is 

curable in m ost cases. M any may not know that the treatm ent itself is intense
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and  physica lly  dangerous. T reatm ent involves a course of cytotoxic 

chem otherapy, surgery and sometimes radiotherapy. The new ly diagnosed 

adolescent patien t usually feels well. After chem otherapy begins they often 

becom e system ically ill, feeling w eak and fatigued, and  losing w eight and 

their hair. The reality of the diagnosis and its treatm ent becom e apparent. 

W orse of all, the adolescent patients know  they have to continue to receive 

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

A dolescent patients receive cytotoxic chem otherapy (CC) for 6 to 14 courses 

depending on their diagnosis. Doses of chem otherapy are adm inistered in 2 

or 3 w eekly  cycles, trea tm en t can last up  to a year. Each dose of 

chem otherapy  requires hosp italisation  for betw een  2 and  5 days. The 

com m onest side effects of CC are alopecia, n eu tro p en ia , nausea  and 

vom iting, renal toxicity, cardiotoxicity and peripheral neuropathy.

H air loss can be dreaded by the adolescent patien t and  to some seems far 

w orse th an  the diagnosis itself. Devlen (1996) quotes a young  patien t's  

reaction to her hair loss: "That to m e w as w orse than  telling m e I had  a 

tum our. That m ade me realise there w as som ething w rong w ith  me. It was 

som ething physical that I could see" (p 161). H air loss is a very visible sign 

that there is som ething w rong and the adolescent patients no longer have the 

privacy they  m ay have initially found com forting. Being 's ta red  a t' is a 

com m on com plain t, a lthough  hav ing  a cold head  is also frequen tly  

m entioned. The loss of eyebrows and eyelashes tow ards the end of a long 

chem otherapy regim en can prove to be upsetting  to the young patien t and 

seems to be a 'last straw '. This m ay be because, as treatm ent progresses, the 

adolescent patients becom e increasingly aw are and vigilan t of how  their 

bodies are changing.
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Cycles of cytotoxic chem otherapy m ean that adolescent patients experience 

periods of neutropenia lasting 4-5 days every couple of weeks. D uring these 

periods they are susceptible to infection. Acute overw helm ing infections can 

result in extended adm ission to intensive care and occasionally prove fatal. 

For m any adolescent patients the im portance of not exposing them selves to 

risks of infection need to be em phasised and for those w ho are starting to go 

out socially and independently  from  their parents this restriction on their 

activ ities can be fru stra ting . P rophylactic  an tib io tics are  frequen tly  

adm inistered. An extremely com m on site of infection is the H ickm an line. 

This is an indw elling  venous catheter th a t is in se rted  u n d e r general 

anaesthetic soon after diagnosis. The Hickm an line is used to adm inister CC 

and take blood. It can be in situ for m any months. The adolescent patients 

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

W ith the advent of the SHT^ antagonists vom iting is m ostly m anageable. 

However, it can take up to 2 courses of CC before the m ost suitable regimen 

for the adolescent patient is identified. W eight 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. M outh ulceration (mucositis) is com m on and  adds to loss of 

weight. M any adolescent patients have extensive periods of hospitalisation 

in-between courses of chemotherapy.

Adolescent patients w ith solid tum ours will have surgery. The m ost common 

surgery is the replacem ent of the diseased bone or joint w ith  a prosthesis 

(limb salvage). Complications post surgery include foot drop, infection and 

perm anently  reduced m obility such as an inability to bend the knee, or to 

s tra igh ten  the leg to 180°. A dolescents w ho receive p rosthe tic  knee 

replacem ents typically take at least a m onth to be independently  mobile. For
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som e, rehabilitation can be extrem ely slow  w ith  the con tinu ing  use of 

crutches or w alking sticks. The adolescent p a tien t m ay requ ire  fu ture 

revision of the prosthetic replacement. This depends upon  age and physical 

m aturity  at the time of surgery. For some adolescent patien ts w ith  large 

tum ours am putation is necessary. There has been som e research into the 

adjustm ent of adolescent patients w ho receive limb salvage and  those who 

have am putations. 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 am putations.

After cytotoxic chem otherapy and surgery those adolescent patien ts w ith  

locally advanced disease or a fracture at diagnosis m ay receive radiotherapy. 

The m ost frequently  reported  side effect of rad io therapy  is fatigue. It is 

u su a lly  the final trea tm en t the ado lescen t p a tien t 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 treatm ents described above are typical for those adolescent patients w ith 

bone sarcom as. A dolescent p a tien ts  w ith  lym phom as or leukaem ias 

p redom inately  receive cytotoxic chem otherapy alone. There are blocks of 

chem otherapy intensification w hich involve hospitalisation for a m onth  or 

m ore. The goal w ith  these patien ts is to achieve rem ission and  thence 

stabilisation. They have a long period of treatm ent, up  to 3 years w ith  oral 

and  in travenous m aintenance chem otherapy requ iring  regu lar hosp ital 

attendance. In addition to the m ore im m ediate side effects described above, 

all adolescent oncology patien ts  face such late effects of trea tm en t as 

endocrine and grow th difficulties, infertility, neuropsychological dam age and 

secondary cancers (Kissen 1996).
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A year is a long time to an adolescent. M ost adolescent patients will receive 

treatm ent or be recovering from treatm ent for at least a year. It can seem as if 

there are num erous hurdles to overcome and a cure is still no t guaranteed. 

A lthough m any adolescent patients receive their treatm ent as part of nation

w ide protocols there are num erous individual differences. There are delays 

due to toxicity, changes in chem otherapy or additional chem otherapy due to 

m inim al tum our response. Surgery can be delayed due to neutropenia and 

there is often uncertainty as to w hether or not they will receive radiotherapy. 

The ultim ate uncertainty  is w hether or no t their tum our w ill respond to 

treatm ent. It becomes im possible to p lan  individually  or as a family. The 

adolescent patient m ay be too unw ell to go on holiday or even just to a rave 

they have been looking forw ard to for m any months.

For m ost adolescents w ith cancer, schooling is severely d isrupted. Patients 

lose contact w ith their peers because they are too ill to attend school either 

due to their cancer or its treatm ent. M any adolescents are in the process of 

deciding on their GCSE's, 'A' levels, or w hat career to pursue. Adolescents 

have to make careful decisions about w hen and how  m uch to tell their friends 

about their cancer and treatm ent. To lose contact w ith  peers is particularly  

aw kw ard for younger patients w ho have no t necessarily established close 

interpersonal relationships outside the school environm ent. They can feel 

they  have m atu red  beyond their friends. O thers are su rp rised  by the 

differences in friends, some providing consistent support and others unable 

to talk to them at all.

D uring  their teenage years the w ell ado lescen t becom es increasingly  

independen t from their parents. The diagnosis and  trea tm en t of cancer 

com prom ises the au tonom y of the adolescent resu lting  in  increasing  

dependence on parents, family and medical staff. Ellis and Leventhal (1993)
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reported  that adolescents tend to m inim ise the seriousness of their cancer 

w hen com pared to their parents; 37% of patients considering their cancer to 

be highly serious as opposed to 75% of parents. This m ay be due to the 

adolescent's feeling of personal invulnerability and could explain some of the 

conflict betw een unconcerned adolescents and overprotective parents.

For parents the burden of diagnosis and treatm ent is enorm ous (Koch, H arter 

et al. 1996). There are increased financial dem ands; travelling too and fro 

hospital, treats for the ill child and  other children. There are increasing 

dem ands on tim e both  w ith  hospital adm issions and care of the child at 

home. M others m ay have to give up w ork or take long-term  leave. Serious 

decisions concerning treatm ent have to be negotiated  w ith in  the family. 

Fathers have to take on the m ore active care-taking role of the other children. 

For single parents the burden is all the more. Finally there are the emotional 

dem ands of accepting the diagnosis and anxiety about its life threatening 

nature. There are fears of separation, loss and  death. M ost paren ts are 

confident that they will outlive their children, a diagnosis of cancer overturns 

this fundam ental belief.

1.4 TREATMENT ON AN ADOLESCENT CANCER UNIT 

Recom m endations for major cancer centres proposed  the establishm ent of 

units for adolescents in anticipation tha t the physical and  psychological 

stresses of the disease m ay be better m anaged in a specialised environm ent 

(Caiman 1993). The American Academy of Pediatrics (1997) has m ade similar 

recom m endations. The current s tudy  w as conducted  on the A dolescent 

Cancer Unit at the Middlesex Hospital. It w as the first adolescent cancer unit 

in Europe and opened in 1990. The experience of being treated on the unit 

m ay be very different to the care adolescent cancer patients and their families
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receive elsewhere. The alternative is treatm ent on an ad u lt or paediatric 

ward.

The principal benefits for the adolescent patien t and  their paren ts being 

treated on an adolescent cancer un it are the standard  of specialised clinical 

care and the norm alisation inherent in m eeting other patients and families in 

a sim ilar situation. The in tegrated  un it team  m anages the day  to day 

complexities of diagnosis and treatm ent as well as life threatening toxicities 

and follow -up based on curren t practice and  the aw areness 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 pharm acist, 

p h y s io th e ra p is t , o c cu p a tio n a l th e ra p is t ,  te ac h e r , soc ia l w o rk e r, 

psycho therap ist and activities co-ord inator as w ell as referral to pain  

m anagem ent and palliative care teams. The ethos of the un it considers the 

adolescent patient to be central. W ith experience, staff develop the skills to 

communicate effectively w ith both the adolescent patient and their parent(s) 

as well as w ithin the family unit, respecting the independence and privacy of 

all concerned. All adolescent patien ts on the un it know  of their cancer 

diagnosis.

W ith the relatively low incidence of adolescent cancer it is probable that an 

adolescent w ith  cancer w ould  not m eet another on a general w ard  or an 

oncology unit. In a specialised unit both patients and parents m eet and share 

their experiences providing a level of em pathy and support that w ould  not 

otherwise be available. The familiarity w ith others in the same situation gives 

the adolescent patient and their family both insight and  realism  concerning 

w hat lies ahead in term s of treatm ent, relapse or death. Leventhal and 

Diefenbach (1991) w rote 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 w hen it is shared w ith others (p262). It is unclear w hy this is so, 

w hether it is prevalence per se that reduces the em otional im pact 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 un it are the 

extrem e intensity of em otions w hen one of the adolescent patients receives 

bad  new s or dies, and dependence on a regional centre d istan t from  the 

family home. In their observation of others, adolescent patien ts and  their 

families experience w hat m ay lay ahead for them. They naturally  develop 

close and  su p p o rtiv e  re la tionsh ips betw een  them selves regard less  of 

diagnosis, tim e since diagnosis and prognosis. There is intense em otional 

upheaval w hen one of the adolescent patients has an am putation, relapses or 

dies. Relapse is wholly different from initial diagnosis. At diagnosis there is 

optim ism  w ith a num ber of treatm ent options, at relapse these options are 

lim ited 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 m ortality. Parents report 

m ixed feelings, of personal relief that it was not their child, and subsequent 

guilt. They describe an adolescent patient's death as one of the m ost difficult 

aspects of being treated on a specialised unit.

A specialised unit can lead to the dependence of the adolescent patien t 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 em otional dependence on the un it and 

will express dissatisfaction w ith other hospitals, and hom e care teams, that is 

not well grounded. Additionally, the geographical distance can result in the 

adolescent patients not having very m any visitors, especially during  term
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time. H ow ever, 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 m ay influence individuaTs 

adjustm ent to a diagnosis of cancer, w hether 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 m em ber. There 

are several aspects of cancer and its treatm ent that distinguish it from other 

adolescent illnesses. The course of the disease is unpredictable, the m ortality 

rate ranging from 10-50%. There is a precise and intensive treatm ent phase 

requiring frequent hospital admission and disruption to family routine. 

There m ay be toxicity from  treatm ent, often m aking a previously healthy 

child ill. There are constant assessments to determ ine w hether the 

chem otherapy, radiotherapy or surgery treatm ents had w orked or w ere 

working, w ith the associated anxiety about w hether the disease was 

regressing, stable or progressing. There is little the patient or family can do 

to exert control over the disease process or treatm ent, 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 m any ways different from other adolescent disease. This review wiU 

therefore focus on relevant research in the field of oncology. References to 

research in other adolescent illnesses will be m ade w here 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 predom inantly  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 show n that although parents' and nurses' ratings 

correlate, there was no correlation betw een these and the patients' scores 

(Worchel, Nolan et al. 1988; M ulhern, 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; M ulhem, W asserm an et al. 1989; Gray, 1992; 

Lesko, Ostroff et al. 1992; Rait, Ostroff et al. 1992; Speechley and N oh 1992; 

Sammallahti, Lehto-Salo et al. 1995; Stuber 1995).

Table 2.1 sum m arises fourteen studies that have assessed levels of anxiety 

and depression in paediatric or adolescent cancer patients and parents. The 

studies are ordered by the m ood outcomes reported. The first tw o studies 

examined anxiety alone, the next five assessed anxiety and depression, and 

the final seven reported depression alone. Depression has been assessed 

m ore frequently than anxiety. There m ay be an assum ption that anxiety 

w ould 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 m onthly intervals, at a m ean 

of 2 years post diagnosis. The rem aining 2 longitudinal studies reported 

m ood data for parents alone (Manne, 1995 and Sawyer, 1993). These studies 

assessed parents on two occasions, at diagnosis, at 3 m onths (Manne, 1995) 

and a year later (Sawyer, 1993). Hence, there are no longitudinal studies in 

the literature reporting adolescent patients' m ood soon after the diagnosis of 

cancer w ith an exploration of change or no change over time. Reporting 

cross sectional data significantly limits the conclusions that can be draw n due 

to uncertainty about the representativenss of the data collected. Dahlquist 

and colleagues (1993) reported a retrospective design having review ed the 

records of families screened in the previous 4 years. Only one study included 

both  patients and m others (Mulhem, Fairclough et al. 1992). Studies w ere 

further limited by the inclusion of wide age ranges and tim e since diagnosis. 

Previous research has not distinguished children and adolescent age groups. 

For six of the studies in Table 2.1, the m ean age w as 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; M ulhem, 

Fairclough et al. 1992) in the rem aining studies it was less than 12 years.
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Table 2,1: Anxiety and depression research in adolescent cancer patients and parents

A uthors Subjects N M ean
ag e

(range)

Sex* Time since 
diagnosis 

(range)

M easures Psychological distress /  Comments;

Goertzel, L.. & Goertzel, T. 
1991

Paediat. & 
adolescent 
cancer pts.

38 22<12 yrs. 
16>13 yrs. 
(8-18 yrs.)

74% F Not
reported

Spielberger State Trait 
Anxiety Inventory

In adolescent group mean trait and state anxietv scores did 
not significantly differ from reported standardised samples. 
Cross sectional design, all patients in remission.

Kellerman, J., Zelter, L., Ellen- 
berg, L., Dash, J. & Rigler, D. 
1980

Adolescent 
cancer pts.

30 15.3 yrs. 40% F 1.7 years Spielberger State Trait 
Anxiety Inventory

Illness (n=168) and control groups (n=349). No sign. diff. in 
anxietv between healthv and ill adolescents, no diff. 
between various illness groups. Cross sectional design.

Dahlquist, L.M., Czyzewski, 
D.I., Copeland, K.G., Jones, C.I., 
Taub, & & Vaughan, J.K.
1993

Parents 134 35 yrs. 50% F 8 weeks 
(6-10 wks)

Spielberger State Trait 
Anxiety Inventory &
Beck Depression Inventory

Mothers' and fathers' state anxietv scores significantlv 
higher than norms for non-clinical adults. 13% mothers and 
8% fathers reported clinically elevated levels of depression 
(BDI score > 16). Cross sectional design.

Sawyer, M.G., Antoniou, G., 
Toogood, I., Rice, M. & 
Bagnurst, P.A.
1993

Parents 41 Not
reported

54% F 7 weeks 
(± 4 weeks)

General Health 
Questionnaire

Control group (n=38). Mothers of child with cancer reported 
significantlv more anxietv at diagnosis and more depression 
at 1 yr. follow-up than control mothers. Fathers showed 
similar pattern. Mothers of cancer patients reported 
significantly higher anxiety scores than the fathers. 
Longitudinal design, 2 assessments.

Speechley, N. & Noh, S. 
1992

Parents 112 Not
reported

56% F 5.6 yrs. off 
treatment 
(1-15 yrs).

Spielberger State Trait 
Anxiety Inventory & the 
Centre for Epidemiological 
Studies Depression Scale

Control group (n=126). No differences between anxietv and 
depression in studv and control group. Among parents 
reporting low levels of social support, parents of cancer 
survivors more anxious & depressed than controls.
Cross sectional design.

Vami, J.W., Katz, E.R., 
Colegrove, R. & Dolgin, M. 
1994

Paediatric 
cancer pts.

30 10.7 yrs. 
(8-13 yrs).

53% F 9 months Spielberger State Trait 
Anxiety Inventory for 
Children &Child.ren's 
Depression Inventory

Trait anxietv negatively correlated with age. depression 
positively correlated with age. Higher perceived classmate 
support was associated wim lower state/trait anxiety and 
depressive symptoms,. Cross sectional design.

Varni, J.W., Katz, E.R., 
Colegrove, R. & Dolgin, M. 
1995

Paediatric 
cancer pts.

30 10.7 yrs. 
(8-13 yrs.)

53% F 9 months Social Anxiety Scale for 
Children & Cnildren's 
Depression Inventory

No raw data for the CDI was reported. Perceived physical 
appearance had direct and indirect effects on socim anxietv 
and depressive svmptoms, indirect effects mediated bv 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

A uthors Subjects N M ean
ag e

Sex* Tim e
since

diagnosis

M easures Psychological distress /  Comments;

Kaplan, S.L., Busner, J. 
Weinhold, C. & Lenon, P. 
1987

Adolescent 
cancer pts.

17 15.4 yrs.
(13-19
yrs.)

59% F 2.1 years 
(S.D.=.80)

Beck Depression Inventory Control group (n=M4). No differences control and cancer 
group at each time. Depression scores correlated over time. 
Longitudinal design; 3 assessments at 4 monthly intervals.

Kashani, J. & Hakami, N. 
1982

Paediat. & 
adolescent 
cancer pts.

35 11.4 yrs. 
(6-1/ yrs.)

29% F 1 month to 
10 yrs.

DSM-III classification: 
Major Depressive Disorder 
by interviews with pt., 
parent(s), staff, teachers 
and 'others'

6 bovs (17%) showed evidence of depression - data suggested 
depressed children were older, no significant difference. In 
no cases did depression develop immediately post diagnosis. 
Cross sectional design.

Manne, S.L., Lesanics, D., 
Meyers, P., Wollner, N., 
Steinherz, P. & Redd, W. 
1995

Parents 59 34.9 yrs. 
SD 7.3

93% F 51 days 
= 7 weeks

Beck Depression Inventory BDI mean scores in 'mildlv depressed' range at time 1 and 2. 
At Time 1; 14 (24%) had moderate to severe depression and 
at Time 2; 11 (19%). No difference in depression over time. 
Longitudinal design, 2 assessments 3 months apart.

Mulhem, R.K., Fairclough, D.L., 
Smith, B. & Douglas, S.M.
1992

Paediatric 
cancer pts. 
& mothers

99 12.9 yrs. 
(8-17 yrs.)

39% F .07 years
(0.1-14
yrs.)

Children's Depression 
Inventory & Beck 
Depression Inventory

Low depression scores in children ( 8% in clinical range). 
Severitv of mothers' depression, predicted bv perceived 
social support & child's hospitalisation, associated with 
higher levels of depression in children.
Cross sectional design.

Tebbi, C.K., Bromberg, C. & 
Mallon, J.C.
1988

Adolescent 
cancer pts.

30 17.5 yrs.
(13-21
yrs.)

47% F 62 months 
(1-228 mo.)

Beck Depression Inventory 
Schedule for Affective 
Disorders & Schizophrenia 
(SADS)

26 (87%) of the adolescents were rated as not depressed and 
4 (13%) were rated as moderately depressed (score 14-24) on 
the BDI. No significant relationship between time since 
diagnosis and BDI score. Cross sectional design

Worchel, F.F., Nolan, B.F., 
Willson, V.L., Purser, J.S., 
Copeland, D R., Pfefferbaum, B. 
1988

Paediat. & 
adolescent 
cancer pts

76 12.59 yrs. 
(7-18 yrs.)

48% F 91%> 4 mo. 
74%>12mo.

Children's Depression 
Inventory

Control groups; psychiatric in-pts. (n=42), normals (n=304). 
Cancer pts. and normals significantlv less depressed than 
psychiatric in-pts. Trend for normals to report more 
depression than cancer pts. Cross sectional design.

Canning, E.FI., Canning, R.D. & 
Boyce, W.T.
1992

Adolescent 
cancer pts.

31 14.7 yrs. 
(12-18 
yrs)

48% F 1.8 years 
(± 1.6 yrs.)

Classification of repressor 
status using Trait Anxiety 
Inventory & Children's 
Social Desirability 
Inventory & Children's 
Depression Inventory

Control group (n=83). Raw trait anxiety scores not reported. 
Cancer patients significantlv lower levels of depression and 
more likely to be repressors' than control group. 
Cross-sectional design.

* 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 Hakam i 1982; W orchel, N olan et al. 1988; 

M ulhem, Fairclough et al. 1992) respectively. Goertzel and Goertzel (1991) 

distinguished adolescent and paediatric age groups.

In addition to m uch 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 treatm ent, mid and end of treatm ent, early follow 

up and survivor status. Each phase has specific stressors, such as treatm ent 

toxicity, or uncertainty as to w hether the cancer will respond. Com paring 

adults and children from different phases of the illness m ay confound and 

confuse the understanding of the stresses and hence the individuaTs response 

to them. There is not necessarily a linear progression through these phases, 

various stressors m ay be m ore 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, A ntoniou et al.

1993) were assessed w ithin the first year post diagnosis. A further six studies 

included a proportion of patients from the first year post diagnosis (Kashani 

and Hakam i 1982; Tebbi, Bromberg et al. 1988; W orchel, N olan et al. 1988; 

Canning, Canning et al. 1992; M ulhem , Fairclough et al. 1992; Speechley and 

Noh 1992). Time since diagnosis varied considerably in these studies, som e 

included patients from relatively soon after diagnosis to 10 years post 

diagnosis w ith no distinction (Kashani and Hakam i 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) com pared adolescent 

data w ith 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 w ith cancer has tended to be 

limited by small sample sizes. Recruiting participants w ith relatively rare
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illnesses at a traumatic time m ay have contributed to this. The sample size 

reported in the majority of these studies was small. In the ten studies that 

assessed paediatric a n d /o r  adolescent patients the m edian sam ple size was 30 

(range 17 to 76). Of these 10 studies, 3 assessed only adolescent patients, 

w ith sample sizes of 31 (Canning, 1992) and 30 (Tebbi, 1988; Kellerman, 1980). 

Five studies did not distinguish older from younger children (Vami, 1994 and 

1995; Worchel, 1988; M ulhem, 1992; Kashani, 1982). Small sam ple sizes are 

further limited by the large age ranges used in the m ajority of studies so that 

there are com parisons betw een patients aged 6 and 17 within a sample of 35 

patients (Kashani, 1982). Com paring 8 and 13 year olds can be complicated. 

Of the two studies that distinguished older and younger children, the 

num bers of adolescent patients were small; 16 (Goertzel, 1991) and 17 

(Kaplan, 1987).

Kaplan and colleagues (1987) reported that their num ber of adolescent 

patients completing the m easure of depression over a year reduced from 16 

to 10. The majority of these w ere recorded as non-compliance (n=5, 35%). 

N on compliance may have been due to high levels of depression in the non- 

compliant group. Hence, the levels of depression reported  m ay not have 

reflected the population.

In the four studies that assessed parents alone there w ere larger sam ple sizes; 

41; 59; 112 and 134. The study that included patients and parents comprised 

99 patients and 99 m others (Mulhern, 1992). Dahlquist (1993) reported 67 

marital pairs although the study was limited by its cross-sectional and 

retrospective design.

The m ost com m on adolescent cancer diagnosis is lym phom a, the next m ost 

com m on leukaemia. The incidence of bone sarcom a is a third that of 

lymphoma. The majority of studies in Table 2.1 com prise children and 

adolescents w ith lym phom a, 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 lym phom a and a third 

sarcoma. A lthough lym phom a is the com m onest cancer in this age group it is 

not as frequently reported as leukaemia. It m ay be that the treatm ent of
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lym phom a tends to be conducted locally, or as an outpatient, so that contact 

w ith hospital staff is limited. M anne and colleagues (1995) recruited 

principally patients w ith sarcoma (54%) w ith just 17% lym phom a and 24% 

leukaemia patients. The authors acknowledge that their study group under 

reported cases of leukaemia and over reported sarcom as (Manne, 1995). As 

adolescent and childhood cancers are relatively rare, it is likely that research 

wiU be conducted in regional centres w here clinicians specialise in particular 

types of childhood malignancies. For example, both  Kaplan (1987) and 

Kashani (1982) reported around 60% of patients w ith Acute Lymphoblastic 

Leukaemia w hereas M ulhem  (1992) reported a study in which 59% of the 

patients had solid tum ours. Others have reported studies com prising 66% 

leukaemic patients, w ithout distinguishing betw een Lymphoblastic and 

Myeloid leukaemia (Goertzel, 1991; Worchel, 1988). In four studies small 

num bers (cases <4) of a variety of rare cancers w ere reported; Kaplan, 1987 

(n=7); Kashani, 1982 (n=14); Vam i 1994/5 (n=12); Goertzel, 1991 (n=13).

W hen dividing samples by diagnoses the num ber of cases can becom e 

extremely small. For example. Canning and colleagues reported 30 

adolescent cancer patients, 10 had leukaemia, 10 lym phom a 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 m uch 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  im portant it is to distinguish 

diagnoses w hen reporting adjustm ent to cancer. Adolescent patients with 

exactly the same diagnoses can have extremely differing experiences with 

treatm ent. Additionally, although clinicians distinguish different cancers, no 

research has investigated parents and children's understanding of w hat 

having the different cancers means to them. A lthough medicine m akes 

distinctions based on prognoses and w ays of treating cancers, these 

distinctions m ay not have a bearing on how  the patient and their family deal 

w ith diagnosis, treatm ent and adjustm ent to the illness.

A lthough 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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treatm ent details (Kaplan, 1987; Kashani, 1982; Tebbi, 1988; Varni, 1994/5). 

W hen assessing m ood states it m ay be im portant to identify w hat it is that 

the cancer patients are dealing with, w hether intensive inpatient treatm ent or 

outpatient m aintenance chem otherapy. Goertzel and colleagues (1991) 

described treatm ent received by paediatric and adolescent patients as well as 

their disease status. AU were in remission at the tim e of the study although 

some had  relapsed previously (Goertzel, 1991). W orchel and colleagues (1988) 

described treatm ent details as well as a simple disease classification; "stable"; 

"getting better" and "getting worse" as defined by the patients' prim ary 

physician. There was how ever, no m easure of the patients' perceptions of 

w hether they were stable or getting better. M ulhem  and colleagues (1992) 

reported hospitalisation as an indication of treatm ent and disease status as 

well as severity of physical symptoms.

Research concerning parents did not generally report children's' disease 

status or the treatm ent received (Sawyer, 1993; Dahlquist, 1993). M anne and 

colleagues (1995) asked parents (n=59) to report their child's functional 

im pairm ent due to treatm ent, treatm ent severity, and the num ber of days in 

hospital during the 3 m onths of the study. The treatm ent severity scale, 

designed by the authors, was m ade up of three questions on a Likert scale 

ranging from  not at all severe to very severe. The questions were; how  

dem anding the treatm ent regimen was; how  severe the restrictions on child's 

lifestyle due to treatm ent were, and how  severe the side effects of 

chem otherapy were (Manne 1995). The authors reported adequate internal 

reliability w ith  Cronbach's alphas of .74 and .71 at the two assessm ent points 

3 m onths apart.

Most studies of children reported around 50% male patients (Vami, 1994/5; 

Tebbi, 1988; Worchel, 1988 and Canning, 1992). O thers reported m ore than 

60% males (Mulhem, 1992; Kashani, 1982; Kellerman, 1980) while others 

around 60% female (Kaplan, 1987). The studies w ith m ore males m ay have 

been due to the children's' diagnoses. Solid tum ours are m ore com m on in 

boys, hence studies reporting high num bers of children w ith these diagnoses 

are likely to be predom inately male (M ulhem, 1992; Kellerman, 1980). 

Goertzel (1991) reported a sam ple of 16 adolescents, 74% female.
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Research conducted with paediatric and adolescent oncology patients 

generally com prised 65 to 75% white patients (Canning, 1992; M ulhem , 1992; 

Manne; 1995; Worchel, 1988; Kellerman, 1980). O ther studies w ere notable 

for their extremely white samples; 84% (Dahlquist, 1993); 97% (Kashani, 

1982). Dahlquist and colleagues (1993) recruited m arried couples resulting in 

a predom inately white middle class sample. Interestingly, their outcom e 

m easures were martial disharm ony and hence by solely assessing m arried 

couples they "lost" those whose m arriages had broken dow n due to marital 

disharm ony, recruiting a non representative sample. V am i and colleagues 

(1994/5) reported a 50% white and 30% Asian study group. N ot know ing the 

ethnic make-up of various states in America it can only be presum ed 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. H ow ever the study 

was limited in that it did not report the ages of the children, and, the m ean 

time since treatm ent completion was over five years. M anne and colleagues 

reported 59 "parents", of w hom  55 were m others. M ulhem  and colleagues 

(1992) only recruited mothers. W hen parents alone w ere reported, there was 

no distinction betw een parents of young children and parents of adolescents. 

This seems to ignore the different issues for parents of a young child, w ho 

w as dependent pre diagnosis, to parents of an older child w ho m ay 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 m ost widely used m easures of depressed m ood in 

the studies sum m arised 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 w here the age of the paediatric patients ranged 

from 7 or 8 into adolescence (Vami, 1994/5; Worchel, 1988; M ulhem , 1992). 

However, Canning and colleagues (1992) used the CDI w ith  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. N one of the 

studies using the BDI reported the Cronbach's alpha statistic for intem al 

reliability (Manne, 1995; Kaplan, 1987; Dahlquist, 1992; M ulhem , 1993; Tebbi,

1988). They relied on published evidence of its intem al consistency rather 

than assessing the internal consistency in their study groups.

M ulhem  and colleagues (1993) reported m others' depression (BDI) and 

m others' assessments of their child's depression. H igher scores of depressed 

m ood in mothers, as assessed by the BDI, w ere associated w ith higher levels 

of children's depression on all the child and parent report m easures. Hence, 

the classification of depression in children was highly dependent on the 

inform ant and the instrum ent used. The authors reported that inter-rater 

reliability was no better then chance (M ulhem, 1993). The m other and nurse 

rating of children's depressive sym ptom s w as an invalidated Likert scale; 

"rate how  depressed the child had been within the last two weeks" (from 0; 

no sym ptom s of depression, to 10; extreme depression). Similarly a Likert 

scale was used to assess m aternal social support, it had not been previously 

validated. This study appeared chaotic w ith num erous m easures of 

childhood depression. The Children's Depression Inventory com pleted by 

the child, the Child Behaviour Checklist (Behaviour Problem s section) 

com pleted by m others, and the Likert scale of depressive sym ptom s 

com pleted by m others and nurses. The researchers used a different statistical 

m odel for each m ethod of assessm ent of the child's depression (i.e.: child, 

m other or nurse).

W orchel 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 adjustm ent sub-scales of the CBCL w ere used. The N urse 's Rating 

Form w as subject to factor analysis that resulted in a two-factor solution. The 

two factors were labelled depression and overall adjustm ent and good
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internal consistency was reported. As w ith M anne (1995), there was no 

correlation betw een children's' self report of depression and parents and 

nurses ratings of the child's depression. The results dem onstrated that 

parents' reports of children's depression w ere significantly higher than the 

children's self-reports. There was a significant relationship betw een parent 

and nurse ratings.

M anne and colleagues (1995) described parents' reports of family functioning 

(93% m others), child behaviour problem s and severity of the child's 

treatm ent regimen. A strong relationship was found betw een child 

behaviour problems and parents depressive sym ptom s 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 m ajor depressive episode. 

The diagnosis w as based on the presence of dysphoric m ood or adhedonia as 

well as any four of the following; disturbance of appetite/w eight; sleep 

difficulties; fatigue; psychom otor ag itation/ retardation; loss of interest; 

excessive guilt; difficulty concentrating/ thinking, and recurrent thoughts of 

death  or suicide. The authors controlled for treatm ent sym ptom s. The 

diagnosis was m ade from interview ing the child and parents, as well as 

collating data from team m embers, staff and teachers. The Schedule for 

Affective Disorders and Schizophrenia (SADS) was used by Tebbi and 

colleagues (1988). The SADS is a sem i-structured interview  that asks about 

the individual's functioning and psychiatric sym ptom s from  past episodes of 

depression. Patients retrospectively reported that episodes of depression had 

occurred following their cancer diagnosis or a m ajor cancer treatm ent event 

(e.g.: am putation 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 

tw o interviewers, using three out of thirty interviews. Tebbi and colleagues 

(1988) found one significant correlation betw een the BDI (weight loss) and the 

SADS diagnosis. This m ay not be surprising as the SADS asked patients to 

retrospectively report episodes of depression and hence w as 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 m ood as assessed by 

the BDI.

The definition of clinically significant m ood disturbance is generally 

inconsistent. Research has used a cut off score of 16+ as indicative of m ajor 

depressive disorder/clinical depression (Kaplan, 1987; Dahlquist, 1993). 

O thers have considered a score of 19+ indicative of m oderate depression 

(M ulhern, 1992). Tebbi and colleagues (1988) defined scores betw een 14-24 as 

an indication of m oderately depressed mood. M anne and colleagues (1995) 

used the depressed m ood 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 m ore established cut off at 

12 (M ulhem , 1992; Worchel, 1988). Canning and colleagues (1992) used a cut 

off of 16+ w hereas Varni and colleagues (1994/5) did not use the CDI as a 

m easure of clinical depression bu t rather as a rating scale for depressive 

sym ptom s.

Tebbi and colleagues (1988) identified the physical items of the BDI and found 

that these had higher scores than the m ore psychological items. They 

suggested that somatic items were m ore salient than psychological 

sym ptom s of depression in their group of 13 to 21 year old oncology patients 

(Tebbi et al. 1988). The physical items were; body image change; w ork  

retardation; presence of insomnia; fatigability; anorexia; w eight loss; somatic 

preoccupations and changes in libido. Interestingly, although Tebbi and 

colleagues (1988) m ade these distinctions they did not describe w hat 

treatm ent the adolescent patients w ere receiving and w hat sym ptom s of 

illness or toxicity they were experiencing. This m ay have been because 

w ithin the 30 patients they assessed, there was a range from  one m onth to a 

m ean of 5 years since diagnosis (with a range of 1 to 228 m onths; 19 years). 

In other w ords some of those interview ed had experienced their cancer at 

around 2 years old and were answ ering questions at 21 years old so their 

experience of the cancer m ust have been very rem ote w ith very different 

issues than  those w ho were still receiving treatm ent. It is not appropriate to 

com pare those w ho have been diagnosed within the last m onth and those
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who are rem em bering back a num ber of years to their diagnosis. Hence, 

although they discussed physical sym ptom s in some detail, there w ould have 

been extreme variability in the sym ptom s experienced by their patients.

It m ay have been interesting to consider w hat having a past diagnosis of 

cancer m eant in term s of physical sym ptom s in the future. Experience of 

such an extrem e illness as cancer in childhood m ay precipitate an older 

person to notice physical sym ptom s m ore than som eone w ho had no t 

experienced a significant illness. The fact that Tebbi and colleagues (1988) 

found differences betw een their adolescent's scores on the physical and non

physical items of the BDI m ay be an indication of a change in focus. Looking 

for m ore physical signs, w hether one had a "good" reason or not m ay be an 

im portant aspect of the depression scale. Kaplan and colleagues (1987) used 

the BDI w ith 13 to 19 year old patients bu t did not distinguish betw een 

somatic and  non-somatic items.

Goertzal and colleagues (1991) used a m easure 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 m any hospital settings.

Goertzel and colleagues (1991) gave different anxiety m easures to younger 

and older children in their study. Children 12 years old and younger w ere 

given the State Trait Anxiety Inventory for children, whilst those over 12 

com pleted the adult version (STAI) (Spielberg, 1988). These m easures are 

validated on large norm al populations. Their use in groups of iU adults has 

been docum ented.

Interestingly, Kellerman and colleagues (1980) used a m easure of trait rather 

than state anxiety. Their hypothesis was that serious chronic illness would 

lead to psychopathology in the iU adolescent. Trait anxiety is defined as a 

stable com ponent of personality, resistant to situational fluctuation 

(Spielberg). The authors did not m ake the case that an illness should be
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defined as m ore than a situational fluctuation. There w as no report of state 

anxiety.

Canning and colleagues (1992) used the State Trait Anxiety Inventory to 

assess adolescent oncology patients betw een the ages of 12 and 18 years. 

They com pared their sam ple to a group of healthy students recruited from  a 

public high school in a neighbouring community. Low distress w as defined 

as below the m ean in self-reported anxiety on a standardised m easure, the 

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

In assessments of parental anxiety aU 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 com pare it for suitability to other questionnaires bu t suggested it 

m easured non-psychotic psychological im pairm ents in adults living in the 

community. The authors used the cut off score recom m ended by the GHQ 

m anual in order to identify those m others 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 assessm ent w ould give m ore 

detailed inform ation about the origin of the sym ptom s of depression they 

found in the m others 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 m ay 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 sum m ary it seems that the majority of the research used standardised 

m easures of anxiety and depression, m any using the sam e scales. Virtually 

aU were self-report, the exception being m others' reports of their children 

where it was difficult to determ ine w here the depression originated, w ith the 

m other or child (M ulhem, 1992). It is useful to have inform ation about m ood 

from differing sources, however, such inform ation needs to be considered 

cautiously and interpreted carefully.
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In Kellerm an's study (1980) adolescents w ith various illnesses (n=168) w ere 

com pared to adolescent controls (n=349). There w ere 30 oncology patients. 

With such a large control group, statistically significant results w ere likely. 

M ulhern and colleagues (1992) used the BDI for parents bu t the Child 

D epression Inventory for paediatric patients (aged 8 to 17 years). Canning 

and colleagues (1992) described "repressors", the definition of w hom  had 

been m ade on an adult rather than adolescent population. The sam ple was 

small and m iddle class w ith the control sample unm atched and older. As the 

study w as 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 problem s and hence it was 

speculative to suggest that the adolescent patients w ere repressors.

M any of the studies in Table 2.1 were limited by not recruiting parents 

(particularly fathers); not distinguishing children's ages; limited foci on 

treatm ent details including toxicity, and, the com parison of patients at 

varying tim es 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 betw een adolescents with 

cancer and control groups at varying times since diagnosis. H ow ever, none 

of these studies assessed adolescents at the time of initial diagnosis or during 

the first 6 m onths of treatm ent w hen there m ay be increased psychological 

m orbidity. Kellerman and colleagues (1980) found a statistically significant 

bu t low negative correlation betw een time since diagnosis and anxiety in 

adolescents w ith 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 w ith  cancer and those w ithout 

have been proposed. Worchel and colleagues (1988) suggested that children 

w ith cancer used denial as a coping strategy. The w ork of Canning and 

colleagues (1992) assessed the concept of 'repressive' adaptation in adolescent 

cancer patients, com paring them  to a control group. Repressive adaptation 

was characterised by low anxiety and high defensiveness. Cancer patients 

w ere significantly less depressed and a significantly higher proportion w ere 

'repressors, com pared to the control group (Canning, Canning et al. 1992).
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For parents there was equivocal evidence that anxiety and depression w ere 

high w hen they had a child w ith cancer (Dahlquist, Czyzewski et al. 1993; 

Sawyer, A ntoniou et al. 1993; Manne, Lesanics et al. 1995). In term s of study 

design, the 2 studies that assessed parents near the tim e of diagnosis both  

reported elevated distress in parents, w hereas research some tim e after 

diagnosis, did not. H igher levels of anxiety in m others and fathers at 

diagnosis, com pared to standardised norm s and a control group, have been 

reported (Dahlquist, Czyzewski et al. 1993; Sawyer, A ntoniou et al. 1993). 

The longitudinal study found higher depression scores in m others and fathers 

a year post diagnosis (Sawyer, A ntoniou et al. 1993). M anne and colleagues 

(1995) reported generally low levels of depression in parents (93% m others) 

assessed at 7 weeks and 3 m onths post diagnosis. No differences in m ood 

have been identified betw een parents of cancer survivors (mean 6 years post 

treatm ent) and  a parental control group (Speechley and N oh 1992).

One study  in table 2.1 included both patients and a parent. M others' levels of 

depression w ere associated with higher levels of depression in their child 

(M ulhem , Fairclough et al. 1992). Perceived lack of social support and current 

hospitalisation of the child were predictors of m aternal depression (Mulhem, 

Fairclough et al. 1992). Levels of anxiety and depression have been assessed 

near the tim e of diagnosis in families w here one of the parents had cancer 

(Compas, W orsham  et al. 1994). Adolescent girls w hose m others had cancer 

w ere the m ost significantly distressed family members.
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Implications of previous research in anxiety a n d  depression for the current

STUDY

Previous research, and personal experience of the adolescent cancer unit, 

have led to the form ulation of the following hypotheses at the start of the 

current study; that adolescent cancer patients w ould have higher levels of 

anxiety and depression at the time of diagnosis com pared w ith controls; that 

m others and fathers would have higher levels of anxiety and depression at 

the time of diagnosis than standardised norms; that m others and daughters 

w ould show greater anxiety and depression during the year than fathers and 

sons; that the period of treatm ent would influence the adolescent patients' 

reports of anxiety and depression w ith increases during the treatm ent period 

and decreases by 12 m onths, providing treatm ent had been completed; that 

m others and fathers reports of anxiety and depression w ould not decrease 

over the year following diagnosis, and; that there w ould be relationships 

betw een anxiety in the adolescent patients and their parents, and depression 

in the adolescent patients and their parents.

A nger

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

It has been considered either as an ætiological factor in disease developm ent, 

or as a response to im m inent 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 m oderately less 

frequently studied than aggression. Despite this, it is invariably unresolved 

anger that leads to the patient w ith cancer being referred for specialist help 

(Jevne 1990) or precipitating the abandonm ent of traditional medicine in 

favour of alternative therapies (M ontbriand 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 betw een 

individuals in frequency, intensity and duration and are associated w ith a 

num ber of m aladaptive conditions. In developing treatm ents to m anage 

excessive or disruptive anger it is im portant 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 em otional response to provocation", 

such as a perceived threat (Novaco, R.W.; quoted in Johnston-Taylor, Baird et 

al. 1993; pl02). Kassinove and Sukhodolsky (1995) suggested a definition of 

anger as: "a negative, phenom enological (or intemal) feeling state associated 

w ith specific cognitive and perceptual distortions and deficiencies (e.g.: 

m isappraisal, errors, attributions of blame, injustice, preventability a n d /o r  

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 ow n culture. Berkowitz (1993) proposed  that anger m ay no t 

have a particular goal and hence m ay 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" (pl2; Kassinove, 1995), having its 

origin in the social environment. In the context of a diagnosis of cancer the 

feeling and  expression of anger m ay not be goal focused as there m ay not be 

a specific goal. The concept of 'w rongness' is associated w ith abstract 

concepts such as a Just World or God. It m ay be that w hen people experience 

an aversive situation and appraise it as a threat, b u t do no t take overt action, 

they m ay take covert action having im aginary anger plans (Rubin 1986; 

quoted in Kassinove, 1995). This w ould be relevant to the oncology setting 

w here anger displays are often seen as inappropriate and not readily 

understood as a symptom  of distress.

There are a num ber of different approaches to the understanding of anger as 

an affect. The psychometric approach assesses facets of the anger experience 

and m odes of expression. Spielberger's m odel 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 developm ent of relationships betw een the antecedents and consequences 

of anger. The developm ental perspective suggests that anger changes over 

the life-span w ith 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. 

M eaning can develop through the perception or m em ory of events. M eaning 

can also be im posed 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 m ay 

construct am biguous situations differently and have a tendency to see 

intentional w rong-doing w here none exists, feeling m ore angry and w anting 

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

A nger during  childhood  a n d  adolescence

Children leam  about how  and w hen to become angry and w hat alternatives 

to anger exist. They leam  from the social norm s surrounding anger 

expression, dem onstrated in the w ay parents and peers m odel their anger. 

W hether 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 em otion, 

controlling or masking emotional expression. The m asking or hiding of 

anger increases w ith age. W omen hide anger m ore than m en, children learn 

that there are different display rules for peers, com pared to authority  figures 

(Kassinove and Sukhodolsky 1995).

Because of learned display rules, w hether or not the individual expresses 

anger wiU be influenced by a num ber of variables. Anger repression is 

common as individuals leam  to m anage or hide their anger. Rules govern  

w hat to feel angry about, under w hat 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 determ ine 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 m odels 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 betw een anger and anxiety or 

depression, or betw een anger and coping strategies adopted by individuals, 

have not been described in cancer medicine.

Anger is generally m easured in global term s and not broken dow n to 

com ponents such as irritation, expression or control. The use of the Anger 

Expression Inventory in the current study aims to identify m ore precisely the 

constituents of anger that are relevant over the year from a diagnosis of 

cancer.

Aggression has been reported as the dom inant psychological sym ptom  in 

children during chem otherapy (Kvist, Rajantie et al. 1991). The study 

com prised 53 families, of 90 approached (59%), w ith children w ho had 

received treatm ent for leukaemia or lym phom a and had electively 

discontinued treatm ent whilst in prim ary remission. The children (45% 

female) had received three years of treatm ent, m ean 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 

im pressions of the patients' psychological reactions during chem otherapy. 

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 Readjustm ent Rating Scale, Holm es and Rahe, 1967; cited m 

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 m ore anger than the children reported themselves.

Kvist and colleagues' research (1991) should be interpreted w ith caution due 

to limitations in design and m ethodology. Patients' experiences during 

chem otherapy were recorded, yet the questionnaires w ere com pleted after 

the cessation of treatm ent, in some cases up to six years post treatm ent.
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There w ere no reports from children whilst receiving chem otherapy and 

hence the potential for inaccurate recall. Furtherm ore, w ithin the 53 families 

there w ere two groups. One group (n=27) com pleted the questionnaires 

betw een one and two m onths after the end of chem otherapy. The second 

group (n=26) comprised families w ith children w ho had  finished 

chem otherapy within the previous six years. There w as no 

acknowledgem ent as to w hether there were any differences betw een these 

two groups in terms of the patients' psychological experiences.

There were a num ber of methodological limitations to the research (Kvist et 

al. 1991). No standardised questionnaires w ere used, the questionnaires 

being developed by the authors, no validity or reliability data w ere reported. 

The analysis comprised a factor analysis of the psychological sym ptom s 

reported by both the parents and the children. Seven factors w ere reported 

with four factors having only two or one psychological symptom(s). The 

factors were interpreted as patterns of psychological reaction related to the 

chem otherapy bu t were not nam ed or discussed as factors, they w ere purely 

listed.

In defining the families as stressed or non-stressed, Kvist and colleagues 

(1991) used the num ber of stressors rather than w hether the parents reported 

feeling stressed. There was no m easure of parental psychological well-being 

in the study yet levels of distress could have been related to ways in which 

stressors w ere reported. Parental distress m ay have been significantly 

correlated w ith reports of their children's psychological sym ptom s rather 

than the child's actual behaviour.

Finally, parents' assessments of their children w ere reported  w ith m ore 

emphasis than children's reports of their ow n psychological sym ptom s. 

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 treatm ent (n=26) (Acklin, Brown et 

al. 1983). The cross-sectional research found that a higher level of attributed 

life m eaning was related to intrinsic religious orientation and associated with 

lower levels of anger-hostility, despair, and social isolation. Com parisons 

were m ade to a control group of medical patients (n=18). The m easure used 

in the study was the self-report Grief Experience Inventory, including 

dimensions of anger/hostility  and despair. The despair dim ension included 

irritation, anger and injustice. No reliability data concerning this m easure 

were reported. The study was limited because the num ber of subjects was 

small, the diagnoses were not specified, and the groups predom inately 

wom en (77%). The analysis was predom inately correlational although 

differences were assessed using t-tests, the analysis w as severely limited by 

the small sample size. Additionally the study sample m ay not have been 

sufficiently representative. Both the study and control groups reported high 

church attendance, betw een 3 and 5 times per m onth, which m ay not reflect 

average levels of church going in the population. Furtherm ore, the study 

included newly diagnosed patients and those w ith 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 treatm ent, 

whereas at diagnosis there are a num ber of treatm ent options.

A study that assessed anger in cancer patients and their caregivers, on three 

occasions over a 6 m onth period, found low, stable anger scores in both  

groups (Johnston-Taylor, Baird et al. 1993). A nger was related to sym ptom  

distress, depression and church attendance for patients. The authors 

proposed that anger m ay have been associated w ith 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 m ost com m on age group within which 

cancer occurs, bu t is often not reported in psychological research. The 

diagnoses were from a w ide range of the com m on cancers although all w ere 

solid tum ours; lung; breast; colorectal and gastrointestinal.
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The longitudinal design of this study was com prom ised by poor compliance, 

the absence of analysis of time since diagnosis, and inadequate m easures of 

anger (Johnston-Taylor, Baird et al. 1993). Of the original 165 patients, 52 

(32%) com pleted three interviews. Of the initial 67 caregivers, 12 (18%) 

com pleted three interviews. It m ay have been that low anger scores 

described w ere not representative of the com plete study group. 

Additionally, time since diagnosis w as not considered. The m ean time from  

diagnosis w as 22 m onths (range 4 days to 22 years), 32% being within 3 

m onths of diagnosis, 30% w ithin 3 to 12 m onths of diagnosis and 35% over a 

year post diagnosis. In the context of a cancer diagnosis, 6 m onths is not a 

long period of time. A lthough initially discussing the im portance of phases in 

the illness trajectory, Johnston-Taylor and colleagues (1993) did not ascertain 

w hether patients were receiving treatm ent, w ere responding to treatm ent, 

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 w as added to an 

ongoing study, a third of the w ay through. The study was investigating the 

hom e care needs of patients and caregivers over time. Interview ers had 

com m ented on the angry expressions of subjects and as a result the 11 item 

Siegal M ultidimensional 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 w ithin their study 

group. H ow ever, low levels of anger reported by the authors m ay have 

been a function of the limited sensitivity of the MAI. The m easure does not 

suggest w hether it assesses state or trait anger. Patients and caregivers 

com pleted the questionnaires w ith the researchers and there m ay have been 

issues of social desirability. This m ay have been particularly so in a group of 

older adults, w here the expression of anger m ay have been considered 

inappropriate. Johnston-Taylor and colleagues (1993) concluded that anger 

m ay have been an unacceptable em otion and appeared as sym ptom  distress 

or depression in this cohort. However, no evidence for this was presented, 

the results m ay purely reflect the correlation betw een anger, being depressed 

and finding sym ptom s from the cancer distressing. Anger has been 

associated w ith cancer-related pain in adult oncology patients although the
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retrospective (past m onth) 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 w ho perceived their family to have poorer communication, 

cohesion and conflict, than their parents, reported m ore 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, m ay have influenced levels of 

reported anger.

A standardised m easure of depressed m ood (Beck D epression Inventory) and 

a psychological sym ptom  checklist (Brief Sym ptom  Inventory, a shortened 

version of The H opkin 's Symptom Checklist) w ere used (Kissane, Bloch et al. 

1994). The hostility sub-scale of the sym ptom  checklist comprised; irritability; 

annoyance; frequent argum ents; loss of tem per and the urge to hu rt 

someone. The authors reported the validity of the m easures in prior 

research, bu t 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 w ere 51% 

female and had a mean age of 56 years. The spouses w ere 52% female and 

had a m ean age of 55 years, the offspring w ere 60% female. The patients had 

a range of cancer diagnoses; breast, lung, bowel, and lym phom a. Treatm ent 

received w as described. W hen analysing differences betw een patients, 

spouses and offspring, Kissane and colleagues (1994) used w ith one w ay 

ANOVA to identify w here the differences lay. Fischer's modified least 

significant difference (MODLSD) was applied adjusting the level of 

significance for the num ber of analyses conducted. This is m ore conservative 

than the Bonferroni test and adds w eight 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 em otion present in families coping w ith a m em ber w ho has cancer. 

Kissane and  colleagues (1994) suggested that anger m ay be anticipatory grief 

and that the offspring m ay not have had sufficient access to inform ation 

about the cancer and the welfare of their parent. Limited know ledge and 

associated understanding m ay have been factors in the offspring's increased 

anger scores.

In sum m ary it seems that m uch of the research w ithin anger and cancer 

medicine has been significantly flawed in term s of design and analysis. No 

evidence presented above has been sufficiently thorough to indicate w hether 

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 form ulate the following hypotheses at the start of the current study; 

state anger w ould be positively related to state anxiety and depression, and 

negatively related to optim ism  in adolescent patients, m others and fathers; 

that girls w ould  have higher levels of state anger than boys; that anger scores 

w ould be negatively related to the cohesion and conflict resolution scales of the 

FAME questionnaire; that anger and the coping strategy of religion w ould be 

negatively correlated; that anger expression scores w ould increase at the time 

of relapse in adolescent patients, m others and fathers and that anger would 

be higher in those adolescent patients w ith extensive disease at diagnosis.

2.2 DISPOSITIONAL OPTIMISM

O ptim ism  has been com pared 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 optim ism  was a disposition. They defined 

optim ists and pessimists in lay terms; "optimists expect things to go their 

way, and generally believe that good rather than bad things wiU 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 w ere relatively stable across time 

and proposed two principle assum ptions related to dispositional optimism: 

People differed both in term s of specific expectancies they held, and in 

generalised outcome expectancies, such as optim ism  and pessimism. 

Generalised bu t individual differences in optim ism  and pessim ism  influenced 

behaviour in the same w ay as outcome expectancies that w ere m ore specific 

in focus. For example; optimists should continue to w ork  and strive in the 

face of adversity w hereas pessimists should not because they have a m ore 

pessimistic generalised outcome orientation.

Dispositional optim ism  conferred a sense of confidence in dealing with 

w hatever obstacles were encountered and optimists w ere m ore likely to 

continue efforts to attain goals they had set for them selves than less 

optimistic people (Scheier and Carver 1985). Hence, there should be m ore 

effective coping am ongst optimistic than pessimistic people. Scheier and 

Carver (1985) developed a m easure of dispositional optim ism , assessing 

generalised expectancies about im portant life outcomes. The brief 

questionnaire was called the Life Orientation Test (The LOT; Scheier and 

Carver 1985). They identified that optim ism  w as positively correlated with 

successful coping; using low sym ptom  reporting as an indication of effective 

coping in college students (Scheier and Carver 1985). This result was 

m aintained over time indicating a prospective relationship betw een optim ism  

m easured at the first time point and sym ptom  reporting later. Optim ism  has 

also been negatively related to the developm ent of post-partum  depression 

(Carver, C.S. & Gaines, J.G., 1987; quoted in Scheier, 1988).

Scheier and Carver's early research into dispositional optim ism  was 

conducted with 139 college students (Scheier and Carver 1985). The 4 w eek 

longitudinal study assessed the reporting of physical sym ptom s, private self- 

consciousness and dispositional optimism during a stressful period at the end 

of term. Dispositional optim ism  negatively correlated w ith sym ptom  

reporting both at time point one and time point two. Additionally, optim ism  

was related to sym ptom  reporting prospectively w ith a negative correlation
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betw een optim ism  at time point one and sym ptom  reporting at time point 

two. This result, however, did not take into consideration the correlation 

betw een optimism and sym ptom  reporting at the first time point. W hen a 

partial correlation was conducted to rule out this bias, there rem ained a 

significant negative correlation betw een optim ism  at the first time point and 

sym ptom  reporting at the second time point.

Dispositional optim ism  has been suggested as an im portant determ inant of 

the w ay individual's respond to stress. The m echanism  is not known. The 

m aintenance of effort over time is pivotal in effective coping. It m ay be that 

optim ists engage in different patterns of coping than  pessimists. Optimists 

m ay engage in coping strategies that are m ore likely to keep them  involved 

in the coping process. Scheier, W eintraub and C arver's data (1986) 

dem onstrated that coping strategies brought to m ind differ widely as a 

function of dispositional optimism. Optimism was associated positively with 

active, problem-focused coping strategies and negatively with 

disengagem ent. Optimists w ere m ore likely to seek out social support and 

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

Bandura's self-efficacy theory proposed that individuals m ay expect a given 

behaviour to have a desired outcome (outcome expectancy) bu t feel either 

able or unable to engage in that behaviour personally (self-efficacy 

expectancy). Scheier, W eintraub and colleagues (1986) proposed two key 

differences betw een their w ork and Bandura's work. Firstly, they 

em phasised expectancies that outcomes w ould or w ould not occur and de

em phasised the attributional bases from which these expectancies arose (in 

particular the dim ension of locus of causality). Scheier and colleagues (1986) 

predicted that external circumstances w ould influence decisions to attem pt 

versus disengage in situations, as well as judgem ents about personal efficacy. 

Bandura's theory had no conceptual niche for the influences of factors other 

than personal efficacy, such as environm ent or religion (Scheier, W eintraub et 

al. 1986). Scheier and colleagues (1986) proposed that expectancies could 

operate at m any different levels of specificity. Dispositional optim ism  was a 

general expectancy and as such determ ined individual behaviour in new  

situations, as well as in events that developed over time.
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Dispositional optim ism  has been show n to be associated w ith the adoption of 

active-behavioural coping strategies (Scheier, M athews et al. 1989; Friedm an, 

Nelson et al. 1992; Carver, Pozo et al. 1993; Carver, Pozo-K aderm an et al.

1994). Scheier and colleagues (1989) prospectively investigated 51 m en (mean 

age 48.5 years, SD 6.5) recovering from coronary artery bypass surgery. The 

patients were assessed on the penultim ate day pre-surgery, 6-8 days post- 

operatively and at 6 m onths. Before surgery, optim ists w ere m ore likely 

than pessimists to be planning for the future and setting goals (p<.04). At 6-8 

days post surgery, optimists w ere less likely to report using denial as a 

coping strategy (p<.05; Scheier, M athews et al. 1989). An interesting and as 

yet unresolved issue was the developm ental course of optimism. To date no 

research has been conducted assessing dispositional optim ism  in children or 

adolescents. The Life Orientation Test has been used w ith college students 

bu t 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 w om an's 

adjustm ent to early breast cancer (Carver, Pozo et al. 1994). The longitudinal 

study assessed 70 w om an (mean age 58 years, SD 11) the day before their 

breast surgery and at 3, 6 and 12 m onths after surgery. W om en w ith low 

optimism scores displayed poorer adjustm ent at each time point. In addition, 

w hen controlling for prior well-being, lower optim ism  scores predicted 

poorer subsequent well being. The study controlled for the type of surgery 

the w om en received; 48 had mastectomies; 15 lumpectomies, and 7 bilateral 

mastectomies. There was no description of w hether there w ere differences 

between these three groups, although num bers w ere small. Fifty-one of the 

70 patients (73%) had additional treatm ent post surgery; 15 had cytotoxic 

chem otherapy, 13 had radiotherapy and 23 received tamoxifen (an oral 

horm one preparation).

Distress was assessed using the scales of anxiety, depression, anger and 

friendliness from the Profile of M ood States (cited in; Carver, Pozo et al.

1994). The Profile of Mood States was a series of m ood 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 w ere being angry, resentful or grouchy. The 

study included m easures of satisfaction w ith life; quality of sex life; thought 

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

Poorer adjustm ent was defined using a score of subjective well being derived 

from the dependent m easures used in the study, as described above (Carver, 

Pozo et al. 1994). A factor analysis of the dependent m easures used in the 

study yielded one factor, details of the analysis w ere no t presented. The 

factor com prised contributions from 5 measures; friendliness and life 

satisfaction were positively loaded and anger, anxiety and depression w ere 

negatively loaded. This factor of subjective well-being m oderately correlated 

w ith thought intrusion (r=-.52) and quality of sex life (r=.51) b u t not pain 

interference (Carver, Pozo et al. 1994).

Results dem onstrated that dispositional optim ism  scores in the initial 

interview w ere related to subjective well-being at each assessment, even 

w hen controlling for previously assessed subjective well-being (Carver, Pozo 

et al. 1994). Even w hen the assessm ent of optim ism  w as reduced to one 

question 'T 'm  always optimistic about m y future", using a four point 

response form at from agree to disagree (a.75), there w ere the same 

significant relationships over time as w ith the full LOT scale.

This study com prised a large age range, 32 to 75 years. The authors 

controlled for relationships betw een mood, subjective well being, and age 

and positive correlations at 3 and 6 m onths w ith low r values. This m ay 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 m any analyses, limited the credibility 

of the study.
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Friedm an and colleagues (1992) assessed 94 adult patients w ith varying 

cancers. The study was limited by its cross-sectional design, and that patients 

w ere 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 betw een active-behavioural coping and 

dispositional optim ism  using the Life Orientation Test (Friedman, Nelson, et 

al. 1992). Avoidance coping was negatively related to optimism. 

Dispositional optim ism  was negatively related to daily stress and domestic 

environm ent (p<.01; defined as family adaptability, com m unication and 

quality of relationships). In regression analysis optim ism  and domestic 

environm ent contributed to the prediction of avoidance coping (beta weights 

.29 and .26 respectively). There were no m ood outcom e m easures in this 

study. Interestingly, the authors divided the research group into those with 

no evidence of disease (n=38) and those w ith disease (n=50). In the group 

w ith no evidence of disease there was a significant positive relationship 

betw een dispositional optim ism  and time since diagnosis (p<.05). This was 

difficult to interpret, it was not an initial hypothesis and it was unclear 

w hether 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 bu t only 94 

returned questionnaires, of which 67% were female. A simple categorical 

index of disease severity was obtained from the medical notes. It m ay have 

been m ore useful to have assessed patient's perceptions of the severity of 

their illness. Similarly, the patients were assessed at a w ide range of times 

post diagnosis. W hether patients w ere at a m ore or less stressful point in 

their disease trajectory, such as at diagnosis or relapse, was not identified. It 

is unclear w hether optim ism  can be challenged by experience such that it is 

m ore difficult to rem ain optimistic w hen experiencing extreme stress.

Qualitative assessm ent of children w ith cancer and their parents found that 

51% of parents reported using optim ism  as a coping strategy (Chesler and 

Barbarin 1987). Chesler and Barbarin (1987) divided coping strategies into 

internally and externally directed categories, optim ism  being internally 

directed. They discussed the limitations of optim ism  as a coping strategy 

proposing that ''in  the m idst of relapse...it is m ore difficult to retain an
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optimistic outlook" (p95). They did not discuss optim ism  in term s of 

continual striving to goal achievement, or the w ay in which optim ism  related 

to additional coping strategies. Chesler and Barbarin's research (1987) was 

cross sectional and severely limited by the absence of a specific m ethod of 

qualitative analysis. The book was an interesting descriptive account of how  

children w ith cancer and their parents m anaged the challenge of being 

severely ill, or having a severely ill child in the family. A lthough cross 

sectional, Chesler and Barbarin (1987) included interview s w ith children, 

adolescents and parents at varying stages of the illness, from  diagnosis to 

treatm ent and im pending death. This provided a good clinical description of 

experiences bu t little indication of the generalisability of the individual's 

perspective. There was some integration of existing psychological theory 

w ith their data bu t no initial hypotheses. Chesler and Barbarin's coping 

strategy of optim ism  m ore closely resem bled 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 w om en newly diagnosed w ith breast cancer. Carver, Pozo 

and colleagues (1993) assessed how  coping strategies m ediated the effect of 

dispositional optim ism  on distress. These data w ere a subset of that 

presented earlier in this section (Carver, Pozo et al. 1994). The w om en, 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 

m onths. The m ean age of the w om en was 58 years (SD 10.8 years), the 

group was 90% white. The w om en were assessed using the LOT m easuring 

dispositional optimism, the COPE m easuring coping strategies and the Profile 

of M ood States m easuring distress in term s of anxiety, depression and anger. 

Good alpha coefficients were reported for the LOT (a  .87, re-test a.74) and 

the Profile of Mood States (a.77 to a.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 m ental disengagem ent. On further exploration 

there was 1 item on each dimension that significantly reduced the alpha score. 

These items w ere removed. Dispositional optim ism  inversely related to 

distress at all time points, as well as w hen prior distress w as adjusted for.
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Importantly, optim ism  was noted to be a prospective predictor of distress 

(Carver, Pozo et al. 1993).

In the same study, optim ism  was positively related to the coping strategies of 

active coping and planning  early in the diagnosis, and, acceptance and hum our  

throughout the study period (Carver, Pozo et al. 1993). The relationship 

betw een optim ism  and positive re-interpretation and grow th  diminished over 

the year so that there was no longer a significant relationship at 6 m onths. 

Optimism was negatively related to the avoidant coping strategies of denial, 

behavioural disengagement, and at 12 m onths, suppression o f competing activities. 

Carver and colleagues (1993) sum m arised their research characterising 

optimists and pessimists: "Optimists as engaged copers, planful and active 

during the period w hen there are plans to be m ade and actions to engage in, 

trying to m ake the best of a situation that they are trying to accept as real. 

People at the other end of the optim ism  dim ension...show evidence of trying 

to escape from  the reality of the situation and of tending to experience a 

disengagem ent 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 optim ism  on distress w ere m ediated by coping 

strategies. They examined the direct and indirect (via coping) paths betw een 

dispositional optim ism  and distress, reporting correlations and regression 

coefficients. M ediating 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 optim ism  on distress, a lower correlation. There was less 

evidence for the m ediation of coping strategies as the year progressed. These 

finding should be regarded as tentative. The num bers in the study w ere 

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 im prove 

reliability, an item was removed. Denial m ay not be a robust variable. 

Finally, the authors pointed to the possibility of a third variable, notably 

neuroticism, not m easured in the research, yet being responsible for the 

relationships seen.
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In conclusion, research investigating dispositional optim ism  has been limited. 

None has assessed children or adolescents. Few studies have assessed cancer 

patients, those that have com prised w om en with breast cancer in its early 

stages. Students w ere used in the developm ent of the LOT. It w as unclear 

w hen or how  an optimistic disposition develops, w hether during childhood 

or adolescence. No w ork appears to have exam ined optim ism  within 

families, for example w hether 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 

tow ards the positive, i.e.: being optimistic. Such a skew in a num ber of 

studies m ay 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 form ulate the following hypotheses at the start of the current study; 

that optim ism  scores w ould be negatively correlated w ith anxiety, depression 

and anger in adolescent patients, m others and fathers; that optim ism  would 

be positively correlated with acceptance, planning and hum our as coping 

strategies; that optim ism  would be negatively correlated w ith avoidance 

coping and behavioural disengagem ent and that optim ism  w ould be 

negatively correlated with physical sym ptom  reporting by the adolescent 

patients.

2.3 ILLNESS COGNITIONS

Illness is intrinsic to life w ith com m on sense representations found 

th roughout recorded history (Leventhal and Diefenbach 1991; Schober and 

Lacroix 1991). The uni-dimensional cause-effect m odel dom inated health 

related research for some time. M ore recently a dynamic m odel 

incorporating systems theory has been adopted by m any researchers. 

Systems theory proposed that behaviour was the product of dynamic 

interactions betw een m any 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 w ere 

evaluated against the goal. The results of the evaluation produced feedback
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effecting the original determ inants of the behaviour. Leventhal and 

Diefenbach (1991) were the first to propose the self-regulation m odel of 

responses to the threat of illness.

In the context of illness, how  people processed inform ation in response to 

fear, included com m on sense illness representations (Leventhal and 

Diefenbach 1991). Leventhal and Diefenbach (1991) proposed 3 key points; 

the experience of illness established complex m em ory structures; the body 

provided a m easure against which deviations and com parisons w ere m ade 

about norm al and potential signs of illness, and; the social environm ent 

organised illness representations, such as categorising an illness as acute and 

curable, or chronic and incurable.

In dealing w ith health threats, individuals sought out inform ation concerning 

the threat and interpreted the inform ation 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 assum ptions m ade 

about hum an behaviour. Such assum ptions were that people solved 

problem s actively, and that their behaviour w as directed by their perceptions 

and interpretations of specific events. The cognitive process of illness 

representation form ation was not observable, although the ou tpu t 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 w ork was w ith patients w ho had 

hypertension or were receiving chem otherapy for cancer (Leventhal and 

N erenz 1985; Nerenz, Leventhal et al. 1982; Nerenz, Leventhal et al. 1984). 

They identified that patients w ith lym phom a gauged the effectiveness of their
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chem otherapy by m onitoring the size of their tum ours (Nerenz, Leventhal et 

al. 1982). Patients w hose tum ours disappeared rapidly w ere m ore distressed 

than those whose tum ours regressed gradually. Leventhal and colleagues 

(1982) suggested this m ay be because they no longer had visible m eans of 

m onitoring the effectiveness of their treatm ent. Leventhal and colleagues 

(1982) argued that disease representations such as these form ed implicit 

theories of disease and w ere used to guide coping w ith the disease and to 

evaluate and regulate the usefulness of treatm ent. In the current study the 

adolescent cancer patients would have had little experience of cancer or any 

serious illness so that at diagnosis they w ould not have disease prototypes for 

comparison. Patterson and McCubbin (1987) described the adolescent as 

having no 'coping repertoire' w hen faced w ith stressful situations.

Leventhal and N erenz's (1985) self-regulation m odel 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 sym ptom s associated w ith the illness. The cause dim ension was 

the individual's ideas and perceptions about how  the disease had arisen, for 

example viruses or environm ental toxins. Consequences w ere the expected 

outcomes and sequelae of the disease in physical, social and economic term s 

as well as the emotional effect of the disease. Finally, time line referred to the 

perceived time frame for the developm ent and duration of the illness and 

could be acute, cyclic or chronic.

Using varying research m ethods and subject groups (students not patients) 

Lau and colleagues (1989) described the same four com ponents and found 

them  to be relatively stable over time. Additionally, a fifth com ponent cure 

/controllability was identified concerning the individual's belief about how  one 

recovers from an illness (Lau, Bernard et al. 1989). Cure was m ore likely to be 

detected in the descriptions of acute illness w here recovery was expected 

rather than in chronic illness. Further research w ith 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 com ponents 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 

com ponents identified three factors; locus (internal versus external), stability 

and controllability (Lau and H artm en 1983). These dim ensions reflected 

associated research in attribution theory. Lau and colleagues (1989) found 

that illness representations had implications for behaviour. Individuals w ith 

strong identity  and cure com ponents in their illness cognitions w ere m ore 

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 

m uch research, using different m ethodologies, in varying clinical settings 

(Skelton and Croyle 1991). The categories w ere not necessarily independent 

of each other. W einman and colleagues (1996) suggested that these beliefs 

came into play as soon as patients experienced their initial sym ptom s and 

would change with disease developm ent, varying sym ptom s and treatm ent 

outcomes (Weinman, Petrie et al. 1996). These com ponents w ere im portant 

building blocks of disease representations and had a role in how  patients 

conceptualised and coped with their illness, determ ining the coping strategies 

adopted. A difficulty in working w ith adolescent patients soon after the 

diagnosis of cancer could be that they m ay not have m ature cancer cognitions 

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

The identity  (symptoms) of the illness threat has implications for aU of its 

attributes. Individuals have little difficulty clustering symptom s, how ever the 

way individuals interpret symptom s 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 grow th is a sarcoma will 
have limited cognitive a n d /o r  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 w ho w ere inexperienced 

about illness, and unaw are 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 tim e of first 

diagnosis, m ight be expected to have im m ature cancer cognitions. In 

research w ith adults, the im pact of a diagnostic label suggested that a positive 

diagnosis elicited a defensive process that reduced the judged severity of the 

diagnosed disorder, irrespective of sym ptom  perception (p263; Leventhal and 

Diefenbach 1991).

Accuracy of sym ptom  perception has been studied by Pennebaker and 

W atson (Pennebaker 1984; W atson and Pennebaker 1991). They proposed 

that somatic experience was am biguous and sym ptom  perception often 

inaccurate. The perception of sym ptom s could be influenced both  by affect 

and by the hypotheses the individual holds about w hat they should be 

experiencing.

Leventhal and Diefenbach (1991) described three phases of the timeline 

associated w ith illness; appraisal, illness and utilisation. Appraisal com prised the 

initial sym ptom s, illness the decision to seek professional medical help and 

utilisation the contacting of the doctor. The different phases w ould 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 w ith bone sarcomas 

w here the diagnosis is often m ade late in the disease history, it is likely that 

the patient wiQ progress through these three phases a num ber of times 

before receiving the cancer diagnosis.

The development of a n  understanding  of illness

Little is know n about the sources of lay disease representations. Leventhal 

and Diefenbach (1991) suggested three sources; cultural (including the 

semantics of illness), inform ation 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 m ay have complex 

concepts of illness. Arising from the stage approach to developm ental 

psychology it has been proposed that children's beliefs about health and 

illness progress through stages starting w ith the pre-operational stage, before 7 

years old, and ending w ith th e  form al 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 

m ay recognise that disease can result from psychological stress (Eiser 1989). 

Implicit in stage theory is that the child progresses th rough  sequential stages 

and is unable to understand m ore 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 alm ost in a 

vacuum  w ith  no acknowledgem ent of the role of experience and cultural 

factors. Christine Eiser proposes that this is not sufficiently flexible and 

proposes developm ent based on functional attributes that place greater 

em phasis 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 developm ent 

occurs in a series of novice-expert' shifts. In this w ay 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 inform ation similarly where the degree of experience is similar. The 

functionalist approach m eans that children do not need radically different 

explanations of illness compared to adults.

Nelson proposes that the basis for understanding cognitive developm ent has 

to be derived from w hat children ""know" (Nelson, K. 1986, quoted in Eiser, 

1989). ""Scripts" define w hat is norm al and, w ith 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 som e intuitive biological understanding of the im portance 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 tow ards 

healthy individuals and assessments of w hat could predict specific health- 

related behaviours. Research w ith patients has m ostly focused on the 

im portance of the illness cognitions held, and the influence of such cognitions 

on behaviours, including treatm ent adherence. Treatm ent adherence and 

health behaviours w ere not relevant to the adolescent w ith 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 w ith adult cancer patients has identified the im portance of illness 

cognitions in the patients' experience of the illness (Nerenz, Leventhal et al. 

1982). Individual differences in patient's willingness to tolerate treatm ent side 

effects led to research attem pting to identify w hat m oderated this response 

(Nerenz, Leventhal et al. 1982). It appeared that the patient's interpretation 

of the clinical response of their cancer to chem otherapy played a role. 

Patients w ere m ore likely to be distressed if their cancer suddenly 

disappeared, or if they w ere being treated adjuvently (with no sym ptom s), 

than if their cancer slowly regressed (Nerenz, Leventhal et al. 1982). This 

may have been because individuals felt they w ere receiving toxic 

chem otherapy for no good reason; their cancer had 'gone'. N erenz and 

colleagues (1982) interviewed 61 patients (33% female) whilst they w ere 

receiving chem otherapy for lymphoma. The average age of the patients was 

52 years, range 22 to 81 years. This w as a large age range yet the authors did 

not discuss the relative im pact of a physically harsh treatm ent on a 22 versus 

81 year old patient. The interview com prised open-ended questions about 

experience w ith the illness and any general worries. A questionnaire was 

designed for the study. Fourteen specific side-effects of the chem otherapy 

were identified by the authors and patients w ere asked w hether they had 

experienced each side effect. If so they were asked to describe w hen this had 

happened, the severity and duration of the side effect, and w hat efforts they 

had m ade to cope. They were asked to think both  about their first, and their 

m ost recent, chem otherapy cycle. The w orst chem otherapy cycles w ere 

reported as being the first three. Patients rated the am ount of em otional 

distress they had experienced on an 11 point scale, no grading of the scale
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was reported. The num ber of side effects reported by the patients was 

significantly associated w ith this distress scale. There w ere no significant 

relationships betw een 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 betw een ongoing chem otherapy sym ptom s and psychiatric 

morbidity. The adult patients (n=120) were newly diagnosed w ith H odgkin 's 

or non H odgkin 's lymphoma. They were carefully staged, had  a m ean age of 

40 years (SD 16 years) and were 47% wom en. Standardised questionnaires 

were com pleted during interviews at diagnosis and at 2, 6 and 12 m onths 

post diagnosis. The shortened Present State Examination (PSE) assessed the 

extent of psychiatric sym ptom s, the Social Interview Schedule assessed social 

morbidity. Adverse treatm ent effects w ere recorded using a checklist, and 

were rated depending on the m axim um  severity experienced by the patients 

during the year of follow up.

The m ost com m on toxicities reported w ere alopecia, nausea and vom iting 

(Devlen et al. 1987). More long-term  toxicities w ere irritability, poor 

concentration, loss of energy and tiredness. These later side-effects being 

reported both by patients who were still receiving treatm ent, and those w ho 

had completed treatm ent. Interestingly, 32 of the 120 participants (27%) 

developed a conditioned response to chem otherapy, m anifest in anticipatory 

nausea and vom iting (Devlen et al. 1987). With the advent of medication, 

antagonistic to the SHTg inhibitors in the brain, such adverse reactions have 

become rare.

One to 3 day episodes of depression were related to treatm ent adm inistration 

(Devlen et al. 1987). These episodes of depression w ere not sufficiently long 

to be criteria on the PSE. More significant depression and anxiety was 

dem onstrated by 61 (51%) of the patients. Fifty percent of psychological 

m orbidity commenced within the first 3 m onths of treatm ent, the m ean 

duration was 4 months. There were no significant relationships betw een the 

developm ent of psychological m orbidity and the type, or stage, of
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lym phom a at diagnosis. However, psychological m orbidity w as related to 

treatm ent toxicity. More particularly, loss of appetite, having a sore m outh, 

changes in taste, and pain, were positively related to depression and anxiety. 

Hence it seemed that the relationship betw een m ood and sym ptom s m ay no t 

be present for all toxicities/sym ptom s, bu t w as present for some.

Given and colleagues (1993) assessed the influence of sym ptom s and 

functional states in a cross-sectional study of 196 cancer patients and their 

caregivers. One hundred and four (53%) of the patients w ere "newly 

diagnosed", 92 (47%) had  experienced a recurrence. A broad range of cancers 

were represented, all the patients w ere receiving treatm ent. The cross 

sectional study assessed patients (49% female) and carers (63% female) using 

standardised instrum ents including m easures of depression; sym ptom  

distress, and functional deficits. Patients' depression scores w ere correlated 

w ith their sym ptom s and functional state (immobility and num ber of 

dependencies). Caregivers' depression was weakly correlated to the patients' 

physical symptom s. The study used path  m odel analysis in attem pting to 

identify reciprocal relationships betw een patients and carers. There was a 

negative correlation betw een dispositional optim ism  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 form ulate the following hypotheses at the start of the current study; 

that there w ould be a positive relationship betw een the num ber of sym ptom s 

reported, w hether due to treatm ent or disease, and anxiety, depression and 

anger; that adolescent patients w ho perceive their sym ptom s to be treatm ent 

rather than cancer related w ould have better psychological well being than 

those w ho perceive their sym ptom s to be due to their cancer; that the 

relatively naive adolescent patient w ould change their beliefs about the cause, 

consequences, time line and cure dimensions of illness representation over the 

course of their illness, and, that there w ould be differences in illness 

representations in adolescent patients w ho w ere <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 

m anage specific external and internal dem ands that are appraised as taxing or 

exceeding the resources of the individual" (Lazarus 1993 p237). In coping 

studies of cancer, the external dem ands are the diagnosis of the disease and 

its treatment.

The w ay an individual copes with stress, w hether internal or com ing 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 attem pt to deal w ith stress. A dim ension of 'purposefulness' has 

been associated with some coping strategies; seeking social support is 

considered m ore purposeful than wishful thinking. Previous experience m ay 

lead to the use of habitual coping strategies, seemingly unconscious, bu t 

based on previous conscious rationale (Newm an 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 im portant aspect of psychological stress 

and determ ine the choice of coping strategies adopted. The individual's 

appraisal of a stress leads to an assessm ent 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 m eanings of 

threats occurring in particular situations, for example by asking individuals 

w hat they consider the m ost difficult aspects of a stressor. Such studies 

w ould provide very specific and extremely useful inform ation for the design 

of interventions. Studies have tended to focus on w hy individuals do not 

cope well instead of determ ining which coping strategies succeed and fail in 

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

an effort to cope.

The m ost influential stress-coping theory w as that of Folkm an and Lazarus 

w ho conceptualised coping as a process w ith two central com ponents and 

three stages. The first com ponent was cognitive appraisal: prim ary appraisal; 

perceiving the threat to oneself and secondary appraisal; bringing to mind 

potential responses to the threat. The second com ponent and final stage was 

coping; the process of executing the responses. Coping was defined as a 

dynam ic process, being both situational and outcome specific.

They suggested that coping thoughts and actions should be m easured 

separately from  their outcomes so that adaptiveness/ m aladaptiveness could 

be exam ined (Lazarus 1993). W hat an individual did to cope depended on the 

context of the stress, and effort was independent of outcome. There w ere 

two com plem entary functions of coping; problem-focused and emotion-focused. 

The function of problem-focused coping was to change the troubled person- 

environm ent relationship by acting on the environm ent or oneself. The focus 

of emotion-focused coping was to change either the w ay the stressful 

relationship w ith the environm ent was attended to (vigilance/avoid) or the 

relational m eaning of w hat was happening which m itigated the stress, even 

though the circumstances m ay not have changed. Changing the relational 

m eaning was a very pow erful and widely em ployed device for regulating 

stress and emotion; it was a healthy form of denial/  repression and was 

im portant if the stress itself could not be changed or m ediated. There has 

been a tendency in the w estern w orld to distrust em otion-focused coping bu t 

it has very  real uses w hen problem-focused coping is not possible or 

inappropriate.

Lazarus (1993) claimed that coping research had identified im portant factors 

about coping as a process. Individuals tended to use m ost of the identified 

coping strategies in every situation. It was difficult to determ ine to w hat 

extent coping styles were associated w ith the characteristics of an encounter; 

the threat content, goals or prior beliefs. There w ere tem poral factors, one 

strategy m ay be changed to another on the basis of feedback about
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consequences of adopting that particular strategy. Some coping strategies 

were m ore stable across stressful situations than others. For example, 

positive re-appraisal was m ore consistently used than seeking of social 

support as this w ould be dependent on the social context. Lazarus (1993) 

em phasised that emotion-focused coping predom inated w hen the stressor 

could not be changed. Problem-focused coping predom inated w hen the 

stressor was appraised as controllable by action. Coping was capable of 

m ediating the em otional outcome in a situation in that it changed the 

em otional state from the beginning to the end of the encounter. The 

em otional outcome m ay not necessarily be a reduction of distress. Lazarus 

(1993) em phasised that coping research was generally directed tow ards tw o 

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 requirem ents 

of the encounter.

The role of dispositional or situational factors in the adoption of coping 

strategies rem ains 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 

w ere constant over time.

Carver and Scheier (1989) proposed two interpretations of individual 

differences in coping. The first proposed that there w ere stable coping styles 

and dispositions that an individual used in stressful situations. Each coping 

situation w as not approached anew, a 'preferred set' of coping strategies that 

w ere relatively fixed across time and circumstance w ould be adopted. This 

was in contrast to Folkman and Lazarus (1980), w ho 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 w ays of coping w ere 

derived from personality dimensions, such as optimism. Certain personality
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characteristics would predispose people to cope in certain ways w hen they 

faced diversity (Carver, Scheier et al. 1989). According to Carver and Scheier 

(1989) coping research needed to answ er 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 w as particularly relevant 

to a long term  stressor such as chronic illness. As an iU person progresses 

from initial diagnosis to treatm ent and subsequent follow-up, differing 

coping strategies m ay 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 wül be determ ined by how  s /h e  

operationalises goals and intentions into overt behaviour. Scheier and 

Carvers' (1988) m odel of behavioural self-regulation focuses on this process. 

The theory proposes an interface betw een 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 num ber of issues 

surrounding continued striving versus disengagem ent from attem pting to 

achieve an outcome or goal. The level at which continued effort gives w ay to 

disengagem ent depends on the im portance of the behaviour in question. The 

expected outcome m ay have to be quite negative before people wiU 

disengage from goals that are very im portant to them. D isengagem ent is no t 

necessarily m aladaptive, it is quite sensible to give up if attainm ent is difficult 

or impossible. However, there are situations where the social context does 

not sanction w ithdraw al or it is not possible physically. In these 

circumstances mental disengagem ent, w ishful thinking or day dream ing m ay 

occur in order to avoid inform ation which emphasises how  poorly one is 

doing.
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Scheier and Carver (1988) propose that deciding w hether goal attainm ent is 

feasible should do m ore than make one feel m ore or less likely to continue 

trying. It should also have an im pact on how  one feels. M ore specifically, the 

perception that goal attainm ent is not possible should lead to negative m ood; 

feelings of upset, frustration and depression. Favourable expectancies should 

lead to positive mood. Scheier and Carver (1988) also draw  on research 

dem onstrating that m ood can systematically influence the kinds of thoughts 

that are extracted from m emory. In positive m ood states, m ore positive 

thoughts are accessible and one is m ore likely to recall previous successes or 

in terpret situations m ore favourably. Outcome expectancy w ould be 

different in a m ore neutral mood.

The development of the COPE

Folkm an and Lazarus' m odel suggesting the dichotom y of problem  and 

emotion-focused coping strategies has dom inated research into the m odes of 

coping. The m odel has been criticised in a num ber 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, im plying that 

em otion and problem  focused coping can involve m any differing responses.

Carver and Scheier (1989) propose that to study the diversity of potential 

coping responses separately required that they be m easured separately. 

They criticise current m easures for lacking clear focus and being derived 

em pirically rather than theoretically and for being linked to theory post hoc. 

There is debate as to w hether to construct scales empirically or theoretically, 

m ost scales are developed empirically. Carver and Scheier (1989) proposed a 

scale, the COPE, based in theory using Folkman and Lazarus' m odel of stress 

coping, the previously described m odel of behavioural self-regulation and 

research findings from pre-existing m easures of coping.

The COPE has 13 conceptually distinct scales; seven based on specific 

theoretical argum ents 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 m ay be 

of value or m ay im pede coping.

Theoretically based dimensions; adaptive

Active coping: This is the process of taking action to try  to rem ove or 

circumvent the stress, or to ameliorate its effects. A ctive coping 

involves initiating direct action. A ctive coping is problem -focused 

coping. Carver et al. (1989) added three distinctive sub-scales:

Planning: Thinking about how  best to cope w ith a stressor; coming up 

with action strategies, thinking about w hat steps to take and how  best 

to handle the problem.

Suppression o f competing activities: This is the constriction in one's range 

of activities, putting other projects aside and trying to avoid being 

distracted from dealing w ith 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 w ith stress bu t it is also passive as it involves not 

acting.

Seeking social support for instrum ental reasons: Is for advice, assistance 

and inform ation and is considered problem-focused. Seeking emotional 

support fo r  emotional reasons: is for m oral support, sym pathy and 

understanding and is considered emotion-focused coping. These tw o 

strategies often co-occur. Seeking social support is generally seen as 

functional bu t sources of sym pathy are sometimes used m ore as 

outlets for the ventilation of feelings that m ay not be adaptive.

Theoretically based dimensions; maladaptive

Focus on and venting o f emotions: This is focusing on w hatever an 

individual is feeling and venting these feelings. This can be functional 

bu t if to excess can im pede adjustm ent. Focusing on the distress and 

its nature m ay 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 w ith a 

stressor. This strategy has been identified w ith helplessness' and is 

m ost likely to occur w hen poor coping outcomes are expected.

M ental disengagement: Is postulated to occur w hen conditions p reven t 

behavioural disengagement. Mental disengagem ent are activities that 

serve to distract a person from thinking about the goal the stressor is 

interfering with; taking one's m ind off the problem  by watching 

television or daydream ing. These tactics are m ore diverse than o ther 

coping strategies and therefore can be considered to be 'multiple act 

criterion' rather then a unitary class of behaviour. D isengagem ent 

from a goal can be adaptive bu t both these activities are m ore 

generally seen as m aladaptive and im peding coping.

Empirically based dimensions;

Positive re-interpretation and growth: Folkman and Lazarus thought this 

an emotion-focused type of coping; aimed at m anaging distress 

em otions rather than at dealing w ith the stressor per se. H ow ever, 

construing a stressful situation in positive term s should intrinsically 

lead a person to continue or resum e active, problem  focused coping 

actions.

Denial: This occurs during prim ary 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 problem s 

because denying allows an event to become m ore serious therefore 

m aking more difficult the coping that eventually occurs. Finally denial 

could be considered to be useful at the early stage of coping bu t m ay 

im pede 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 

m ore likely to engage in an attem pt to deal w ith the situation. 

Acceptance is looked upon as a functional coping response. 

Acceptance of a stressor as real is prim ary appraisal, the acceptance of 

the current absence of active coping strategies is secondary appraisal.
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Acceptance is particularly im portant w hen there are circumstances in 

which a stressor is som ething that m ust be accom m odated to as 

opposed to a situation in which the stressor can easily be changed.

Religion; religion could be em otional social support; a vehicle for 

positive re-interpretation and grow th or a tactic of active coping w ith a 

stressor. Religion could be assessed in multiple ways b u t Carver et al. 

opted for one scale to assess the general tendency to tu rn  tow ards 

religion.

The version of the COPE used in the current study included the authors' 

experim ental dimensions of hum our and alcohol use. The COPE does no t 

appear to have been previously used in an adolescent population.

The development of coping  strategies

The im pact of stress m ay 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 m aturity  betw een adolescents 

of the same age and sex.

Sources of norm ative stress during adolescence include biological, em otional 

and social changes. Biological stresses are the bodily and horm onal changes 

w ith grow th and the developm ent of sexual activity. These are com pounded 

by em otional upheaval w ith 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 w ith parents and ultimately the end of school life 

and the planning of adulthood. Colem an (1992) em phasises that the sources 

of stress vary across adolescence w ith sexuality being a focus during 'young ' 

adolescence, during 'middle' adolescence peer rejection is a major issue and 

during 'old' adolescence conflict w ith parents predom inates. N orm ative
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transitions can be stressful themselves or because they produce other events 

that are stressful.

The stresses that adolescent children face m ay derive from  transform ations in 

their relationships that bring about changes in parental and friendship 

support resources. Adolescent friendship netw orks change as adolescents 

m ake transitions according to their pace, independently of others in their 

friendship network. Mis-matches develop am ong friends in expected, desired 

and actual levels of shared activities. For the adolescent w ith cancer, their 

friendship support system m ay be severely disrupted either due to absence 

or the inability to participate in norm al activities even if present. This m ay 

lead to a lack of synchrony in changes w ithin 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 m atured beyond their years on one level yet not 

p art of the norm ative transitions. These events m ay lead to loss of support. 

If the adolescent patient can not rapidly re-negotiate these or other 

friendships, this m ay result in loneliness and isolation. Adolescents on the 

adolescent cancer unit have to leam  to interact w ith 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 w ho have not yet established 

activities outside school. Ease of m aking friends is an im portant dispositional 

characteristic that can alleviate the stress of changes in the social 

environm ent.

It is im portant to differentiate events that happen to only some adolescents, 

and those that occur to virtually all adolescents. N orm ative events m ay 

become distressing if they occur in conjunction w ith non-norm ative events or 

in the context of m ore chronically stressful life conditions. N on-norm ative 

stress, such as a diagnosis of cancer, is m ore threatening because it is 

unexpected, uncontrollable and undesirable. Norm ative events m ay not be 

stressful because the events are anticipated.

79



It is reasonable to assum e that the strategies one adopts in order to cope 

w ith stress depends on one's previous experience. Adolescents have less 

experience than adults and m ay be less skilled at avoiding stressors or 

reducing their impact. Patterson and McCubbin (1987) suggest that 

adolescents learn their coping behaviour from a num ber of sources; previous 

experience in similar situations; observation of the success or failure of others; 

perceptions of their ow n vulnerability, and social persuasion. The 

developm ental 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 w ith the awareness of the outcom es in term s of 

m aladaptive behaviour; withdrawal, depression, destructive behaviour, 

suicide and substance abuse. Because the specific m anifestations of stress 

differ betw een adolescents and adults the health relevance of similar 

behaviour m ay 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 m ade about levels of self-awareness in 

adolescents. Adolescents need the opportunity  to leam  about them selves 

through experience that in tu rn  will influence how  their coping strategies are 

developed and modified. Coleman (1992) proposes that adolescent risk- 

taking is adaptive experim entation rather than an abnorm al response to a 

stressor. The adolescent is practising, and the outcom e of the risk-taking will 

inform future behaviour and coping strategies adopted.

Differences have been identified betw een 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 W ays of Coping 

Checklist (WOCC), the open-ended questions asked required self-awareness. 

Twelve items on the WOCC w ere used significantly m ore frequently by one 

of the sexes. Girls tended to be m ore fatalistic and boys w ere m ore 

aggressive and private. Reflecting stereotypical male behaviour boys w ere 

m ore likely to say they "Take a big chance or do som ething risky" or would 

"Keep others from knowing how  bad things are". Using the WOCC 

dimensions there were further sex differences w ith girls using m ore 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 w ere m ore likely to talk to 

their friends (Frydenberg and Lewis 1991). Additionally, social class was 

found to influence the adoption of one coping strategy. Children w hose 

parents w ere white /b lu e  collar w orkers or unem ployed used m ore wishful 

thinking than children from parents w ith adm inistrative or professional 

occupations, children from homes w here there was unem ploym ent using the 

strategy m ost (Frydenberg and Lewis 1991).

Investigations of coping  strategies in  cancer  medicine

The coping strategies adopted by adult cancer patients have been reviewed 

(Fleim 1991; Parle and M aguire 1995). A frequently cited paper discussing 

coping strategies adopted by patients w ith 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 sim ultaneous entry multiple regression 

analysis, coping by using social support, focusing on the positive, and 

distancing w ere associated w ith less emotional distress. This was irrespective 

of the type of cancer, time since diagnosis, w hether the individual was 

receiving treatm ent or the specific cancer-related problem , such as pain. The 

escape-avoidance strategies w ere related to m ore distress. Patients w ere 

asked to identify the frequency of w orries about cancer, w hat problem  

associated w ith the cancer had been m ost 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 m ost stressful for 24% of the group and pain was 

m ost stressful for 12%. The m ean stressfulness rating was somewhat stressfu l

In w om en w ith early breast cancer, a positive correlation w as reported 

betw een optim ism  and positive re-interpretation and growth  (Carver, Pozo et 

al. 1993). The correlation dim inished over the study period so that there was 

no longer a significant relationship at 6 m onths. 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 sum m arises research that has assessed coping strategies in either 

adolescent cancer patients or parents of children w ith cancer. The m ajority of 

studies were limited due to cross sectional design, the selection of w ide age 

ranges and disease status, and w ith limited num bers participating. Studies of 

coping strategies w ithin paediatric oncology have com prised small sample 

sizes. Of the studies described in Table 2.2, the num ber of participating 

patients ranged from 13 to 52 (median 32). In addition to small num bers, 

studies w ere further limited by non-compliance, lack of distinction betw een 

child and adolescent age groups, absence of controls for disease status, and 

poor m easures of coping.

Mean ages were frequently reported at around 11 years, how ever 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, bu t 

did not give the num bers in each age group. Bull and D rotar (1991) 

approached 104 paediatric oncology patients. Thirty-nine patients (36%) 

participated in the research, 27 refused and 28 did not comply. Ten w ere 

unaccounted for. Such limited participation suggested that those participating 

did not represent the study population as a whole. In addition. Bull and 

D rotar's participants (1991) were recruited from a group of children attending 

cancer camps in America. The sample was biased in that not aU children with 

cancer attend cancer camps. Of those w ho participated, all w ere m iddle class 

and all bu t one Asian, were white. Of those who did not participate, 21% 

were black or Hispanic. In this study the participants w ere required to 

spontaneously identify stressors. It is probable that m iddle class white 

American children w ould identify different stressors to their black 

counterparts. Similarly, the cohort Fife and colleagues (1987) described was 

Caucasian. Others have recruited a m ore representative cohort from  

differing ethnic groups. Smith and colleagues (1990) reported a sample of 34 

white and 10 (23%) black paediatric patients. O ther 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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Authors Subjects N Outcome
measures

Coping strategies adopted Stressor /  Comments;

Smith, K.E., Ackerson, J.P, 
Blotcky, A.D., & Berkow, R. 
1990

Paediatric 
cancer pts. 
m 11 yrs 
(6-18 yrs)

44
45% F

Anticip. fear /  
pain & 
observed 
distress

55% Information-avoiding strategies - recent A 
29% Information-seeking strategies - A > 7 mo. 
17% Mixed strategies 
No relationships with outcome measures.

invasive medical procedure, cross sectional design, 
mean of 18 months post A. Coping style related to 
disease chronicity: time since A & number of 
previous procedures. No rel. coping & pain/fear.

Bull, B.A. & Drotar, D. 
1991

Paediatric 
cancer pts. 
m 12.4 yrs 
(7-17 yrs)

39
46% F

None Adoles. used more emotion-management than 
problem solving coping strategies when dealing 
with cancer-related stress.

Assessed general life stress identified bv children & 
adolescents, cross sectional design, in remission and 
off tx. 85.6% stress reported = non cancer related.

Worchel, F.F., Copeland, D.R. & 
Barker, D.G.
1987

Paediatric 
cancer pts. 
(6-17 yrs)

52
-%  F

Depression, 
beh. checklist 
& somatic 
complaints

Control-related coping strategies; behavioural, 
c o s t iv e ,  informational & decisional control. 
Behavioural control (e.g. demanding attention, 
temper tantrums) positively related to 
depression.

Assessed control-related coping strategies based on 
data that sense of control leads to better adjustment. 
Older adolescents used more cognitive control than 
children who used behavioural control. No gender 
differentiation or diagnostic information reported.

Sanger, M.S., Copeland, D.R. & 
Davidson, E.R.
1991

Parents of 
cancer pts. 
m 12.4 yrs 
(5-17 yrs)

32
38% F

Personality 
Inventory for 
Children (PIC) 
&CHIP

Children with ^  clinically significantly scale 
elevations on the PIC were seen as less 
socially competent & had parents who did not 
make efforts to maintain family integration & 
an optimistic definition of the illness (CHIP).

Mean 22 months post diagnosis. Questionnaires 
completed by parents (92% mothers). Elevated PIC; 
scales: somatic concern, intellectual screening, 
withdrawal and psychosis.

Fife, B., Norton, J. & Groom, G. 
1987

Paediatric 
cancer pts. 
(6-17 yrs) 
& parents

13 pts 
3 3 /2 7  
mothers/ 
fathers

ST AI
MMPI
FES
Marital adjust.

Patterns of coping stable over time. Families 
with problems pre diagnosis experienced 
deterioration in family life and difficulty 
coping.

Prospective study for a year from diagnosis. Assess 
impact on familv rather than coping strategies. 
Siblings assessed too, v. sml. number of pts.

Kupst, M.K. & Schulman, J.L. 
1987

Paediatr. 
cancer pts. 
m 13 yrs. & 
parents

43
families 
28 pts.

Family Coping 
Scale
Adjustment 
Rating Scale.

Improvements in adjustment over time. 
Correlates of coping were marital relat., coping 
of other family menwers, family support, no 
additional stress and open communication.

Lonmtudmal study - 6-8 yrs. post diagnosis. Used 
staff and parent ratings. Original intervention 
study had assessed the usefulness of extensive 
community support, control group.

Blotcky, A.D., Raczynski, J.M. 
Gurwitch, R. & Smith, K.
1985

Paediatr. 
cancer pts. 
(8-16 yrs) 
and
parents

32 pts 
ana both 
parents

Hopelessness 
Satis, family 
CHIP
Subj. distress

Family integration & maintaining self stability 
in parents contrib. to variance in hopelessness 
scores in child.
Relat. parent coping strateg. & subject, distress.

Cross sectional, 3 months post diagnosis. Parents 
subjective distress also related to hopelessness in 
child. Mothers & fathers' distress related.

Grootenhuis, M.A., Last, B.F., 
de Graaf-Nukerk, J.H. & van 
der Wei, M.
1996

Parents of 
paediatric 
cancer pts. 
m 13 yrs.

163 
52% F

None Control Strategy Scale - developed by authors 
Mothers relied more on interpretative and 
illusory control than fathers.

Mean 37 months since end of treatment. Defines 
primary and secondary control strategies which 
nmction similarly to problem and emotion focused 
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 w ere 

in the active phase of treatm ent, bu t did not describe the patients' disease 

status. They reported a m ean period of 18 m onths from diagnosis, w ith a 

standard deviation of 24 m onths and a range of 1 to 96 m onths. Similarly, 

Sanger and colleagues (1991) reported bu t did not distinguish betw een 

children in remission, w ho w ere not receiving treatm ent, children in 

remission receiving maintenance chem otherapy, and, children who had 

relapsed and were receiving active treatment.

The majority of research in Table 2.2 investigated children w ith leukaemia, 

followed by children w ith lym phom a. This reflects the predom inance of this 

type of cancer in the child and adolescent age group. Reports of disease 

status and prognoses, did not indicate w hether the implications w ere 

understood by patients or parents. Patients' and parents' perceptions of how  

serious the cancer was would be a useful variable in relation to m ood and 

coping strategies. Health professionals w orking within oncology m ay 

com prehend the implications of a "poor" or "average" prognosis. This m ay 

not be so for the cancer patient and their family, particularly at diagnosis, 

w hen the family and patient m ay not have m et anyone w ith cancer or w ere 

finding the situation confusing and shocking.

Research has controlled for phase of disease. Bull and D rotar (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 m others, 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). N um bers in the poor and above average prognosis groups w ere small 

and hence comparisons were limited.

Table 2.2 dem onstrates that research w ith families has reported mixed 

groups. Kupst and colleagues (1987) reported a cross sectional assessm ent of 

families w ho had participated in an intervention study 6 years previously. 

The study groups, intensive and m oderate 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 tim e since the death 

(mean 5 years, standard deviation over four and a half years) m eant that 

there w ere no significant differences betw een the family groups.

Blotcky and colleagues (1985) recruited "intact" families com prising paediatric 

patients and both  parents. A lthough children w ith "intact" families m ay no t 

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 betw een distress and 

coping strategies w ithin the family unit may be biased. Additionally, limiting 

studies to one type of family inevitably reduces the sam ple 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; G rootenhuis, et al., 

1996; Worchel, et al. 1987). Bull and D rotar's (1991) study was further limited 

by asking respondents to rem em ber back to experiences and report, for 

example, w hat it had been like receiving chem otherapy. Hence the data 

could have been subject to recall bias. By using a cancer related stress and 

coping m easure. 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 w hat 

strategies the patients used to deal w ith the cancer "in general", and this was 

not specific enough. In addition, BuU and Drotar (1990) did not include a 

m easure of adjustm ent in their research, such as psychological well being. 

Particularly in research that asks participants to recall how  they experienced 

past events, current m ood m ay 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, w ith several assessments points; 7 for parents and 4 for children.

G rootenhuis and colleagues (1996) aimed to assess the control-related 

strategies adopted by paediatric oncology patients in remission, and in those 

w ho had experienced a cancer relapse. The rem ission group com prised 43 

children w ho had had no treatm ent for 1 to 5 years. The relapse group (n=41) 

com prised children who had stable disease, experienced a relapse (n=33) or a 

second malignancy. There w ere no differences betw een the groups in age, 

sex or diagnosis. Research participation rates were 73% and 76% for the 

rem ission and relapse groups respectively. The m ost com m on reason for 

refusal was the fear of confronting previous experiences a n d /o r  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 m easures rather than established 

questionnaires. Even w hen established questionnaire m ethods have been 

used, there seemed to be a tendency tow ards complex analysis and ways of 

combining the data which w ere not based on clearly defined param eters. 

Additionally, research still used parental reports of children rather than child 

reports, even w hen the children w ere old enough to participate (Sanger, 

1991). W ith increasing evidence of few relationships betw een child, parent 

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

Smith and colleagues' (1990) study com prised 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 com bined to give a 

total distress score. Smith and colleagues (1990) reported good inter-rater
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reliability betw een the observers. The authors also used tw o visual analogue 

scales for fear before the procedure and the am ount of pain recorded as 

having been experienced by the children after the procedure. The reliability 

of these analogues was reported elsewhere and not m easured in the study 

group. This study was well designed because it used specific outcom es and 

addressed the question of w hat information-related coping strategies children 

used during medical procedures. SiegaTs (1983) Coping Strategy Interview  

w as used (cited in Smith et al., 1990) which comprises an open ended question 

asking the child to imagine the procedure and w hat coping strategy they had 

used during it. The responses were categorised into one of the behavioural 

categories developed by Siegal. These categorise in tu rn  w ere independently 

classified by child clinical psychologists into inform ation avoidant; 

inform ation seeking or mixed strategies w ith reasonable inter-rater 

reliabilities. Those children with m ore experience of the disease (over 6 

m onths since diagnosis and more than 10 prior procedures) w ere m ore likely 

to use inform ation seeking coping strategies than those children w ith less 

experience of the disease (within 6 m onths of diagnosis and less than  10 prior 

procedures). However, no relationship was reported betw een the coping 

strategies used and the outcome m easures of pain, fear and observed 

distress.

BuU and Drotar (1991) assessed cancer and non-cancer related stressors and 

asked their participants how  they had dealt w ith these stresses. Two 

standard interview schedules were used and a m ethod of com bining 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 M easure (Wertlieb et al. 1987; McCabe and Weisz 1988, 

respectively, cited in BuU and Drotar, 1991). The coping strategies obtained 

from these m easures were classified on 3 dimensions: (i) Function: problem  

solving; em otion m anagem ent: (ii) Focus: self; environm ent; other; and (iii) 

M ode: inform ation seeking; support seeking; direct action; intrapsychic (BuU 

and Drotar, 1991). Independent raters were used to validate the allocation of 

the coping strategies to the three dimensions, good reliability w as reported.
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W orchel and colleagues (1987) developed a structured questionnaire to 

m easure dimensions of control in the chronically iU, hoping to resolve the 

discrepancies betw een two previous m odels of control. Children's 

perceptions of, and strategies for gaining control w ere addressed in the 28 

item questionnaire. The m easure assessed behavioural, informational, 

cognitive and decisional control. Measures of depression, a child behaviour 

checklist and nurses' rating were also used (Worchel et al., 1987). 

C onfirm atory factor analysis of the questionnaire dem onstrated that the 

questionnaire did not support the anticipated four factors.

In a small study group Fife and colleagues (1987) used several m easures 

including The Family Environm ent Scale (see Moos, R.H., 1990 for review) 

and the Locke-Wallace Short Marital A djustm ent 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 adjustm ent w ithin the 

marriage. Reliability within the study group was not reported. Additional 

m easures were of state and trait anxiety, and personality (MMPI). A lthough 

purporting  to m easure coping strategies, Fife and colleagues (1987) and 

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

K upst and colleagues (1987) used the C urrent A djustm ent Rating Scale 

(Traux, C.B., 1975; cited in Kupst et al., 1987). This 12 item self-report 

questionnaire asks how  individuals perceive their adjustm ent in relation to 

their spouse; their children; their likeability, and general functioning. The 

rating scale is scored from 'very poor' adjustm ent to 'very  high' adjustm ent. 

This seems to be highly susceptible to report bias, in that to report oneself as 

adjusted would seem m ore desirable. Additionally, the authors did not 

define "adjustm ent". Additionally the Family Coping Scale (Hurwitz et al., 

1962; cited in Kupst et al., 1987)) was used in the study. It was com pleted 

using staff ratings of m others, fathers and children's cognitive, affective and 

behavioural coping. Seven families (16%) were assessed by telephone 

interview  which was not recorded bu t w ritten "verbatim " as the interview  

progressed (Kupst et al., 1987).
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Despite small sample sizes, m uch of the research used m easures w ithout a 

hypothetical fram ew ork that structured w hat hypotheses w ere 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 m onths, all the 

children having to be in at least partial rem ission from their cancer. Blotcky 

and colleagues (1987) focused on how  the coping strategies adopted by  

parents (assessed using the Coping H ealth Inventory for Parents, McCubbin, 

et al. 1991) w ere related to the child's feeling of hopelessness. Children 

com peted 3 measures; a hopelessness scale for children (Kazdin, et al., 1983); 

a questionnaire assessing satisfaction w ith the family, and a mother-child 

relationship evaluation scale (Roth, 1980). Parents also com pleted an 

evaluation of their child's interaction w ith the family (Tittler et al. 1982), and a 

m easure of their distress (Horowitz, et al., 1979). The m easures used in the 

study had been previously standardised and the authors reported reliability 

data from this research rather than their ow n (Blotcky et al., 1987). The 

m easures w ere not routinely reported in the oncology literature and an 

indication of the reliability in such a population w ould 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 em otion 

focused coping. Prim ary control was the modification of objective conditions, 

m uch like problem  solving coping strategies, w hereas secondary control was 

the modification of the self, similar to em otion focused coping. The CSS was 

developed on the basis of the literature and clinical experience, and aim ed to 

m easure predictive vicarious control, illusory control and interpretative 

control. Confirm atory factor analysis of the initial 38 items dem onstrated 

that 24 loaded on 4 factors w ith  reasonably stringent analysis, explaining 39% 

of the variance w ith Cronbach's alpha scores betw een .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 im portance of the family environm ent in coping strategies in 

families w ith a child who had leukaemia. It seem ed that in families 

com prising stable and supportive relationships the stress of the diagnosis was 

accommodated. However, families w ith pre-existing problem s experienced a 

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

The impact of parents' coping strategies on their children's adjustm ent has 

been studied (Sanger, Copeland et al. 1991). In this study, sum m arised in 

Table 2.2, parents completed both the assessm ent of their child on the 

Personality Inventory for Children (PIC) and reported their ow n coping 

patterns using the Coping Health Inventory for Parents (CHIP). There m ay 

have been excessive subjectivity w ith parents reporting about them selves 

and their children. There was how ever an extremely interesting aspect of this 

study that has not been identified elsewhere in the oncology literature. The 

outcom e m easures w ere not the usual m easures of anxiety and depression 

that generally show higher scores of disturbed m ood in girls than boys. The 

PIC evaluates the behavioural, affective and cognitive status of children and 

adolescents, it has 12 dimensions including achievement, w ithdraw al and 

delinquency, as well as anxiety and depression. In the achievem ent 

orientated PIC, 65% of boys com pared to 33% of girls had  2 or m ore clinically 

significant scale elevations. Boys came out m uch 'w orse ' than girls, it m ay be 

that this type of m easure assessing perform ance and behaviour, rather than 

m ood, is m ore sensitive to the ways in which stress is m anifest in boys.

Eiser (1992) assessed both m other and fathers' coping strategies in coping 

with their child's chronic illness. In this study of 198 couples, using the CHIP 

and a m easure 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 w ith leukaemia reported m ost difficulties. 

Parents of older children reported fewer difficulties than parents of young 

children. In this study, m others reported more use of all the coping strategies 

(autonomy, medical care, social support and family support) than fathers.
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Eiser and H averm ans (1992) perform ed their ow n principal com ponents 

factor analysis of the CHIP and identified these 4 strategies rather than the 3 

identified by the original authors (McCubbin, M cCubbin et al. 1983). M others 

reported social support to be less helpful the longer the time from  diagnosis, 

particularly m others w ith children w ho had leukaemia or epilepsy.

In conclusion, m uch of the research described above comprises complex 

studies, often w ithout theoretical fram ew orks w ithin coping theory. M any 

studies w ould be difficult to replicate. Conclusions w ere not necessarily 

supported by the data presented (Fife et al 1987). M easures w ere non

specific, and none of the research with children was prospective, during the 

time they w ere experiencing the cancer and its treatm ent. The m ore helpful 

research was that which focused on specific research questions, such as 

coping w ith 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 

G rootenhuis and colleagues (1996). The limited scope and theory of coping- 

related research m ay 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 form ulate the following hypotheses at the start of the current study; 

that there would be negative correlations betw een the use of seeking 

emotional and instrumental social support as coping strategies and anxiety and 

depression in the adolescent patients and their m others and fathers; that the 

use of positive re-interpretation and growth, active coping, and planning  would 

be negatively correlations w ith anxiety and depression; that the coping 

strategies of behavioural and mental disengagement w ould be related to poorer 

psychological well being; that those w ho did not use acceptance as a coping 

strategy at diagnosis would use m ore denial and disengagem ent strategies 

over the year and have poorer psychological well-being; that acceptance 

would be frequently used as a coping strategy in aU family m em bers, and 

that behavioural disengagement w ould not be used.
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Coping and gender

Previous research led us to form ulate the following hypotheses at the start of 

the current study; that fathers will endorse the active coping strategies of 

planning, the suppression o f competing activities and restraint coping m ore than 

mothers; that m others and adolescent girls will use the social support coping 

strategies of seeking emotional and instrum ental support m ore frequently than 

fathers and teenage boys; that adolescent boys will use the coping strategy of 

denial m ore than girls; that m others will use religion m ore then fathers in 

attem pting to cope with their child's cancer; that boys will use m ore hum our  

than girls.

Coping and the fam ily

Previous research led us to form ulate the following hypotheses at the start of 

the current study; that initially differing coping strategies adopted by family 

m em bers w ould become m ore similar w ith the disease history; that the 

coping strategies adopted by individual family members, particularly parents, 

w ould have an impact on other family m em ber's psychological well-being.

Coping strategies and disease history

Previous research led us to form ulate the following hypotheses at the start of 

the current study; that the num ber of coping strategies initially endorsed by  

each family m em ber would decrease over the 12 m onth study period with 

the exception of acceptance; that there m ay be differences in psychological 

well-being and the coping strategies adopted by the adolescent patients 

depending on w hether or not they are receiving treatm ent; that it m ay be 

possible to identify coping strategies adopted w hen an adolescent patient 

experiences a cancer relapse.

Coping and demographic variables

Previous research led us to form ulate the following hypotheses at the start of 

the current study; that lower income families w ould adopt mental and 

behavioural disengagem ent strategies m ore com m only than  higher income 

families.
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2.5 FAMILY ENVIRONMENT

Family systems theory provides the rationale for m uch 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 m em ber influenced the 

state of other family m em bers 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 m anner in which family m em bers fulfil 

necessary roles and perform  practical tasks that help the family live together 

and move through time. M cCubbin (1991) proposed that "family functioning" 

was the adjustm ents and adaptations that families experienced as they m oved 

through the family life cycle. There was an em phasis on m ovem ent and 

developm ent as essential for adequate family functioning.

Based on the earlier w ork of N erenz 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 w as behaviour to 

minimise the threat of the disease and involved compliance w ith the 

treatm ent and protection of the child.

Moos and colleagues (1990) discussed family environm ent in term s of social 

ecology. They w rote about the underlying characteristics of families 

acknowledging that the social and physical environm ent 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 environm ent, family m em bers need to adapt their coping strategies. 

The Family Environm ent Scale developed by Moos and colleagues (1990) 

assesses 3 domains; relationships; system  maintenance and personal growth or goal 

orientation.

Qualitative w ork by H auser 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 im m ediately life threatening and controllable. H auser (1990) was 

guided by clinical and theoretical questions from tw o conceptual domains; 

family coping strategies and family interactions. H auser (1990) em phasised 

the im portance of studying families and illness because of the limited scope 

for the generalisation from norm ative developm ent and family contexts. 

H auser and colleagues' (1990) contributed to coping research and identified 

the "family's repertoire of responses to acute stressful events or chronic 

strains" (p64; H auser 1990).

Much of the literature concerning family environm ent is value laden with 

implicit assum ptions of w hat comprises 'good ' family functioning. There has 

been little research assessing the impact of varying family environm ents on 

outcomes such as m ood or child and adolescent behaviour. Prospective 

research assessing developm ental aspects of the family environm ent, as 

children m ature and become adolescents, has not been conducted. The vast 

majority of research focusing on family environm ent is cross-sectional and 

concentrates on a stressful episode rather than the 'norm al' developm ent of 

the family.

M others of children w ith cystic fibrosis or anorexia nervosa, w ere m ore likely 

to be emotionally distressed than m others of well children, as assessed by the 

General Health Questionnaire (Blair, Freeman et al. 1995). Levels of 'caseness' 

w ere 48% in m others of children with anorexia nervosa, 34% in m others of 

children w ith cystic fibrosis and 17% in m others of well children. In anorexia 

nervosa family environm ent was a particular focus of research w ith debate 

continuing about its ætiological role. C om pared to families of well children 

research has show n families of both anorexic and cystic fibrosis patients to 

have high expressed em otion and over-involvem ent in each other's lives. 

O ver-involvem ent correlated with illness severity, no m ood outcom es w ere 

assessed in relation to family environm ent (Blair, Freeman et al. 1995). These 

families were very different to the families studied in this research, prim arily 

because both  anorexia and cystic fibrosis are chronic illnesses. Cancer is an 

acute diagnosis and, as such, family environm ent should be relatively 

'norm al' w hen diagnosis occurs.
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Investigations of the family environment in  cancer medicine 

Early qualitative w ork assessing the impact of having a child w ith cancer in 

the family w as conducted by Spinetta and colleagues (1984). Research has 

been limited, presum ably due to the difficulties of accessing all family 

m em bers and concerns about intrusion into the family unit. This m ay be 

particularly so in the context of a child w ith cancer. Such a m om entous event, 

the w orst 'life  event" a parent could imagine, m ay well be such that 

researchers feel they have no legitimate basis to assess such families. Extant 

research has tended to focus on the m ood environm ent, or coping strategies 

w ithin the family rather than the family characteristics. Additionally m ost of 

the research does not assess the child's perspective.

In family m em bers w ith a parent w ith cancer, there w ere few relationships 

betw een psychological distress nine weeks post diagnosis (Compas, 

W orsham  et al. 1994). Patients' anxiety and depression w ere generally 

unrelated to family m em bers' distress although there was a m oderate 

correlation (r=.32) betw een patients' and spouses' m ean anxiety and 

depression score (Compas, W orsham  et al. 1994). This study assessed stress 

response sym ptom s as well as distress (anxiety/depression) two m onths post 

cancer diagnosis. The study comprised 117 cancer patients (72% wom en), 76 

spouses (36% women) and 110 children betw een 6 and 30 years old. The 

children w ere 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 m ostly had breast or gynaecological cancers (53%), and 

w ith a m ean age of 41 years were relatively young to have cancer. The m ost 

distressed family m em bers w ere adolescent daughters w hose m others had 

cancer.

This study was unusual in that it assessed disease severity thoroughly. There 

were three objective m easures of disease severity; disease Stage (1/11/111 or 

IV); projected 5 year survival; and perform ance status (a m easure of 

functional im pairm ent developed by the Eastern Co-operative Oncology 

Group; ECOG). Eamily m em bers w ere asked for their perception of the
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severity of the cancer, during interviews, w ith questions specifically 

developed for the research:

"H ow  serious do you think the cancer is at this time?"

"H ow  stressful is your experience w ith the cancer at this time?"

"H ow  upsetting is your parent's illness for you right now?"

All the questions w ere answ ered on a 4 point Likert scale from 'no t at all' to 

'extrem ely' serious / stressful/ upsetting.

Generally, the objective m easures of disease characteristics were no t 

significantly associated w ith the anxiety and depression m easure or the stress 

response symptoms. There were significant relationships betw een perceived 

seriousness and perceived stress, and both indices of distress in the patients, 

spouses, young adults and adolescents. This supports prior research w here 

psychological stress has been m ore closely related to patients' self-reports of 

their disease sym ptom s than objective indices of disease severity (Given, 

Stommel et al. 1993).

M others and fathers' sym ptom s of post-traum atic stress w ere assessed after 

their child's cancer treatm ent had finished (Stuber, Gonzalez et al. 1994). 

There w ere significant correlations betw een the severity of distress reported  

by m others and the severity of distress reported by fathers. H ow ever, 

neither of the parents' scores related to the child's sym ptom s of post- 

traum atic stress. The participants w ere m others (n=30) and fathers (n=17) of 

cancer survivors (n=30) w ho had had m ore than 22 m onths off treatm ent 

(mean 62 m onths, SD 31 m onths) and were disease free. The diagnoses had 

been leukaemia (47%) or solid tum ours. The data appeared to support a 

m odel of reciprocal interaction within the family. A significant am ount of 

variation (35%) in the cancer survivor's appraisal of their treatm ent intensity 

was accounted for by m others' 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 w as self-selected. The 

authors did not describe specific sym ptom s of post-traum atic stress that 

m ight relate to having a child w ith cancer. Additionally, treatm ent intensity 

com prised the child survivors being asked questions, specific to the study, 

concerning the intensity of their treatment. All the children, w ith a m ean age
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at diagnosis of 6.7 years, had completed treatm ent m ore then 5 years 

previously. Hence there w ould have been considerable possibilities of recall 

bias. This m ay be particularly so if the child's m other is experiencing 

sym ptom s of Post Traumatic Stress disorder. W orchel and colleagues (1987) 

found that the emotional adjustm ent of children w ith cancer was predicted by  

w hether the children had confidence in their parents.

Family function in the context of palliative care has identified five family 

types using the Family Environm ent Scale (Moos, et al. 1990); supportive; 

resolved conflict; hostile; sullen; and ordinary (Kissane, Blotch et al. 1994). 

Psychological m orbidity was greatest in the hostile, sullen and ordinary 

families. The cross sectional study assessed 102 families com prising 79 

patients (51% women), 84 spouses (52% wom en) and 179 offspring (60% 

women; m ean age 28 years, SD 8 years). Response rates w ere betw een 64% 

(offspring) and 79% (spouses). Reasons for non-participation w ere that the 

patient was too ill, it w ould be too distressing, or the questions w ould be too 

personal. Patients w ere receiving palliative care and w ere eligible for the 

study if they were judged by an oncologist to have less than 1 year of life left. 

It was unclear w hether this inclusion criterion was shared w ith the patients. 

The patients had a range of cancers including; breast (23%); bowel (18%); lung 

(16%); and lym phom a (8%).

Kissane and colleagues (1996) used the Family Environm ent 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 bu t 

found it was not useful, and com m ented 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%). O rdinary families were those w ho had interm ediate
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levels of cohesion, expressiveness and conflict. They experienced m oderate 

psychological m orbidity. Lowest psychological m orbidity (Beck Depression 

Inventory and Social Adjustm ent Scale) was associated w ith the families that 

w ere supportive and resolved conflict. There w as striking correspondence 

betw een high cohesion w ith high expressiveness, and high conflict w ith low 

expressiveness. Analysis comprised complex cluster analysis w ith extensive 

statistical input. As w ith m uch family research, the clusters w ere derived 

from the combined sample and not discrete families. This is a com m on 

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

Families w ith good inter-spouse com m unication have been identified to have 

fewer adjustm ent problem s in the context of a cancer diagnosis, in 

com parison to families w ith poor inter-spouse com m unication (Vess, 

M oreland et al. 1985). Fifty-four cancer patients, w ith their spouses and 

children living at home, completed assessments 5 m onths apart. Twenty-nine 

(64%) of the 45 patients surviving cancer com pleted the second assessm ent 

(54% of the original sample). The research was grounded in the 

Developm ental Role Analysis (DRA) m odel of the nuclear family across the 

life cycle (Vess, M oreland et al. 1985). The DRA m odel proposes that an 

illness w ithin 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. 

W hether or not this proves problematic depends on; the num ber and type of 

roles the iU m em ber held; the skills of other family m em bers; and external 

resources. The DRA m odel proposes that the reallocation of roles is 

influenced by 3 factors; the stage of the family in the life cycle; the 

com m unication pattern  of the m arital couple; and, the family's prior m ethod 

of assigning roles, w hether achieved or ascribed. The use of achieved role 

assignment, rather than ascribed role assignment, in families was associated 

w ith less conflict and role strain. The W ashington Family Role Inventory 

(Nye et al., 1976; cited in Vess, M oreland et al. 1985) w as used to assess role 

competence, strain and conflict and two scales of The Family Environm ent 

Scale (Moos, 1900) were also used; cohesion and conflict (Vess, M oreland et al. 

1985). The analysis was thorough and revealed that the sam ple 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 com bined families 

at time 1 (Vess, M oreland et al. 1985). This research was similar to a 

functional analysis of the family. H ow  helpful it w ould be to the role of the 

adolescent or child w ith cancer w ithin their families is unclear. Presumably, in 

a family w ith well-structured parental roles, although parents w ould need to 

develop their roles w ith an ill child, the child itself w ould not need to develop. 

However, in a family w here there were few boundaries, and the chüd m ay 

have a role of peacem aker or friend betw een parents, if that child becomes ill 

there m ay be significant implications for roles w ithin the family.

H igh levels of family cohesion (connected and enm eshed families) have been 

associated w ith better adjustm ent to breast cancer in a cross sectional study 

(Friedman, Baer et al. 1988). Fifty-seven of 98 w om en approached completed 

the Family Adaptability and Cohesion Evaluation Scales (FACES-II; Olson et 

al., 1982; cited in Friedman, Baer et al. 1988). There w as no data concerning 

non-compliance. The FACES II scale assesses family cohesion and 

adaptability. Family cohesion is defined as the em otional bonds family 

m em bers 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 pow er structure, role relationships and relationship rules 

in response to situations and developm ental stress. Family adaptability also 

has four discrete levels; rigid; structured; flexible; and chaotic. Research has 

reported a correlation betw een the cohesion and adaptability scales of the 

FACES II. W omen were classified into the four categories of cohesion and 

adaptability, the distribution of allocation m irrored the general population 

(Friedman, et al. 1987). In this study, cohesion proved to be a m ore useful 

dim ension than adaptability, m uch as Kissane and colleagues (1996) had 

found.

All the w om en had had a m astectom y, 90% had received or w ere receiving 

treatm ent (Friedman et al., 1987). M ean time from surgery to participation in 

the study was 33.3 m onths w ith a standard deviation of 33.6 m onths (range 3 

to 168 months). The w om en had a range of prognoses; Stage I (32%); Stage II 

(42%); and Stage III/IV  (26%). Stage IV being the w orst prognostic category. 

Friedm an and colleagues (1987) did not explore the w om en's understanding

99



of their prognosis. Due to the range of prognostic groups, a correlation was 

perform ed betw een duration of illness and adjustm ent. 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 

m easure of disease status. It w ould have been m ore helpful to have assessed 

patient's perceptions of disease stage, and how  well their treatm ent was 

progressing.

The FACES II was completed twice, w ith the current family and the ideal 

family in m ind (Friedman et al., 1987). The discrepancy betw een the current 

and ideal family is purported  to be a m easure of satisfaction. From  

discussions w ithin the research it is unclear w hether this is a m easure of actual 

satisfaction. Individuals m ay be aware of w hat their ideal family could be bu t 

are realistic enough to know that that is not a possibility, and m ay be satisfied 

w ithin the family despite a discrepancy between their current and ideal family. 

There was a significant correlation betw een satisfaction w ith the family and 

psychosocial adjustm ent (Freidman, et al. 1987). The level of ideal cohesion 

reported by the w om en was as high as enm eshm ent on the FACES II scale. 

Hence it seemed that stressed w om en would like a very cohesive family 

environm ent. In Friedm an and colleagues' study (1987), it w as only the 

w om en w ith breast cancer w ho completed the family m easure. These 

perceptions are valuable, however, it w ould be useful to have m ore than one 

family m em ber completing family environm ent scales. In adult families, 

m ore expressiveness and less conflict have been associated w ith less m ood 

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

Family scales generally appear to be value laden. For example, m any m ay 

not be keen to report that there is a lot of conflict in their family, w anting to 

be seen as a "good family". This m ay be especially so for a parent, w here a 

'good' family would be seen as an indication of child rearing ability. 

M easures of social desirability m ay help to indicate w hether family 

environm ent scales have been com pleted accurately.

In conclusion, there is little research assessing the family environm ent for 

patients w ith cancer as they go through treatment. AU bu t one of the studies
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described above w ere cross sectional. Considering the complexity of a family 

environment, to assess such an environm ent at point in time, during  a time of 

great change, severely limits the usefulness of the research findings. N o 

research has assessed the family environm ent from the child w ith cancer's 

perspective. By using standardised questionnaires results from studies can be 

compared. Both Freidm an et al. (1987) and Kissane et al. (1994) used the 

FACES II and III scales. These studies reported that family cohesion was a 

m ore useful dim ension than family adaptability. It seems that adaptability is 

not that relevant, bu t closeness is w hen families are dealing w ith cancer in a 

m em ber.

Implications of previous research in family environm ent  for the current

STUDY

Previous research, and personal experience of the adolescent cancer unit, led 

us to form ulate the following hypotheses at the start of the current study; 

that the adoption of fostering family integration and m aintaining of self

stability (CHIP) by parents w ould result in lower anxiety and depression 

scores in the adolescent patients; that there would be a relationship betw een 

the score on the cohesive scale of the FAME and use of the coping strategies of 

seeking social support for instrum ental and emotional reasons and the reported  

num ber and satisfaction scores on the social support questionnaire, and, that 

there w ould be a negative relationship betw een 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 

w ith illness, has been extensively reviewed (Blanchard, Albrecht et al. 1995; 

Leppin and Schwarzer 1990; Schwarzer and Leppin 1988; W innubst, Couzijn 

et al. 1990). Early expectations anticipated that social support w ould explain 

w hy some people successfully dealt w ith stress w hereas others have great 

problems. Overall social support is a valuable com m odity and those w ith it 

are better off than those without. H owever, as the body of research 

increases, it has been suggested that the effect of social support can be 

m odest and occasionally negative (Hobfoll and Vaux 1993).
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Two early m odels of social support were the buffer m odel (Cobb 1976) and 

the direct effect model. Buffer theory proposed that social support provided 

protection for individuals from  stressful situations. The direct effect m odel 

stated that social support had an impact on well being independent of the 

stress process. Hobfoll and Vaux (1993) described "...conceptual confusion, 

m ethodological problems, and inappropriate statistical tests" (p693) which 

resulted in varying research conclusions.

Vaux (1993) reiterates in his w ork w ith Hobfoll that social support should be 

considered a meta-construct, com prised of three independent constructs: 

Social support netw ork resources: The objective, available social 

relationships that can be called upon for help in tim e of need 

and that offer stable attachm ent to a social group.

Supportive behaviour: The exchange of resources betw een 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 m ay not be beneficial.

Subjective appraisals of support: People are influenced by how  they 

interpret the w orld rather than how  their w orld is. The 

individual's evaluation includes features such as quality, tim ing 

and fit of social support.

Investigations of social support in  cancer  medicine

There has been substantial research assessing social support and adaptation in 

adults w ith cancer (Blanchard, Albrecht et al. 1995; Dunkel-Schetter 1984; 

W innubst, 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 w here the family would be presum ed to be the m ain provider 

of social support.

Social support from teachers has been found to predict state anxiety during 

treatm ent for childhood cancer (Hockenberry, Kemp et al. 1994). Adolescent 

cancer am putees (74% above knee) reported that their m others, siblings and 

hospital staff were m ore helpful than friends at the tim e of their surgery 

(Tebbi, Stem  et al. 1985), friends w ere perceived as feeling sorry for them
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avoiding them  or drifting away. However, the sam ple for this study was 

small (n=27) and recruited over a considerable period of tim e (1968-1980). 

During these 12 years cancer treatm ent, and society's perception of cancer 

patients, changed considerably. Intravenous chem otherapy as an active 

treatm ent for cancer becam e increasingly available during the 1970's. Mean 

age at surgery w as 16 years (SD 9.7 years) and at interview was 23 years (SD 

1.2 years) (Tebbi, Stem  et al. 1985). The cancer survivors com pleted a study- 

specific questionnaire that asked about their current social support system, 

their scholastic/vocational achievements and their social achievements. They 

w ere 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 (fam ily/ peers/in tim ate 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 w ith caution due to recall bias 

influenced by subsequent experiences. W eighted m eans w ere used in the 

analysis (Tebbi and colleagues 1987). M others were reported as having been 

the m ost helpful in terms of support at the time of surgery by 78% of the 

cancer am putees, followed by; fathers (63%); siblings (59%); hospital staff 

(59%); 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%) bu t also that they offered help (62%).

Varni and colleagues (1994) reported a study of perceived social support in 

thirty children (of 41 approached) nine m onths after the diagnosis of cancer. 

The children had acute lymphoblastic leukaemia (47%), w ere a m ean age of 

11 years (range 8 to 13), w ere 47% girls, and 50% white; 30% Hispanic and 

16% Asian/black. The social support m easure 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 w ords, how  they 

perceived positive regard from  others. The questions w ere structured to 

overcom e social desirability difficulties. The children also com pleted 

m easures of depression, anxiety, self-esteem, and social anxiety. Parents 

com pleted a child behaviour checklist. There w ere significant negative 

relationships betw een depressive sym ptom s, anxiety, and perceived support 

from classmates. In fact, perceived classmate social support was the only
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significant predictor of psychological adjustm ent, m ore im portant than 

perceived support from parents, teachers or friends (Varni, Katz et al. 1994). 

It m ay be that the norm alisation inherent in continuing to attend school, 

despite the stresses of the cancer and its treatm ent, w as extremely valuable to 

the young patient. Adolescents report m ore best friend relationships than 

younger children, as m ay be expected as children grow  up and m ove 

tow ards 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 w ith recently diagnosed cancer, 

and facilitate positive social interactions. In this intervention study, children 

were random ised to one of two groups; social skills training (treatment); or a 

school reintegration program m e (control) (Varni et al. 1993). Social skiUs 

training com prised 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 

w ere 'selected' rather than sequentially recruited. There w ere 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 com pleted a behaviour 

checklist and a social competence scale concerning their child. They w ere also 

asked to recall their child's pre m orbid functioning (Vami et al. 1993).

Vam i and colleagues (1993) found that children who had received training in 

social skills reported higher perceived classmate and teacher support at 

follow up (9 m onths) com pared to pre-intervention levels (Vami, Katz et al. 

1993). There were m ore 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 M eadows 1989; 

Hoekstra-W eebers, Heuvel et al. 1996). Kazak and colleagues (1989)
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recruited 35 children and their families, of 47 approached, w ho had survived 

lymphoblastic leukaemia (92%). The survivors had been off treatm ent and 

disease free for at least 5 years. M ean age w hen com pleting questionnaires 

was 12 years old, m ean age at diagnosis had been 3.7 years. A com parison 

group of 13 families was recruited, w ho w ere friends or neighbours of the 

cancer survivor families. Each group was assessed twice, 6 m onths apart. 

Children com pleted 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 w ere satisfied w ith this support 

and the extent they were the sort of individuals w ho w ould seek support. 

Parents com pleted a child behaviour checklist and a m easure of anxiety and 

depression. The research was severely limited by small num bers, particularly 

in the com parison group. At time 1 there w ere no differences betw een the 

groups. At time 2 the cancer survivors felt they received both  less em otional 

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 

em otional support; age at diagnosis, and the child's perceived family 

adaptability (Kazak and M eadows 1989).

Hoekstra-W eebers and colleagues (1996) used self-report questionnaires 

developed in The N etherlands to assess social support and psychological 

distress in parents of children with cancer, over the first 6 m onths of 

diagnosis. The instrum ents used were the General H ealth Questionnaire 

(Goldberg and Williams 1988) and The Social Support List Interactions (SSL-I) 

and Discrepancies (SSL-D) (van Sonderen 1993; both  cited in H oekstra- 

Weebers, Heuvel et al. 1996). The authors assessed the num ber of supportive 

interactions, and satisfaction w ith the am ount of support received, as 

reported by 85 m others and 79 fathers of children new ly diagnosed with 

cancer. The social support scale addressed varying aspects of support; every 

day emotional support; emotional support w ith problem s; support through 

appraisal; instrum ental support; social companionship; inform ational support 

and negative support. Parents reported that they received significantly m ore

105



emotional, instrum ental, informational and negative support than  a norm  

group at the time of diagnosis. Over the six m onths after the diagnosis of 

cancer, levels of support had decreased to the same as those reported by the 

norm  group. Satisfaction with support rem ained the sam e over time 

(Hoekstra-W eebers, Heuvel et al. 1996). Hoekstra-W eebers 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 m onths, 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. H owever, 'non  cases' reported m ore 

satisfaction than 'cases' w ith the social support they received (Hoekstra- 

Weebers, Heuvel et al. 1996).

It has been suggested that survivors of childhood cancer are m ore likely to 

report dissatisfaction with im portant 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 rew arding, 

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 N oh 1992). The inverse 

relationship was stronger in m others than fathers. Just one study assessed 

how  helpful various sources and am ounts of social support w ere to parents 

during the first six m onths of diagnosis (Hoekstra-W eebers, H euvel et al. 

1996) bu t there was no assessm ent of the adolescent cancer patients 

themselves.

Implications of previous research in  social support for the current study 

Previous research has led to the form ulation of the following hypotheses at 

the start of the current study; that m others and daughters w ould report 

higher levels of num ber and satisfaction w ith social support than fathers and 

sons, and; that num ber  and satisfaction w ith social support would be 

negatively related to anxiety and depression in all family members.
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2.7 HEALTH LOCUS OF CONTROL

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

of m uch research, particularly in the context of adherence to treatm ent, health 

prom oting behaviours and the response to chronic and acute illness (N orm an 

and Bennett 1996).

Rotter's Social Learning Theory was the basis for the developm ent 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 w ould lead to a particular outcome, and, the value of that outcom e 

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 

betw een one's actions and the outcomes experienced. Rotter proposed the 

distinction betw een internal and external control. An individual w ho 

perceives themselves to have internal control sees events as being the 

consequences of their ow n actions and therefore under their control. The 

individual who perceives control to be external perceives that events are 

unrelated to their ow n actions and hence determ ined by factors beyond their 

personal control.

The generalised expectancy that one's actions are instrum ental to goal 

attainm ent (locus of control) has been m easured extensively using Rotter's 

internal-external scale. Individuals w ith high internal scores are m ore likely 

to make efforts to control their environm ent, take responsibilities for their 

actions, seek out and process relevant information, exhibit better learning, 

and show m ore autonom ous decision making. Applying these findings to 

health behaviour it was predicted that 'internals' w ould take m ore active 

responsibility for their health and be m ore likely to engage in health 

prom oting activities (Norm an and Bennett 1996). Research has dem onstrated 

cautious support for these hypotheses. There were tw o principle criticisms of 

the application of locus of control theory to health (N orm an and Bermett 

1996).
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The first is that the am ount of variance in health behaviour explained by the 

internal-external dim ension was low and therefore a m ore specific m easure 

was needed. Rotter had proposed that w hen an individual had some prior 

experience in a given situation then situation-specific expectancy beliefs would 

be m ore predictive of behaviour. Hence by using non-specific m easures 

there was no indication of w hat specific situation w as being considered. 

Secondly, there was criticism of the uni-dim ensional 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, w ithin external control the 

dimensions of pow erful others and chance w ere thought to be 

distinguishable. On the basis of these criticisms of early locus of control 

research, W allston and colleagues (1978) developed the Multidimensional 

H ealth Locus of Control Model.

M ultidimensional H ealth Locus of C ontrol M odel

The Multidimensional Health Locus of Control m odel is a generalised 

expectancy of beliefs w ith respect to health along three dimensions. Internal; 

health is the result of one's ow n 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 ow ing to chance or fate 

(N orm an and Bennett 1996). The purpose of developing the m odel and the 

resultant 18 item questionnaire was so that the health locus of control 

dimensions could be investigated to determ ine their role in predicting health 

related behaviour (Wallston, W allston et al. 1978).

In research investigating health locus of control in adolescents, Stanton and 

colleagues (1995) found significant m ain effects for gender and change across 

age. Girls had lower m ean scores than boys on the powerful others dim ension 

and at age 15 scores for powerful others and chance w ere slightly bu t 

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 w hereas a two factor structure was suitable for 

the boys; at age 13 years a two factor structure had been suitable for bo th  

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

Dimension Prediction
In ternal • More likely to engage in health prom oting activities
Pow erful O thers • H aving strong belief in role of others m ay be 

advantageous in situations w here little control is 
possible e.g.: acute illness

• N ot found to predict behaviour in health populations, 
m ay be m ore relevant to illness behaviour

• Strong Powerful O thers belief m ay be predictive of 
health behaviour w hen recom m ended by health 
professional

Chance • Strong Chance HLOC m ay be adaptive w hen there is 
little anyone can do to change health status

Investigations of health locus of control in  cancer  medicine 

Little research has assessed w hen or how  children develop health locus of 

control beliefs (Stanton, Raja et al. 1995). Internality has been show n to 

increase w ith 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 treatm ent and w ere a m ean of 37 m onths (range 1 to 148 

months, SD 40 m onths) since diagnosis. M ean age at diagnosis had been 14 

years, range 2 to 21 years. A range of cancers w ere 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 tw o 

groups of 14 depending on age, and 3 groups based on tim e since diagnosis 

(n=ll;8;9). W ith such small num bers, it is unsurprising that no differences in 

internality, due to age or time since diagnosis, w ere found. Secondary 

control, through religious beliefs, was described qualitatively. Seventy 

percent (n=19) of the adolescent patients agreed w ith the statem ent that
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''one's religious com m itm ent 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 no t 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 treatm ent of cancer requires intense medical intervention affording bo th  

patients and their parents few feelings of control. It has been proposed that 

experience w ith chronic illness w ould lead children w ith cancer to adopt a 

m ore external locus of control because the illness could not be controlled by  

internal processes (Tebbi, MaUon et al. 1987). Internal beliefs w ould not be 

adaptive if the illness was beyond individual control. Perrin and Shapiro 

(1985) suggested that the differences betw een children w ith chronic illnesses 

and controls in their study w ere due to illness-related experiences that 

resulted in an increased external locus of control. There w ere 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 w ho hold internal beliefs about their health have been suggested to 

engage in m ore adaptive behaviours, feel better about them selves and have 

lower anxiety levels than those whose beliefs are external (N orm an and 

Bennett 1996). However, there m ay be significant differences betw een health 

locus of control in healthy and ill individuals (Goertzel and Goertzel 1991). 

Studies have show n that children and adolescents w ith chronic or serious 

illnesses perceive less control over their health than healthy peers (Zirinsky 

1993).

There are however, differences betw een illnesses. Adolescent patients with 

oncological (n=30), cardiac, renal and rheum atological disorders reported  

reduced control over their health com pared to adolescents w ith diabetes or 

cystic fibrosis (Kellerman, Zelter et al. 1980). The adolescent oncology 

patients were 15 years old (40% girls) and a m ean of 1.7 years post diagnosis. 

A total of 168 un-well adolescents were com pared to 349 well adolescents. All 

the adolescents completed the Spielberger State Trait Anxiety Inventory, a
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m easure of self esteem, and the Multidimensional H ealth Locus of Control 

Scale (abbreviated 4 point Likert scoring). Ill adolescents reported higher 

external scores than well adolescents. Adolescent patients with 

rheumatological problem s reported the highest external scores. Kellerman 

and colleagues (1980) also reported a positive relationship betw een internal 

health locus of control and self esteem. It seemed that adolescents w ith high 

self-esteem w ere less likely to be anxious, and m ore likely to perceive that 

they had control over their health, in com parison to peers w ith low self

esteem. The cross sectional design of this study did no t allow further 

exploration of these relationships alongside disease trajectory.

No relationship has been found betw een paediatric (< 12 years) and 

adolescent (13 to 18 years) cancer patients' anxiety and dim ensions on the 

Health Locus of Control scale and the Child's Health Locus of Control Scale 

(Parcel and M eyer 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 w ere 

receiving treatm ent and 12 had  relapsed, although at the time of the study aU 

were in remission. There were no data about time since diagnosis. Goertzel 

and Goertzel (1991) reported poor reliability data for both  the H ealth Locus 

of Control scale; Cronbach's alphas betw een .42 and .58, and the Child's 

Health Locus of Control Scale; Cronbach's alphas betw een .23 and .73.

M others of children with a chronic illness had lower scores on the internal 

dim ension and higher scores on the pow erful others dim ension of the Health 

Locus of Control Scale, com pared to m others of healthy children (Perrin and 

Shapiro 1985). No relationships have been show n betw een m others' and 

children's health locus of control scores (Perrin and Shapiro 1985; Stanton, 

Raja et al. 1995).

In a com parison 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 m ean scores for both groups were within the norm al range. 

Adolescent patients w ho continued to report severe medical effects, due to 

the cancer or its treatm ent, w ere identified to have m ore depressive 

sym ptom s and higher external health locus of control com pared to those 

survivors w ith no, mild, or m oderate late effects (Greenberg, Kazak et al. 

1989). The severe medical effects w ere assessed by an oncologist and a nurse, 

there w ere 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 betw een action and outcome. The authors 

reported good alpha coefficients. The adolescent patients and controls also 

completed m easures of self-concept; depression; family environm ent, and 

personal stress. The m ean time betw een cancer diagnosis and assessm ent 

was 8.8 years (range 5 to 16 years), the m ean age at diagnosis had been 3.6 

years (range 2 m onths to 9 years). Hence, these adolescents had had lengthy 

experience of living w ith their cancer and it w ould 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 form ulation of the following hypotheses at 

the start of the current study; that the internal dim ension of the HLOC scale 

would be related to age in the adolescent patients and control adolescents; 

that the adolescent patients' internal and external dim ensions w ould change 

over the year w ith experience of illness; that adolescent patients w ith high 

external scores (chance or pow erful others) w ould have better psychological 

well-being than those who have low external scores, and; that there w ould 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 m ore explorative;

• To study the emotional responses of adolescent patients to the 

diagnosis of cancer at the time of diagnosis, w ith particular reference 

to anxiety and depression.

• To study emotional responses of parents to the diagnosis of cancer, 

in their child, at the time of diagnosis, w ith  particular reference to 

anxiety and depression

• To determ ine the emotional responses and adaptation w hich occur 

during the first year following diagnosis in adolescents and their 

families, w ith particular reference to anxiety, depression and coping 

strategies.

• To study the interactions betw een m ood and coping strategies in 

family members.

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

• To determ ine if adolescents or parents at especial risk of severe 

m ood 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 treatm ent. 

Families w ere recruited on initial presentation to the adolescent unit and 

followed prospectively for the first year of diagnosis. M ood states, 

dispositional optimism, illness perceptions, activity levels, coping strategies, 

family environm ent, social support and health locus of control w ere 

m easured using questionnaires. Below are the study  hypotheses;

A nxiety, depression a n d  anger hypotheses;

• That m others and daughters w ould show greater anxiety and 

depression at diagnosis and during the year than fathers and sons.

113



• That girls w ould have higher levels of state anger than boys.

• That state anxiety and depression w ould be correlated throughout the 

year in all family members.

• That state anger w ould be positively related to state anxiety and 

depression in adolescent patients, m others and fathers.

• That anger w ould be higher in those adolescent patients w ith  extensive 

disease at diagnosis.

• That adolescent cancer patients w ould have higher levels of anxiety 

and depression, at the time of diagnosis, com pared w ith  control 

adolescents.

• That m others and fathers w ould have higher levels of anxiety at the time 

of diagnosis than standardised norms.

• That there w ould be relationships between anxiety in the adolescent 

patients and their parents, and depression in the adolescent patients 

and their parents.

• That the period of treatm ent w ould influence the adolescent patients' 

reports of anxiety, depression and anger w ith  increases during the 

treatm ent period and decreases by 12 m onths, providing treatm ent had 

been completed.

• That m other's and father's reports of anxiety and depression w ould  not 

decrease over the year following diagnosis.

• That anger scores w ould increase at the time of relapse in 

adolescent patients, m others and fathers.

D ispositional optimism hypotheses;

• That optim ism  scores w ould be negatively correlated w ith anxiety, 

depression and anger in adolescent patients, m others and fathers.

Illness representation hypotheses;

• That there w ould be a positive relationship betw een the num ber of 

sym ptom s reported, w hether due to treatm ent or disease, and anxiety, 

depression and anger.

• That optim ism  w ould be negatively correlated w ith physical sym ptom  

reporting by the adolescent patients.
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• That there w ould be relationships between dim ensions on the IPQ and 

some coping strategies; particularly the dim ension of consequences 

and the less adaptive coping strategies.

• That there w ould be differences in illness representations in adolescent 

patients w ho were <14 years and those > 15 years at diagnosis.

• That the adolescent patients who perceive their sym ptom s to be 

treatm ent related w ould have better psychological well-being than  those 

who perceive their symptom s to be due to their cancer.

• That the relatively naive adolescent patient w ould change their beliefs 

about the cause, consequences, time line and cure dim ensions of illness 

representation over the course of their illness.

C oping strategies hypotheses;

• That there w ould be negative correlations betw een the use of seeking 

emotional and instrum ental social support as coping strategies and 

anxiety and depression in the adolescent patients and their m others 

and fathers.

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

and planning  w ould be negatively correlations w ith anxiety and 

depression.

• That the coping strategies of behavioural and mental disengagement 

w ould be related to poorer psychological well being.

• That those who did not use acceptance as a coping strategy at diagnosis 

w ould use m ore denial and disengagem ent strategies over the year and 

have poorer psychological well being.

• That acceptance w ould be frequently used as a coping strategy in all 

family members.

• That the coping strategy of behavioural disengagement w ould not generally 

be used.

• That optim ism  w ould be positively correlated w ith acceptance, planning 

and hum our as coping strategies.

• That optim ism  w ould be negatively correlated w ith the coping strategies 

of avoidance and behavioural disengagement.
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Coping and sex;

• That fathers will endorse the active coping strategies of planning, 

suppression o f competing activities and restraint coping m ore than  m others.

• That mothers and adolescent girls will use the social support coping 

strategies of seeking emotional and instrum ental support m ore 

frequently than fathers and adolescent boys.

• That adolescent boys will use the coping strategy of denial m ore than 

girls.

• That m others will use religion m ore then fathers in attem pting to cope 

w ith their child's cancer.

• That boys will use more hum our than girls.

• That anger and the coping strategy of religion w ould be negatively 

correlated.

Coping and the family;

• That initially differing coping strategies adopted by family mem bers 

w ould become more similar w ith the disease history.

• That the coping strategies adopted by individual family members, 

particularly parents, w ould have an im pact on other family mem ber's 

psychological well-being.

Coping strategies and disease history;

•  That the num ber of coping strategies initially endorsed by each family 

m em ber w ould decrease over the 12 m onth study period w ith  the 

exception of acceptance.

•  That there m ay be differences in psychological well-being and the 

coping strategies adopted by the adolescent patients depending on 

w hether or not they are receiving treatm ent.

• That it m ay be possible to identify coping strategies adopted w hen an 

adolescent patient experiences a cancer relapse.

Coping and demographic variables;

• That lower income families w ould adopt mental and behavioural 

disengagem ent strategies m ore com m only than higher income families.
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Family environm ent  hypotheses;

• That the adoption o f fostering fam ily  integration and m aintaining of 

self-stability (CHIP) by parents w ould result in lower anxiety and 

depression scores in the adolescent patients.

• That there w ould be a relationship betw een the cohesive scale of the 

FAME and use of the coping strategies of seeking social support for 

instrum ental and emotional reasons, as well as the reported num ber 

and satisfaction scores on the social support questionnaire.

• That there w ould be a negative relationship betw een state anger and 

conflict resolution in the adolescent patients and their parents.

• That anger scores w ould be negatively related to the cohesion and 

conflict resolution scales of the FAME questionnaire.

Social support hypotheses;

• That m others and daughters w ould report higher scores for of num ber 

and satisfaction w ith social support than fathers and sons.

• That number and satisfaction w ith  social support w ould be negatively 

related to anxiety and depression in all family members.

H ealth locus of control hypotheses;

• That the internal dim ension of the HLOC scale w ould be related to age in 

the adolescent patients and control adolescents.

• That the adolescent patients' internal and external dim ensions w ould 

change over the year w ith experience of illness.

• That adolescent patients w ith  high external scores (chance or pow erful 

others) w ould have better psychological well-being than those w ho have 

low external scores.

• That there w ould be no relationship betw een adolescent patients and 

parents' HLOC dimensions.
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CHAPTER 3: M ETHOD

This prospective, longitudinal questionnaire study was designed to assess the 

psychological im pact of a diagnosis of cancer on adolescent patients and their 

family during  the year after diagnosis. The s tudy  w as conducted  on the 

A dolescent Cancer U nit at the M iddlesex Hospital. Ethical approval w as 

given by the M iddlesex H ospital's Ethical Review Committee. N ew  referrals 

to the un it w ere suitable for the study  providing they fulfilled the following 

criteria:

Adolescent patient aged betw een 12 and 19 years inclusive 

Recent diagnosis of cancer, preferably w ithin 1 m onth 

No significant previous illness e.g.: cancer, cystic fibrosis 

Adequate com m and of spoken and w ritten English 

Availability for follow-up

Absence of know n pre-existing psychopathology 

e.g.: depression, anxiety 

Able to give inform ed consent

A pilo t 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 tw o adolescents, one w ho had  

already received chem otherapy and one w ho was new ly diagnosed, agreed to 

be interview ed and complete a sam ple of questionnaires. In the second phase 

seven families, who subsequently became part of the m ain study, w ere asked 

about the acceptability of the interview s and  questionnaires. The s tudy  

logistics and questionnaire scheduling w ere tested w ith  this group. The aim 

w as to determ ine if the original s tudy  design w as feasible, and  w hether
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family m em bers w ere overburdened w ith questionnaires. As a result of the 

pilot study  m odifications w ere m ade to the study design, the recruitm ent of 

family m em bers and procedures, the initial interview  and the selection and 

scheduling of questionnaires.

M odifications to the study  design

The outcome variables in the study were continuous and the relative effects of 

the variables w ere to be exam ined through a m ultiple regression model, once 

an analysis w as m ade regarding the hypotheses. It w as intended to com pare 

those who w ould be considered to have a clinical depression and  those who 

w ould not. On the assum ption that the ratio betw een those not relapsing and 

those suffering a relapse was 2:1, w ith  95% confidence and 80% pow er, and 

w ith  the m odest assum ption that 30% of those w ho relapse w ould  become 

depressed, and that 10% of those w ithout a relapse w ould  become depressed, 

the sample size required was 81. Hence, the study originally aim ed to recruit 

100 families over a tw o year period. It becam e apparen t du rin g  the pilot 

s tudy  tha t this w ould  not be possible. A significant p ro p o rtio n  of new  

adolescents referred to the unit w ere from overseas and even if their spoken 

English w as adequate there w ere likely to be difficulties w ith  follow-up. 

Additionally, a proportion of the new  patients were adolescents w hose cancer 

had relapsed. The target w as therefore revised to a m inim um  of 60 families 

w hich w ould  take approxim ately  tw o and  a half years. The period  of 

m inim um  follow-up was reduced to 12 m onths. In an  attem pt to increase 

recruitm ent, families w ere approached on the paediatric w ard  as well as the 

adolescent un it and, the up p er age range for the adolescent patien ts was 

extended from 19 to 20 years.
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The control group

A control group was not part of the original s tudy  design. At the end of the 

second year of the s tudy  an extensive literature search revealed that there 

were no UK studies in which adolescents com pleted the questionnaires used 

in the current study. A n age and sex m atched control g roup (n=173) was 

therefore recruited  retrospectively from  four sources: tw o com prehensive 

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 assessm ent w as cross- 

sectional. Adolescents recruited  at schools com pleted the questionnaires 

during lessons supervised by the researcher.

M odifications to recruitm ent and procedures

It was unclear how  adolescent patients and their families w ould  react, soon 

after a diagnosis of cancer, to a request to discuss their em otions and  to 

com plete questionnaires. An assessm ent w as therefore m ade of w hen and 

how  to approach families. The m odified procedure was that a senior m em ber 

of the medical team  (consultant or senior registrar) briefly told the patient and 

family about the research. The researcher w as then introduced to the family, 

by tha t m em ber of the m edical team  and, after a brief d iscussion, an 

inform ation sheet w as given (see A ppendix  2). The in form ation  sheet 

explained the research including the frequency of assessm ents, the types of 

questions asked and the need for as m any fam ily m em bers as possible to 

participate. Families w ere then encouraged to discuss am ongst them selves 

w hether or not to participate. Families invariably agreed at this first m eeting 

to take part in the research and inform ed w ritten  consent w as obtained (see 

Appendix 3).

M ost fam ily m em bers found the oppo rtu n ity  to discuss w h at had  been 

happening to them  over recent m onths very  helpful and d id  no t object to
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being approached  early  after the cancer d iagnosis. Those fam ilies or 

adolescents w ho refused to participate m ay 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 m any form s to fill out 

already. Demographic data concerning the 'refusers' w as recorded.

The questionnaire  research becam e p a rt of the rou tine  w ork-up  to the 

comm encem ent of chem otherapy. In the majority of cases it w as possible to 

complete both the initial interview and the questionnaires w ith the adolescent 

before the first course of chem otherapy had  started. In a few cases problem s 

w ere encountered  w ith  the adolescent being  aw ay from  the w ard  for 

investigations, and  occasionally there  w ere difficulties o rgan ising  the 

adolescent, one parent and a m em ber of the medical team  to be on the w ard at 

the same time. The researcher conducted the initial interview s and com pleted 

questionnaires w ith the adolescents. Previous research w ith  adults has used 

an interview  technique for the com pletion of questionnaires in order to fully 

engage the participants (Carver, Pozo et al. 1993). The aim  of 'm axim ally 

engaging' the participant is particularly  appropriate to an adolescent study 

group w ho m ostly had no experience of this type of research. Once rapport 

had  been established w ith  the adolescent the researcher judged w hether the 

adolescent w ould  be capable and  sufficiently m otivated  to com plete the 

questionnaires independen tly . W hether the ado lescen t com pleted  the 

questionnaires alone or w ith the researcher w as recorded.

Modifications to the initial interview

The length  of the initial in terview  w as reduced in o rder to increase the 

acceptability  of the s tu d y  by lim iting the am ount of tim e requ ired  of 

ind iv idual fam ily m em bers. By shorten ing  the initial in terv iew  it w as

121



possible to include m ore questionnaires at the first visit, reducing  the 

questionnaire burden  for the second visit.

Initial in terview s w ere conducted  individually . The in terv iew s elicited 

inform ation about dem ographic, economic, fam ily, educational and  social 

factors. Factual details surrounding  the period im m ediately pre- diagnosis 

w ere also collected e.g.: duration  of sym ptom s, w ho told w ho the diagnosis. 

The adolescent pa tien t's  in itial in terv iew  w as m odified  to reduce the 

em phasis on sport and ask about other activities such as clubs, hobbies and 

fam ily pets. In o rder to determ ine socio-econom ic s ta tu s  the  paren ta l 

interview  included questions concerning fam ily incom e, housing  details, 

parental schooling and occupation. Initially the interview s w ere recorded, 

however, as there w ere no plans to analyse the recorded interview s recording 

was stopped.

The first draft of the interview s included the General Functioning (GF) sub 

scale of the M cM aster Family Assessm ent Device (Byles, Byrne et al. 1988) 

and the Fighting Spirit (FS) sub scale of the M ental A djustm ent to Cancer 

scale (Greer and W atson 1987). Both these sub scales w ere rem oved from the 

interview s for two reasons. Firstly, it was felt that because the scales w ere 

com pleted w ith  the researcher, there w ere elem ents of social desirability in 

the answ ers provided, particularly by the parents. The FS sub scale consists 

of 4 questions w hich everyone answ ered in a positive m anner, it is seen as 

socially  d esirab le  to 'figh t' a d iagnosis of cancer. Secondly , bo th  

questionnaires had idiosyncratic properties. For exam ple, the GF contains 

two am biguous questions which both adolescent patients and parents sought 

further explanation for; "Individuals are accepted for w hat they are" and "We 

feel accepted for w hat we are."
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In consultation w ith  a consultant clinical oncologist, decisions about the 

am ount 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 

ado lescen t p a tien t w as, w as deem ed m ore re lev an t th an  the  doctor's  

perception as it w ould have the greatest im pact on the patien t and  parents ' 

psychological variables. Disease extent at diagnosis w as recorded; local, 

locally advanced or metastatic. Due to the anticipated high incidence of bone 

sarcoma an indices of activity w as used to assess perform ance status.

D uring  the p ilo t s tu d y  it w as identified  th a t a brief d isease /  trea tm en t 

assessm ent w ould  be required each tim e the adolescent patien t and  their 

family m em bers completed questionnaires.

At each questionnaire assessm ent the following data w ere recorded:

• W hether the adolescent w as receiving treatm ent, how  recently 

treatm ent had been received (days) and the m odality of the m ost 

recent treatm ent

• Patient and parental perception of the response to treatm ent; 

stable or responding, versus not responding, or progression

• W hether the adolescent patient w as attending school or working

• Performance status

• Sum m ary details of the chem otherapy, surgery and radiotherapy 

each adolescent patient received.

At the beginning of the s tudy  it w as p lanned tha t all the fam ily m em bers 

taking p art in the research w ould  be interview ed by the researcher before 

com pleting any questionnaires. As the p ilo t s tudy  p rogressed  it becam e 

ap p aren t that not all fam ily m em bers visited the A dolescent Unit. The 

adolescents m ostly received their chem otherapy d u rin g  the w eek w hen
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fathers w ere m ostly w orking. Hence, it w as p lanned  to in terv iew  the 

adolescent patient and one parent at diagnosis, w hichever paren t was on the 

un it w ith  the adolescent. Family m em bers w ho had no t been seen by the 

researcher w ere recruited via the p aren t initially in terview ed, usually  the 

mother.

During the pilot study the plan for a final interview  at 12 m onths w as revised. 

M any of the adolescents w ou ld  no longer be regu larly  a tten d in g  the 

Adolescent Unit, lived at some distance from London or w ere not necessarily 

p repared  to be re-in terview ed at 12 m onths. Instead, an end  of study  

appraisal w as added to the 12 m onth questionnaire pack (see A ppendices 4 

and  6). The appraisal included an assessm ent of benefits/ draw backs of 

participating in the research as well as some qualitative questions concerning 

the best and w orst aspects of the last year: W h o /w h at has been m ost helpful, 

w hat were the biggest difficulties and  w hether anything good had  come out 

of the preceding year.

3.2 PROCEDURE

In order to encom pass key events in the trea tm en t p rogram m e for the 

adolescent patients, questionnaires w ere scheduled at diagnosis, 3, 6 and 12 

m onths, see Figure 3.1. At 3 m onths; the adolescents w ith  osteosarcom a 

w ould  be half-w ay th rough  their treatm ent and  post-surgery, adolescents 

w ith  leukaemia or lym phom a w ould be half-way through the intensive phase 

of their chem otherapy. A t 6 m onths; adolescents w ith  Ew ing's sarcom a 

w ould  be half-w ay th rough  treatm ent and post-surgery, adolescents w ith 

osteosarcoma w ould have finished chem otherapy and those w ith  leukaem ia 

w ould have finished their intensive chemotherapy.

124



Figure 3.1: Treatment protocols and questionnaire research schedule

Diagnosis

^  ^  ^  ^  ^  ^  Intensive follow-up

Osteosarcoma
6 months

j  j  j  ^  Intensive follow-up

Ewing's sarcoma ____________________________________________
12 months

Leukaemia/
lymphoma

0 3 6 12 months 2 years

y  Chemotherapy

im  II II 11 Surgery
Questionnaire IJ, Questionnaires
research

 ̂  ̂  ̂ 12 months
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At 12 m onths all adolescents w ould have finished intravenous chem otherapy, 

unless their cancer had  progressed. Adolescents w ith  leukaem ia and some 

lym phom a patients w ould still be receiving oral m aintenance chem otherapy 

at 12 months. Questionnaires w ere scheduled at 3, 6 and 12 m onths from the 

date of the adolescent's cancer diagnosis rather than at points in the treatm ent 

protocol. This was because the tim ing of each chem otherapy course varied 

dram atically betw een individual adolescents due to toxicity related treatm ent 

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 

patien t and their parent(s) w ere told the definitive diagnosis, usually  post 

biopsy bu t before seeing an oncologist. The details of w hich questionnaires 

w ere given at each assessm ent are show n in Figure 3.2 at the end  of this 

chapter. The questionnaire packs that w ere adm inistered to the adolescent 

p a tien ts  and  their paren ts  at 12 m onths are in A ppend ices 4 and  6, 

respectively.

There had  been initial concern about app roach ing  adolescents hav ing  

chem otherapy as they m ight have felt too unw ell to com plete questionnaires. 

This did not prove a problem  as there were often times w hen the adolescent 

patients w ere not feeling sick and m any looked upon  the questionnaires as a 

distraction whilst in hospital.

As the study progressed problems arose w ith  the tim ing of questionnaires. In 

order to enhance compliance the researcher aim ed to see the adolescent and 

their family each time questionnaires w ere due. At tim es adolescents w ere 

too ill to complete their questionnaires or w ere in their local hospital due to 

toxicity. A m onth  either w ay of the tim e po in t w as used  to categorise 

w hether the questionnaires had  been com pleted on tim e' or w ere late. 

Reasons for lateness w ere coded on the database for bo th  the adolescent
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patients and  their family m em bers. Postal questionnaires w ere used only 

once the family had been interview ed and rapport established.

3.3 QUESTIONNAIRES

The current study  used a questionnaire-based method. It was anticipated that 

this m ethod w ould  facilitate partic ipation  th roughou t the year, ease the 

burden of participation, and allow com parison w ith 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 

m any patients w ould come from outside the London area. Logistically it was 

unclear how  frequently adolescent patients and their family m em bers w ould 

attend the unit, particularly at the 12 m onth assessm ent point. It w as hoped 

th a t the flexibility  of questionnaire  use w ou ld  enhance lo n g itu d in a l 

participation by; ensuring access to patients and families throughout the year; 

reducing the practical inconveniences of having to schedule interview s, and, 

reduce the tim e required for participation in the study. Furtherm ore, it was 

considered  tha t questionnaires w ould  facilitate partic ip a tio n  by fam ily 

m em bers because, rather than  interview s, they could be less em otionally 

in trusive to patien ts and fam ily m em bers du ring  a difficult period. The 

ado lescen t pa tien ts  specifically could  have found  qu estio n n aires  less 

intim idating than  an interview  and hence m ay have been m ore tru th fu l in 

their responses.

Finally, for experim ental rigor standardised  instrum ents w ere used so that 

data from the study could be com pared to existing research. The decision to 

use a quan tita tive ra ther than  qualitative m ethod w as m ade as it w as 

anticipated that it w ould be possible to recruit sufficient participants to report 

data  that could be com pared w ith  p rio r research. H ence, the  research
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findings would be comparable and generalisable to other adolescent cancer

patients.

Q uestionnaires developed for the current s tudy

Two questionnaires w ere developed specifically for use in the current study 

as there w ere no appropriate standardised questionnaires; assessing family 

environm ent in all participants, and activity levels in the adolescent patients.

D e v e l o p m e n t  o f  a  f a m ily  sc a l e  (FAME)

The FAME w as developed for this s tudy  because the questionnaire used 

d u rin g  the p ilo t s tu d y  w as too long and  com plicated . The Fam ily 

Environm ent Scale (FES) w as adm inistered to the adolescent patien ts and 

their parents during  the pilot s tudy  (Moos 1990). The questionnaire has 3 

scales, 2 w ere used; the ideal family and the actua l fam ily (180 questions). 

Each FES scale had 90 questions w ith 'true '/'fa lse ' answ ers and took 30 to 40 

m inutes to complete. Some questions were considered vague or am biguous, 

others w ere not understood or not appropriate for the children in a family. 

Both the adolescent patients and their paren ts com plained tha t questions 

w ere bizarre; Exam ples of questions th a t elicited com m ents from  the 

adolescent patients and their parents were:

"We believe there are some things you just have to take on faith"

"We can do w hatever we like in our family"

"We often seem to be killing time at home"

"We rarely have intellectual discussions"

"Family members w on't try  that hard  to succeed"

"Dishes will be done im m ediately after eating"

"Members w on't believe in heaven and hell."
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The 'true '/'fa lse ' scoring created further confusion (Fobair and Zabora 1995). 

To some of the questions a positive answ er required a 'false' statem ent which 

family m em bers found counter-intuitive; for example: "Family m em bers are 

not very involved in recreational activities outside w ork or school" - if family 

m em bers are the answ er is 'false'. "Family m em bers are rarely  o rdered  

around" - to answ er true ' appears to say that family m em bers are ordered 

around whereas it does not.

Two alternative family environm ent scales w ere considered. The Im pact on 

Family Scale had two drawbacks; a financial scale in the context of health care 

no t relevant to the UK and the questions w ere no t d irected  tow ards the 

ch ild ren  in a fam ily, only the adu lts  (Stein and  R iessm an 1980). The 

Edinburgh Family Scale was not used as it d id  not include com m unication 

w ithin the family as a dim ension (Blair, Freeman et al. 1995).

D evelopm ent and design; The original questions in the FAME w ere designed 

to assess four dim ensions identified  from  previous fam ily research and 

existing questionnaires; com m unication /decision-m ak ing , f lex ib le /rig id  

families, conflict, and enm eshm ent/ overprotection. There w ere 5 questions 

in each proposed dim ension w ith  the exception of conflict that had  6. The 

questionnaire had 21 questions, scored from 1-5 ("Disagree' to 'A gree', w ith  3 

co rrespond ing  to 'N either A gree or D isagree') and  took 6 m inu tes to 

complete. The questionnaire w as reverse scored. The FAME questionnaire 

w as analysed using Principal Com ponents Factorial analysis on data from the 

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

U sing a varim ax ro tation, six factors w ith  Eigen values over 1.0 w ere 

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 CEigen value: 6.00. % var. 28.61
9 When one family member has a problem we all worry .75052
6 We discuss important events such as exams, jobs, 

holidays etc.
.72595

16 In our family we are very much involved with each 
other's lives

.67951

1 In our family we talk to each other about 
problems we have

.67538

20 I find 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. 9.21
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 Œigen 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 

as meal times, studying etc.
.81098

3 I f  anybody 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 

family members
.77550

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 
moment we often do

.58823

11 We do not speak to each other about personal problems 
and feelings

.51356

3 If anybody 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 w as assessed using alpha coefficients, three 

factors w ere discarded. Factors 1 and  2 had  alpha coefficients of .8437 and 

.6793 respectively. Q uestion 19 w as rem oved because it loaded on factor 2 

and factor 4. Factor 3, w ith  question 3 rem oved, had  an alpha coefficient of 

.7653. Question 3 was rem oved because it loaded on factor 6 and  also did not 

have face validity com pared to the other 2 questions in the factor. As a result 

of this analysis the FAME becam e a 12 item  questionnaire w ith  3 factors; 

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

D e v e l o p m e n t  o f  a n  A c tivities sc a l e  (ACTS)

We aim ed to assess how  m any activities the adolescent patients had  had to 

give up  due to their cancer and its treatm ent. There are no previous studies 

assessing the restrictions im posed on adolescents treated  for cancer and 

w hether their activities change from active to the less active, or, w hat happens 

as their treatm ent finishes. No m easures were identified in the literature so a 

scale was developed for this research.

D evelopm ent and design: The scale w as designed to be a sim ple count of the 

activities in w hich the adolescent w as participating. It w as developed from 

inform ation gained during the initial interview s conducted w ith  the patients. 

Sport and  hobby counts w ere assessed as w ell changes in the specific 

activities of; shopping, Saturday job, cinema, pubs, clubs and parties, seeing 

school friends and attending school. Response categories w ere 'given up ', 

'reduced ', 'no change' and  'increased ' as w ell as "not applicable". The 

questionnaire had six sections and took about 5 m inutes to complete. There 

w ere two qualitative questions at the end; "Is there anything you like about 

coming into hospital?" and "W hat do you particularly dislike about coming 

into hospital?"
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Standardised  questionnaires

Q uestionnaires w ere selected to m easure the variables identified  by the 

researchers as the bases for hypotheses in this research, as described in 

C hap ter 2. Im portan t selection criteria w ere face valid ity , sim plicity , 

extensive prior use (statistical data), and ease of com prehension, considering 

the youngest subjects w ould  be 12 years old. It w as decided  to use 

questionnaires designed for adults rather than  a m ixture of child and adult 

q u es tio n n a ire s  w ith  few  q u es tio n n a ire s  d es ig n ed  for ado lescen ts. 

C om parisons betw een the adolescent patien ts and  their paren ts  w ere an 

im p o rta n t aspect of th is  s tu d y , p a rtic u la rly  co p ing  s tra teg ies  and  

psychological well being, hence the same questionnaires w ould be required. 

It was also know n at the outset that the m ean age of the study group w ould 

be m iddle adolescence and children's m easures w ould  be too sim ple, or too 

behaviour orientated. Finally, we did not w an t to further reduce our study 

group by using differing m easures on older and younger adolescent patients. 

The scheduling of the questionnaires is show n in Figure 3.2, at the end of this 

chapter.

MOOD

P rio r re sea rch  assessin g  m ood  in  ad o lescen t cancer p a tie n ts  has 

p redom inate ly  been A m erican and  used Speilberger's State Trait Anxiety 

Inventory (STAI), and Beck's D epression Scale (BDI), see table 2.1 (Goertzel 

and Goertzel, 1991; Kellerm an et al., 1980; K aplan et al., 1987; Tebbi et al., 

1988; Canning et al., 1992) and parents (Dahlquist et al., 1993; Speechley and 

Noh, 1992; M anne et al., 1995; M ulhern et al., 1992). The H ospital Anxiety 

and Depression Scale (HADS) (Zigmond and Snaith, 1983) w as considered for 

use in the current study. However, as the STAI and the BDI had  been used 

p redom inate ly  in p rio r research w ith  adolescent cancer patien ts, and no 

research had  assessed m ood in adolescent cancer patients in the UK using the
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HADS, it w as decided to use the STAI and BDI. This w ould  allow at least 

anecdotal com parison of m ood levels assessed in p rio r research w ith  that 

described in the current study. A dditionally, the BDI specifically has been 

used extensively in research w ith populations of well adolescents (Baron and 

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

Anxiety

B ackground; The Spielberger State Trait A nxiety Inventory  (STAI) is a 

frequently used and well validated questionnaire (Spielberger, G orsuch 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 o ther w ords, differences in the w ay 

ind iv iduals in terp re t and  respond  to stressful s ituations, includ ing  the 

intensity of the response. State anxiety is the level of anxiety reported by an 

individual at a particular point in time.

D evelopm ent and  design; The STAI was originally designed in 1970 (Form 

X) and w as 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 w as based on 3 existing questionnaires; the Taylor 

Manifest Anxiety Scale; the W elsh Anxiety Scale and the IP AT Scale by Cattell 

and Scheier (Institute for Personality and Ability Testing). The scale was 

originally developed for use w ith  college studen ts b u t later developm ent 

aimed for a broader clinical and research base.

Scoring and m issing data; The scale has 2 sections, tra it anxiety; how  one 

'generally feels ', and sta te  anxiety; how  one 'feels right now'. The scale has 40 

questions (20 trait, 20 state) w ith  4 categories of answ er from  'not at all' to 

'very m uch so', the higher the sum  of the questions the m ore anxious an 

indiv idual is. Each set of 20 questions takes betw een 3 and  5 m inutes to
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complete. If four or less answ ers w ere m issing per tra it /s a te  section, the 

average of the rem ainder w as used  to give a to tal score, o therw ise the 

questionnaire w as discarded and  coded as m issing. The STAI m easures 

anxiety as a continuous variable indicating w hether people are m ore or less 

anxious rather than clinical levels of anxiety. Previous research has reported 

the feasibility of using m ean scores, m ore than one standard  deviation above 

the population m ean, to indicate elevated levels of anxiety (D ahlquist et al., 

1993). H ow ever, it is it acknow ledged that such a distinction is difficult to 

interpret clinically.

Depression

B ackground; The Beck D epression  Inven to ry  (BDI) is a w id ely  used  

assessm ent of depressed  m ood (Beck, W ard et al. 1961). The BDI w as 

designed to m easure behavioural manifestations of depression in quantitative 

research, depressed m ood. Tw enty-one sym ptom  categories are defined: 

mood; pessimism; sense of failure; lack of satisfaction; guilty feeling; sense of 

punishm ent; self-hate; self accusations; self punitive w ishes; crying spells; 

irritability; social w ithdraw al; indecisiveness; body image; w ork  inhibition; 

sleep d istu rbance; fatigability ; loss of appetite ; w e ig h t loss; som atic 

preoccupation and libido loss. The term s 'depressed m ood ' and  'depression ' 

have been used interchangeably in this thesis w ith reference to the BDI.

D evelopm ent and  design; The questions originated from  descriptions in the 

psychiatric lite ra tu re  and  system atic observations of the a ttitu d es  and 

symptom s of depressed patients during  psychotherapy. Initial validation was 

w ith a random  sam ple of clinic and hospitalised psychiatric patients (1959). 

Varying degrees of depression were identified by the inventory and there are 

now w idely recognised categories of depressed mood.
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Scoring and m issing data; Each question has a graded series of 4 statem ents 

(scored 0-3), reflecting the severity of the sym ptom  from  neutral to severe. 

The total score is the sum  of the 21 items. The h igher the score the m ore 

depressed an indiv idual is deem ed to be. The s tandard  cut-off scores for 

severity of m ood were used in this study; 0-9 'no /m in im al' depression; 10-18 

'mild to m oderate'; 19-29 'm oderate to severe' depression; and over 29 'severe' 

depression (Beck, Steer et al. 1988). The questionnaire takes betw een 7 and 10 

m inutes to complete. If four or less answers w ere missing, the average of the 

rem ainder w as used to give a total score, otherw ise the questionnaire was 

discarded and coded as missing.

The BDI has 3 questions w hich can be influenced by physical illness rather 

than reflecting depressed m o o d ; fatigability, loss o f appetite and weight loss. It is 

custom ary not to use these items w hen assessing physically ill individuals in 

order not to confound physical illness and m ood (Newm an, Fitzpatrick et al. 

1989). These sym ptom s w ere though t particularly  relevant to adolescent 

cancer patients. A dditionally , the question regard ing  in terest in sex w as 

removed from the adolescent patients' BDI as it was considered inappropriate 

at the tim e of first presentation to the unit. A m odified BDI score, called the 

MBDl, was used in both the study and control adolescent groups. The MBDI 

score w as calculated using  17 questions from  the original 21 items. The 

adjusted score w as the m ean of the 17 questions m ultiplied by 21. A lthough 

this is not a true norm ative score for depression, it w as used for com parisons 

w ith  parental depressed mood. To validate these exclusions the adolescent 

patien ts com pleted  the BDI m inus only the libido question. A nalysis 

confirmed that the 3 questions about fatigue, appetite and w eight loss were 

consistently  scored h igher than  the rem ain ing  questions (t=5.39, df 41, 

p<.001). This im plies that the questions could be answ ered  in term s of
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physical illness rather than depressed mood. M others and fathers com pleted 

the full BDI.

Anger

B ackground; Spielberger and  colleagues p roposed  th a t anger expression 

should be d istinguished from  the experience of anger as an em otion, and 

from  ind iv idual differences in anger-proneness. The State Trait A nger 

Expression Inventory (STAXI)was developed alongside a long-term  research 

program m e. The research aim ed 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 com prehensive 

assessm ent of anger required the developm ent and design of several scales. 

State anger w as defined as an em otional 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 ind iv idual 

differences in the frequency that state anger w as experienced over time. It 

was assum ed that those w ith  high trait anger were m ore likely to see a range 

of situations as anger provoking and react w ith  high state anger. State and 

trait scales w ere developed based on these definitions.

D ev e lo p m en t an d  d esig n ; The 44 item  State-T rait A nger Expression 

Inventory has six scales and  2 sub scales (Spielberger 1988). State anger 

(SANG) m easures the intensity of anger at a specific time. Trait anger assesses 

an individual's disposition to experience anger and has tw o sub-scales; angry  

tem peram ent (TANGT) m easuring  general p ropensity  to experience and  

express anger w ithout specific provocation and angry reaction (TANGR) 

m easuring the disposition to express anger w hen criticised or treated unfairly 

by others. Anger-in  (ANGI) assesses the frequency w ith which angry feelings 

are suppressed , a n g er-o u t (ANGO) m easures how  often an  in d iv id u al
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expresses anger and  anger control (ANGC) assesses how  frequen tly  an 

individual attem pts to control the expression of anger. A com posite research 

scale called anger expression m easures the frequency w ith  w hich anger is 

expressed and is based on the responses to a n g er-in , anger-ou t a n d  anger  

c o n tr o l .  The anger expression  scales inc lude  ph y sica l and  verbal 

manifestations of anger.

Scoring and m issing  data; The questions are scored 1 to 4, h igher scores 

denoting tendencies to behave as each scale predicts. The scale takes 10 to 12 

m inutes to complete. M ean scores w ere used for m issing data if 2 questions 

or less w ere m issing in the SANG, ANGO, ANGI and ANGC sub-scales; in 

the Trait sub-scales (TANGT, TANGR), m ean scores w ere only used  if 1 

question was missing.

DISPOSITIONAL OPTIMISM

B ackground; The Life O rientation Test (LOT) is a 12 item  questionnaire 

assessing dispositional optim ism  defined in term s of generalised outcom e 

expectancies (Scheier and  C arver 1985). Scheier and  colleagues (1985) 

describe optim ism  as easily observable and  stable across tim e and  context. 

Concepts sim ilar to optim ism  are m orale and life satisfaction. The LOT was 

developed in order to m easure optim ism  as a stable personality characteristic 

th a t m ay influence the m anner in w hich people regu late  their actions. 

O ptim ism  is an aspect of the general m odel of behavioural self-regulation. 

Goal directed behaviour w ith negative feedback loops assess the salience or 

perceived discrepancy betw een behaviour and goal, see Chapter 2. The LOT 

w as developed in an attem pt to introduce the m easurem ent of dispositional 

optim ism  to research.

D e v e lo p m en t a n d  d es ig n ; The LOT w as in itia lly  ad m in is te red  to 

u n d erg rad u a te  s tuden ts  in the USA and  used  in a lon g itu d in a l s tudy
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assessing sym ptom  reporting. The internal consistency of the LOT w as good 

w ith  a Cronbach's alpha for the initial sam ple (n=624) being .76 and  the test- 

retest reliability score on a sub-sam ple (n=142) w as .79 (Scheier and  Carver 

1985). Convergent and discrim inant validity w ere adequate.

Scoring and m issing data; Scoring is the sum  of the questions; scored 0 to 4; 

strongly  agree to strongly  d isagree w ith  an op tion  of ne ither agree or 

disagree'. There are four reverse scored questions and four filler' questions. 

H igher scores indicate a m ore optim istic individual. The scale takes 3 to 4 

m inutes to complete. If 2 answ ers or less w ere m issing, m ean scores w ere 

calculated. If m ore than  2 questions w ere m issing the LOT w as coded as 

missing.

Il l n e ss  P e r c e pt io n

B ack g ro u n d ; The m eaning  and  in te rp re ta tio n  p a tien ts  give to illness 

sym ptom s and  trea tm en t side effects has been  in vestiga ted  (N erenz, 

Leventhal et al. 1984). Patients create their ow n representations of an illness 

in order to m ake sense of w hat 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 com ponents which 

de term ine w h a t coping  stra teg ies an in d iv id u a l adop ts. The Illness 

Perception Q uestionnaire (IPQ) w as designed to assess the com ponents of 

illness representations and is theoretically derived (W einm an, Petrie et al. 

1996). The questionnaire com prises five scales: iden tity; the sym ptom s the 

patien ts associates w ith  the illness, the h igher the score the stronger the 

identity. Cause; personal ideas about aetiology. Tim e line; the perceived 

duration of the illness, the higher the score the longer the illness is perceived 

to last. Consequences; expected effects and outcom es of the illness w ith  a 

h igher score im plying that the illness has severe personal consequences.
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Curelcontrol) how  one controls or recovers from  the illness, a h igher score 

im plying that the illness can be controlled and is therefore curable.

D evelopm ent and  design; An early version of the IPQ used in this research 

(W einman, Petrie et al. 1992). The psychometric properties of the scale were 

assessed by the authors using patients w ith  diabetes, rheum atoid  arthritis, 

renal failure, asthm a, chronic fatigue syndrom e, chronic pain  and m yocardial 

infarction. The IPQ has reasonable in ternal consistency and  test-retest 

reliability. C oncurrent, d iscrim inant and  p red ictive valid ity  w ere also 

accep tab le  (W einm an, P etrie  et al. 1996). To id en tify  th e  illness 

representations adolescent patients held about their cancer the full IPQ was 

com pleted at d iagnosis and  12 m onths. The adolescents com pleted  a 

sym ptom  checklist at 3 /4  w eeks and  3, and  6 m onths post diagnosis. A 

sym ptom  checklist w as developed  in w hich  the ado lescen t pa tien ts  

distinguished betw een sym ptom s during the last week that w ere due to their 

illness (cancer) and those due to its treatm ent, see A ppendix 5.

Scoring and m issing data; The sym ptom  checklist com prised 16 sym ptom s w ith 

space for the add ition  of sym ptom s experienced b u t n o t listed . The 

sym ptom s listed w ere pain, nausea, vom iting, breathlessness, w eight loss, 

tiredness, sore m ou th /th roa t, headaches, sleep difficulties, diarrhoea, hearing 

loss, dizziness, loss of strength, limb stiffness and hair loss. Scoring was T' if 

a sym ptom  had  been experienced and  'O' if it had  no t been experienced. 

Missing data was coded as '9', no m ean scores were used. In the m ain body of 

the questionnaire m ean scores w ere used if up to 2 answ ers w ere m issing per 

scale. There were a num ber of reverse-scored items in the m ain body of the 

questionnaire.
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C o p in g  stra teg ies  

Individual coping strategies

Background; The COPE w as developed w ithin the context of tw o theoretical 

m odels, the Lazarus m odel of stress and  a m odel of behav iou ra l self

regulation, see C hapter 2, (Carver, Scheier et a l  1989). Lazarus' m odel of 

stress-coping (1966) defined 2 types of coping styles: p ro b lem -fo cu sed ;  

appropriate  w hen it is possible for there to be a constructive response to a 

stressor, and, em otion-focused; w hen it is perceived that a stressor has to be 

endured. Carver and Scheier (1989) propose that this dichotom y is too simple 

and that to s tudy  the diversity of coping responses the different strategies 

need to be m easured separately. The COPE has 60 questions w ith  15 separate 

d im ensions. The au th o rs  loosely use the e m o tio n /p ro b lem  focused 

categorisation w ith  5 problem -focused strategies; active  coping, p la n n in g , 

seeking o f social support fo r  instrum ental reasons, suppression o f competing activities 

and restraint coping, and 5 emotion-focused strategies; positive re-interpretation  

and growth, seeking o f social support fo r  emotional reasons, religion, acceptance and 

denial. A dditionally there are three strategies described as "less useful" by the 

authors; m ental disengagement, behavioural disengagement and  fo cu sin g  on and  

ven ting  o f emotion. There are two exploratory scales; hum our  and alcohol/drug  

use.

D evelopm ent and  design; The COPE w as 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 w eek interval.

Scoring and m issing data; There are 4 questions per coping dim ension. Each 

question is scored 1 to 4 representing; 7 usually don 't do this at all', 7  usually do 

this a little bit', 7  usually do this a m edium  am ount' to 7 usually do this a lot'. The
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COPE is long and takes at least 20 m inutes to complete. If one question per 

dim ension was missing; the m ean of the other 3 questions w as used. If more 

then one question was missing the dim ension was coded as missing.

Parental coping strategies

Background; The Coping H ealth Inventory for Parents (CHIP) was developed 

to assess parents perceptions of the behaviours they are currently  using to 

m anage fam ily life w ith  a chronically ill child. The questionnaire  w as 

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.

D evelopm ent and  design; The CHIP was validated using parents in families 

w ith  at least one child suffering from  cystic fibrosis (n=185) (M cCubbin, 

M cCubbin et al. 1983). It has 45 questions com prising 3 coping patterns; I 

Family integration, co-operation and an optim istic definition o f the situation; II 

M a in ta in in g  social support, se lf esteem and psychological s ta b ility  and  I I I  

U nderstanding the health care situation through com m unication w ith  other parents 

and consultation w ith the health care team  (McCubbin 1991). For this study, one 

question w as rem oved from coping pattern  I as it w as not relevant; "Taking 

good care of all the medical equipm ent at hom e". A further question was not 

used from this pattern  as it was considered am biguous; "Investing myself in 

m y child". The CHIP was first adm inistered at the 3 m onth assessment. The 

scale asks how  the paren t copes w ith  their child 's illness in the context of 

other family members. It was thought that if this questionnaire w as given at 

diagnosis, family coping patterns m ay not have been established.

Scoring and m issing data; Questions are scored 1 to 5, from 'N ot at all h e lp fu l to 

'Very helpful indeed'. The questionnaire takes about 10 m inutes to compete. If
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4 or less questions w ere m issing in scales I and II m ean scores w ere used, in 

section III m ean scores were used if 2 or less questions w ere missing.

So c ia l  su p p o r t

Background; The 6 item  short form of the social support scale developed by 

Sarason and colleagues was used in this s tudy  (Sarason, Sarason et al. 1987). 

Research has suggested that individual's appraisal of the support available to 

them  is m ore strongly related to health  outcom es than  the frequency of 

interactions or availability of roles and attachm ent (num ber of living children, 

m arital status). There are individual differences in the need for contacts w ith 

others and personal m eanings attached to these contacts vary widely.

D ev elo p m en t 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 num ber of people one 

can rely on in a given situation and how  satisfied one is w ith  tha t num ber, 

from very dissatisfied to very satisfied.

Scoring and m issing  data; The questionnaire has 6 tw o-part questions, is 

extremely simple and takes about 3 m inutes to complete. If one question was 

missing; m ean scores from the other 5 w ere used, otherw ise the questionnaire 

w as coded as missing.

H e a l t h  l o c u s  o f  c o n t r o l

Background; H ealth locus of control developed from w ork investigating the 

generalised expectancies of locus of control based on Rotter's social learning 

theory. There are 3 dim ensions concerning w hat beliefs an  ind iv idual has 

about w hat or w ho controls their health; internal (IHLOC); pow erful others 

(PHLOC) or chance (CHLOC). O riginally  the HLOC scale w as a u n i

d im ensional m easure categorising  in d iv id u a ls  as h ea lth  'ex ternals ' or
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internals'. H ealth 'externals' had  generalised expectancies tha t their health  

was determ ined by chance or pow erful others; health  internals' considered 

their health to be determ ined by their ow n behaviour. Levenson argued that 

internal beliefs w ere orthogonal to external beliefs and  could  be further 

understood  by studying  chance separately  from  pow erfu l others. Hence 

Levenson identified the distinct dim ensions of internal; pow erful others and 

chance to m easure generalised  locus of control beliefs. W allston and  

colleagues (1978) developed the HLOC scale to explore these dim ensions in 

relation to the prediction of health related behaviours.

D ev e lo p m en t and  d esig n  of q u es tio n n a ire ; The HLOC scale is a well 

validated frequently used 18-item questionnaire (W allston, W allston 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 argum ent that personalised 

beliefs were m ore likely to have predictive pow er than beliefs about people in 

general, the HLOC has been re-w ritten using personally w orded  items. The 

m odified HLOC scale was validated on people w ho w ere approached w hilst 

w aiting in a m etropolitan airport, Nashville, USA. The alpha reliabilities of 

the 3 dim ensions were; IHLOC .767, PHLOC .673 and CHLOC .753 (Wallston, 

W allston et al. 1978). The in tern a l and  chance dim ensions w ere negatively 

correlated and  the powerful others and  chance d im ensions w ere positively 

correlated.

Scoring and m issing data; The HLOC questionnaire consists of 18 questions, 6 

per dim ension, w ith  six categories of answ er from  's trongly agree' (6) to 

'strongly disagree' (1). The questionnaire has excellent face-validity and takes 

6 to 8 m inutes to complete. If 1 or 2 of the 6 questions per dim ension were 

m issing the m ean of the rem aining 4 or 5 questions on that dim ension were
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used to total the score. If there w ere less than  4 questions answ ered on a 

particular dim ension it was coded as missing.

3.4 DATABASE AND STATISTICAL ANALYSIS 

D atabase

D ata w as analysed  using  S tatview  on a M acintosh com pu ter and  the 

Statistical Package for Social Scientists (SPSS-X) on the UNIX m ainfram e 

com puter at U niversity  College London. For the analyses at 3, 6 and  12 

months, only those w ho had participated in that particular assessm ent w ere 

selected. This m eant that there w ere few 'm issing cases' and  hence m ean 

scores w ere calculated and substituted for missing data.

Significance

The m ethodological lim itations of perform ing m ultip le  correlations and 

com parisons are acknow ledged (A ltm an 1991). In o rder to reduce the 

possib ility  of false positive (Type I) errors, m ultip le  correlations w ere 

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 w as also set at the p<.01 level. Correlations at the .05 level of 

significance w ere used for en try  into the m ultip le regression analyses of 

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

The m ajority of the analyses com prise param etric  statistics and  as such 

requires the data to be norm ally distributed. All data at the time of diagnosis 

w as subjected  to tests for skew ness (K urtosis an d  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 w ere considered acceptable at .65 or above. All 

the correlations conducted  w ere P earson 's  correlations. In p rinc ipa l 

com ponents factor analysis scree plots w ere used  p lo tting  Eigin values in 

descending order. Eigin values greater than 1.0 were considered acceptable. 

In the reporting  of t-tests, w here the F-ratios w ere non-significant, pooled 

variance w as docum ented th roughout this analysis. If the F ratio had  a p 

value of less than  .05, indicating that the variances of the tw o groups being 

com pared w as significantly different, the t and p values w ere reported from 

the separate variances estimate and a note w as m ade in the text.
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Figure 3.2: Scheduling of questionnaires in  adolescent patients and their parents over the 12 m onth study period

Time

VISIT 1

Diagnosis

VISIT 2 VISIT 3

2 to 4/52 later 3 months

VISIT 4 

6 months

VISIT 5 

12 months

Adolescent

Mother/Father

STAI, BDI, 
LOT, IPQ

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

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

STAI, BDI, 
IPQ, COPE, 
FAME, Activ.

STAI, BDI

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

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

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.
IPQ 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)

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
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CHAPTER 4: RESULTS: CROSS SECTIONAL DATA AT D IA G N O SIS

This chapter presents the cross sectional analyses of data  from  adolescent 

patients, their m others and fathers, collected at the tim e of cancer diagnosis. 

D ata from  the adolescent control group are also p resen ted . Section 4.1 

describes the dem ographic and disease related data for the patients, control 

adolescents, and the cancer patients' families. Questionnaire data. Section 4.2, 

com prising  raw  scores and  analyses of corre la tions an d  differences, 

com m ences w ith  m ood and  d ispositional optim ism , follow ed by data  

concerning illness representations, coping strategies, fam ily environm ent, 

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 tim e of the cancer 

diagnosis. C hapter 4 concludes w ith a discussion of the data at diagnosis in 

adolescent cancer patients and their parents.

4.1 DEMOGRAPHIC DATA 

A dolescent patients

Sixty adolescent patients, 36 (60%) m ale and  24 female, initially agreed to 

partic ipa te  in the study. One fem ale adolescent p a tien t refused  before 

com pleting any questionnaires. One adolescent patien t (female) died from 

toxicity seven w eeks after entering the s tudy  and before com pleting any 

questionnaires. The parents of these 2 adolescent patients participated in the 

first assessm ent (before the adolescent patien t had  died) so dem ographic 

details for the 2 adolescent patients are included in this section. M ean age on 

entry to the study w as 15.7 years in the range 12 to 20, see Figure 4.1. There 

was no significant difference in m ean age betw een the m ale (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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Figure 4.1: Age and sex of adolescent patients at cancer diagnosis (n=60)

10 n

Number

6 -

4  -

2 -

[2] Maie 

I I Female

12  13  14  15  16  17

Age (years)
19 20

Eighty-three percent of the adolescent patients were white (n=50). Two were 

Asian, 2 Black, 1 Middle-Eastern, 1 Oriental and 4 were of mixed race. Most 

of the adolescent patients were attending local schools (n=36) or were at 

college/university  (n = ll), 4 were at boarding school. Three adolescent 

patients were working and 4 were unem ployed. At diagnosis 75% of the 

adolescent patien ts reported the cancer as their only 'w orry ' (n=45). 

A dditional w orries reported were sch o o l/w o rk /frien d s  (n=5), parental 

relationship/fam ily/ow n children (n=5) and combinations (n=3). Sixty eight 

percent of the adolescents did not consider themselves religious and 81% 

were not regular church goers.

D isease c ha ra cteristic s

The majority of adolescents (60%) had bone sarcomas (n=36), see Figure 4.2. 

Distal femur (n=10) and proximal tibia (n = ll)  were the commonest sites. 

Other disease sites were proximal femur (n=4), distal tibia (n=l), fibula (n=4), 

popliteal fossa (n=l), pelvis (n=3) and proxim al hum erus (n=2). Eleven 

patients had Hodgkin's or Non-Hodgkin's lymphoma, six patients had acute 

myeloid or lym phoblastic leukaem ia, there were two adolescents w ith 

teratoma and five adolescents had rare cancers such as rhabdomyosarcoma or 

Wilm's tumour. At diagnosis, 42 of the adolescents had limited local disease, 

8 had locally advanced disease, 9 had distant m étastasés and there was
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clinical uncertainty about disease extent in one of the adolescents w ith 

teratoma. Twenty-two (37%) of the adolescent patients reported having had 

symptoms for up to 3 months prior to their diagnosis and 29 (48%) reported 

symptoms for between 4 and 6 months pre-diagnosis. Seven adolescent 

patients (12%) had sym ptom s from 6 to 12 m onths before they were 

diagnosed and 2 (3%) reported sym ptom s for 18 and 24 m onths p re

diagnosis.

Figure 4.2: Adolescent patient diagnoses by sex
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Frequency

Fifty percent (n=30) of the adolescent patients reported losing half to one 

stone in weight over the previous few months. The majority of adolescents 

did not report any changes in their sleeping pattern but of the 19 (32%) that 

did; waking during the night and being disturbed by pain were the most 

common complaints.

The adolescent patients' activity levels varied at the time of diagnosis. Eleven 

(18%) adolescent patients were fully active, 28 (47%) were restricted in 

physically strenuous activity. Twelve (20%) were ambulatory and capable of 

self-care but not able to carry out any work and 3 (5%) were capable of only
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limited self-care and spent m ore that 50% of w aking hours confined to their 

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

A dolescent controls

The 173 control adolescents w ere recruited from  a com prehensive school in 

Enfield, H ertfordshire (n=41), a Rom an Catholic Boys' School in Finchley, 

London (n=114), a M ethodist Youth Club in Sunbury, M iddlesex (n=10) and 

from colleagues' children (n=8). There w ere 131 boys (76%) and  42 girls in 

the control group. The m ean 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. M ost of the children (98%) w ere attending local schools (n=170). 

Sixty-seven reported no worries. W orries reported by the control group were 

school w o rk /fr ie n d s  (n=48), fa m ily /b o y /g ir lfr ie n d  (n=7), m oney (n=9), 

health  (n=8) and com binations (n=38). Fifty-five percen t of the control 

adolescents did not consider them selves religious and 63% w ere not regular 

church goers.

The study and control groups w ere similar in age and ethnicity, there w as a 

higher proportion of boys in the control group. The differences betw een the 

s tudy  and  control group in reporting  of religious belief and  church going 

w ere probably due to the recruitm ent of the control group from  a religiously 

selective school and a Christian youth club.

Parents

Forty seven m others and 34 fathers took part in the s tudy  w ith  m ean 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 s tudy  five w ere recruited w ithou t any family 

members. In 3 of these 5 families the adolescent patients w ere over 16 and 

d id  not w ant their parents involved, tw o of these three adolescent patients 

w ere no t living at hom e. In one case the paren ts d id  no t com e to the 

adolescent un it and w ere no t approached to take p art in the study  and in 

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

Of the 47 m others on s tudy  25 (53%) w ere not w orking, 11 (23%) w ere in 

w hite collar and 10 (21%) in blue collar jobs. Thirteen (28%) w ere w orking
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full-time and 8 (17%) part-tim e. There w as no inform ation for one m other. 

All bu t one of the m others had  w orked in the past and 9 m others (19%) had 

given-up w ork in the previous 6 m onths due to their child's illness. Sixteen 

m others (34%) had left school w ithout 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 m others w ere no t w orking, 38% (n=66) w ere in w hite collar 

em ploym ent and  35% (n=60) in  b lue collar. There w as insuffic ien t 

inform ation for 7 (4%) of the m others in the control group. The lower level of 

em ploym ent in the study group m ay be due to 19% of the m others stopping 

w ork because of their child's cancer.

Of the 34 fathers on study 27 (79%) were w orking full-time, 1 (3%) part-tim e 

and 1 (3%) w as retired on m edical grounds. Fifteen fathers (44%) w ere in 

w hite  collar and  12 (35%) b lue collar jobs. Two fa thers (6%) w ere 

unem ployed. There w as not enough inform ation to classify one father's 

occupation, there w as no inform ation on two fathers. Six fathers (18%) had 

no exams on leaving school and 1 (3%) had 'A' levels. N ine (26%) had  been to 

further education or technical colleges and 6 (18%) had  attended university. 

For 12 fathers (35%) there was no inform ation about educational level. In the 

control group 8% (n=14) of fathers w ere no t w orking, 50% (n=86) w ere in 

w hite  collar em ploym ent and  34% (n=59) in b lue collar. There w as 

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

Family characteristics

At the time of cancer diagnosis over half the adolescent patients lived w ith 

both  their parents (Table 4.1). Thirteen lived w ith  their m other only and 3 

w ith their father only.

Three fathers had  died; one of a heart attack and two had  com m itted suicide. 

Seven adolescent patients lived w ith  their m other and her h u sb an d /p a rtn er. 

Two of the adolescent patients w ere not living at hom e at the tim e of their 

diagnosis, one from a tw o-parent family the other from a m other-only family. 

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

occasional and eight had regular contact.

Table 4.1: Fam ily structure in  fam ilies w ith  an  adolescent 
cancer patien t

■■■■■ ■■ ■■■ ■■■■If H æ i ■ H H i
Fam ily structure
Live w ith both parents 35 58
Live w ith m other 13 22
Live w ith father 3 5
Live w ith m other + stepfather 7 12
N ot living at hom e 2 3
Parents divorced/separated?
No 36 60
Yes 19 32
Parent died 3 5
Never knew father 2 3
Tim e 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 w ith  bo th  their 

parents com pared to 60% of the adolescent patients. Tw enty one percent 

(n=36) of the control adolescents lived w ith  their m other or m other and step 

father and 2% (n=3) w ith their father. Tw enty percent (n=35) of the control 

adolescents reported that their parents were divorced or separated.

Five (8%) of the adolescent patients w ere 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 w ith 4 children and 6 (10%) w ith 5 

or m ore children. In the control group 11 (6%) w ere the only child in the 

fam ily, 71 (41%) and  54 (32%) w ere from  2 an d  3 ch ild ren  fam ilies 

respectively. There w ere 26 fam ilies (15%) in the control g roup  w ith  4 

children and 11 (6%) w ith 5 or m ore children.

Socio-economic characteristics

Table 4.2 show s socio-economic data for the s tudy  group. For 13 families 

data is not complete for all the variables because at the beginning of the study
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the inform ation w as not sought. Five adolescent patien ts w ere recruited 

w ithou t their paren ts  and  one set of paren ts  w ere no t in terv iew ed  b u t 

com pleted questionnaires, there is no socio-economic data  for these families. 

Twelve families (20%) w ere receiving income support w ith  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

« ■ ■ ■ ■ ■ ■ ■ ■ ■ ■ ■ I
O w ner 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, w ith ill sibling 11 18
Yes, w ith well sibling 1 2

In the control group only the adolescents w ere questioned and there w ere no 

details of family income. H ow ever, 84% (n=145) of the control adolescents 

reported their parents ow ned their home, w hich was higher than  in the study 

group. Eighty-six percent (n=149) said they did not share their bedroom  w ith 

any siblings.

Time since diagnosis
A d o l e s c e n t  p a t ie n t s

As outlined in Chapter 3, the adolescent patients and their parents com pleted 

initial questionnaires on two consecutive visits to the adolescent unit. For the 

adolescents the first visit was a m ean of 21 days after their cancer diagnosis 

in a range of 2 to 81 days (SD 15 days). The second visit w as a m ean of 53 

days after their diagnosis, range 21 to 195 days (SD 27 days). H ence the
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anxiety, depression, illness perception and optim ism  scales w ere com pleted 3 

w eeks post diagnosis. The coping strategies, health  locus of control, social 

support, anger and  family questionnaires w ere com pleted approxim ately 8 

w eeks post diagnosis.

Pa r e n t s

M others com pleted their questionnaires at a m ean of 17 days (SD 10 days) 

post their child 's cancer diagnosis (range 5 to 37 days). Fathers com pleted the 

questionnaires at a m ean of 31 days (SD 24 days) post diagnosis (range 6 to 88 

days). Com pletion of the second sets of questionnaires w ere at a m ean of 60 

days (SD 29 days) for m others and 66 days for fathers (SD 34 days). Hence 

m others com pleted the anxiety, depression, dispositional optim ism  and social 

su p p o rt scales approxim ately  2 w eeks p o st d iagnosis  an d  fathers at 

approxim ately 4 w eeks. M others and fathers com pleted the second sets of 

questionnaires assessing coping strategies, health locus of control, anger and 

family environm ent at approxim ately 9 w eeks post diagnosis.

4.2 QUESTIONNAIRE DATA

In this section, each sub-section presen ts the alpha coefficients, m eans, 

standard  deviations and ranges of the questionnaire data. The hypotheses 

are then presented, as listed at the end of C hapter 2, before their analysis. 

Data on m ood is followed by that on dispositional optim ism  in the adolescent 

patients, controls and parents. A dolescent patien t data  concerning illness 

representations and activities are then presented before data for all groups 

concerning coping strategies, family environm ent, social support and  health 

locus of control. The results section concludes w ith the regression analyses of 

the dependent variables (state anxiety, depression and anger) for adolescent 

patients and parents.

Anxiety, depression  and anger

A d o l e sc e n t  p a t ie n t s

Table 4.3 shows the m ean scores, standard  deviations and ranges of anxiety, 

depression and anger and scales for the adolescent patients. All the scales 

had  acceptable internal reliability w ith  Cronbach's a  coefficients of; state
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anxiety; a.91, trait anxiety; a .89, depression; a.79, state anger; a .93 and trait 

anger; a .83.

Table 4.3: Mean anxiety, depression and anger scores in adolescent patients 
and controls

Variables .Adolescent patients;
Mean SD Range

Adolescent controls
N Mean SD Range N

Anxiety: State 40.36 10.97 22-72 58 40.52 9.12 22-67 172
Trait 39.32 10.64 23-65 57 42.85 10.06 22-76 172

I Depression 7.94 5.76 0-25 58 7.94 8.44 0-48 172
: Anger: State 

Trait
13.31 5.22 10-37 51 13.94 6.47 10-40 172
20.60 5.08 12-35 52 22.45 6.60 10-40

Hypothesis: That mothers and daughters would show greater anxiety and depression 
at diagnosis than fathers and sons.

Hypothesis: That girls would haye higher leyels of state anger than boys.

There were no significant differences by sex in the adolescent patients' 

reporting of state anxiety (t=-1.71, p=.09), depression (t=-1.93, p=.058) or state 

anger (t=-1.20, p=.24, separate variance).

H ypothesis: That state anxiety and depression, in each participant, would be 
correlated throughout the year.

Hypothesis: That state anger would be positiyely related to state anxiety and 

depression in adolescent patients.

In the adolescent patients there were significant positive correlations 

between; state and trait anxiety (r=.81, p<.01) and s ta te /tra it anxiety and 

depression (r=.67 and r=.71 respectively, p<.01). There were no significant 

correlations between state anger and anxiety, or state anger and depression.

M O O D  AN D  DISEASE VARIABLES

Hypothesis: That anger would be higher in adolescent patients with extensiye disease 

at diagnosis.

Adolescent patients reporting distant m étastasés at diagnosis (n=8) had 

significantly higher state anger scores than adolescents who did not report 

métastasés (mean scores 19.0 and 12.6, t=-3.29, df 49, p=.002). Similarly, 

adolescent patients who had distant métastasés as recorded by the researcher 

reported higher state anger scores (mean scores 19.0 and 12.25, t=3.78, df 49,
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p<.001). There were no differences in state anxiety and depression in

adolescent patients with métastasés and those without.

A d o l e s c e n t  c o n t r o l s

Table 4.3 shows the m ean scores, standard  deviations and ranges of anxiety, 

depression, and anger for the adolescents in the control group. All the scales 

had acceptable internal reliability w ith  Cronbach's a  coefficients equal to or 

higher than .75; state anxiety; a.87, trait anxiety; a.88, depression; a.90, state 

anger; a.93 and trait anger; a.89.

There w ere 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 w ere 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 w ere significant correlations betw een; state 

and trait anxiety (r=.67, p<.01), s ta te /tra it anxiety and depression (r=.64 and 

r=.72 respectively, p<.01) There w ere low correlations betw een state anger 

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

A d o l e s c e n t  p a t ie n t s  a n d  c o n t r o l s

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

There w ere no significant differences betw een the adolescent cancer patients 

and  the adolescent control g roup  in m ood; state anxiety ( t= - .l l ,  p=.92), 

depression (t=.01, p=.99, separate variance) or state anger (t=-.63, p=.45). 

Com bining 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 m ean m ood scores 

in the girls and boys from the study and control groups.
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Figure 4.3: Mean mood scores by sex in the adolescent patients and 
controls
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Two by two way analysis of variance was used to determ ine w hether the 

differences in questionnaire scores was due to study group (patient/control), 

sex or an interaction between the two. None of the mood states were 

determined by whether the adolescent subject had cancer or not. Sex had a 

main effect on state anxiety (F=8.01(2,226)' P<01) and depression (F=16.52(2 226)/ 
p<.001), both being higher in girls. Whether or not the adolescent had cancer 

and sex had main effects on trait anxiety (group; F=7.58(2226)/ P<01, sex; 

F=11.8(2 226)/ P=-001) with the control adolescents and girls having highest trait 
anxiety scores. None of the differences in state or trait anger were explained 

by sex or study group. There were no significant two-way interactions 

between study group and sex as related to mood.

Table 4.4: Percentage (number) of adolescent patients and controls in the 
four categories of depressed mood

N one/m inim al 64 (37) 70 (121) i
Mild to moderate 31 (18) 16 (28)
Moderate to severe 5 (3) ! 11 (18)
Severe 0 1 3 (5)
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In both adolescent study groups around three quarters of the boys and almost 

half of girls reported none to minimal depressed mood, see Tables 4.4 and 4.5. 

A higher proportion of male and female patients reported mild to moderate 

depressed mood relative to their counterparts in the control group. In the 

patient group almost half of the girls reported mild to m oderate depressed 

mood as did a fifth of the boys. There was a higher incidence of moderate to 

severe and severe depressed mood in the control group with a quarter of the 

control girls reporting moderate to severe depression. None of the adolescent 

patients reported severe depressed mood whereas five adolescents in the 

control group did.

Table 4.5; Percentage (number) of adolescent patients and control 
adolescents in the four categories of depressed mood sub divided by sex

depression  Y*  ̂ Adolescent patients 
.«category

Adolescent controls

Girls Boys
(n=36)

Girls
(n=42)

Boys
(n=130)

i None/m inim al 45 (10) 75 (27) 45 (19) 78(102)
1 Mild to moderate 45 (10) 22 (8) 24 (10) 14 (18)
1 Moderate to severe 10 (2) 3 (1) 24 (10) 6 (8)
1 Severe 0 0 7 (3) 2 (2)

Pa r e n t s

Table 4.6 shows the parents' mean scores, standard deviations and ranges for 

the anxiety, depression, and anger scales. All the scales had acceptable 

internal reliability w ith Cronbach's a  coefficients higher than .74; state 

anxiety; a .74, trait anxiety; a.89, depression; a.85, state anger; a .86, and trait 

anger a .83.

Table 4.6: Mean anxiety, depression and anger scores in parents of 
adolescents with cancer at the time of diagnosis

.^M others Fathers
Mean SD Range N Mean SD Range N

Anxiety; State 52.43 11.51 26-79 46 46.68 13.24 20-75 34
Trait 45.02 11.321 27-75 47 41.79 10.72 22-72 34 1

Depression 12.43 7.98 0-31 46 ! 9.76 8.59 0-45 ""33"
Anger: State 13.49 4.14 10-25 41 14.00 5.31 10-30

Trait 19.46 5.11 10-33 41 17.00 4.09 12-31 27
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Hypothesis: That mothers and daughters would show greater anxiety and depression 

at diagnosis than fathers and sons.

Hypothesis: That state anxiety and depression would be correlated throughout the 

year in all family members.

H ypothesis: That state anger would be positiyely related to state anxiety and 

depression in mothers and fathers.

There were no significant differences between mothers' and fathers' reporting 

of state anxiety (t=2.07, p=.041), depression (t=1.42, p=.16) or state anger (t=- 

.45, p=.66). As with the adolescent patients and controls, for parents there 

were significant correlations between state and trait anxiety (r=.64, p<.01), 

and state anxiety and depression (r=.73, p<.01). There were no significant 

relationships, at the p<.01 level, between state anger and anxiety, or 

depression in parents.

Hypothesis: That mothers and fathers would haye higher leyels of anxiety at the time 

of diagnosis than standardised norms.

Spielberger, Grusuch et al. (1983) published age-matched norm s for their 

State Trait Anxiety Inventory. The mean state anxiety score for women was 

36.03 (SD 11.07) and for men was 35.58 (SD 10.52). Hence, the mean state 

anxiety scores for mothers and fathers in the current study were more than 

one standard deviation above the published norms.

Table 4.7 shows the categories of depressed mood in parents. A round half 

the parents reported none to minimal depressed mood and a third mild to 

m oderate depressed mood. However, alm ost a quarter of the m others 

reported moderate to severe depression. There were 2 mothers and 1 father, 

who reported severe levels of depression with scores of 31 for both mothers 

and 45 for the father.

Table 4.7: Percentage (number) of mothers and fathers in the four 
categories of depressed mood at the time of diagnosis

N one/m inim al 44 (20) 55 (18)
1 Mild to moderate 28 (13) ^ 36 (12)
; Moderate to severe 24 (11) 6 (2)
j Severe 4 (2) 3 (1)
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A d o l esc e n t  pa t ie n ts  a n d  pa r e n t s

Hypothesis: That there would be relationships between anxiety in the adolescent 
patients and their parents, and depression in the adolescent patients and their parents. 
There were no significant correlations, at the p<.01 level, between parents' 

and adolescents' anxiety and depression scores. At the .05 level, fathers' state 

anxiety correlated w ith the adolescent patien ts' tra it anxiety (r=.43) In 

m others and patients, there was a low negative relationship betw een 

mothers' depression and the adolescents' state anxiety (r=-.35, p<.05).

In families where mothers and fathers had completed questionnaires (n=30) 

there were no significant correlations betw een fathers m ood states and 

m others mood states. In families w ith adolescents, m others and fathers 

(n=28) there were also no relationships between the mood of family members, 

see table 4.8.

Table 4.8: Correlations between state anxiety and depression in adolescent 
patients and their parents at the time of cancer diagnosis (n=28 families)

Adolescent anxiety 1.0
Mother anxiety .09 1.0
Father anxiety .17 .35 1.0
Adolescent depression .63* -.05 .14 1.0
Mother depression -.35$ .64* .03 -.32 1.0
Father depression .28 .41$ .78* .17 .10
*p<.01 tp<.05

Two by two way analysis of variance was used to determ ine w hether 

differences in questionnaire scores was due to study group (patient/parent), 

sex, or an interaction between the two. State anxiety was explained by both 

study group and sex (group; F=11.61(2,i24)/ P<01, gender; F=9.35(2̂ 24)/ p<-01) 
w ith parents and adolescent girls having highest scores. There were no 

significant results for trait anxiety, depression or state anger. Trait anger was 

significantly higher in parents than in their children (F=7.42(2 ji2)/ p<.01). 

There were no significant two-way interactions between study group and sex 

in terms of mood.

160



M o o d  a n d  d e m o g r a p h ic  v a r ia b l e s  

Demographic variables

There w ere no differences in the adolescent pa tien ts ' state anxiety (t=.86, 

p=.39), depression  (t=2.07, p=.043) or state anger scores (t=1.05, p=.30) 

depending  on w hether they lived w ith  bo th  paren ts or just one original 

parent. Similarly, w hether the original parents w ere living together or not 

did not m ake a significant difference in m others' state anxiety (t=1.27, p=.21), 

depression (t=2.03, p=.049) or state anger (t=2.34, p=.024), or, fathers ' state 

anxiety (t=.32, p=.75), depression (t=-.80, p=.43) or state anger (t=.91, p=.37).

Parental divorce or separation d id  no t resu lt in significant differences in 

adolescent patient, m others or fathers' state anxiety, depression or state anger 

levels. M others ' w ho w ere se p a ra te d /d iv o rce d  d id  have statistically  

insignificant elevated state anger scores com pared to m others w ho w ere not 

separated/ divorced (mean scores 15.53 and 12.22, t=2.49, df 36, p=.018).

Being an only child did not have an im pact on the adolescent patien ts ' state 

anxiety, depression or state anger scores. H aving an only child w ith  a cancer 

diagnosis d id  not have a statistically significant effect on m others ' m ood. 

However, the 4 m others w ith only children did  have high state anxiety scores 

com pared to m others w ith m ore than one child (mean scores 64.25 and 51.31, 

t=2.24, p=.030). There w ere just 2 fathers w ith  only  ch ild ren  hence 

comparisons could not be made.

M others ' w ho w ere no t ow ner occupiers of the ir hom e (n=12) w ere 

significantly m ore depressed than  m others w ho d id  ow n their hom e (mean 

scores 18.25 and 10.69, t=-3.05, df 42, p=.004). In households w ith  annual 

incomes of over £15.000, fathers show ed a statistically insignificant tendency 

to be m ore anxious (state) (t=-2.37, p=.026). There w ere no significant 

differences in the adolescent patien t's  m ood relating to hom e ow nership or 

family income. There were no differences in the m ood of adolescent patients, 

m others or fathers depending on w hether the family w as receiving income 

support (n=12).
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Dispositional optimism

A d o l esc e n t  pa t ie n ts  a n d  c o n tr o l s

The dispositional optim ism  scale had good in ternal reliability in the 

adolescent patients; a .84 and controls; a .75. Table 4.9 shows the mean scores, 

standard deviations and ranges for dispositional optimism for the adolescent 

patients and controls.

Table 4.9: Mean optimism scores in adolescent patients and controls

RangeMean
Optimism 20.69

Adolescent co n t# ls

0-34
N
58

Mean
21.34

SD
4.73

Rangei N 
"7 :3 6  t 173

Hypothesis: That optimism scores would be negatively correlated with anxiety, 
depression and anger in adolescent patients.
In the adolescent patients there were significant negative correlations (p<.01) 

between dispositional optimism and state anxiety (r=-.44), trait anxiety (-.53) 

and depression (r=-.46) although the r values were low. There was no 

significant relationship, (p<.01), between optimism and state anger in the 

adolescent patients (r=-.34, p<.05). In the adolescent controls there were low 

negative correlations between optimism and state anxiety (r=-.56, p^Ol), trait 

anxiety (r=-.59, <.01), depression (r=-.56, <.01) and state anger (r=-.28, p<.01).

Pa r e n t s

The dispositional optimism scale had good internal reliability in parents; 

a .77. M ean scores, standard  deviations and ranges for dispositional 

optimism are shown in Table 4.10.

Table 4.10: Mean optimism scores in mothers and fathers

• Mean; f:-' Range N II Mean SD 4;̂ ^Range N
! Optimism 2228 5.92 10-35 47 22.18 5.51 11-33 34

Hypothesis: That optimism scores would be negatively correlated with anxiety, 
depression and anger in mothers and fathers.
In parents, dispositional optimism significantly negatively correlated with 

trait anxiety (r=-.60, p<.01). There were low er r values for negative
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correlations with state anxiety (r=-.32, p<.01), depression (r=-34, p<.01) and 
state anger (r=-.36, p<.01).

Illness perceptions

The Illness Perception Q uestionnaire (IPQ) consists of five dimensions; 

identity, cause, cure/control, time line and consequences. The questionnaire 

used in this study was an early version (Weinman, Petrie et al. 1992) w ith 

fewer questions in three of the dimensions than the final version which was 

not available when this study began (Weinman, Petrie et al. 1996). The 

adolescent patients completed the questionnaire at a mean of 3 weeks post 

diagnosis. Table 4.11 shows mean scores for the identity, cure, time line and 

consequences dimensions. Table 4.12 shows the m eans scores for each 

question on the dimensions of cause, cure, time line and consequences.

Table 4.11: Mean scores, standard deviation and range for the 
dimensions of the IPO

Identity 5.30 2.87 0 11 57
Cure/control 3.69 .49 2.67 4.83 58
Time line 3.58 .95 1.0 5 58
Consequence 3.01 .58 1.67 4.33 58

Id entity

The identity scale is an 11 item sym ptom  checklist. C ronbach's alpha 

coefficient for the identity sub-scale was 0.76 indicating acceptable internal 

reliability. The mean scores for each symptom are shown in Table 4.13.

163



Table 4.12: M ean scores, standard deviations and ranges for questions on the IPO sub scales 
of cause, cure, time line and consequences at the time of diagnosis (n=58)

m s m
Cause 1
It was just by chance that I became ill 3.34 1.15 1-5
A germ or virus caused my illness 2.40 1.01 1-5
Pollution of the environment caused my illness 2.05 .93 1-4
My illness is genetic 1.79 .74 1-4
Stress was a major factor in causing my illness 1.78 .77 1-4
My illness is directly due to my own behaviour 1.72 .72 1-3
Diet played a major part in causing my illness 1.69 .75 1-4
Other people played a large role in causing my illness 1.55 .80 1-5

1 Cure/control |
My treatment will be effective in curing my illness 4.29 .56 3-5
My illness will improve in time 4.28 .64 2-5
There is little that can be done to improve my illness ® 4.28 .77 2-5
What 1 do will determine whether my illness gets better or worse 3.29 1.12 1-5
There is a lot which 1 can do to control my symptoms 3.03 1.01 1-5
The course of my illness is largely dependent on chance or fate ® 2.97 1.09 1-5
Time line |
My illness will last a short time ® 3.67 1.03 1-5
My illness will last for a long time 3.48 1.03 1-5
Consequences |
My illness has not had much effect on my life ® 3.88 1.03 I 1-5
My illness has become easier to live with ® 2.69 .90 1-5
My illness has strongly effected the way 1 see myself as a person 2.45 1.13 1-5
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Table 4.13: Mean scores on the illness 
identity sub-scale of the IPO (n=57)

Symptom
Pain

M eaif
.79 .41

i Fatigue .63 .49
Sleep difficulties
Limb stiffness

.55

.55
.50
.50

Weight loss .52 .50
Headaches .50 .50
Loss of strength .48 .50
Dizziness .38 .49
Nausea .34 .48
Breathlessness .28 .45
Upset stomach .24 .43

Hypothesis: That there would be differences in illness representations in adolescent 

patients who were <14 years and those > 15 years at diagnosis.
Hypothesis: That there would be a positive relationship between the number of 
symptoms reported, whether due to treatment or disease, and anxiety, depression and 

anger.
Hypothesis: That optimism would be negatively correlated with physical symptom 

reporting by the adolescent patients.
Hypothesis: 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.

There was no significant correlation between age and the identity sub-scale. 

Pearson correlations were used to investigate relationships betw een the 

identity  sub-scale and state anxiety, depression, state anger and optimism. 

There were significant low positive correlations between the identity sub-scale 

and state anxiety (r=0.34, p<.01), depression (r=0.5, p<.01) and state anger 

(r=.28, p<.05). There was no significant negative correlation between 

optimism and illness identity. There were also no significant relationships 

between illness identity and the coping strategies adopted by the adolescent 

patients.

C a u se

The authors of the IPQ suggest the cause sub-scale is analysed per question 

because the items represent specific causal beliefs. The highest mean score 

was that of 'chance' playing a role in the developm ent of the adolescent's
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cancer, see Table 4.12. Lower scores were found for stress, diet, own and 

other people's behaviour. The correlations between the responses to the cause 

questions are shown in Table 4.14, 'stress' was found to correlate with many 
of the other questions.

Table 4.14: Correlations between items on the cause sub-scale of the IPO

Chance 1.0
Other people -.19 1.0
Genetic -.02 .17 1.0
Stress .13 .40* .22 1.0
Diet -.16 .44* .35* .69* 1.0

! Pollution 1 -.13 .32 .14 .48* .53* 1.0
1 Own behaviour 1 .07 .39* .32 .55* .45* .26 1.0 I
I  Germ/virus -.07 .09 1 .07 .34* .30 .30 ^̂ 35*"
*p<.01 (2 tailed 

C u r e /C O N T R O L

The Cronbach's alpha coefficient for the cure sub-scale was .54 which does 

not show an acceptable level of internal reliability. The mean score and range 

for this dimension are shown in Table 4.11.

Table 4.15: Cronbach's alpha scores on 
cure sub-scale of the IPO in relation to age

<14 0.49 20
>15 0.57 38
>16 0.56 28

1 ^17 0.64 20
>18 0.70 12
>19 0.69 8

Hypothesis: That there would be differences in illness representations in adolescent 

patients who were <14 years and those > 15 years at diagnosis.

An examination of the internal reliability of the cure sub-scale in relation to 

age showed that older adolescent patients dem onstrated higher internal 

reliability scores relative to the younger adolescent patients, see Table 4.15.
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The adolescent patients com pleted this questionnaire at a m ean of 3 weeks 

post diagnosis and  had  had  little tim e to consider the concept of cure. 

Interestingly the highest m ean scores on questions of the IPQ w ere for the 

co n tro l/trea tm en t questions on this sub-scale, e.g.; 'M y treatm ent will be 

effective in curing m y illness'; m ean 4.29 the m axim um  being 5. There were 

no significant relationships betw een cure/control and  the coping strategies 

adopted by the adolescent patients.

Tim e  l in e

Cronbach's alpha coefficient for this sub-scale was .83. Two questions on the 

time line sub-scale had  sim ilar m ean scores and  w ere significantly correlated 

(r=0.71, p<.01); 'M y illness will last a short tim e', m ean 3.67 (SD 1.03, n=58); 

'M y illness will last for a long tim e', m ean 3.48 (SD 1.03, n=58). The first 

question  w as reverse scored so tha t for bo th  questions a h igher score 

indicated that the adolescent thought their cancer w ould  last a long time 

(range 1-5). A newly diagnosed adolescent cancer patient appeared to believe 

that their illness w ould last a long time.

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

There w as no relationship (Pearson correlation) betw een age and  time line 

scores. There were also no significant relationships betw een time line and the 

coping strategies adopted by the adolescent patients.

C o n s e q u e n c e s

The Cronbach's alpha coefficient for the sub-scale consequences w as -.07. This 

sub-scale consisted of three questions, only one of w hich w as relevant at the 

tim e of first diagnosis. Two questions w ere aim ed tow ards individuals w ho 

have had an illness for some time; 'M y illness has become easier to live w ith ' 

(mean 2.69, SD .9, n=58); 'M y illness has no t had  m uch effect on m y life' 

(mean 3.88, SD 1.03, n=58). These tw o statem ents were reverse scored so that 

higher scores indicated that the illness had not become easier to live w ith and
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had had an effect on the adolescent patien ts ' life. The th ird  question; 'M y 

illness has strongly affected the w ay I see myself as a person ' (mean, 2.45, SD 

1.13, n=58), had  m ore relevance to the adolescent cancer patient, b u t again, it 

m ay have been too soon after diagnosis to expect a coherent answer.

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

There was no relationship (Pearson correlation) betw een age and  consequences 

scores. There w ere significant relationships betw een illness consequences and 

the coping strategies adopted by the adolescent patients; active coping (r=.49, 

p<.01); the suppression o f competing activities (r=.36, p.Ol); restraint coping (r=.41, 

p .01), and negatively w ith  hum our (r=-.42, p.Ol). Due to the poor internal 

reliability of this dim ension these correlations need to be considered w ith  

caution.

Activities

In o rd er to assess the physical and  social lim itations im posed  on the 

adolescent by a cancer diagnosis an Activities Scale (ACTS) w as developed 

for use in this study , as outlined in C hapter 3. The questionnaire w as a 

checklist of w hat had  changed for the adolescent patients. Figure 4.4 shows 

the adolescents' view of the im pact their diagnosis had had  on their sport and 

leisure activities. Care needs to be taken w hen interpreting these data as the 

adolescents w ere not consistent in their answers, frequency data is reported 

rather than percentages.

The adolescent patien ts  reported  hav ing  to give u p  school or college, 

Saturday jobs and  paper rounds. At diagnosis, before trea tm en t started , 

seven of the adolescents reported m issing no school or college due to their 

cancer. Tw enty-one reported  m issing betw een 1 and 2 w eeks of school or 

college due to their illness and  eleven betw een 3 and  4 w eeks. Fifteen 

adolescents reported m issing betw een 5 and  10 weeks of school or college 

pre-diagnosis and two reported missing over 10 weeks. The adolescents were
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already losing out as far as their social circle was concerned and were not 

seeing their friends as often as pre-diagnosis.

Figure: 4.4: Activity changes reported by the adolescent patients at 
diagnosis

Activities

Going to school 

Seeing friends at school 

Friends coming to teenager's house 

Going to friends' houses 

Parties 

Clubs/raves

Cinema

Sat .job/paper round

Shopping

Given up

Reduced

I I No change

px1 Increased

Number

Sixty percent of the adolescents on study had bone sarcomas that directly 

limited their activities. Ten adolescents said they had not given up any sport, 

15 had given up 1 or 2 sports, 10 had given up 3 or 4 sports and 7 had given 

up over 5 sports. None of the adolescent patients had taken up any sports 

since their diagnosis. Twenty-two adolescents reported giving up 1 or more 

active hobbies and 29 reported increases in non-active hobbies such as 

computer games and listening to music.
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Coping

Reliability  o f  t h e  COPE q u e s t io n n a ir e

No previous research reports  the use of the COPE questionnaire  in an 

adolescent population. To establish w hether the questionnaire structure, as 

published, w as valid for use in an adolescent group a principle com ponents 

factor analysis (PCFA) w as conducted  on the COPE com pleted  by the 

adolescent control group (n=173), see Table 4.16.

The PCFA identified  15 factors of w hich eight w ere the sam e as those 

reported by the authors (Carver, Scheier et al. 1989) and  a further 2 factors 

com prised 3 out of the four questions per dim ension originally reported. The 

au thors of the COPE reported  th a t the d im ensions of active coping  a n d  

planning  came from a single factor as did seeking social support fo r  instrum ental 

reasons and seeking social support fo r  emotional reasons. These jo in t factor 

loadings w ere reflected in the PCFA of our adolescent control group. The 

factor loadings show ed that the COPE w as suitable for use w ith  adolescent 

groups.

Table 4.17 show s C ronbach 's a lpha coefficients in  the adolescent cancer 

pa tien ts, th e ir p aren ts  and  the  contro l ado lescen ts for the  15 COPE 

dim ensions identified by Carver et al. (Carver, Scheier et al. 1989). In the 

adolescent patients and their parents the m ajority of the coefficients w ere 

acceptable. The dim ension of m ental disengagem ent h ad  inadequate  alpha 

coefficients in all groups. This dim ension com prised 4 questions; 'I tu rn  to 

w ork or other substitute activities to take m y m ind off things'; 'I daydream  

about things other than this'; I sleep m ore than norm al' and 'I go to movies or 

w atch TV, to think about it less'. These questions did not appear to form  a 

cohesive factor and m ay not be m easuring a consistent coping strategy. The 

authors of the scale reported rather low factor loadings, betw een .45 and .23 

(Carver, Scheier et al. 1989). In the factor analysis reported  for the control 

adolescents the dim ension did no t load consistently.
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Table 4.16: Principle Components Factor Analysis of the COPE scale
using the adolescent control group (n=173)

COPE Factor COPE dimension
Ques .no

Factor 1 Eigen value: 9.83: % var. 16.4%
Loading (from oiig. ques.)

11 I discuss my feelings with someone .858 Social Support -
52 I talk to someone about how I feel .851 Emotional
23 I try to get emotional support form 

friends or relatives
.809

34 I get sympathy and understanding from someone .791
4 I try to get advice from someone about what to do .744 Social Support -

45 I ask people who have similar experiences 
what they did

.719 Instrumental

14 I talk to someone to find out more about the situation .706
30 I talk to someone who could do something concrete 

about the problem
.627

46 1 feel a lot of emotional distress and find myself 
expressing those feelings a lot

.723 Venting of 
Emotions

28 I let my feelings out .647
3 1 get upset and let my emotions out .625

17 1 get upset and am really aware of it 
Factor 2 Eigen value: 5.47: % var. 9.1

.552

33 I focus on this problem and if necessary let 
other things slide a little

.737 Suppression of 
Competing

55 1 put aside other activities in order to 
concentrate on this

.735 Activities

56 I think hard about what steps to take .612 Planning
39 I think hard about how I might best 

handle the problem
.599

25 I take additional action to get around the problem .575 Active Coping
58 I do what has to be done, one step at a time .517
59 I leam something from the experience 

Factor 3 Eigen value: 5.03: % var. 8.4

.528 Positive Reinterp. 
& Growth

35 I drink alcohol in order to think about it less .948 Alcohol
26 I try to lose myself for a while by drinking alcohol .929
53 I use alcohol to help get me through .925
12 I use alcohol to make myself feel better 

Factor 4 Eigen value: 3.48: % var. 5.8
.894

50 I make fun of the situation .873 Humour
20 I make jokes about it .865
36 I kid around about it .829
8 I laugh about the situation

Factor 5 Eigen value: 2.98: % var. 5.0
.717

18 I seek God's help .892 Religion
7 I put my trust in God .889

48 I try to find comfort in my religion .862
60 I pray more than usual

Factor 6 Eigen value: 2.43: % var. 4.0
.839

38 1 look for something good in what is happening .694 Positive
29 1 try to see it in a different light to make it seem more 

positive
.634 Reinterp. & 

Growth
5 I concentrate my efforts on doing something about it .544 Active Coping

47 I take direct action to get around the problem .528
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Table 4.16 contd: Principle Components Factor Analysis of the COPE scale
using the adolescent control group (n=173)

COPE Factor COPE dimension
Ques .no Loading (from oiig. ques.)

Factor 7 Eigen value: 1.92: % var. 3.2
40 I pretend it hasn’t really happened .803 Denial
27 I refuse to believe that it has happened .790
6 I say to myself "this isn't real" .736

57 1 act as though it hasn't even happened 
Factor 8 Eigen value: 1.8: % var. 3.0

.544

54 I leam to live with it .731 Acceptance
44 I accept the reality of the fact that it happened .634
21 I accept that this has happened and it can't be changed .602
13 I get used to the idea that it happened 

Factor 9 Eigen value: 1.59: % var. 2.7
.599

37 I give up the attempt to get what I want .692 Behavioural
24 I just give up trying to reach my goal .688 Disengagement
9 I admit to myself that I can't deal with it 

and quit trying
Factor 10 Eigen value: 1.42: % var. 2.4

.534

15 I keep myself from getting distracted by other 
thoughts or activities

.712 Suppression of 
Compet. Activities

2 I turn to work or other substitute activities to take my .523 Mental Disengage.
mind off things

19 I make a plan of action .509 Planning
32 I try to come up with a strategy about what to do 

Factor 11 Eigen value: 1.3: % var. 2.2
.507

22 I hold off doing anything until the situation permits .700 Restraint Coping
10 I restrain myself from doing anything too quickly .676
49 I force myself to wait for the right time 

to do something
Factor 12 Eigen value: 1.25: % var. 2.1

.532

41 I make sure not to make matters worse by acting 
too soon

.692 Restraint Coping

42 I try hard to prevent other things from interfering 
widi my efforts at dealing with this 
Factor 13 Eigen value: 1.16: % var. 1.9

.596 Suppression 
Compet. Activities

43 I go to the movies or watch TV to think about it less 
Factor 14 Eigen value: 1.12: % var. 1.9

.826 Mental Disengage.

31 I sleep more than usual
Factor 15 Eigen value: 1.04: % var. 1.7

.632 Mental Disengage.

1 I try to grow as a person as a result of the experience .518 Positive
Reinterp. & Growth

Questions with a factor loading of less than .5
51 1 reduce the amount of effort I'm putting into solving 

the problem
.484 Behav. Disengage.

16 1 daydream about things other than this .366 Mental Disengage.
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Table 4.17: Alpha coefficient scores for the COPE sub-scales in adolescent
patients, controls and parents

COPE Dimensions

Adolescent
Cancer

a (n= 50)

Adolescent
CogtrS#
a(n=168)

Parents'

a (n=68)
Positive re-interpretation and growth .75 .70 .75
Active coping .72 .72 .70
Planning .77 .79 .84

I Seeking emotional social support .83 .90 .90
Seeking instrumental social support .76 .85 .79
Suppression of competing activities .73 .68
Religion .96 .91 .95
Acceptance .75 .70 .69
Mental disengagement .44 .38 -.42
Venting emotions .84
Behavioural disengagement .67

.85

.66
.85
.47

Denial .57 .76 .65
Restraint coping .66 .55 .68

:87
:87

Alcohol use 1.0
Humour .95

.96

.87

A dditional dim ensions w ith poor internal reliability were denial for the 

adolescent patients and behavioural disengagement for the parents. Denial may 

have been seen by the adolescents as particularly inappropriate, or even 

incomprehensible, in the context of a recent cancer diagnosis. Questions on 

the denial sub-scale were; 'I pretend it hasn 't really happened ' (1;42, 2;6, 3;2, 

4;1), 'I refuse to believe that it has happened' (1;43, 2;6, 3;2), 'I say to myself 

"this isn 't real'" (1;34, 2;12, 3;3, 4;2) and 'I act as though it hasn 't even 

happened' (1;36, 2;8, 3;4, 4;3). The numbers in brackets are the frequencies of 

scores per question, so for example, for the first question, 42 of the 

adolescents answered '1' which corresponds with 'I usually don 't do this at 

all' and 1 adolescents answered '4' which corresponds with 'I usually do this 

a lot'.

The behavioural disengagement sub-scale had a low alpha coefficient in the 

parental group. This dim ension com prised the following statem ents; 'I 

reduce the am ount of effort I'm putting into solving the problem ' (1;48, 2;15, 

3;5, 4;1), 'I adm it to myself that I can't deal with it and stop trying' (1;58, 2;7, 

3;4), 'I just give up trying to reach my goal' (1;44, 2;13, 3;9, 4;3) and 'I give up 

the attem pt to get what I want' (1;44, 2;17, 3;5, 4;3). As above, the numbers in
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brackets are the frequencies of parental responses in the range 1 to 4. As w ith 

denial, these four questions seemed inappropriate to the cancer diagnosis the 

parents were facing w hen 'giving u p ' is not feasible.

A d o l e s c e n t  p a t ie n t s

Tables 4.18 show s the m ean scores, standard  deviations and  ranges for the 

COPE dim ensions as answ ered by the adolescent patients at the tim e of their 

cancer diagnosis.

Hypothesis: That acceptance would be frequently used as a coping strategy in all 
family members.
Hypothesis: That adolescent girls will use the social support coping strategies of 
seeking emotional and instrumental support more frequently than adolescent boys. 
Hypothesis: That adolescent boys will use the coping strategy of denial more than 
girls.
Hypothesis: That boys will use more humour than girls.
The m ost common strategy adopted by the adolescent patients w as acceptance 

followed by positive re-interpretation and growth  (highest m ean scores). Alcohol 

use was the least adopted coping strategy. At the time of diagnosis, girls were 

significantly m ore likely to use the coping strategies of the seeking o f social 

support fo r  emotional reasons (t=-.40, df 49, p<.001) and the ven ting  o f emotions 

(t=-4.56, df 49, p<.001) than boys. It had been proposed that girls w ould use 

m ore seeking o f social support fo r  instrum ental reasons (t=-2.41, p=.02) and that 

boys w ould  use m ore denial (t=.79, p=.43) and hum our  (t=.69, p=.49), how ever 

these hypotheses were not upheld.

Hypothesis: That there would be negatiye correlations between the use of seeking 
emotional and instrumental social support as coping strategies and anxiety and 
depression in the adolescent patients.
Hypothesis: That the use of positive re-interpretation and growth, active coping, and 
planning would be negatiyely correlations with anxiety and depression.
Hypothesis: That the coping strategies of behavioural and m e n ta l disengagem ent 

would be related to poorer psychological well being.
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Table 4.18: Mean scores, standard deviations and ranges for the COPE sub-scales in adolescent patients and controls

Mean SD Min. Max. Mean SD Min. Max.

Positive re-interpretation & growth 2.63 .71 1.0 4.0 233 .63 1.0 4.0

Active coping 237 .68 1.25 3.75 2.43 .61 1.0 4.0

Planning 1.94 .70 1.0 4.0 2.25 .55 1.0 3.5

Seeking emotional social support 2.57 .86 1.0 4.0 2.15 .87 1.0 4.0

Seeking instrumental social support 233 .77 1.0 4.0 2.27 .81 1.0 4.0

Suppression of competing activities 1.84 .63 1.0 375 2.14 .55 1.0 3.75

Religion 1.77 .99 1.0 4.0 133 .87 1.0 4.0

Acceptance 3.43 .59 2.0 4.0 230 .66 1.0 4.0

Mental disengagement 2.40 .65 1.5 3.75 2.17 .58 1.25 3.75

Venting emotions 2.04 .74 1.0 3.5 238 .82 1.0 4.0

Behavioural disengagement 133 .47 1.0 2.75 1.65 .53 1.0 4.0

Denial 1.35 1 .47 1.0 2.75 1.53 .60 1.0 3.5

Restraint coping 138 .60 1.0 3.25 2.14 .54 1.0 3.75

Alcohol use 1.08 .44 1.0 4.0 1.61 i  .84 1.0 4.0

Humour 233 1.01 1.0 4.0 237 .82 1.0 4.0
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Hypothesis: That anger and the coping strategy of religion would be 
negatively correlated.
Hypothesis: That optimism would be positively correlated with acceptance, 
planning and humour as coping strategies.
Hypothesis: That optimism would be negatively correlated with the coping 
strategies of avoidance and behavioural disengagement.

There w ere no significant negative relationships betw een the coping 

strategies o i positive re-interpretation and growth, seeking social support fo r  

em otional/instrum ental reasons, active coping  and  p lann ing , and  state 

anxiety or depression. Similarly there w ere no positive relationships 

betw een m ood and the coping strategies of m ental and  behavioural 

disengagement. There was no significant correlation betw een the coping 

strategy of religion and state anger. There were no significant positive 

o r n eg a tiv e  co rre la tions be tw een  d isp o sitio n al o p tim ism  and  

accep tan ce , p la n n in g , h u m o u r, av o id an ce  a n d  b e h a v io u ra l 

disengagem ent as coping strategies.

A d o l e sc e n t  c o n t r o l s

Table 4.18 shows the m ean scores, standard  deviations and ranges for 

the COPE dim ensions as answ ered by the adolescent controls. The 

m ost com m on strategy adopted by the boys was acceptance followed by 

positive re-interpretation and grow th  (highest m ean scores). The girls 

h ighest m ean scores w ere for the tw o seeking of social su p p o rt 

d im ensions and  the ven tin g  o f em otions. D en ia l w as the least used  

coping strategy by the control boys w hereas alcohol use w as the least 

adopted coping strategy in the girls.

Girls w ere significantly m ore likely to use the seeking o f social support fo r  

emotional reasons (t=-6.80, df 168, p<.001), the seeking o f support fo r  

instrum ental reasons (t=-.4.39, df 168, p<.001) and the venting  o f emotions 

(t=-6.86, df 167, p<.001) than the control boys, the same p attern  as in 

the adolescent patient group.
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Figure 4.5: M ean coping scores by sex for adolescent patien ts and 

controls
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Venting emotions 

Behavioural disengagem ent 
D enial 

Restraint coping 
Alcohol use 

Humour

Q  P a t ie n t s  

r ~ |  C o n t r o l s

1 2 3
Mean score COPE dim ension
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A d o l e s c e n t  p a t ie n t s  a n d  c o n t r o l s

There were significant differences in the coping strategies adopted  by 

the study  and  control groups. Adolescents w ith  cancer used more; 

seeking o f em otional support (t=3.05, df 219, p=.003) and  acceptance  

(t=8.05, df 218, p<.001) than the control adolescents. The control 

adolescents reported they used more; planning  (t=-2.91, df 219, p=.005, 

separate variance), suppression o f com peting activities (t=-3.24, df 218, 

p=.001), behavioural disengagem ent (t=-3.87, df 218, p<.001), res tra in t 

coping  (t=-2.93, df 218, p=.004) and  alcohol (t=-6.01, df 219, p<.001, 

separate variance) to deal w ith stressful situations.

Adolescent sex explained some of the differences in the adoption  of 

coping strategies. Differences by sex w ere found for seeking social 

support fo r  emotional reasons (F=61.66 (2̂219)/ P< 01), seeking instrum enta l 

social support (F=24.61(2,2i9), p< 01) and  ven tin g  em otions (F=6 6 .2 6 (2,2i9), 
p<.01) w ith girls having higher scores than boys.

For one coping strategy, study group and sex had  m ain effects on the 

score; p la n n in g  (group; F=14.09(22i9), p< 01; sex; F=7 .9 ^2,2i9), P= 005). 

Using p lanning  as a coping strategy w as reported m ore by the control 

group and by girls. There were no significant tw o-w ay interactions 

betw een study group and sex.

Pa r e n t s

The m eans scores and standard  deviations per COPE dim ension are 

show n in Table 4.19 for mothers and fathers.

Hypothesis: That acceptance would be frequently used as a coping strategy in 
all family members.
Hypothesis: That the coping strategy of behavioural disengagement would not 

generally be used.
Hypothesis: That mothers and adolescent girls will use the social support 
coping strategies of seeking emotional and in s tru m e n ta l support more 
frequently than fathers and adolescent boys.
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Table 4.19: Mean scores, standard deviation and ranges for the COPE sub-scales in mothers and fathers

ï€©PE dimension 'Mothers (n=41) Fathers ,(n = ^
» 4P-

Mean SD Min. Max. Mean SD Min. Max.

Positive re-interpretation & growth 3.18 .68 1.25 4.0 2.88 .63 1.0 4.0

Active coping 3.12 .60 1.25 4.0 2.67 .70 1.25 4.0

Planning 2.74 .50 1.5 3.5 2.40 .59 1.0 3.5

Seeking emotional social support 2.96 .93 1.0 1 4.0 1 2.17 .78 1.0 3.5

Seeking instrumental social support 3.04 .66 1.0 1 4.0 2.44 .75 1.0 3.75

Suppression of competing activities 2.73 .71 1.25 4.0 2.33 .69 1.0 3.75

Religion 2.34 1.15 1.0 ; 4.0 2.01 1.11 1.0 4.0

Acceptance 3.10 11 .64 1.0 : 4.0 3.04 .69 1.5 4.0

Mental disengagement 1.82 .32 1.0 2.5 1.62 .39 1.0 2.5

Venting emotions 2.63 .78 1.0 4.0 1.96 .80 1.0 4.0

Behavioural disengagement 1.40 1 .40 1.0 2.25 1.48 .54 1.0 3.0

Denial 1.38 1 .46 1.0 i 3.0 1.49 .62 1.0 3.0

Restraint coping 2.52 .73 1.0 3.75 2.14 .52 1.0 3.0

Alcohol use 1.23 .42 1.0 1 2.5 1.27 .62 1.0 4.0

Hum our 1.80 .78 1.0 4.0 1.53 .64 1.0 3.5

;  / 1 "

179



Hypothesis: That fathers will endorse the active coping strategies of p lann ing , 

suppression o f  competing activities and restraint coping more than mothers. 
Hypothesis: That mothers will use religion more then fathers in attempting to cope 
with their child's cancer.

As w ith  the adolescent patients, acceptance had  the highest m eans score for 

both m others and fathers and alcohol use the lowest score. M others used four 

coping strategies significantly m ore than  fathers; seeking em otional social 

support (t=3.70, df 67, p<.001), seeking instrum ental social support (t=3.53, df 67, 

p=.001) and the ven tin g  o f em otions (t=3.50, df 67, p=.001). A dditionally  

m others used m ore active coping (t=2.87, df 67, p=.006) than  fathers although 

the starting  hypotheses had  been that fathers w ould  use m ore active coping  

strategies, includ ing  p lann ing , the suppression o f com peting activities  and 

restraint coping. These hypo theses w ere no t u p h e ld , n e ith er w as the 

hypothesis that m others w ould use the coping strategy of religion m ore than 

fathers.

Hypothesis: That there would be negatiye correlations between the use of seeking 
emotional and in strum en ta l social support as coping strategies and anxiety and 
depression in parents.
Hypothesis: That the use of positive re-interpretation and growth, active coping, and 
planning would be negatiyely correlations with anxiety and depression.
Hypothesis: That the coping strategies of behavioural and m e n ta l disengagement 

would be related to poorer psychological well being.
Hypothesis: That anger and the coping strategy of religion would be negatiyely 
correlated.
Hypothesis: That optimism would be positiyely correlated with acceptance, planning 
and humour as coping strategies.
Hypothesis: That optimism would be negatiyely correlated with the coping strategies 
of ayoidance and behayioural disengagement.

As w ith  the adolescent patients, for m others and fathers there w ere few 

significant relationships betw een coping strategies and  m ood or coping 

strategies and optim ism . These w ere the only significant relationships: For 

m others there was a significant bu t low correlation betw een the use of positive 

re-in terpreta tion  and grow th  and  depression  (r=-.42, p .01). For fathers a 

positive correlation betw een behavioural disengagement and depression (r=.66.
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p<.01). There w ere no relationships betw een the use of the seeking social 

support fo r  emotional/instrum ental reasons and mood.

A d o l e s c e n t  p a t ie n t s  a n d  p a r e n t s

Hypothesis: That the coping strategies adopted by individual family members, 
particularly parents, would have an impact on other family member's psychological 
well-being.
There w ere few significant correlations betw een coping strategies adopted by 

parents and their ill children. The ill adolescents' use of religion  as a coping 

strategy correlated w ith  both fathers (r=.81, p<.01) and m others (r=.56, p<.01) 

use of the strategy. There was a low correlation betw een adolescent patients' 

and fathers scores of denial as a coping strategy (r=.51 p<.01). There w ere no 

significant correlations betw een coping strategies used  by m others and 

fathers, and state anxiety or depression in the adolescent patients.

There w ere differences in the coping strategies ad o p ted  by  paren ts  and 

adolescent patients. As w ith mood, only the adolescents w ith parents taking 

part in the research w ere selected for this analysis. Differences by study 

group were found for the coping strategies of acceptance (F=9.59(2 p=.002),

m ental disengagement (F=57.13(2 n3), p<.001) and the suppression o f com peting  

activities (P=23.7^2,u3y P<-001) w ith adolescent patients using m ore acceptance 

and m en ta l d isengagem en t than  their paren ts, and  paren ts  using  m ore 

suppression o f competing activities.

Fam ily Environm ent

A d o l e s c e n t  p a t ie n t s

Factor analyses of the FAME questionnaire is presented in C hapter 3. M ean 

scores and standard  deviations for the FAME as com pleted by the adolescent 

p a tien ts  are show n in Table 4.20. C ronbach 's a lpha coefficients w ere 

acceptable for the three dim ension; cohesion a.82, conflict resolution a .68 and 

rou tine  a .70. There w as a positive correlation betw een the dim ensions of 

cohesion and conflict resolution (r=.57, p<.01).
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Table 4.20: Mean scores, standard deviations and ranges for the FAME
dimensions in the adolescent patients and controls

m
! Dimensidns iM ean Mean
I Cohesion 1.2-5 0

Conflict resolution 2.3-5.0
Routine 1.0-5.0

Hypothesis: 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.

Hypothesis: That there would be a negatiye relationship between state anger and 

conflict resolution in the adolescent patients and their parents.

Hypothesis: That anger scores would be negatiyely related to the cohesion and 

conflict resolution scales of the FAME questionnaire.

Family cohesion was related to the use of seeking of social support for emotional 

reasons (r=.44, p<.01) as a coping strategy, but not seeking social support for 

instrum ental reasons. There were no relationships betw een the cohesion 

dimension and number or satisfaction on the social support questionnaire. It 

had been proposed that there would be relationships between the anger scale 

and the conflict resolution and cohesion dimensions of the FAME. There were 

significant negative correlations between conflict resolution and trait anger (r=- 

.40, p<.01) and anger expression (r=-.60, p<.01) but not state anger (r=-.38, 

p<.05). There was a positive relationship between family conflict resolution 

and anger-control (r=.49, p<.01). There were no relationships between cohesion 

and any of the anger dimensions.

A d o l e sc e n t  c o n tr o l s

Mean scores and standard deviations for the FAME scale as completed by the 

control adolescents are show n in Table 4.20. The Cronbach's alpha 

coefficients were acceptable for all three dimension; cohesion a  .86, conflict 

resolution a .68 and routine a .74.

A d o l esc e n t  pa t ie n ts  a n d  c o n tr o l s

There were no significant differences between the study and control groups 

in the scoring of the FAME dimensions; cohesion (t=2.31, p=.022),conflict
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resolution (t=1.68, p=.094) and routine (t=1.09, p=.36). At the .05 level of 

significance, differences in scores for family cohesion were partially explained 

by w hether or not the adolescent had cancer, adolescent cancer patients 

reporting more cohesion (F=3.4(2 2i3), p=.04).

Pa r e n t s

The Cronbach's alpha coefficients for the three FAME dim ensions were 

adequate for the parents; cohesion; a .71, conflict resolution a.80, routine a.88. 

The mean scores and standard deviations are shown in Table 4.21. As with 

the adolescent patients, there was a correlation between the dimensions of 

cohesion and conflict resolution in the parents (r=.48, p<.01).

Table 4.21: Mean scores, standard deviations and ranges for the FAME 
dimensions in mothers and fathers

E m m
1 Dimensions Mean SD Range Mean SD
1 Cohesion 4.29 .59 3-5 4.56 .54
! Conflict resolution 4.08 .92 2-5 ! 4.36 .76 2.0-5 I
, Routine 3.15 1.56 1-5 1 3.36 1.40 1.0-5 1

Hypothesis: 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.

Hypothesis: That there would be a negative relationship between state anger and 

conflict resolution in the adolescent patients and their parents.

Hypothesis: That anger scores would be negatively related to the cohesion and 

conflict resolution scales of the FAME questionnaire.

In parents family cohesion was not significantly related to the use of seeking 

social support for emotional or instrum ental as coping strategies. There was a 

significant relationship between cohesion on the FAME scale and number 

(r=.48, p<.01) on the social support questionnaire, but not satisfaction (r=.27, 

p<.05). It had been proposed that there would be relationships between the 

anger scale and the conflict resolution and cohesion dimensions of the FAME. 

There were no such significant correlations in parents.
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A d o l e sc e n t  p a t ie n t s  a n d  p a r e n t s

There w as a low  correlations betw een m others and  adolescent pa tien ts ' 

reporting  of fam ily ro u tin e  (r=.56, p<.01). There w ere  no  significant 

differences betw een gender and family role at the .01 level of significance. At 

the .05 level of significance differences in reporting of family conflict resolution 

were partia lly  explained by w hether or not the indiv idual w as a paren t or 

patient (F=5.11(2^gyy p=.026) w ith  parents reporting h igher conflict resolution  

scores.

Social support

A d o l e s c e n t  p a t ie n t s

Cronbach's alpha coefficients for the number and satisfaction dim ensions of the 

social support scale were good (.91 and .97 respectively). M ean score for the 

number dim ension on the social support scale was 6.94 (SD 2.20, range .67 to 9, 

n=50). The m ean score for the satisfaction dim ension w as 5.42 (SD .94, range 1 

to 6, n=48). The two dim ensions of num ber and satisfaction w ith  social support 

were correlated (r=.52, p<.01).

Hypothesis: That mothers and daughters would report higher scores for of num ber  

and satisfaction with social support than fathers and sons.
Hypothesis: That num ber and satisfaction  with social support would be negatiyely 
related to anxiety and depression in all family members.

There w as no difference in reporting of social support betw een the boys and 

girls (num ber; t=-.85, p=.40, satisfaction; t=-1.58, p=.12, separate  variance). 

There w ere  no  s ign ifican t correlations betw een  m ood (anxiety  and  

depression) and the social support dim ensions in the adolescent patients.

A d o l e s c e n t  c o n t r o l s

As w ith the s tudy  group C ronbach's alpha coefficients for the num ber and 

satisfaction d im ensions of the social su p p o rt scale w ere acceptable in the 

adolescent control group (.92 and  .95 respectively). M ean score for the 

number dim ension on the social support scale w as 5.71 (SD 2.36, range 0 to 9, 

n=166). M ean score for the satisfaction  dim ension was 4.67 (SD 1.15, range 1 

to 6, n=168). The tw o dim ensions of n u m b e r  and sa tisfac tion  w ith  social 

support w ere correlated (r=.50, p<.01). There w as no difference in reporting
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of social support betw een the boys and girls in the control group (number 

t=.51, p=.61, satisfaction t=-2.15, p=.034, separate variance).

A d o l e s c e n t  p a t ie n t s  a n d  c o n t r o l s

Adolescents w ith  cancer reported  both  tha t there w ere significantly m ore 

people available to support them  (t=3.30, df 214, p=.001) and that they were 

significantly m ore satisfied by the social support available to them  (t=4.13, df 

214, p<.001) than the group of control adolescents.

Pa r e n t s

Cronbach's alpha coefficients for the number and satisfaction dim ensions of the 

social support scale w ere good (.94 and .95 respectively). M others reported a 

m ean of 5.54 (SD 2.6, range 0 to 9, n=46) people w ho w ere available to 

support them , fathers reported 5.64 (SD 2.5, range 0 to 9, n=30). Satisfaction  

levels w ere sim ilar in the m others and fathers w ith  m ean scores of 5.04 (SD 

1.03, range 1 to 6, n=45) and 4.75 (SD 1.16, range 1 to 6, n=30) respectively. 

There w as a low  correlation  betw een  the d im ensions of n u m b e r  and  

satisfaction w ith  social support (r=.51, p<.01).

Hypothesis: That mothers and daughters would report higher scores for of num ber  

and satisfaction with social support than fathers and sons.
Hypothesis: That num ber and satisfaction  with social support would be negatively 
related to anxiety and depression in all family members.

There w ere no significant differences betw een m others and fathers in their 

reporting of social support (number t=-.17, p=.86, satisfaction t=1.15, p=.25). In 

parents there w as one relationship betw een the m ood and the social support 

variables; a significant negative correlation betw een satisfaction  w ith  social 

support and depression (r=-.4, p<.01).

A d o l e s c e n t  p a t ie n t s  a n d  p a r e n t s

Fathers' satisfaction  w ith  social su p p o rt correlated w ith  the adolescents' 

reporting of satisfaction w ith  social support (r=.68, p<.01). Differences in the 

reporting of num ber of people available to provide social support (F=7.71(2 ̂ oi)/ 

p<.01) and satisfaction w ith  social support (F=11 .2(2 ioi)/ p<-01) w ere explained 

by position in the family, children reporting higher scores.
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Health Locus of Control

A d o l esc e n t  patien ts

Table 4.22 shows the mean scores and standard deviations of the three 

dim ensions of the M ulti-dim ensional H ealth  Locus Control Scale as 

completed by the adolescents with cancer. Previous use of this questionnaire 

w ith adolescents has dem onstrated variable internal reliability. Internal 

reliability in this cohort was reasonable for the internal (a.77) and the powerful 

others dimensions (a.66) but less acceptable for the chance dimension (a.64) 

There was a low correlation between the dimensions of chance and powerful 

others (r=.40, p<.01). This would be expected as both are sources of external 

control; locus of control research originated with a dichotomy of internal 

versus external control.

Table 4.22: Mean scores, standard deviations and ranges of the Health 
Locus of Control dimensions in adolescent patients and controls

BLOC Adolescent patients Adolescent controls
Dimensions Mean SD Range Mean SD Range
Internal 22.10 4.78 10-31 24.50 3.85 13-36
Chance 21.90 4.53 11-31 20.72 4.47 7-36
Powerful others 22.37 4.56 10-31 19.56 4.41 8-30

Hypothesis: That the internal dimension of the HLOC scale would be related to age 

in the adolescent patients and control adolescents.

Hypothesis: That adolescent patients with high external scores (chance or powerful 

others) would have better psychological well-being than those who have low external 

scores.

Age was not significantly correlated w ith internal dimension on the HLOC 

scale. There were no significant correlations between anxiety, depression and 

the Health Locus of Control dimensions.

A d o l e sc e n t  c o n tr o l s

Table 4.22 shows the mean scores and standard deviations of the three 

dim ensions of the M ulti-dim ensional H ealth Locus Control Scale as 

completed by the control adolescents. Internal reliability in this cohort was 

not as good as for the study group; internal (a .59), powerful others (a .64) and 

chance (a.59). As there had been in the study group, there was a significant
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but low correlation between the dim ensions of chance and powerful others 

(r=.37, p< 01).

Hypothesis: That the internal dimension of the HLOC scale would be related to age 

in the adolescent patients and control adolescents.

There was no significant correlation between the internal dimension and age 

in the adolescent control group.

A d o l esc e n t  pa tien ts  a n d  co n tr o ls

C aution needs to be draw n w hen com paring the s tudy  and control 

adolescents on the health locus of control dimensions due to the poor alpha 

reliability values in the control group. However, the adolescents w ith cancer 

had significantly higher scores than the control adolescents on the powerful 

others dimension (t=3.9, df 217, p<.001) and significantly lower on the internal 

dimension (t=-3.22, df 216, p=.002, separate variance).

Pa r e n t s

Table 4.23 shows parental mean scores w ith standard deviations for the 

Health Locus of Control Scale. Cronbach's alpha coefficients were poorer in 

the parents than in the adolescents with only powerful others (a=.73) showing 

acceptable internal reliability {internal a=.61, chance a=.50). For both mothers 

and fathers the highest scoring dimension was internal whereas powerful others 

was the lowest scoring.

Table 4.23: Mean scores, standard deviations and ranges of the Health 
Locus of Control dimensions in mothers and fathers

Dimensions m Mean I SD i Mean SD Range
Internal 25.4 3.0 20-30 24 4.1 12-31
Chance 20.5 3.6 16-30 1 20 4.7 8-28
Powerful others 17.5 5.9 9-33 18 5.0 10-33

ADOLESCENT PATIENTS AND PARENTS

Hypothesis: That there would be no relationship between adolescent patients’ and 

parents’ HLOC dimensions.

There were no significant correlations between the adolescent patients and 

parents' mean scores on the health locus of control scale.
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4.3 MULTIPLE REGRESSION ANALYSES

Stepwise and forced entry regression analysis in adolescent patients and
parents

M ultiple regression analysis w as perform ed to exam ine the variation in the 

d ep en d en t variables (anxiety, depression  and  anger) exp lained  by  the 

in dependen t variables (coping strategies, illness percep tions etc.). The 

independen t variables w ere initially entered into a stepw ise and  then  a 

hierarchical (forced-entry) regression analysis. Stepwise m ultiple regression 

selects variables for analysis based on correlations. The current s tudy  was 

exploratory in addition to being hypotheses driven. For the purpose of entry 

into the regression, all correlations w ith  a significance level of p ^ 0 5  w ere 

used. Variables that correlated w ith state anxiety, depression and state anger 

in patients and their m others and fathers are show n in the correlation tables, 

A ppendix 7. There w as one significant gender difference in m ood at the .05 

level, betw een m others' and fathers' state anxiety (p=.04), hence gender was 

entered into the state anxiety regression analysis in parents.

In stepw ise regression analysis the order that variables enter the analysis is 

determ ined by the strength of the correlation betw een the outcom e variable 

(mood) and the predictor variable. The statistical package, SPSS-X, calculates 

the order taking into account all the variables to be entered into the analysis. 

The SPSS-X com m and of 'm ean substitution ' w as used to adjust for m issing 

data; m issing values were replaced w ith the variable m ean and all cases were 

used in the analysis. The num ber of com plete paired  cases are show n w ith 

the results. The Adjusted score is the am ount of variance explained by that 

particular variable as relating to the outcome variable.

Figure 4.6: Model for variable entry into forced entry regression analysis

•li Social support
Cancer => Demographic => Dispositional => Cognitions => Coping => Mood =* M ood

variables factors GPQ) strategies (other) Outcome
sexjage optimismi IT Parental

trait anxiety longer mood
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In forced entry regression analysis, also known as hierarchical regression 

analysis, the order that variables enter the analysis is not determ ined by the 

statistical package but by the researcher. Figure 4.6 shows the model used to 

order the entry of variables into the forced-entry multiple regression analysis. 

This model is based on the behavioural self-regulation theory of Scheier and 

Carver, and Leventhal's self regulation model which propose that cognitions 

and dispositional factors influence the adoption of coping strategies in the 

context of stress, hence cognitions are entered before coping strategies. Social 

support and parental mood states are proposed as m oderating factors 

between coping strategies and mood outcome.

The regression analyses are presented by mood so that comparisons can be 

made between the results in the adolescent patients and parents. The 

stepwise and forced entry analyses are also reported together for ease of 

comparison. The tables do not show all the variables entered into the 

analyses, only the results that were significant at the .05 level or below. In 

the forced entry regressions, the first column ('Step') denotes on which step 

the variables was entered into the forced entry analyses.

State  a nx iety

Adolescent patients' state anxiety was mostly, 69%, related to their trait 

anxiety scores and their age, see table 4.24. In the forced entry regression 72% 

of variance in state anxiety in adolescent patients was accounted for by age, 

dispositional optimism, trait anxiety, restraint coping and depression, see table 

4.25.

Table 4.24: Results of stepwise regression analysis of state anxiety in 
adolescent patients (n=58)

1. Trait anxiety .64
.69

.8053

.2363
<.001

.002
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Table 4.25: Results of forced entry regression analysis of state anxiety in 
adolescent patients (n=58)

i  1 Age .05 .2603 .045
1  2 Optimism .22 -.4244 <.001
i  4 Trait anxiety .70 .7930 <.001
1  9 Restraint coping .71 -.1833 .054
1 ÏÔ Depression .72 .2241 .049

In parents state anxiety was explained by depression and trait anxiety at 

diagnosis, see table 4.26. In the forced entry regression analysis 53% of state 

anxiety in parents was explained by gender and dispositional optimism 

adding to trait anxiety and depression, see table 4.27.

Table 4.26: Results of stepwise regression analysis of state anxiety in 
parents (n=81)

1. Depression .48 1 .6992 <.001
2. Trait anxiety .52 1 .2811 .009

Table 4.27: Results of forced entry regression analysis of state anxiety in 
parents (n=81)

1 Gender .04 .2276 .041
2 Optimism .13 -.3193 .003

I 6 Trait anxiety .40 .6367 <.001
[ 9 Depression .53 .4635 <.001

D epression

A total of 61% (Adjusted .61) of the adolescent patients' depression score 

was explained by their trait anxiety, angry reaction, symptoms, the coping 

strategy of venting emotions and their state anxiety scores, see table 4.28.

Table 4.28: Results of stepwise regression analysis of depression in 
adolescent patients (n=58)

1. Trait anxiety .50 .7093 <.001
2. Angry reaction .54 .2238 .016
3. Illness identity .57 .2137 .028
4. Venting emotions .59 .1826 .046
5. State anxiety .61 .2767 .049
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A similar am ount of depression in the adolescents was explained in the 

forced entry regression as in the stepwise analysis, 62%, see table 4.29. The 

additional variable which achieved significance was dispositional optimism 

(Adjusted R' .62).

Table 4.29: Results of forced entry regression analysis of depression in 
adolescent patients (n=58)

! 1 Optimism .20 -.4544 <.001
1 3 Angry reaction .26 .3580 .046

4 Trait anxiety .53 .6190 <.001
! 5 Illness identity .57 .2367 .018

7 Venting emotions .59 .1873 .043
8 " State anxiety .62 .3147 .034

Table 4.30: Results of stepwise regression analysis of depression in parents 
(n=81)

1 1. State anxiety .48 .6992 <.001
2. Trait anxiety .57 .3828 <.001

1 3. Social support - satis. .59 -.1721 .036

Fifty-nine percent of parents depressed mood (A djusted .59) was 

explained by their state and trait anxiety and their satisfaction with the social 

support available to them, see table 4.30. In parents, 58% of depression was 

explained by dispositional optimism, anger-in, trait anxiety and state anxiety 

(Adjusted R̂  .58), see table 4.31.

Table 4.31: Results of forced entry regression analysis of depression in 
parents (n=81)

rT Optimism .11 -.3437 .002
1 2 Anger in .15 .2393 .029
: 3 Trait anxiety .44 .6965 <.001

State anxiety .58 .4674 <.001

State  a n g e r

Thirty one percent (Adjusted R̂  .31) of state anger was explained by the 

adolescents' trait anger, their use of alcohol as a coping strategy and their 

dispositional optimism, see table 4.32.
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Table 4.32: Results of stepwise regression analysis of state anger in
adolescent patients (n=58)

1. Trait anxiety .14 .3937 .002
2. Coping - alcohol .24 .3377 .004
3. Optimism .31 -.2813 .017

In the forced entry regression, 34% of variance in state anger in adolescent 

patients could be accounted for by age, dispositional optimism, trait anger 

and the coping strategies of the venting o f emotions and alcohol use, see table 

4.33.

Table 4.33: Results of forced entry regression analysis of state anger in 
adolescent patients (n=58)

E S I
1 Age .05 .2502 .054
2 Optimism .13 -.3064 .015
3 Trait anger .20 .3015 .017
7 Venting emotions .29 .2592 .032
8 Coping - alcohol .34 .2701 .027

Table 4.34; Results of stepwise regression analysis of state anger in parents 
(n=81)

i 1. Angry temperament .25 .5063 <.001
: 2. Optimism .33 -.2982 .002

Parents state anger was partially explained, 33%, by their angry temperament 

and their dispositional optim ism , see table 4.34. In the hierarchical 

regression, 32% of state anger in parents was explained by dispositional 

optimism, trait anger and angry temperament, see table 4.35.

Table 4.35: Results of forced entry regression analysis of state anger in 
parents (n=81)

E S I i m y s ' E H 1 1 .1'l.I'l'fflll
1 Optimism .11 -.3429 .002
2 Trait anger .26 .4053 <.001
3 Angry temperament .32 ^ .4672 .007

192



Forced entry regression analysis: adolescent patients and mothers^ mood

To determ ine w hether m others' m ood had  an im pact on the m ood of the 

adolescent patients, m others' state anxiety, depression and state anger were 

entered into a forced regression sim ilar to that perform ed w ithout m others' 

m ood states. The order the m ood states are reported below reflects the order 

of their entry into the analysis. Only the adolescents w ith  m others taking 

p a rt in the research w ere assessed (n=47). In the regression analysis of 

adolescent depression, m others ' m ood states w ere en tered  after v e n tin g  

em otions. M others' depression (Adj. .54, Sig. of T=.69, n=44 pairs), state 

anxiety (Adj. .53, Sig. of T=.61, n=44 pairs) and state anger (Adj. R̂  .53, Sig. 

of T=.41, n=40 pairs) were not related to the adolescents' depression scores.

In the regression analysis of adolescent state anxiety, m others ' m ood states 

were entered after restraint coping. M others' state anxiety (Adj. R̂  .59, Sig. of 

T=.25, n=44 pairs) and depression (Adj. R  ̂ .59, Sig. of T=.37, n=44 pairs) 

scores w ere not related to the adolescents' state anxiety scores. M others' state 

anger scores w ere related to adolescents state anxiety scores at the .05 level 

(Adj. R̂  .63, Sig. of T=.03, n=40 pairs).

Forced entry regression analysis: adolescent patients and fathers' mood
The role of fa thers ' m ood on the m ood of the adolescent pa tien ts  w as 

assessed in the sam e w ay as m others ' m ood. Again, the o rder the m ood 

states are reported below reflects the order of their entry into the analysis. 

There w ere 33 adolescents w ith  fathers taking part in the research. In the 

regression analysis of adolescent depression, fa thers ' m ood states w ere 

entered after venting  emotions. Fathers' depression (Adj. R  ̂ .47, Sig. of T=.89, 

n=30 pairs), state anxiety (Adj. R  ̂ .48, Sig. of T=.26, n=30 pairs) and  state 

anger (Adj. R  ̂ .46, Sig. of T=.73, n=26 pairs) w ere no t re la ted  to the 

adolescents' depression scores.

In the regression analysis of adolescent state anxiety, fathers ' m ood states 

w ere entered after restraint coping. Fathers' state anxiety (Adj. R̂  .55, Sig. of 

T=.57, n=30 pairs), depression (Adj. R^. 55, Sig. of T=.37, n=30 pairs) and state 

anger scores (Adj. R̂  .53, Sig. of T=.68, n=26 pairs) w ere no t related to the 

adolescents' state anxiety scores.
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Forced entry  regression analysis: m others and  fathers ' m ood

There w ere 30 families in which both parents had com pleted questionnaires. 

Forced entry  regression analysis w as used to determ ine w hether m others' 

and fathers' mood influenced one another. Levels of state anxiety, depression 

and state anger were entered into the regression after social support - number in 

m others and  fathers.

A significant am ount of variance in m o thers ' sta te  anxiety  scores w as 

accounted for by fathers' state anxiety (Adj. R^44, Sig. of T=.02, n=30 pairs) 

and state anger (Adj. R150, Sig. of T=.04, n=25 pairs). None of the m others' 

m ood states influenced the fathers' m ood states at a statistically significant 

level although the influence of m others' depression on fathers' state anxiety 

approached significance (Adj. R\61, Sig. of T=.08, n=29 pairs).

4.4 DISCUSSION

A t the tim e of diagnosis, adolescent patien ts w ith  cancer w ere no m ore 

anxious or depressed than a control group of adolescents. The m others and 

fathers of new ly diagnosed adolescent cancer patients reported high levels of 

anxiety and depressed mood. There appear to be few significant relationships 

betw een the m ood of the adolescent patients at diagnosis and  their disease, 

including their burden  of symptoms. N one of the coping strategies assessed 

in the cu rren t s tudy  w ere significantly related to the adolescent patien ts ' 

m ood at diagnosis. However, in the context of a cancer diagnosis adolescent 

patients reported m ore use of acceptance, and the seeking o f emotional support fo r  

emotional reasons, than a control group of adolescents.

D em ographic data

Fifty eight adolescent patients, 47 m others and 34 fathers from  60 families 

agreed to com plete questionnaires soon after the diagnosis of cancer. Sixty 

percen t of the adolescents w ere male, the average age w as 16 years. The 

m ajority of the adolescent patients had  a diagnosis of bone or soft tissue 

sarcom a lim ited to the prim ary site. A control group of adolescents (n=173) 

w as recruited  w ith  sim ilar dem ographic characteristics to the adolescents

194



w ith  cancer. More control adolescents com pared to the adolescent patients 

lived w ith  both their parents, who ow ned their ow n home.

The ado lescen t patien ts , their m others and  fa thers com pleted  m ood, 

optim ism  and sym ptom  questionnaires w ithin  a m onth  of the diagnosis of 

cancer. Q uestionnaires assessing coping strategies, fam ily environm ent, 

health  locus of control, social support and anger w ere com pleted w ith in  two 

m onths of diagnosis.

Six fam ilies refused to partic ipate in the curren t study. Three of the six 

adolescent patien ts in these fam ilies had  extensive disease at diagnosis. 

Reasons for refusal were that there was too m uch paper w ork to do already 

or a lack of interest.

M ood at the tim e of diagnosis

A d o l e s c e n t  p a t ie n t s  a n d  c o n t r o l s

There w ere no significant differences in the levels of anxiety and  depressed 

m ood betw een  the adolescents recently  diagnosed w ith  cancer and  the 

control adolescents. There were no sex differences in the reporting of anxiety 

or depressed  m ood in the adolescent patien t group. In the control group, 

girls reported higher trait anxiety and depressed m ood than boys.

The state and tra it anxiety scores for bo th  groups w ere sim ilar to those 

reported by the authors of the anxiety scale (Spielberger, G orsuch et al. 1983). 

S tud ies co n d u cted  som e tim e after d iagnosis  have  found  sim ilarly  

unrem arkable levels of state anxiety in adolescents w ith  cancer com pared to 

control adolescents (Canning, Canning et al. 1992; Goertzel and  Goertzel 1991 

and  Kellerm an, Zelter et al. 1980). Com parable levels of depression have 

been  rep o rted  in adolescents w ith  cancer and  contro ls (Bennett 1994; 

C anning, Canning et al. 1992 and W orchel, N olan et al. 1988). K aplan and 

colleagues (1987), using the Beck D epression Inventory  (BDI), reported  a 

m ean score of 7.1 (SD 6.0, n=16) in adolescent cancer patients tw o years post 

diagnosis. This score was no different to a control sam ple of h igh  school 

s tuden ts (Kaplan, Busner et al. 1987). The s tudy  and  control groups of 

adolescents in the current study  reported  sim ilar m ean BDI scores to that
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reported by Kaplan (Kaplan, Busner et al. 1987). It has been suggested that 

children w ho are ill and experiencing d isrup tion  are able to cope w ith  the 

attendant stress. It is those w ho are not stressed, and can not see how  they 

w ould cope, who get stressed (Kellerman, Zelter et al. 1980).

The starting  hypothesis that, a t the tim e of diagnosis, adolescent cancer 

patients w ould be m ore anxious and depressed than control adolescents has 

not been upheld. Prior research has not assessed adolescents close to the time 

of initial diagnosis. It had  been thought that the shock of a cancer diagnosis 

w ould have an im pact on the adolescent patien ts' psychological well-being. 

This did not appear to be the case. On first adm ission to the Adolescent Unit, 

before starting treatm ent, the majority of adolescent patients d id  not report 

high levels of distress. They w ould  have been inpatien ts for a few days 

before com pleting the questionnaires. Their experience of having a diagnosis 

of cancer w as recent. It was possible that the adolescent patients, while fully 

understanding the diagnosis, w ere unaw are of the im plications of it in terms 

of treatm ent and  m ortality  at this time. An adolescent p a tien t from  the 

cu rren t s tu d y  w rote  about the relapse of h is cancer: "The w orst had  

happened, I w as back to where I had been, except this tim e round, I knew the 

significance of it all" (p77; Roughton 1997).

Additionally, at the time of first diagnosis, the adolescent patients m ay have 

been receiving substantial em otional support from their parents, family and 

friends. At this early poin t in diagnosis the experience m ay have seem ed 

quite special. The adolescent un it m ay also have p rov ided  a reassuring 

environm ent to the young patients. They m ay have perceived their situation 

as less threatening because they had  m et patients w ith  the sam e diagnosis 

and did not consider themselves to be unusual.

Previous research has not assessed anger levels in adolescent cancer patients 

at the time of a cancer diagnosis. The m ean anger scores for the boys and 

girls w ith  cancer w ere sim ilar to both  the scores for control g roup in the 

current s tudy  and the reported norm s in A m erican adolescent boys (14.35) 

and girls (14.46) (Spielberger 1988). In a qualitative study of children (mean 

age 11 years) w ith  cancer, anger w as reported  by alm ost half of the group
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(Kashani and Hakam i 1982). Time since diagnosis ranged from 1 m onth to 10 

years. It m ay be that anger increases w ith the disease history. The low levels 

of reported anger in the current s tudy  m ay have reflected the adolescent 

patients limited insight into the significance of a cancer diagnosis.

A dolescent patien ts w ith  m etastatic disease had  significantly h igher state 

anger scores at diagnosis than  adolescent patien ts w ith  localised disease. 

C aution needs to be show n in in terpreting  this resu lt because of the low 

num ber of adolescent patients who had metastatic disease. H ow ever, it may 

be that the adolescent patients externalised their distress in term s of anger 

rather than  anxiety or depressed m ood. A nger m ay have been a m ore 

familiar em otion as it is how  younger children express their frustrations.

Pa r e n t s

The m ean scores of state anxiety for m others and fathers in the current study 

w ere 52.4 and  46.7 respectively. These w ere m ore th an  one s tan d ard  

deviation above norm s reported by the authors of the State Trait Anxiety 

Inventory (Spielberger, Gorsuch et al. 1983). Similar reports of state anxiety 

have been identified in prior research. Scores of 50.6 and  50.1 have been 

found in the m others and fathers of children w ith  cancer (mean age 6 years) 

during  the d iagnostic period  (Fife, N orton  et al. 1987). D ahlquist and 

colleagues' (1993) research w ith  paren ts at a m ean of 8 w eeks post their 

child 's (m ean age 7 years) cancer diagnosis reported  m ean state anxiety 

scores of 56.7 and 52.7 respectively for m others and fathers.

In the current study, 28% of m others and 9% of fathers reported  scores of 

over 16 on the Beck D epression Inventory  (BDI). This ind icated  h igher 

m oderate to severe levels of depressed m ood in m others, bu t a sim ilar level of 

depressed  m ood in fathers, com pared to D ahlquist's  findings of 13% of 

m others and 8% of father reporting  BDI scores of over 16 (Dahlquist, 

Czyzewski et al. 1993). Seven weeks after the diagnosis of cancer in their 

child, 24% of parents (93% m others) reported m oderate to severe levels of 

depression (Manne, Lesanics et al. 1995).
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It seem ed that, at diagnosis, the levels of anxiety and  depressed  m ood 

reported  in the curren t s tudy  reflected previous research in paren ts of 

children w ith  cancer. The starting hypothesis tha t h igh  levels of distress 

w ould  be identified  in these paren ts has been upheld . There w ere no 

significant differences betw een m others and fathers' reporting of anxiety and 

depressed mood.

At the tim e of their adolescent's cancer diagnosis, m others and  fathers had 

similar anger scores. The m ean scores in m others (13.49, SD 4.14) and fathers 

(14.00, SD 5.31) show ed a tendency to be higher than the norm s reported by 

the scale au thors for w om en (10.82, SD 1.78) and  m en (10.77, SD 2.13) 

(Spielberger 1988).

There w ere no statistically significant relationships betw een anxiety and 

depressed m ood in adolescent patients, m others and  fathers. The starting 

hypothesis w as that there w ould be relationships betw een m ood in family 

m em bers. Increased depressed  m ood in m others, and  h igher levels of 

depression in their children, have been identified in families of children w ith 

cancer (M ulhern, Fairclough et al. 1992). Time since diagnosis w as a m edian 

of .7 years, range .1 to 14 years (M ulhern, Fairclough et al. 1992). It m ay be 

too soon in the disease trajectory to assess w hether the m ood states of varying 

family m em bers have an impact on one other in the current study.

O ptim ism

There were low negative correlations (r values below  .6) betw een the m ood 

states and optim ism  in the adolescent patients, m others and  fathers at the 

time of diagnosis. At diagnosis, dispositional optim ism  accounted for some 

of the variance in the state anger scores of parents.

Illness perceptions

The iden tity  sub-scale of the Illness Perception Q uestionnaire (IPQ) w as a 

checklist of sym ptom s the adolescent patients m ay have experienced due to 

their cancer. The com m onest reported  sym ptom  w as pain. This w ould  be 

expected in a group of adolescents w ith  predom inately  bone or soft tissue 

tum ours. In the initial interview s adolescents reported that pain  d isturbed
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their sleep. This w as substantiated by the iden tity  sub-scale w here fatigue, 

sleep difficulties and limb stiffness were reported relatively frequently.

There w ere no statistically significant positive relationships, w ith  r values 

above .6, betw een the num ber of sym ptom s the adolescent patients reported 

at diagnosis and  their anxiety, depression or anger scores. It seem ed that 

there w ere no relationships betw een the sym ptom s experienced by the 

adolescent patients, and their mood, at the time of diagnosis. The adolescent 

patients were generally physically well at the time of diagnosis. The physical 

aspects of their cancer m ay have had  little im pact on their lives. It will be 

interesting to observe w hether, w ith  the onset of treatm ent, a relationship 

develops betw een m ood and symptoms.

The consequences d im ension  of the IPQ had  poor in terna l reliab ility  in 

adolescent patients on the current study. It comprises three items; "M y illness 

has not had much effect on m y life"; "M y illness has become easier to live w ith"  and 

"M y illness has strongly effected the way I  see m yself as a person". The first two 

statem ents w ere reverse scored so that to agree w ith  them  resulted in a low 

score in term s of the consequences of the illness. The statem ent "M y illness 

has not had m uch effect on m y life" had a m ean score of 3.88 (range 1-5) hence at 

diagnosis the adolescents appeared to be reporting that the illness has had  an 

effect on their lives. The second tw o statem ents were not as readily endorsed 

as the first. The time of diagnosis w as early in the disease history  and the 

adolescent patients m ay not have form ed an opinion about how  the disease 

will effect their lives. As the disease trajectory progresses and the adolescent 

patients spend m ore tim e on hospital, and probably report m ore sym ptom s, 

the m ean scores for the consequences dim ension of the IPQ m ay change.

At the time of diagnosis adolescent patients w ith cancer endorsed 'chance' as 

the cause of their disease. This w ould seem intuitive, as there is no identified 

cause of adolescent cancer. The relatively high score for 'pollution ' m ay 

reflect current interest in environm ental issues. Similarly, the familiarity of a 

germ  or v irus in the context of childhood illnesses m ay account for this 

question being scored higher. Kvist and colleagues (1991), in a sam ple of
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Finnish children w ith cancer, found that they endorsed chemicals followed by 

pollution and then a virus as the cause for their cancer.

Activities

The adolescent patients reported giving up going to school, going to friends' 

houses and  shopping. There w as a reported  increase in  the num ber of 

friends' com ing to visit the adolescent patien t at hom e. The reduction in 

these activities appeared  to reflect the lim itations th a t the diagnosis and 

treatm ent had  had on the adolescent patients. No com parisons w ere m ade 

betw een levels of activity and the adolescent patients' m ood states. This was 

due to the unreliability  of the Activities m easure. The m easure w as not 

sufficiently specific about the period  of tim e it requ ired  the adolescent 

patients to describe.

Coping

A d o l e s c e n t  p a t ie n t s  a n d  c o n t r o l s

There w ere no relationships betw een m ood and the coping strategies adopted 

by the adolescent patients at the tim e of their cancer diagnosis. There were 

also no significant relationships betw een m ood and coping strategies in the 

control group of adolescents. The principal com ponents factor analysis of the 

COPE h ad  suggested  reasonable reliability w ith  the adolescent subjects. 

H ow ever, the absence of relationships betw een the coping strategies and 

m ood suggested  either th a t the  COPE w as no t m easu ring  the coping 

strategies that adolescents used to reduce their distress, or, that there were no 

relationships betw een coping strategies and  the coping outcom e of mood. 

The prospective design of the curren t s tudy  w ill allow  the exploration of 

relationships betw een m ood and coping strategies, and, the assessm ent of the 

usefulness of the COPE w ith this subject group.

There w ere significant differences betw een the adolescent patien t and  the 

control group m ean scores for two coping strategies; acceptance and  the seeking 

o f social support fo r  emotional reasons. These coping strategies had higher m ean 

scores in the patient rather than control groups. That the adolescent patients' 

report using  these coping strategies m ore than  the control g roup  seems 

appropriate in the context of a diagnosis of cancer. Acceptance is particularly
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adaptive w hen the stressor m ust be accommodated rather than changed. The 

use of the seeking o f emotional support in the patient group m ay indicate both 

the support they m ay have sought as w ell as the su p p o rt they have been 

given by their family and friends. N either w ere problem  solving strategies 

which supports research suggesting adolescent cancer patients use em otion 

focused ra ther than  problem  solving strategies w hen  faced w ith  cancer 

related stress (Bull and Drotar 1991). However, the s tudy  by Bull and Drotar 

(1991) investigated  cancer survivors, little is know  abou t the strategies 

adolescents w ith  cancer use during  the early stage of their diagnosis and 

treatment.

There w ere tw o coping strategies in the adolescent p a tien t g roup  w ith  

significantly higher m ean scores in girls than  boys; seeking social support fo r  

emotional reasons and venting  o f emotions. These differences w ere also present 

in the control group of adolescents. Sex differences in the types of coping 

strategies ad o p ted  by physically  w ell adolescents have been  repo rted  

(Frydenberg and Lewis 1991; Patterson and M cCubbin 1987). M ore girls than 

boys have been reported to talk to their friends, giving and  seeking m oral 

support, w hen  dealing w ith  their concerns (Frydenberg and  Lewis 1991). 

Patterson and  M cCubbin (1987) reported  tha t four coping pa tterns had  

significantly higher m ean scores in girls than boys; developing social support; 

solving fam ily problem s; investing in close friends and  develop ing  self 

reliance. Boys had  a higher m ean score than  girls on being  hum orous 

(Patterson and McCubbin 1987). The differences in coping strategies reported 

betw een the m ale and female adolescent patients and controls in the current 

study reflect differences reported in adolescent coping research.

Pa r e n t s

There were no significant relationships, w ith  r values above .6, betw een m ood 

and the m ean scores on the coping strategies questionnaire (COPE) in the 

parents. It m ay be too early in the disease trajectory for the parents to have 

identified the strategies they will use to deal successfully w ith  their child 's 

illness. As the year progresses, the coping strategies adopted by m others and 

fathers in the context of their child 's cancer, and the coping outcom e in terms 

of mood, m ay become more apparent.
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There w as a significant positive relationship betw een adolescent patients and 

fathers use of religion as a coping strategy suggesting a m utual reliance on 

religion w ithin  the family. There w ere sim ilar sex differences in the m ean 

scores of the coping strategies in parents as the adolescent patients, w ith  

m others endorsing coping strategies orientated tow ards social support.

Interestingly m others used the strategy of active coping m ore than  fathers at 

diagnosis. This w as at odds w ith  the research w hich has suggested that 

fathers tended to use strategies involving direct action m ore than  m others in 

the context of their child's chronic illness (Eiser and H averm ans 1992). Items 

on the active coping dim ension of the COPE include "I take direct action to get 

round the problem " and "I do w hat I have to do, one step at a time". The sex 

difference at diagnosis may be due to the am ount of time the m other has been 

able to spend  w ith  her adolescent child a round  the  tim e of diagnosis. 

A lthough  m any fathers w ere p resen t on the adolescent unit, m any had  

becom e the m ain carer of the rem aining children and  had  jobs, so w ere 

unable to spend as m uch time w ith  their ill adolescent as m others. M others 

m ay feel they had been active in aspects of their ch ild 's  diagnosis such as 

taking him  or her to the hospital and sorting ou t details of adm ission to the 

A dolescent Unit. It m ay have been reassuring  for m others, early  in the 

diagnostic period, to perceive that they could be active in the context of their 

child's diagnosis of cancer.

Fam ily environm ent

There w ere no relationships betw een dim ensions on the FAME and m ood in 

the adolescent patients, controls or parents. In the adolescent patients there 

w as a relationship betw een the use of religion as a coping strategy and the 

routine  dim ension of the FAME questionnaire. It m ay be tha t families who 

have routines are also families w ho use religion as a coping strategy, attending 

w orship regularly m ay be part of their routine.

The FAME dim ension of con flic t resolution  w as significantly  negatively  

correlated w ith anger expression in the adolescent patients. This appeared  to 

suggest th a t in a fam ily env ironm ent w here conflict w as resolved, the
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adolescent patien t reported a low frequency of anger expression. This m ay 

add some concurrent validity to the conflict resolution dim ension of the FAME 

although the result w as not replicated in the adolescent control group or 

parents.

Social support

The num ber of people available to provide social support, and the satisfaction  

w ith that support w ere both  significantly higher in the adolescent patien t 

group com pared to the control group. This w as probably due to the patient 

group being in a situation w hen they needed support and found themselves 

receiving it. The control group m ay have underestim ated the im portance and 

relevance of social support in a stressful situation. The adolescent patients 

reported m ore people available to them  to provide sup p o rt and  satisfaction 

w ith  that level of support com pared to parents. It m ay be tha t during  the 

period of first diagnosis the adolescent patients w ere feeling well supported 

and maybe enjoying the attention. Almost all the adolescent patients w ere at 

school or college and had  m any visitors and num erous letters and  telephone 

calls. There w as support from family and friends and often people they had 

no t know n particu larly  w ell such a sib ling 's friend or neighbours. The 

diagnosis of cancer w ould have m ade the adolescent patien ts the focus of 

m uch attention, which m ay have contributed to their social support scores.

There w ere no significant relationships betw een m ood and the num ber  and 

satisfaction dim ensions of the social support questionnaire in the adolescent 

patients and their parents. In the regression analysis social support similarly 

w as not associated w ith  m ood at the tim e of first diagnosis. It m ay be that 

there w as a lot of available support, from  family, friends, w ork  colleagues 

and m edical staff du ring  the period  of diagnosis so th a t few patien ts or 

parents felt unsupported . W hether the support rem ained available as the 

adolescent patients and  their parents continued th rough  treatm ent m ay be 

related to m ood. Levels of social support have been reported by parents to 

decrease du ring  the first six m onths of a diagnosis of cancer in a child 

(Hoekstra-W eebers, Heuvel et al. 1996).
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Health locus of control

A d o l e s c e n t  p a t ie n t s  a n d  c o n t r o l s

The m ulti-dim ensional health locus of control scale has seldom  been reported 

in an adolescent sample. The alpha coefficients in the current s tudy  were low 

as has been reported  elsewhere; coefficients .50 to .62 (Stanton, Raja et al. 

1995) and  .44 to .58 (Goertzel and  G oertzel 1991). H ealthy  adolescents 

repo rted  low er m ean scores for each of the th ree d im ensions than  the 

adolescent patients in the current study  (Stanton, Raja et al. 1995). Stanton 

and colleagues (1995) reported m ean scores of; 17.2 (SD: 1.7), 13.2 (SD: 2.1) 

and 14.8 (SD: 2.0) for the internal, chance and powerful other dim ensions in a 

group of 976 N ew  Zealand 15 year olds. The m ean scores in the adolescent 

w ith  cancer were; 22.1 (SD: 4.8), 21.9 (SD: 4.6) and  22.3 (SD: 4.6) for the 

internal, chance and powerful others dim ensions. Data from  our ow n control 

group show  m ean scores (standard deviations) of; 24.5 (SD: 3.9), 20.7 (SD: 4.5) 

and 19.6 (SD: 4.4) for the internal, chance andpow erfu l others dim ensions. The 

m ean scores in the British adolescents are higher than scores for N ew  Zealand 

adolescents.

Correlations betw een the chance and powerful others dim ension in the current 

study have been reported elsewhere (Stanton, Raja et al. 1995). This could be 

expected as these dim ensions comprise the external dim ension of control. In 

the curren t study  there w as no significant negative correlation betw een the 

internal and  the  contro l dim ensions w hich o ther research has reported  

(Stanton, Raja et al. 1995). The negative correlation in the current study was 

not statistically significant which m ay have been a function of the relatively 

small num bers.

C hildren  w ith  chronic or serious illness have show n th a t they  perceive 

them selves to have less control over their health  than healthy peers (Zirinsky 

1993). K ellerm an and colleagues found  th a t adolescents w ith  cancer 

perceived less control over their health  than  healthy controls (Kellerman, 

Zelter et al. 1980). This w ould support the findings in the current study  w ith 

the adolescent patients reporting significantly higher m ean scores than  the 

control adolescents on the powerful others dim ension of the HLOC scale. The 

adolescent patien ts also reported  significantly low er m ean scores on the
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internal dim ension, suggesting that they had less belief in their ow n ability to 

control their health than the adolescent controls.

In the adolescent patien ts the m ean score for each of the th ree HLOC 

dim ensions w as similar, the variation betw een the m ean scores w as less than 

one point. There w ere sim ilar ranges. In the adolescent control group and 

parents the m ean score for the internal d im ension w as h igher than  powerful 

others w ith  differences of betw een  five and  seven points. The lack of 

distinction betw een the dim ensions of the HLOC scale in the adolescent 

p a tien ts  m ay reflect a hypo thesis  v en tu red  by  G oertzel and  Goertzel 

(Goertzel and  G oertzel 1991). G oertzel and  G oertzel (1991) found poor 

reliability w hen they used the MHLOC scale w ith  a g roup of paediatric 

cancer patients (ages range 8 to 18 years, 16 w ere 13 years old or over), time 

since diagnosis was not reported, all the patients w ere in rem ission at the 

time of assessment. They proposed that to the adolescent cancer patient it 

m ay not be im portant w hether control is internal or external, w hat is vital is 

w hether the adolescent believed their cancer could be controlled.

Pa r e n t s

There w as a significant positive relationship  betw een  fa thers ' belief in 

powerful others controlling health and the use of denial as a coping strategy in 

the adolescent patients. This seem ed to suggest that there m ay be a sense of 

having no control, w hich w as m anifest in b lam ing others, or choosing to 

ignore w hat happened.
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CHAPTER 5: LONGITUDINAL DATA

5.1 DEMOGRAPHIC AND DISEASE RELATED DATA

This chapter presents the longitudinal analysis of data from adolescent 

patients, their mothers and fathers, collected during the first year after cancer 

diagnosis. Section 5.1 describes the demographic and disease related data for 

the patients their families. Section 5.2 describes those who did not complete 

the year on study. Section 5.3, com prising raw  scores and analyses of 

correlations and difference, describes mood over the year in all participants. 

Section 5.4 describes analyses of correlations and differences in dispositional 

optimism, illness representations, coping strategies, family environm ent, 

social support and health locus of control for all participants. Section 5.5 

presents regression analysis of the dependent variables of anxiety, depression 

and anger in adolescent patients and their parents using variables from the 12 

month study period. Chapter 5 concludes with a discussion of the adolescent 

cancer patients and parent's data, relating the study results to the initial 

hypotheses.

Pie Chart 5.1: Family participation for 12 month study period

E3 M other, father & adolescent patient 
/  (n=15 triples)

/  1  '• [U  Mother & adolescent patient
^ ( n = 1 3  pairs)

HI Father & adolescent patient 
(n=5 pairs)

H  A dolescent patient only (n=6)

H  Mother only (n=2)

Participation over the 12 month study period

Pie chart 5.1 shows details of the family groups who participated for the year. 

These data solely concern study participation and not whether the adolescent 

patient was from a one or two parent family. There were 15 (37%) adolescent 

patients w ith both parents participating and 18 (43%) w ith one parent 

participating. There were 2 (5%) adolescent patients w hose m others 

w ithdrew  from the study after the first assessment and 4 (10%) adolescent
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patients who had not had any parents participating in the research. There 

were 2 (5%) mothers whose adolescent children did not comply at 12 months.

This chapter presents data from 39 adolescent patients, 30 mothers and 20 

fathers who participated in the study at diagnosis and 12 months. The 4 

mothers and 3 fathers who completed questionnaires at 12 months, but whose 

child had died during the year, were not included in this chapter. Forty-one 

(68%) of the original 60 families were represented at 12 months by at least one 

family member. Table 5.1 shows the num ber of family m em bers who 

completed questionnaires at the 3, 6 and 12 m onth time points. In the early 

phase of the study, before questionnaire scheduling had been finalised, 

families partic ipating  in the pilot s tudy  w ere not necessarily given 

questionnaires at 3 and 6 months.

Table 5.1: Study participation in adolescent patients, mothers and 
fathers over the 12 month study period

3 months 6 months 12 months
Adolescents (n=58 at diagnosis)
Participated 46 (79%) 44 (76%) 39 (67%)
Non compliance 6 (10%) 9 (16%) 9 (16%)
Adolescent d ied /dying - 1 7 (12%)
Treatment elsewhere 1 1 1
Language difficulties 1 1 1
Pilot adolescent 2 1 -
W ithdrew from study 1 1 1
Adolescent too ill 1 - -
Mothers (n=47 at diagnosis)
Participated 38 (81%) 37 (79%) 34 (72%)
Non compliance 3 (6%) 5 (11%) 9 (19%)
Adolescent dying - - 1
Treatment elsewhere 1 1 1
W ithdrew - husband ill 1 1 1

I Argument m other/adoles. 1 1 1
Pilot mother 3 2 -
Fathers (n=34 at diagnosis)
Participated 25 (74%) 22 (65%) 23 (68%)
Non compliance 3 (9%) 5 (15%) 6 (18%)
Treatment elsewhere 1 1 1
Withdrew - adoles. relapse - 1 1
W ithdrew language 2 2 2

1 Family separation 1 1 1
i Pilot father 2 2 1 -
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Time since diagnosis

The time between diagnostic interview and the completion of questionnaires, 

at the 3, 6 and 12 month assessments, are shown in Table 5.2. The time points 

were not at exactly 3, 6 and 12 months. The originally labelled time points 

were used for continuity.

Table 5.2: Time from confirmation of cancer diagnosis to questionnaire 
completion in adolescent patients, mothers and fathers

000
Adolescent Mean 16 weeks 28 weeks 56 weeks

SD 15 days 30 days 29 days

Range 88-151

days

119-286 days 291-456 days

Mother Mean 18 weeks 30 weeks 57 weeks

SD 24 days 28 days 26 days

1i
Range 57-174

days

165-286 days 351-490 days

Father Mean 18 weeks 30 weeks 57 weeks

SD 16 days 25 days 22 days

Range 91-152

days

171-281 days 351-432 days

The adolescent patients returned their 3 month questionnaires at a mean of 4 

months after diagnosis, mothers and fathers at a mean of 4 and a half months 

after diagnosis. There were two parental outliers; one mother completed her 

questionnaires 252 days post diagnosis and one father completed his at 218 

days. The adolescent patients returned their 6 m onth questionnaires at a 

mean of 7 months after diagnosis, mothers and fathers at a mean of 7 and a 

half months after diagnosis.

Adolescent patients returned their 12 month questionnaires at a mean of 13 

m onths post diagnosis. There were two female adolescent outliers who 

completed questionnaires 507 and 532 days post their diagnoses. Mothers 

and fathers also returned their questionnaires at a mean of 13 months post
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diagnosis. There were two outliers, both fathers, who com pleted their 

questionnaires at 532 and 538 days post diagnosis.

Socio-demographic variables

The group who partic ipated for the year were representative of the 

demographic, social and diagnostic profile of the entire study group at 

diagnosis, see Table 5.3.

Table 5.3: Socio-demographic variables in the adolescent patients 
at diagnosis compared to the follow-up group at 12 months

ggg ^  , Total group ■ Follow-up
^cio-dem ographic variables n=60 group

: n=39
Sex (% male) 36 (60) 25 (67)
Age (mean) 15.68 15.26
Ethnicity: White (%) 50 (83) 35 (90)

Black/Mixed race (%) 10 (17) 4(10)
Family structure: Both parents (%) 35 (58) 27(69)

Mum (%) 13 (22) 7(18)
i Parents divorced (% divorced) 19 (32) 10 (26)
1 Owner occupiers (% yes) 34 (57) 24 (62)

Family income: < £20,000 (%) 23 (40) 14 (37)
> £20,000 (%) 24 (40) 25 (63)

At 12 months there were 25 male and 14 female adolescent patients. The 

mean age of the boys was 15.24 years (range 12-19) and of the girls was 15.29 

years (range 12-18). There were 4 non-white adolescent patients; 2 Asian, 1 

Black and 1 Middle-Eastern. Twenty seven of the adolescent patients were 

from 2 parent families, 7 from mother only and 3 from father only families. 

Two adolescent patients lived with their mother and step father. Three of the 

adolescent patients were the only child in the family, 25 were from 2 or 3 

child families. Eight adolescent patients were from families w ith 4 children 

and the remaining 3 were from families with 5 (n=2) or 6 (n=l) children.

209



Disease and treatment related data
D is e a s e  d e t a il s

The diagnoses of the adolescent patients who had com pleted the year on 

study were comparable to those of the overall study group, see Table 5.4. 

Twenty-six had bone or soft tissue sarcomas, 9 had lymphomas, and 4 had 

Acute Lymphoblastic Leukaemia.

Table 5.4: Diagnoses in the group of adolescent patients at the beginning of 
the study, compared to those who completed the 12 month study

1 Bone/soft tissue sarcoma 39 (67) 26 (67)
1 Lymphoma 11 (19) 9(23)
[ Leukaemia 6 (10) 4(10)

At 12 m onths 32 (82%) of the adolescent patients were disease-free or in 

remission. Of the 7 (18%) whose cancer had relapsed during the year; 3 were 

in remission after relapse; 2 had stable disease after local/d istan t relapse; 2 

had progressing disease. The mean time from diagnosis to relapse was 33 

weeks (SD 12 weeks, range 19 to 51, n=6). The sites of relapse were distal 

femur (n=l), lung (n=l), bone m arrow /lym phatic  system  (n=3), and a 

combination of local and distant (n=2).

Adolescent patients who had m etastatic disease (n=4) rather than local 

disease (n=35) were significantly more angry at diagnosis (t=4.11, df 37, 

p<.001) with mean scores of 20.25 (SD 6.9) and 12.29 (SD 3.24) respectively. 

Adolescent patients w ith m etastatic disease rather than local disease at 

diagnosis were significantly more depressed at 3 m onths (t=2.84, df 35, 

p=.007). The mean scores were 13.28 (SD 5.9) and 6.25 (SD 4.54). Adolescent 

patients w ith metastatic disease at diagnosis were not significantly more 

anxious at 12 months (t=2.44, df 37, p=.019).
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Hypothesis: That anger scores would increase at the time of relapse in adolescent 

patients, mothers and fathers.

This initial hypothesis, that in tended to investigate anger a t the po in t of 

cancer relapse, did not fall w ithin the 12 m onth study period. The follow up 

period w as too short to observe cancer relapse in the adolescent patients. 

Over 50% of the adolescent patients did experience a relapse, b u t it was after 

they had  completed their participation in the current study.

Treatment details

At 12 m onths 28 (72%) of adolescent patients had  finished treatm ent. Ten 

(26%) w ere still receiving treatm ent; 4 routine m aintenance chem otherapy; 1 

routine radiotherapy and 5 relapse chem otherapy. One patien t w as having 

the revision of her prosthetic knee replacem ent due to infection.

The m ean  d u ra tion  of trea tm en t w as 30 w eeks, see Table 5.5. Seven 

ad o lescen t p a tien ts  received  tre a tm e n t for 52 w eeks; 4 in ten siv e  

chem otherapy followed by m aintenance chem otherapy; 3 had  repeatedly  

relapsed du ring  the year and received continuous chem otherapy. The 3 

patients w ho w ere categorised above as receiving treatm ent at a year bu t 

w ere no t recorded as having 52 w eeks of treatm ent w ere the adolescent 

patien t w ho w as receiving radiotherapy and 2 patients w ho w ere receiving 

relapse treatm ent at 12 months. These 3 adolescent patients had  had  a break 

in their treatment.

Hypothesis: 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.

There w ere no significant correlations betw een treatm ent duration  in weeks 

and  anxiety  (r=-.08), depressed  m ood (r=.03) or anger (r=-.08) in the
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adolescent patients a year after diagnosis. Adolescent patients who were 

receiving treatment at 12 months (n= ll) were no more anxious (t=-.18, p=.9 ), 

depressed (t=-.98, p=.33) or angry (t=.39, p=.7) than those who had completed 

treatment.

Table 5.5: Treatment details of the adolescent patients who completed a 
year on study

Treatment details

Total treatment duration

Mean

30 weeks

Median

28 weeks

Range

14-52 weeks

Duration chemotherapy 28 weeks 21 weeks 13-52 weeks

Number of courses of chemotherapy 6 courses 4-16 courses

Diagnosis to surgery; osteosarcoma 12 weeks 7-16 weeks

I Diagnosis to surgery; Ewing's sarcoma 18 weeks 15-22 weeks

Six adolescents received 10 or more courses of chem otherapy. Adolescent 

patients received chemotherapy 2 weekly (n=7,18%) or 3 weekly (n=20, 51%). 

Three adolescent patients had relapse chem otherapy and 1 patient had a 

peripheral stem cell transplant post relapse.

Twenty-five (64%) of the adolescent patients had surgery. Of those who had 

surgery; 15 (60%) had prosthetic replacements; 2 (8%) had the am putation of 

an arm and the remainder had local resection/re-excision or debulking (n=8, 

32%). Sites of surgery are shown in Pie chart 5.2. Treatm ent protocols 

prescribed when surgery should occur hence adolescent patients with osteo 

and periosteal sarcoma had their surgery sooner after diagnosis than those 

with Ewing's sarcoma, see Table 5.3. The remaining 5 patients had surgery at 

7 and 12 days before their cancer diagnosis and at 4, 63 and 89 days post 

diagnosis. In addition to a prosthetic replacement 1 adolescent patient also 

had the excision of his local relapse.
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Pie Chart 5.2: Sites of surgery in the adolescent patients

LiJ T ib ia /fib u la  (n=9)

P I  D istal fem ur (n=10)

] □  Proxim al fem u r/p e lv is  (n=2)

H  Proximal hum erus (n=3) 

Facial (n= l)

Thirteen (33%) of the adolescent patients received radiotherapy. Eleven to 

the prim ary site, one to a sternal metastasis and one received total body 

irradiation prior to bone m arrow  transplant. The m ean duration  of 

radiotherapy was 5 and a half weeks (range 3 to 9). One adolescent patient 

had radiotherapy on relapse.

Two mothers completed questionnaires although their adolescent child did 

not. The 2 patients had finished treatm ent and were disease free at 12 

months. The data from these 2 adolescent patients is not included above 

because they did not complete questionnaires.

Mood and demographic variables

Mood and the demographic variables from diagnosis were analysed in the 

follow-up group. Adolescent patients living w ith a single parent were no 

more depressed than those living in a household w ith 2 parents (t=2.08, df 39, 

p=.044). Mothers who were single parents living on their own with their 

children were significantly more angry at diagnosis than families w ith 2 

parents (t=2.68, df 31, p=.012). Mothers who reported not having partners
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were significantly m ore angry than those m others w ho had  partners (t=2.74, 

d£31, p=.01).

Family incom e w as related to m ood in adolescent patients. If adolescent 

patients came from families w ith an annual income of greater than  £20 ,000 , 

ra ther than  below  £20,000, they w ere significantly m ore depressed  at 3 

m onths (t=-2.64, df 28, p=.013) and 6 m onths (t=-2.76, df 27, p=.01). Owner- 

occupier status w as conversely related to m ood in adolescent patients and 

their m others. In families w ho ow n their p roperty  the adolescent patients 

were significantly m ore anxious at diagnosis (t=2.61, df 36, p=.013) whereas 

the m others w ere significantly less depressed at diagnosis (t=-2.70, df 31,

p=.011).

5.2 N ON COMPLIANCE 

A dolescent patients

Twenty one (35%) of the 60 adolescent patients initially recruited to the study 

did not complete questionnaires at 12 m onths. Of these 21 , 7 (33%) had  died 

or were dying at 12 m onths. There was one adolescent patien t w ho w as a 

non starter and  another adolescent patien t w ho had  been w ithd raw n  at 3 

weeks due to language difficulties. These 9 adolescents w ere not included in 

this section profiling the non  com pliers because it w as no t possible to 

determ ine w hether or not they w ould  have com pleted questionnaires at the 

end of the year.

There w ere 12 non com pliers at 12 m onths, one of w hom  h ad  actively 

w ithdraw n from the study at 3 m onths and another had  m oved to a different 

hospital for treatm ent and not com pleted questionnaires from  the 3 m onth 

assessm ent. This section com prises in fo rm ation  abou t these  12 non 

compliers, 17% of the original sample.
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Table 5.6 shows a com parison of the dem ographic data concerning the 

adolescent patients who completed questionnaires for the year (compliers) 

and those who did not (non compliers). Statistical analysis was conducted 

using the Chi Square statistic but due to the small num bers the majority of 

cells had fewer than 5 subjects. The results are not presented here. There was 

little difference in sex between the 2 groups but there does appear to be a 

difference in age. Older adolescent patients were less likely to participate in 

the study for a year. Two of the original 10 non white adolescent patients 

recruited onto the study died during the first year. Of the 8 non white 

adolescent patients available to complete questionnaires, 50% did not do so at 

12 months.

Table 5.6: Demographic variables in the adolescent patients who 
completed questionnaires for the year (compliers) and those who 
did not (non compliers)

Sex (% male) 8 (64.1) 25 (66.7)
Age (mean) 17.33 (± 2.5) 15.26 (± 2.0)
Ethnicity: White (%) 8(67) 35 (90)

Black/Mixed race (%) 4(33) 4(10)
Family structure: Both parents (%) 4(33) 27(69)

Mum (%) 5(42) 7(18)
Parents divorced (% divorced) 5(42) 10 (26)
Owner occupiers (% yes) 6(50) 24 (62)
Family income: < £20,000 (%) 8(64) 14 (37)

> £ 20,000 (%) 4(36) 24 (63)

The majority of adolescent patients who did not comply for the year came 

from one parent families and had a family income of less then £20,000 a year. 

Adolescent patients who participated for the year predom inately came from 

two parent families with incomes of over £20,000. The divorce rate in the 

group of non compliers was almost double that of the group of compliers.
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Adolescents who participated for the year were more likely to have their 

mothers and or fathers participating in the research.

Table 5.7 shows the disease variables in the adolescent patients who 

com pleted questionnaires for the year and those w ho did not. The 

distribution of diagnoses between the two groups appears similar, the 

exception being the adolescent patients w ith teratoma who were both non 

compliers. These 2 adolescent patients were briefly hospitalised at the 

beginning of their treatment and were receiving out-patient treatment by 3 

months. They had little contact with the adolescent unit, and hence the 

researcher, which, in addition to their being older adolescents, may have 

contributed to non participation.

Table 5.7: Disease variables in the adolescent patients who completed 
questionnaires for the year (compliers) and those who did not (non 
compliers)

m /m m m

Diagnosis % : Osteosarcoma 5(42) 14 (36)
Ewing's sarcoma 2(17) 4(10)
Leukaemias 1 (8) 4(10)
Lymphomas 1 (8) 9(23)

Teratoma 2(17) 0
Disease extent at diagnosis % : Local 7(58) 30 (77)

Advanced 3(25) 5(13)
Metastatic 2(17) 4(10)

Performance status % : 0 4(33) 6(18)
1 6(50) 20 (50)
2 2(17) 9(24)
3 0 2 (5)

Disease status at 12 months % : Disease free i 5(42) 32 (82)
Relapsed 6(50) 7(18)

The compliant and non complaint adolescent patients differed in the extent of 

their cancer at diagnosis and at 12 months. The differences were reflected in 

the disease status of the adolescent patients at 12 months. Of the six who had
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relapsed in the non com pliance group; 1 had  relapsed at 9 m onths post 

diagnosis; 2 at 12 m onths post diagnosis; and  1 had  d ied  9 m onths post 

diagnosis (but actively w ithdraw n from the study before her death). Of the 7 

who had  relapsed in the com pliant group; 1 had  relapsed at 4 m onths, 2 at 5 

m onths, 2 at 8 m onths and 2 at between 11 and 12 months.

All the questionnaire variables at diagnosis w ere com pared in those w ho 

com pleted a year on s tudy  (39 compliers) and  those w ho d id  no t (12 non 

compliers). At diagnosis the m ean state anxiety score for the com pliers was 

38.8 (SD 10.54, n=39) and for the non com pliers w as 46.1 (SD 12.28, n=12). 

These scores w ere not statistically significantly d ifferent (t==2.01, p=.05). 

There was also no significant difference in trait anxiety betw een the compliers 

(mean 38.53, SD 11.15, n=38) and the non com pliers (mean 41.58, SD 9.27, 

n=12) at diagnosis (t=-.86 , p=.4). The m ean depression score for the compliers 

was 7.1 (SD 5.23, n=39) and for the non compliers w as 9.7 (SD 5.62, n=12) at 

diagnosis. These scores w ere no t significantly d ifferent (t=-1.49, p=.14). 

There w as no significant difference betw een these groups in state anger 

(t=.77, p=.45) w ith m ean scores of 12.0 (SD 2.14, n=8) and 13.2 (SD 4.45, n=37) 

for the com pliers and  non  com pliers respectively. The com pliers had  a 

significantly lower m ean trait anger score at diagnosis than the non-compliers 

(t=-3.12, df 44, p=.003). The m ean scores w ere 19.1 (SD 4.0, n=38) and 24.1 

(SD 4.7, n= 8 ) respectively. These differences w ere reflected in  the angry 

tem peram ent dim ension of the anger scale w ith  the com pliers having a m ean 

score of 6.4 (SD 2, n=38) and the non compliers attaining a score of 9.3 (SD 3.2, 

n=8). This difference was statistically significant (t=-3.32, df 44, p=.002).

There w ere no significant differences betw een  the com pliers and  non 

compliers in; dispositional optimism; the illness cognition dim ensions; levels 

of social support; locus of control or the rem aining anger dim ensions. There
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w as a significant difference in the reported  use of one coping strategy 

between the compliers and non compliers. The com pliers reported using the 

coping strategy of behavioural disengagement a t diagnosis m ore then the non 

com pliers (t=2.63, df 42, p=.014, separate  variance). A dditionally  the 

compliers reported a statistically significant higher m ean score on the routine 

dim ension of the FAME than  the non com pliers (t=2.75, df 41, p=.013, 

separate variance). The mean scores w ere 3.1 (SD 1.4, n=24) and  2.3 (SD .52, 

n=6) respectively.

M others

Of the 47 m others recruited to the study 34 (72%) com pleted questionnaires at 

12 months. Three m others were not assessed at the 12 m onth tim e point; one 

had w ithdraw n from the study after her husband becam e ill and  one was a 

non starter, never having com pleted questionnaires although she had  been 

interview ed. The th ird  m other w as nursing  her dy ing  son at hom e and 

questionnaires were not sent. Ten m others (22%) w ere non com pliers at 12 

months.

This section discusses data concerning the 34 com pliant m others and the 10 

non com pliant m others. The 34 com pliant m others included the 4 m others 

whose adolescent child died during  the 12 m onth period. It w as considered 

appropriate to include these m others because the data analysed in this section 

was taken at the time of diagnosis.

The dem ographic details of m others w ho d id , and  d id  not, com plete 

questionnaires at 12 m onths w ere similar. The m ean ages w ere 42.56 (SD 

5.08) and 43.45 (SD 4.72) respectively. There was one Black m other (10%) in 

the non com pliant group com pared to 3 (9%) non  w hite  m others in the
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com pliant group; one Asian m other, one O riental m other and  one M iddle 

Eastern mother.

Sixty eight percent of the m others w ho com pleted a year on s tu d y  w ere 

m arried com pared to 60% of non com pliant mothers. In the group of m others 

who com pleted questionnaires for the year, 65% of their h u sb an d s/p a rtn e rs  

had participated in the research (n=22). Of these 22 husbands, 77% (n=17) 

com pleted questionnaires at 12 m onths and 23% (n=5) d id  not. In the group 

of m others w ho did not com plete questionnaires for the year, 50% of their 

h u sb a n d s /p a rtn e rs  had  partic ipa ted  in the research  (n=5). Of these 5 

husbands, 60% (n=3) had  com pleted questionnaires at 12 m onths and  40% 

(n=2) had  not. The groups w ere sim ilar in their subjective reporting  of 

worries in addition to their child's cancer, and their ow n health. In the group 

of com pliant mothers, 52% (n=17) were w orking either full or part time and in 

the group of non com pliant m others 40% (n=4) were working.

Of the m others w ho d id  not complete questionnaires at 12 m onths 70%, of 

their children had relapsed or died (n=7). For the m others w ho did complete 

questionnaires at 12 months, 18% (n=6) of their children had  relapsed or died. 

Four children of the m others w ho com pleted questionnaires at 12 m onths 

w ere still receiving in travenous chem otherapy, 2 w ere receiving relapse 

chem otherapy and 1 was receiving m aintenance chem otherapy at 12 m onths. 

The rem inder had finished treatm ent (68%, n=23).

There w ere no differences in anxiety, depression or anger in the 2 groups of 

m others at diagnosis. There w as a significant difference in dispositional 

op tim ism  (t=-2.76, d f 42, p=.008). M others w ho  h a d  co m p le ted  

questionnaires for the year w ere significantly m ore optim istic (mean 23.35, 

SD 5.79) than m others who had not (mean 17.8, SD 4.76).
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Similar to the adolescent patients, there was a significant difference in the use 

of behavioural d isengagem ent as a coping strategy betw een m others w ho 

complied and those who did not (t=2.67, df 39, p=.011). The difference w as in 

the opposite direction to that in the adolescent patients. M others w ho had 

not com pleted questionnaires at 12 m onths had  a higher m ean score for the 

use of behavioural disengagement (1.75, SD .38) at diagnosis than  m others w ho 

had  com pleted questionnaires (1.33, SD .37). There w ere no add itional 

significant differences betw een these 2 groups of m others in the use of 

vary ing  coping  strateg ies, their health  locus of con tro l or the anger 

dim ensions. M others w ho h ad  com pleted questionnaires for the year 

reported a larger num ber of people available to p rov ide them  w ith  social 

support at diagnosis than m others w ho had not com pleted questionnaires. 

The m ean scores w ere 5.82 (SD 2.39) and 3.93 (SD 2.96) respectively, the 

difference was not statistically significant (t=-2.08, df 41, p=.044).

Fathers

Of the 34 fathers recruited to the study, 23 (68%) com pleted questionnaires at 

12 m onths. Two fathers w ere rem oved from  the s tu d y  due to language 

difficulties. N ine (26%) fathers were non compliers at 12 m onths. Two fathers 

w ere included  in the non  com plian t g roup  b u t h ad  n o t been  given 

questionnaires at 12 m onths; one had  w ithd raw n  at 6 m onths w hen  his 

ado lescen t son  relapsed  and  one h ad  left the fam ily  hom e after h is 

relationship w ith  the adolescent patient's m other had  broken down.

This section discusses data concerning the 23 com pliant fathers and the 9 non 

com pliant fathers. The 23 com pliant fathers included the 3 fathers w hose 

adolescent child died during  the 12 m onth period. As w ith  the m others, it
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was considered appropriate to include these fathers because data analysed in 

this section was taken at the time of diagnosis.

The dem ographic details of fathers w ho d id , and  d id  not, com plete 

questionnaires at 12 m onths w ere similar. The m ean ages w ere 47 (SD 8.96) 

and 46 (SD 5.04) respectively. There w as one O riental father in the non 

com pliant group and one M iddle Eastern father in the group w ho com pleted 

questionnaires for 12 months.

Eighty three percent of the fathers w ho com pleted a year on s tudy  w ere 

m arried com pared to 89% of non com pliant fathers. In the group of fathers 

w ho co m ple ted  q u es tio n n a ires  for the  year, 91% (n=21) of th e ir 

w iv es/p a rtn e rs  had participated in the research. Of these 21, 8 6% (n=18) 

com pleted questionnaires at 12 m onths and 14% (n=3) did not. In the group 

of fathers w ho did not com plete questionnaires for the year, 89% (n=8) of 

their w ives/partners  had  participated in the research. Of these 8 , 63% (n=5) 

had  com pleted questionnaires at 12 m onths and 37% (n=3) had  not. In the 

group of com pliant fathers, 91% (n=20) w ere w orking  full tim e, one w as 

w orking part time and one had retired due to ill health. In the group of non 

com plian t fa thers 8 8 % (n=7) w ere  w o rk in g  fu ll tim e and  one w as 

unem ployed. There w as missing data for 1 father in each group.

Of the fathers who did not complete questionnaires at 12 m onths 44% (n=4) of 

their children had  relapsed or d ied and  one w as receiving surgery  for an 

infected knee prosthesis. For the fathers w ho did com plete questionnaires at 

12 m onths, 30% (n=7) of their children had  relapsed or died. Five children of 

the fathers w ho com pleted questionnaires for the year w ere still receiving 

treatm ent at 12 m onths; 2 in travenous chem otherapy and 3 m aintenance 

chemotherapy. The rem inder (65%, n=15) had finished treatment.
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There w ere no significant differences in any of the m ood states at diagnosis 

betw een the fathers w ho com plied at 12 m onths and  those w ho did  not. 

There w ere also no significant differences in the use of vary ing  coping 

strategies, health locus of control beliefs, the availability and satisfaction w ith 

social support or the anger dimensions.

5.3 MOOD OVER THE YEAR

In this section, each sub-section presents m eans, s tandard  deviations and 

ranges of the questionnaire data. The hypotheses are then presented, as listed 

at the end of Chapter 2, before the analysis of the hypotheses are presented.

In this section, describing mood over the year, the 2-way repeated m easures 

ANOVA statistic  for the adolescent p a tien ts  refers to assessm ents at 

diagnosis, 3 and 12 m onths unless otherwise stated. A t 6 m onths, 6 (24%) of 

the male adolescent patients w ho com pleted questionnaires at 12 m onths did 

not comply. In m easuring change over tim e it w as considered inappropriate 

to replace m issing data w ith either w eighted or un-w eighted m eans, hence 

the 6 m onth  data w ere not used. For parents the ANOVA statistics quoted 

refer to assessments at diagnosis, 6 and 12 m onths, unless otherw ise stated.

The bars about the m ean figures in the graphs are the s tandard  error of the 

m ean statistic. The disease status of the adolescent patien ts  is reported  

alongside their m ood and alongside their paren ts ' m ood data; no  direct 

relationship is proposed. In the tables of m ean scores the num bers of subjects 

are not quoted  because, due to the longitudinal nature  of the study , there 

w ere continual variations by 1 or 2 subjects w hich w ere not of significant 

im portance. Ranges are quoted for the m ood variables b u t not for the non 

m ood variables.
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State anxiety

A d o l e s c e n t  p a t ie n t s

The m ean scores (SD and ranges) of state anxiety at diagnosis, 3, 6 and 12 

months are shown in Table 5.8, categorised by sex.

Table 5.8: Mean state anxiety scores in the male and female adolescent 
patients at diagnosis, 3, 6 and 12 months

1 Male adolescent 
1 patients

35.88 (7.22) 
22-50

36.33 (8.27) 
22-50

34.39 (9.11) 
21-53

31.60 (8.58) 
20-50

1 Female adolescent 
i patients

44.07 (13.50)
22-72

39.08
(12.23)
24-70

39.79
(11.31)
20-57

39.0 (10.54) 
22-58

Hypothesis: That daughters would show greater anxiety at diagnosis and during the 

year than sons.

There were no significant differences between the male and female adolescent 

patients in state anxiety at diagnosis (t=-2.11, p=.025, separate variance), 3 

months (t=-.81, p=.21) and 6 months (t=-1.5, p=.08). There was a significant 

difference at 12 months (t=-2.38, df 37, p=.011).

48 -I
State
a n x i e t y  46 -  

44  -

42 -

40 -

38 -

36 -

3 4 -

3 2 -

3 0 -

28
Diagnosis 3 months 6 months 12 months

Girls (n=14) 

Boys (n=25)

Figure 5.1: State anxiety in male and female adolescent 
patients over the year after diagnosis
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Figure 5.1 shows the m ean state anxiety scores in male and female adolescent 

patients at diagnosis, 3, 6 and 12 m onths post diagnosis. Two-factor repeated 

measures ANOVA was used to assess change over tim e and sex differences in 

the adolescent patients. There w as no significant change in state anxiety over 

tim e (F=2.5, p=.09) bu t a statistically significant sex difference (F=6 .8(135), 

p=.0136). There w ere no significant interactions betw een sex and  time (F=.6 , 

p=.55).

State
anxiety

63 n

5 6 -

4 9 -

4 2 -

3 5 -

28
Diagnosis 3 months 6 months 12 months

Anxious (n=4)

Not anxious (n=35)

Figure 5.2: Anxiety in anxious and non anxious 
adolescent patients over the year after diagnosis

Figure 5.2 show s the profile of anxiety over the year w ith  the adolescents 

categorised into anxious or non anxious groups. The categories w ere defined 

using  data  from  the adolescent control g roup recru ited  for th is study. 

Adolescent patients whose state anxiety scores at diagnosis w ere m ore than 1 

s tan d ard  deviation  above the norm s of the control g roup  (49.65) w ere 

categorised as anxious. There w ere 4 anxious adolescent patients; 3 girls and 

1 boy; these sex differences are no t show n graphically  due to the small 

num bers. No statistical analysis w as conducted on these groups due to the 

small numbers.
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Table 5.9 shows how  the anxious and non anxious adolescent patients 

changed or did not change over the year. The 4 adolescent patients w ho were 

anxious at diagnosis w ere not so at 3 m onths, 2 (female) w ere anxious at 6 

m onths bu t none were anxious at 12 months.

Table 5.9: Change in anxiety over the year following diagnosis in the 
adolescent patients who were anxious or not anxious at diagnosis

Adolescent patients 3 months 6 months 12 months

Anxious 
at diagnosis 

n=4

Anxious 0 2 0

Not anxious 4 2 4

Not anxious 
at diagnosis 

n=35

Anxious 3 4 3

Not anxious 31 23 32

In the non anxious group 3 adolescent patients became anxious at 3 m onths (2 

female, 1 male), 4 at 6 m onths (2 female, 2 male) and  at 12 m onths 3 w ere 

anxious (2 female, 1 male). These were not the same adolescent patients. Of 

the 3 adolescent patients who were anxious at 3 m onths all had  stable disease 

and were receiving treatment. Of the 6 adolescent patients w ho w ere anxious 

at 6 m onths 5 had  stable disease and all w ere still receiving treatm ent. This 

included 1 fem ale patien t w ho had  had  her arm  am p u ta ted  w ith in  the 

previous 3 months. One male patient had  relapsed w ithin  the previous week. 

Of the three adolescent patients w ho w ere anxious at 12 m onths, 2 w ere 

disease free and had  finished treatm ent and there w as clinical uncertainty  

about the th ird 's  disease status although he appeared well. Tw enty-seven of 

the 39 adolescent patients (69%) were not significantly anxious at any point 

during the year.
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P a r e n t s

Table 5.10 shows the mean state anxiety scores and ranges (standard 

deviation in parentheses) for mothers and fathers at diagnosis, 6 and 12 

months. Figure 5.3 shows the same data of state anxiety in graphical form.

Table 5.10; Mean state anxiety scores in mothers and fathers 
at diagnosis. 3, 6 and 12 months

Mothers 53.87 (12.68) 
26-79

51.18 (14.08) 
20-79

48.23 (14.51) 
21-75

Fathers 46.55 (14.06) 
20-68

43.06 (11.29) 
26-65

42.60(15.79)
21-67

Hypothesis: That mothers would show greater anxiety at diagnosis and during the 

year than fathers.

There were no significant differences between mean anxiety scores of mothers 

and fathers at diagnosis (t=-1.91, p=.031), 6 months (t=-2.06, p=.023) and 12 

months (t=-1.3, p=.l).

7 0 n
State
an x ie ty

6 0 -

5 0 -

4 0 -

6 m onths 12 m onthsD iagnosis

  M others (n=30)

-a   Fathers (n=20)

Figure 5.3: Anxiety in mothers and fathers 
over the year after diagnosis

There were significant correlations between mothers state anxiety scores at 

diagnosis and 12 months (r=.69, p<.01) and at 6 months and 12 months (r=.82.
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p<.01). There w ere significant correlations betw een fathers state anxiety 

scores at diagnosis and  6 m onths (r=.82, p<.01 ), d iagnosis and  12 m onths 

(r=.65, p<.01) and at 6 months and 12 m onths (r=.72, p<.01).

Hypothesis: That mothers and fathers reports of anxiety would not decrease over the 

year following diagnosis.

Two-factor repeated m easures ANOVA of parents state anxiety during  the 

year post diagnosis show ed a significant change over tim e (F=5 .9 (2,8g), p=.0041) 

bu t no difference due to sex (F=2.5, p=.12). The significant change over time 

w as betw een state anxiety scores at diagnosis and  a t 12 m onths (Scheffe 

F=5.8, p<.01). There w as significant variation betw een subjects (F=7.5, df 44,

p=.0001).

70

50 -

Anxious mothers (n=19)

Anxious fathers (n=9)
Non anxious mothers (n=ll) 

Non anxious fathers (n=ll)

T
40 -

X

30
Diagnosis 6 months 12 months

Figure 5.4: Anxiety in anxious and non anxious mothers 
and fathers over the year after diagnosis

Figure 5.4 shows the scores of m others and fathers categorised as anxious or 

not anxious at diagnosis. M others and fathers w ere categorised as anxious or 

not depending  on w hether their m ean score at diagnosis w as m ore than 1 

standard  deviation above the m eans reported  by the authors of the STAI.
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Scores above 47,1 for m others and 46.4 for fathers w ere considered anxious. 

The m ean anxiety scores for anxious m others (n=19) w ere 61.89 at diagnosis 

(SD 7.36, range 51-79), 56.82 at 6 m onths (SD 13.54, range 30-79) and 53.32 at 

12 m onths (SD 14.8, range 21-75). The m ean anxiety scores for non  anxious 

m others (n = ll)  w ere 40.0 at diagnosis (SD 5.92, range 26-46), 42.45 at 6 

m onths (SD 10.19, range 20-56) and 39.45 at 12 m onths (SD 9.08, range 26-54). 

State anxiety significantly  reduced  over the year in  anxious m others 

(F=10.12(1̂ 7), p=.0052). The significant change being betw een anxiety scores at 

diagnosis and at 12 m onths (Scheffe F=10.12, p<.01).

The m ean anxiety scores for anxious fathers (n=9) were 59.89 at diagnosis (SD 

7.17, range 47-68), 50.89 at 6 m onths (SD 9.55, range 33-65) and  50.44 at 12 

m onths (SD 15.4, range 25-67). The m ean anxiety scores for non  anxious 

fathers (n = ll)  w ere 35.64 at diagnosis (SD 6.59, range 20-42), 35.22 at 6 

m onths (SD 6.46, range 26-46) and 36.18 at 12 m onths (SD 13.53, range 21-64). 

Levels of anxiety in anxious fathers reduced  over the year b u t no t at a 

statistically significant level (F=4.83, p=.023).

Tables 5.11 and 5.12 show how  m others and fathers categorised as anxious at 

diagnosis changed during  the year. W here the num bers do no t tally at 6 

m onths there w ere m issing data. Of the 19 m others w ho w ere anxious at 

diagnosis, 11 (58%) rem ained so at 12 months. N ine m others w ere anxious at 

each time point they were assessed. Seven children of these m others (3 male, 

4 female) had  responded  well to trea tm en t and  at 12 m onths w ere in 

rem ission or disease free. The sons of the rem aining m others had  been ill 

th roughout the year. Two m others w ho had  not been anxious at diagnosis 

becam e anxious at 6 m onths and rem ained  so at 12  m onths, bo th  their 

children were disease free and well. Eight of the 30 m others (27%) w ere not
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anxious at any point during  the year, 2 of these m others had  children not 

responding to treatment.

Table 5.11: Change in  anxiety over the year follow ing diagnosis in  the 
m others w ho w ere anxious or no t anxious at diagnosis

Mothers 6 m onths 12 m onths

Anxious 
at diagnosis 

n=19

Anxious 14 11

N ot anxious 3 8

Not anxious 
at diagnosis 

n = ll

Anxious 3 2

N ot anxious 8 9

Of the 9 fathers w ho w ere anxious at diagnosis, 5 (56%) rem ained so at 12 

months. Four fathers were anxious at each tim e poin t they w ere assessed. 

Three children of these fathers (2 male, 1 female) had  responded  w ell to 

treatm ent and at 12 m onths w ere in rem ission or disease free. The daughter 

of the rem aining father had  been ill throughout the year.

Table 5.12; Change in  anxiety over the year follow ing diagnosis in  the 
fathers w ho w ere anxious or not anxious at diagnosis

Fathers 6 m onths 12 m onths

Anxious 
at diagnosis 

n=9

Anxious 6 5

N ot anxious 3 4

N ot anxious 
at diagnosis 

n = ll

Anxious 0 2

N ot anxious 9 9

229



Two fathers who had not been anxious at diagnosis became anxious, one's 

daughter was quite ill, the other's son was disease free and well. Nine of the 

20 fathers (45%) were not anxious at any point during the year, 2 of these 

fathers had children not responding to treatment.

Depression

A d o l e s c e n t  P a t i e n t s

Table 5.13 shows the mean scores and range of depressed mood in male and 

female adolescent cancer patients at diagnosis, 3, 6 and 12 m onths after 

diagnosis (standard deviation in parentheses).

Table 5.13: Mean scores and range of depressed mood in male and female 
adolescent cancer patients at diagnosis. 3. 6 and 12 months after diagnosis

1 Male adolescent 
1 patients

5.88 (4.4) 
0-16

6.33 (5.91) 
0-22

6.98 (6.02) 
1-25

3.46 (3.84) 
0-12

j Female adolescent 
I patients

9.18 (6.07) 
0-21

9.88 (4.43) 
2-20

10.06 (5.33) 
4-20

8.21 (6.44) 
0-19

Hypothesis: That daughters would show greater depression at diagnosis and during 

the year than sons.

There was a significant difference between depression scores in the male and 

female adolescent patients at 12 months (t=-2.89, df 37, p=.006). There were 

no differences at diagnosis (t=-1.96, p=.029); 3 m onths (t=-1.89, p=.034) or 6 

months (t=-1.49, p=.07).

Figure 5.5 presents the mean depression scores in the male and female 

adolescent patients over the year post diagnosis. There were no significant 

correlations (r values >.6 ) between the depressed mood scores at the different 

time points during the year in the adolescent patients.
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Figure 5.5; Depression in male and female 
adolescent patients over the year after diagnosis

Two-factor repeated m easures ANOVA w as used to assess sex differences 

and change in depression over time in the adolescent patients. There was no 

significant change in depression over tim e (F=3.4, p=.0388) bu t a statistically 

significant sex difference (F=6 .9^ 35y p=.0127). There w ere no significant 

interactions between sex and time (F=.7, p=.51).

Hypothesis: That state anxiety and depression would be correlated throughout the 

year in all family members.

At diagnosis (r=.72, p<.01), 6 m onths (r=.77, p<.01) and at 12 m onths (r=.61, 

p<.01) there w ere correlations betw een state anxiety and depression. There 

w ere also correlations betw een anxiety and depression  over time. State 

anxiety at 3 m onths was significantly related to depression at 6 (r=.62, p<.01) 

and 12 m onths (r=.68 , p<.01) in the adolescent patients. Further correlations 

over tim e w ere significant at the .01 level bu t had r values lower than  .6 .
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To investigate  ado lescen t pa tien ts ' d ep ressed  m ood d u rin g  the  year, 

depression  scores (BDI) at diagnosis w ere used  to define tw o groups; 

depressed and  non depressed. The depressed group w ere defined as those 

reporting BDI scores of > 10, the non depressed as those reporting BDI scores 

of < 10. This categorisation has been standardised. Those w ith  a BDI score of 

10 and above are considered to have clinically significant m ild to m oderate 

depressed m ood (Beck, Steer et al. 1988). Figure 5.6 show s depressed m ood 

over the year w ith  the adolescents categorised into depressed  and  non 

depressed groups. There were 8 depressed adolescent patients; 5 girls and 3 

boys; the sex differences are not show n graphically. N o statistical analysis 

was conducted on these groups due to the small num bers.

20-1

Depressed 
mood score

1 6 -

1 2 -

Diagnosis 3 months 6 months 12 months

-O  Depressed (n=8)

  Non depressed (n=31)

Figure 5.6: Depressed mood in depressed and non depressed 
adolescent patients over the year after diagnosis

Table 5.14 show s the depressed and non depressed groups and how  these 

changed over the year. In the depressed group at diagnosis; 3 w ent on to 

report depressed m ood at 3 m onths, all had  stable disease. A t 6 m onths, 5 

reported depressed m ood, 2 detailed below  and the rem aining 3 had  stable 

disease. Six of the 8 initially depressed adolescent patients w ere no longer
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reporting  dep ressed  m ood at 12 m onths. O ne m ale and  one fem ale 

adolescent patient rem ained depressed. The m ale patien t w as depressed at 

each time point, his leukaem ia did not respond to treatm ent. The female 

patient did not report depressed m ood at 3 m onths b u t d id  so at 6 and  12 

m onths, she had treatm ent throughout the year and had stable disease.

Table 5.14: Change in depression over the year following diagnosis in the 
adolescent patients who were depressed or not depressed at diagnosis

Adolescent patients 3 months 6 months 12 months

Depressed 
at diagnosis 

n=8

Depressed 3 5 2

Non depressed 3 2 6

Non depressed 
at diagnosis 

n=31

Depressed 5 3 4

Non depressed 25 21 27

In the non depressed group at diagnosis; 4 adolescent patients w ent on to 

report depressed m ood at 3 months; 2 reported depressed m ood at 6 m onths 

and 3 adolescent patients reported depressed m ood at 12 m onths. These nine 

adolescent patients reported depressed m ood on just the 1 occasion; all had 

stable disease at the time of reporting elevated depressed m ood. In addition 

to these 9 , 1 fem ale adolescent p a tien t w ho h ad  no t in itially  reported  

depressed m ood w ent on to do so at 3, 6 and 12 m onths. H er treatm ent w ent 

well bu t she had  2 episodes of life threatening toxicity resulting in treatm ent 

in intensive care. Twenty-one (54%) of the 39 adolescent patien ts d id  not 

report depressed m ood at any point during  the year.
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P a r e n t s

Table 5.15: Depressed mood (mean and range) in mothers and fathers at 
diagnosis, 6 and 12 months

I Mothers

! Fathers

Diagnosis -  ̂ 6 months %12 months

12.97 (7.01) 
0-31

9.45 (6.39) 
0-23

11.89 (8.34) 
0-33

7.56 (5.97) 
0-21

12.07 (9.81) 
0-44

8.30 (7.88) 
0-27

Table 5.15 shows the paren ts ' m ean and range of depressed mood at 

diagnosis, 6 and 12 months, standard deviation in parentheses. Figure 5.7 

shows the mean scores of depressed mood in mothers and fathers over the 

year.

20  -1

D epressed 
mood score

D iagnosis 6 m onths 12 m onths

- ♦ ------ Mothers (n=30)

-n  Fathers (n=20)

Figure 5.7: Depressed mood in mothers and fathers 
over the year after diagnosis

Hypothesis: That mothers would show greater depression at diagnosis and during the 

year than fathers.

Hypothesis: That state anxiety and depression would be correlated throughout the 

year in all family members.
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Hypothesis: That mothers and fathers reports of depression would not decrease over 

the year following diagnosis.

There w ere no significant differences betw een m others and fathers' scores at 

diagnosis (t=-1.79, p=.04), 6 m onths (t=-1.91, p=.032) and 12 m onths (t=-1.43, 

p=.08). At diagnosis (r=.79, p<.01), 6 m onths (r=.72, p<.01) and at 12 m onths 

(r=.81, p<.01 ) there were correlations betw een state anxiety and depression in 

m others. There w ere also significant correlations betw een  anxiety and 

depression over time. Similarly for fathers, at diagnosis (r=.78, p<.01), 6 

m onths (r=.79, p<.01) and at 12 m onths (r=.77, p<.01) there w ere correlations 

betw een  s ta te  anxiety  and  depression . There w ere  also  sign ifican t 

correlations betw een anxiety and depression over tim e in fathers. Two-factor 

repeated m easures ANOVA of parents' depressed m ood during  the year post 

diagnosis show ed no difference due to sex (F=2.5, p=.12) and no significant 

change over time (F=1.9, p=.16).

20  - |
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mood score
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Diagnosis 6 months 12 months

Depressed mothers (n=19) 

Depressed fathers (n=10)

Non depressed mothers (n=10) 

Non depressed fathers (n=10)

Figure 5.8: Depression in depressed and non depressed 
mothers and fathers over the year after diagnosis

Figure 5.8 shows the scores over the year of m others and  fathers categorised 

as depressed or not depressed at diagnosis. As w ith the adolescent patients, 

depressed m ood in parents was categorised by w hether the BDI score w as >
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10 or < 10 at diagnosis. The m ean depression scores for depressed m others 

(n=19) w ere 16.68 at diagnosis (SD 5.51, range 10-31), 15.06 at 6 m onths (SD 

8.49, range 1-33) and 15.16 at 12 m onths (SD 10.86, range 0-44). The m ean 

depression scores for non depressed m others (n=10) w ere 5.9 at diagnosis (SD 

2.77, range 0-9), 6.11 at 6 m onths (SD 4.31, range 0-15) and 6.30 at 12 m onths 

(SD 4.08, range 1-15). There was no change in depressed m ood over the year 

in m others initially categorised as depressed (F=.66 , p=.52) and  those not 

(F=.17, p=.85).

The m ean depression  scores for depressed  fathers (n=10) w ere 14.70 at 

diagnosis (SD 4.19, range 10-23), 10.60 at 6 m onths (SD 5.68, range 3-21) and

14.2 at 12 m onths (SD 6 .88 , range 7-27). The m ean depression scores for non 

depressed fathers (n=10) over the year were 4.2 at diagnosis (SD 2.74, range 0- 

9), 3.75 at 6 m onths (SD 3.92, range 0-12) and 2.4 at 12 m onths (SD 2.55, range 

0-6). There was no change in depressed m ood over the year in fathers initially 

categorised as depressed (F=.66 , p=.52) and those not (F=.17, p=.85).

Table 5.16: Change in  depression over the year follow ing d iagnosis in  the 
m others w ho w ere depressed or no t depressed at diagnosis

M others 6 m onths 12 m onths

Depressed 
at diagnosis 

n=19

Depressed 1 2 1 2

N on depressed 6 7

N on depressed 
at diagnosis 

n =10

Depressed 1 2

N on depressed 8 8

Tables 5.16 and 5.17 show how  m others and fathers categorised as depressed 

at diagnosis changed over the year. Of the 19 m others (6 6%) w ho w ere
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depressed at diagnosis, 12 (41%) rem ained so at 12 m onths. Ten m others 

(34%) were depressed at each time point they w ere assessed. Eight children 

of these m others (3 male, 5 female) had responded well to treatm ent and at 12 

m onths w ere in rem ission or disease free. The sons of the rem aining  2 

m others had  been ill th roughout the year. One m other w ho had  not been 

depressed at diagnosis, became depressed at 6 m onths and rem ained so at 12 

months. One m other who did not return  her questionnaires at 6 m onths was 

depressed at 12 months. The children of these m others w ere both  disease free 

and  well. Eight of the 30 m others (27%) w ere no t depressed  a t any poin t 

during the year, 1 of these mothers had  a child not responding to treatm ent.

Table 5.17: Change in depression over the year following diagnosis in the 
fathers who were depressed or not depressed at diagnosis

Fathers 6 months 12 months

Depressed 
at diagnosis 

n=10

Depressed 5 7

Non depressed 5 3

Non depressed 
at diagnosis 

n=10

Depressed 1 0

Non depressed 7 10

Of the 10 fathers w ho were depressed at diagnosis, 7 w ere also depressed at 

12 m onths. Four fathers w ere depressed  a t each tim e p o in t they  w ere 

assessed; 3 children of these fathers (2 male, 1 female) had  responded well to 

treatm ent and at 12 m onths were in rem ission or disease free. The daughter 

of the rem aining father had been ill th roughout the year. The children of the 

3 fathers w ho were depressed at diagnosis and  12 m onths bu t no t at 6 m onths 

w ere all well. N ine of the 20 fathers (45%) w ere not depressed at any point 

during the year, 3 of these fathers had children not responding to treatm ent.
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State anger

A d o l e s c e n t  p a t i e n t s

Table 5.18 shows the mean scores and ranges for the adolescent patients' state 

anger scores at diagnosis and 12 months. The correlation between state anger 

scores at diagnosis and 12 months was low (r=.55, p<.01).

Table 5.18: Adolescent patients mean state anger scores 
at diagnosis and 12 months

Male adolescent patients 12.61 (3.89) 
10-25

10.40 (1.0) 
10-14

Female adolescent patients 14.29 (5.22) 
10-26

12.0 (3.51) 
10-22

Hypothesis: That state anger would be positively related to state anxiety and 
depression in adolescent patients.

Hypothesis: That girls would have higher levels of state anger than boys.

None of the correlations between state anger and state anxiety, or state anger 

and depressed mood reached an r value of .6. At 12 months there was a low  

correlation between state anger and state anxiety (r=.58, p<.01).

1 6 -

S ta te
anger

1 4 -

1 2 -

10 -

12 m onthsD iagnosis

Girls (n=14) 

Boys (n=25)

Figure 5.9: Anger in male and female adolescent 
patients over the year after diagnosis
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Figure 5.9 shows the mean anger scores in the male and female adolescent 

patients at diagnosis and 12 months post diagnosis. There were no significant 

differences between male and female adolescent patients reporting of state 

anger at diagnosis (t=-1.12, p=.27) or at 12 months (t=1.61, p=.13, separate 

variance). Using a 2-way repeated measure ANOVA there was a significant 

change in anger over time (F^lS.Sq^^)/ p=-0008) but no significant sex 

difference (F=2.7, p = .ll) . There was no significant interaction between sex 

and time (F=.l, p=.79).

There were 2 girls and 1 boy whose state anger scores at diagnosis were more 

than 1 standard deviation above the norm of the control group, these data are 

not shown graphically. No adolescent patients became angry over the year. 

One female adolescent patient with local disease stayed angry throughout the 

year, she was disease free and well at 12 months. Of the other 2 patients who 

were angry at diagnosis; 1 had been told she had metastatic disease and the 

other that there was uncertainty as to whether he had secondary lung disease. 

Both had responded to treatment during the year and were well at 12 months.

P a r e n t s

Table 5.19 shows the mean scores and ranges for the mothers and fathers state 

anger scores at diagnosis and 12 months. In mothers there was a significant 

correlation between state anger scores at diagnosis and 12 months (r=.64, 

p<.01). This was not so for fathers.

Table 5.19; M others and fathers' mean state anger scores 
and ranges at diagnosis and 12 months

Mothers 13.38 (4.44) 14.07 (5.34)
10-25 10-27

Fathers 13.05 (3.91) 12.58 (4.0)
10-23 10-23

H ypothesis: That state anger would be positively related to state anxiety and 

depression in mothers and fathers.
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At the time of diagnosis there was a significant relationship betw een m others' 

reports of state anger and depression (r=.62, <p.01). A t the end  of the 12 

m onth study period, m others' state anger w as significantly related to levels of 

anxiety (r=.73, <p.01) and  depression  (r=.66, <p.01). There w ere also 

longitudinal correlations, m others' state anger at 12 m onths w as related to 

mood at 6 months; anxiety (r=.78, p<.01); depression (r=.64, p<.01). In fathers 

there w as a significant correlation betw een state anger and  depression at 12 

m onths (r=.61, <p.01). There were also longitudinal correlations, fathers' state 

anger at 12 m onths w as related to anxiety (r=.62, p<.01) and  depression 

(r=.65, p<.01) at 6 months.

Figure 5.10 shows the m ean anger scores in m others and fathers at diagnosis 

and 12 m onths. U sing 2-way repeated  m easure ANOVA there  w as no 

significant change in anger over tim e (F=1.3, p=.97), no r w as there a 

significant difference between m others and fathers anger scores (F=.5, p=.50).

1 8 - ,

State
anger

1 6 -

1 4 -

1 2 -

12 monthsDiagnosis

Fathers (n=20) 

Mothers (n=20)

Figure 5.10: A nger in  m others and fathers 
over the year after diagnosis
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Figure 5.11 shows the profile of state anger over the year w ith  m others and 

fathers categorised into angry or non angry groups. M others and  fathers 

were categorised as angry or not depending on w hether their m ean score at 

diagnosis w as m ore than 1 standard  deviation above the norm s reported by 

the authors of the State Trait Anger Expression Inventory (Spielberger 1988).

2 0 -,

State
anger

1 5 -

1 0 - Angry mothers (n=ll) 

Angry fathers (n=8)

Non angry mothers (n=18) 

Non angry fathers (n=ll)

Diagnosis 6 months 12 months

Figure 5.11: A nger in  angry and non angry m others and 
fathers over the year after diagnosis

Scores above 12.6 for m others and 13 for fathers w ere considered angry. The 

m ean scores for angry m others (n = ll)  w ere 17.91 at diagnosis (SD 4.23, range 

13-25) and 17.0 at 12 m onths (SD 6.10, range 10-27). The m ean scores for non 

angry m others (n=18) w ere 10.61 at diagnosis (SD .78, range 10-12) and 11.71 

at 12 m onths (SD 3.31, range 10-21). The m ean anger scores for angry fathers 

(n=8) w ere 16.38 at diagnosis (SD 4.10, range 13-23) and  15.63 at 12 m onths 

(SD 4.75, range 10-23). The m ean scores for non angry fathers (n = ll)  were 

10.64 at diagnosis (SD .67, range 10-12) and  10.36 at 12 m onths (SD .5, range 

10- 11).
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Table 5.20 show s m others' anger categories at 12 m onths. N ine of the 11 

m others w ho were angry at diagnosis w ere also angry at a year. Of these 9 

m others, 8 of their children had stable disease or w ere disease free at 12 

m onths. The child of the rem aining m other had relapsed during  the year but 

was in rem ission at 12 months. The 3 m others w ho started off no t angry bu t 

w ere angry by the 12 m onth assessm ent had  children  w ho h ad  finished 

treatm ent and were doing well, no suggestion of relapse.

Table 5.20: Change in  anger over the year follow ing diagnosis 
in  the m others w ho w ere angry or not angry at diagnosis

M others 12 months

Angry 
at diagnosis 

n = ll

Angry 9

Not angry 2

Not angry 
at diagnosis 

n=18

Angry 3

Not angry 14

Table 5,21: Change in  anger over the year follow ing diagnosis 
in  the fathers w ho w ere angry or no t angry at diagnosis

Fathers
12 m onths

Angry 
at diagnosis 

n=8

Angry 5

N ot angry 3

N ot angry 
at diagnosis 

n = l l

Angry 0

N ot angry 11

Table 5.21 shows fathers' anger categories at 12 m onths. No fathers w ho were 

not angry at diagnosis became angry at 12 months. Five fathers w ere angry at
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diagnosis and 12 months. Four of the children of these fathers w ere well and 

in rem ission or disease free at 12 m onths, the daugh ter of the rem aining 

father had been ill throughout the year.

Anxiety, depression and anger co-m orbidity over 12 m onth  s tudy  period

In this section "elevated" anxiety or anger scores refer to scores m ore than 1 

s tandard  deviation above the m ean scores, as used in the tables above to 

categorise h igh  and  low anxiety and  anger a t d iagnosis. S ignificant 

depressed m ood (or elevated depressed mood) refers to scores of 10 or above 

on the BDI which signifies mild to m oderate depressed mood.

Tables 5.22, 5.23 and 5.24 show  ind iv idual profiles of psychological co

m orbidity in the adolescent patients, their m others and  fathers during  the 

year on study. The tables are descriptive and aim to highlight how  individual 

patients, m others and  fathers' m ood fluctuated du rin g  the first year of a 

cancer diagnosis.

The fam ily ID num bers correspond across adolescent pa tien ts  and  their 

parents so it is possible to identify individuals from the sam e family. Disease 

status (D.S.) refers to w hether the cancer w as stable (S) or had  relapsed (R) at 

the 12 m onth time point. There w as 1 adolescent patient in w hom  there was 

uncertain ty  about w hether or not he h ad  relapsed  at 12 m onths. W ith 

hindsight it is possible to say that he had relapsed at 12 months. At the time 

he and his family knew of the uncertainties.
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Table 5.22: State anxiety, depressed mood and state anger profiles of the 12 adolescent patients (31%)
who reported more than one episode of elevated mood during the year on study

mm 1̂ 1 m
Anx. Dep. Anger Anx. Dep. Anx. Dep. Anx. Dep. Anger

3 S F Y Y N N 1 N /A Y Y N N N
16 s F N N Y Y N N N Y Y Y
18 s F N Y N Y N Y Y N Y N
19 R M Y Y N N Y N Y N Y N
21 R M N Y N N Y N /A N /A N N N
27 S F N Y N N Y N N N N N
35 u M N N Y N Y N N Y N N
37 s M N Y N N N N Y N N N
48 s F Y Y N N N Y N N N N
49 s F N N N N Y N Y N Y N
53 s F N N Y N N Y N N Y N
56 s F Y Y N N N Y Y i N N N

Family ID: numlaer common to al1 family members. Anx.=anxiety; Dep.=depression.
D.S.: Disease status; S=stable, R=relapsed; U=uncertainty.
Sex: F=female; M=male: Y= elevated mood; N= no elevated mood; N/A= not assessed.
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Table 5.23: State anxiety, depressed mood and state anger profiles of the 25 mothers (83%) who reported
more than one episode of elevated mood during the year on study (see Table 5.22 for key)

H H l H i
A nx. D ep . A n g e r A nx. D ep. A nx. D ep . A n g e r

1 S Y N N Y N N N N
3 S Y Y N N /A N /A Y Y N
5 R Y Y N /A Y Y Y Y Y
8 S N Y N N  1 N N Y N
9 S N N N Y Y Y Y Y

10 s Y Y Y Y Y Y Y Y
11 s N N N Y N Y N N
14 s Y Y N Y Y N N N
15 s Y N /A Y Y N N Y Y
17 s Y Y Y Y Y Y Y Y
18 s Y Y Y N Y N N N
20 R N Y N N Y N Y N
23 s Y Y N Y N N N N
25 s Y Y Y Y N Y Y Y
27 s Y Y N Y Y Y Y Y
36 s Y N N N /A  1 N /A Y Y N
40 R Y Y Y N N N N Y
42 s Y Y N N N N N N
43 S 1 Y Y N N N N N N
45 s i Y Y Y Y Y Y Y Y
51 S ! Y Y N Y Y Y Y Y
52 s N Y N Y Y N N N
53 s Y N Y Y N N N Y
55 s Y Y Y Y Y Y ! Y Y
56 s Y Y Y Y Y Y Y 1 Y
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Table 5.24: State anxiety, depressed mood and state anger profiles of the 11 fathers (55%)
w ho reported more than one episode of elevated mood during the year on study

w“ '—

Anx. Dep. Anger Anx. Dep. Anx. Dep. Anger
9 s N Y N N N N Y N

13 R Y Y Y Y Y Y Y Y
14 S Y Y Y Y Y N Y Y
17 S N Y Y N N Y Y Y
23 s Y 1 Y N Y Y Y Y N
27 S 1 N 1 Y N N Y N N N
35 u 1 Y N Y N Y N N N
37 s Y Y Y Y Y Y Y Y
40 R Y Y N Y N N N N
43 s Y Y Y Y N Y N Y
45 s Y Y N N N Y Y N

Family ID: number common to all family members. Anx.=anxiety; Dep.=depression. 
O.S.: Disease status; S=stable, R=relapsed; U=uncertainty.
Y= elevated mood; N= no elevated mood.
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A d o l e sc e n t  p a t ie n t s

Twelve adolescent patients (31%) reported a high level of state anxiety at least 

once during the year, see Table 5.22. Eighteen adolescent patients (46%) reported 

at least 1 episode of m ild to m oderate depressed m ood during  the year. Viewed 

m ore positively, 69% of adolescent patients did not report elevated anxiety over 

the year and 54% did not report significant levels of depressed mood. See Table 

5.20 for the profiles of psychological co-m orbidity in the 12 adolescent patients 

w ho had m ore than one episode of elevated mood.

Ten adolescent patients (26%) reported at least 1 episode of elevated anxiety and 

1 episode of m ild to m oderate depressed m ood during the year. Two adolescent 

patients had  2 episodes of elevated anxiety and depression, bo th  w ere female. 

There were 6 adolescent patients w ho reported  one episode of elevated anxiety 

and depressed mood, 4 female and 2 male.

There w ere 4 adolescent patients (10%) w ho reported both elevated state anxiety 

scores and clinically significant depressed m ood at diagnosis. Three w ere female 

adolescent patients. N one of these 4 w ere significantly anxious at 3 or 12 

m onths, 2 reported elevated anxiety levels at 6 m onths. The m ale adolescent 

patient reported m ild to m oderate depressed m ood throughout the year on study 

b u t had only been anxious at diagnosis. There w as 1 female adolescent patient 

w ho reported m ild to m oderate depressed m ood at 3, 6 and 12 m onths bu t not at 

diagnosis. She did not report elevated state anxiety at any point. This adolescent 

patien t had  a difficult time during treatm ent. She w as adm itted  into Intensive 

Care Unit twice, once after a stroke and once after an emergency splenectomy.

The female adolescent patient who w as angry at diagnosis and  12 m onths had 

h igh  levels of anxiety at 3 m onths and by 12 m onths reported  elevated state 

anxiety (STAI score 58) and significant depressed m ood (BDI score 17). These 

w ere the highest scores for anxiety and depression in the adolescent patients at
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the end of the year. This adolescent patient w as disease free at 12 m onths and 

had a very good prognosis.

M o t h er s

Table 6.23 shows individual m other's m ood co-m orbidity over the year. The 25 

m others (of 30) w ho reported  m ore than  1 ep isode of elevated m ood are 

included. There are 5 m others (13%) w ho had  elevated state anxiety, depressed 

m ood and state anger on each occasion they w ere assessed. The children of these 

5 mothers all had  stable disease. Of these 5 m others, 4 w ere d ivorced /separated  

or having on-going relationship difficulties. Of the rem aining m others included 

in this table 12 were m arried, 6 were divorced or separated and 2 w ere widowed.

Fa t h e r s

Table 5.24 shows individual father's m ood co-m orbidity over the year. The 11 

fathers (of 20) who reported more than 1 episode of elevated m ood are included. 

There are 2 fathers w ho had elevated state anxiety, depressed m ood and state 

anger scores on each occasion they w ere assessed. Both of the fathers w ere 

m arried although 1 had  m arital problem s as well as enorm ous difficulties at 

w ork. The rem ain ing  father h ad  a very  ill d au g h te r w hose cancer w as 

progressing rapidly.

M ood relationships w ith in  the fam ily

Hypothesis: That there would be relationships between anxiety in the adolescent patients 

and their parents, and depression in the adolescent patients and their parents.

There w ere no significant cross-sectional m ood correlations in the families w ith 

adolescent patients, m others and fathers com pleting questionnaires. There were 

significant correlations betw een fathers' depression at 12 m onths and m others' 

state anxiety (r=.65, p<.01) and depression (r=.65, p<.01) at diagnosis. There were 

correlations w ith  low significance betw een  m o th ers ' anxiety and  fathers ' 

depression at diagnosis (r=.56, p<.05) and both  m others and fathers' depression
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at 12 months (r=.58, p<.05). There were no significant cross-sectional or 

longitudinal mood correlations between adolescent patients and their mothers, 

with significance levels at .01 or lower. There were no significant cross-sectional 

or longitudinal mood correlations between adolescent patients and their fathers, 

with significance levels at .01 or lower. There were low correlations between  

adolescent patients and fathers' depression at 6 months (r=.55, p<.05), and 

adolescent patients depression and fathers' anxiety at 6 months (r=.57, p<.05).

Family m em bers' changes in mood scores

Individual scores of difference in state anxiety, depression and state anger were 

calculated for each participant at 12 months. The scores were the difference 

between the mood state at diagnosis and the mood state at 12 months. The 

difference could be negative or positive. The differences were compared to 

identify whether there had been similar changes in mood states in the adolescent 

patients, their mothers and fathers.

Table 5.25; Relationships betw een the differences in anxiety 
scores in adolescent patients, mothers and fathers

9 17 -9 -2
14 -17 29 16
17 4 1 -28
20 9 5 7
23 23 10 1
25 -10 10 2
27 23 -4 1
29 9 -8 7
35 -17 1 9
40 -2 19 35
42 16 7 8
43 21 34 2
45 8 -4 3
51 -18 -1 7
52 8 -7 22

A positive score indicates that anxiety has reduced, 
a negative score that it has increased.
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There were no significant relationships between the change in anxiety scores 

from diagnosis to 12 months in the adolescent patients and mothers (r=-.13), the 

adolescent patients and fathers (r=-.25) and mothers and fathers (r=.24). See 

Table 5.25 for the raw change in anxiety scores for each family member. There 

were 28 adolescent patient and mother pairs, there w as no significant 

relationship between their changes in anxiety scores (r=-.19). There were 20 

adolescent patient and father pairs, there was no significant relationship between 

their changes in anxiety scores (r=-.2).

Table 5.26: Relationships between the differences in depression 
scores in adolescent patients, mothers and fathers

pi

9 0 -7 -1
14 -4 13 0
17 0 -13 -15
20 0 -1 4
23 7 9 -3
25 1 3 0
27 12 -5 9
29 5 -1 4
35 -1 0 3
40 2 6 11
42 5 5 3
43 10 10 7
45 2 -1 0
51 -10 -3 3
52 2 7 4

A positive score indicates that depression has reduced, 
a negative score that it has increased.

There were no significant relationships between the change in depression scores 

from diagnosis to 12 months in the adolescent patients and mothers (r=.17), the 

adolescent patients and fathers (r=.29) and mothers and fathers (r=.42). See 

Table 5.26 for the raw change in depression scores for each family member. There 

were 28 adolescent patient and mother pairs, there w as no significant 

relationship between their changes in depression scores (r=-.03). There were 20 

adolescent patient and father pairs, there was no significant relationship between 

their changes in depression scores (r=.12).

There were no significant relationships between the change in anger scores from 

diagnosis to 12 months in the adolescent patients and mothers (r=.15), the
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adolescent patients and fathers (r=.37) and mothers and fathers (r=.13). There 

were 28 adolescent patient and mother pairs, there w as no significant 

relationship between their changes in anger scores (r=.19). There were 20 

adolescent patient and father pairs, there was no significant relationship between 

their changes in anger scores (r=.33).

Table 5.27; Relationships between the differences in mother^s depression 
scores and fathers anxiety scores at diagnosis and 12 m onths

9 -7 -2
14 13 16
17 -13 -28
20 -1 7
23 9 1
25 3 2
27 -5 1
29 -1 7
35 0 9
40 6 35

; 42 5 8
43 10 2
45 -1 3
51 -3 7
52 7 22

A positive score indicates that anxie ty /depression  
have reduced, a negative score that they have increased.

The difference scores for anxiety, depression and anger scores were compared in 

all family members (n=15 families, 45 individuals). There was a significant 

positive relationship between change in mother's depression score and change in 

father's anxiety score (r=.64, p<.01). The raw data underpinning this relationship 

are shown in Table 5.27. There were no relationships between the change in 

mood states of the adolescent patients and change in mood states of mothers or 

fathers. There was a significant positive relationship between change in anxiety 

and change in depression in the adolescent patients (r=.82, p<.01), the mothers 

(r=.7, p<.01) and the fathers (r=.78, p<.01). There were no relationships between 

a change in anger score and changes in anxiety or depression scores.
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5.4 NON MOOD VARIABLES 

Dispositional optimism

A d o l e s c e n t  p a t i e n t s

Table 5.28 shows the dispositional optimism scores for the adolescent patients 

over the year on study. Optimism as assessed by the LOT is proposed to be 

dispositional (Carver and Scheier 1985). However, there has been debate about 

the sensitivity of the LOT, and the correlation between optimism and the coping 

strategy positive re-interpretation and g row th  (Scheier, Carver et al. 1994; Chesler, 

1987). Hence it was decided to review whether optimism changed with disease 

trajectory in the current study.

Table 5.28: M ean dispositional optim ism  scores in adolescent patients 
at diagnosis, 3 and 12 months (standard deviations in parentheses)

Diagnosis I 3 m onths 12 m onths

Male adolescent patients 21.44 (4.34) 23.13 (4.32) 23.28 (4.28)

I  Female adolescent patients 19.29 (6.59) 24.83 (3.49) 22.71 (4.80)

H ypothesis: That optimism scores would be negatively correlated with anxiety, 

depression and anger in adolescent patients.

There w ere no significant negative correlations (r values >.6) betw een  

dispositional optimism and anxiety, depression, or anger in the adolescent 

patients during the year.

Two-factor repeated measures ANOVA of adolescent patients' dispositional 

optimism scores found a significant change over time (F=7.0(266)/ p=-002). The 

significant change over time was between dispositional optimism at diagnosis 

and at 3 months (Scheffe F=5.7, p<.01). There was significant variation between 

subjects (F=2.4, p<.001).

P a r e n t s

Table 5.29 show s the mean scores of dispositional optimism for mothers and 

fathers at diagnosis, 3 and 12 months.

H ypothesis: That optimism scores would be negatively correlated with anxiety, 

depression and anger in mothers and fathers.

Mothers' dispositional optimism score at 12 months was significantly negatively 

related to state anxiety at diagnosis (r=-.76, p<.01) and 12 months (r=-.72, p<.01).
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It was also significantly negatively related to mothers' depressed mood scores at 

diagnosis (r=-.65, p<.01) and 12 months (r=-.67, p<.01). Fathers' dispositional 

optimism score at 12 months was significantly negatively correlated with their 

depressed mood score on the same occasion (r=-.67, p<.01). There were no other 

significant relationships between optimism and mood states.

Table 5.29: M ean dispositional optimism scores in parents at diagnosis. 3 and 
12 months (standard deviations in parentheses)

1 Mothers 23.20 (5.89) 23.37 (6.15) 22.67 (6.05)

I Fathers 21.30 (6.25) 21.89 (6.13) 20.05 (5.78)

Illness perception

Table 5.30 show s the mean scores by sex for the illness representation  

dimensions of the IPQ at diagnosis and 12 months.

Table 5.30; Mean scores of illness representations on the IPO 
at diagnosis and 12 months

Diagnosis 12 months Diagnosis 12 months
Illness identity 5.37 (2.92) 4.17 (3.70) 5.07 (3.08) 5.07 (3.47)
Illness consequences 2.93 (.67) 3.09 (.69) 3.07 (.51) 3.41 (.39)
Illness cure 3.71 (.35) 3.70 (.47) 3.50 (.38) 3.41 (.38)
Illness time line 3.82 (.75) 2.62 (.97) 3.18 (1.01) 2.54(1.23)

Hypothesis: 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.

Hypothesis: 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.
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Id e n t i t y

The symptoms which comprise the mean score of the illness iden tity  sub-scale at 

diagnosis and 12 months are shown in Figure 5.12. The percentage of adolescent 

patients reporting each symptom appears to decrease over the 12 month study 

period, with the exception of nausea and breathlessness.

Symptom pain

Fatigue 

Limb stiffness 

Headaches 

W eight loss 

Sleep difficulties 

Dizziness

\ \ \ \ \ \ \ \ \ \ \ \ \ \ ^ \ \ \ \ \ \ \ \

TTrrrrrrm

...................I

Nausea 

Breathlessness

D iagnosis 

1 2  months

a

0
-i— I— I— I— I— I— I— I— I— I
10 20 30 40 50 60 70 80 90 100

Percentage of patients

Figure 5.12: Percentage of adolescent patients reporting 
specific symptoms at diagnosis and 12 months

There were no significant changes over time in the scores of illness identity.  

There were no significant correlations, with r values greater than .6, between  

mood states and illness iden tity  at any point during the study period. There was 

a low positive correlation between illness iden tity  and state anxiety at 12 months 

(r=.52, p<.01).

Figures 5.13 through to 5.21 show the percentage of adolescent patients who  

attributed their symptoms to the cancer or its treatment at 1, 3 and 6 months post 

diagnosis. The symptom checklist was not given at 12 months. The symptoms 

detailed were; pain; fatigue; limb stiffness; alopecia; nausea; vomiting; weight 

loss; headaches and mucositis.
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Figure 5.14: Percentage of adolescent patients reporting 
fatigue due to their cancer or its treatment
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The m ean num ber of sym ptom s the adolescent patients attributed to their cancer 

was 2.87 (SD 3.20, range 0-14) at 1 m onth, 4.24 (SD 4.79, range 0-15) at 3 m onths 

and 3.39 (SD 4.04, range 0-15) at 6 months. The m ean num ber of sym ptom s the 

adolescent patients attributed to their treatm ent w as 8.47 (SD 4.08, range 0-16) at 

1 m onth, 8.82 (SD 3.95, range 2-16) at 3 m onths and 7.43 (SD 4.20, range 0-15) at 6 

months.

Figures 5.13 th rough  to 5.21 reflect the tendency for adolescent patien ts to 

attribute their sym ptom s to treatm ent rather than their cancer. A proportion of 

the adolescent patien ts a ttribu ted  all their sym ptom s to their treatm ent at 1 

(27%), 3 (29%) and 6 (21%) m onths. The attributions w ere no t so apparen t in 

Figures 5.13 and 5.14 (pain and fatigue) w here betw een 30-40% of the adolescent 

patients attributed these sym ptom s to the cancer as well as its treatm ent. Figure 

5.15 showed the attribution profile of limb stiffness. The adolescent patients did 

not differentiate betw een cancer and its treatm ent as causes for limb stiffness. 

The num ber of sym ptom s a ttrib u ted  to cancer a t 3 m onths significantly  

correlated w ith the num ber of sym ptom s attributed to cancer at 6 m onths (r=.67, 

p<.01). The correlation betw een the sym ptom s attributed  to treatm ent on both 

these occasions was not as high (r=.59).

Hypothesis: That 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.
Hypothesis: That there would be a positive relationship between the number of symptoms 
reported, whether due to treatment or disease, and anxiety, depression and anger. 
Hypothesis: That optimism would be negatively correlated with physical symptom 

reporting by the adolescent patients.

At 3 m onths the num ber of sym ptom s attributed  to the treatm ent significantly 

correlated w ith  state anxiety a t 3 m onths (r=.63, p<.01) and  the num ber of 

sym ptom s due to the cancer correlated w ith  state anger at diagnosis (r=.61, 

p<.01). There were no significant relationships betw een sym ptom s and m ood 

states at 1 m onth and 6 m onths. There were no significant negative relationships 

betw een sym ptom s and optim ism  in the adolescent patients at any point during 

the year.
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At 6 m onths there were no significant correlations betw een the symptoms 

attributed to treatm ent or illness {illness identity) and the coping strategies 

adopted by the adolescent patients.

C a u s e

Figure 5.22 shows the mean scores on the cause dimension of the IPQ at diagnosis 

and 12 months. There were no significant differences between the mean scores at 

diagnosis and at 12 months using paired t-tests, see Table 5.31. At diagnosis and 

a year later, adolescent patients saw chance as the principal cause of their cancer. 

The least endorsed reason for their cancer was others' behaviour.

Figure 5.22; Mean scores at diagnosis and 12 m onths on the cause  
dim ension of the illness perception questionnaire

Strongly 5 n
agree

Mean score 
Cause IPQ

Strongly
disagree

k d  Diagnosis 

F I  12 months

f /

*; iC :

Chance Virus Pollution Genetic Stress Own behavior Diet Other people

Table 5.31: Analysis of the dim ensions on the cause sub-scale of the IPO at 
diagnosis and 12 m onths

Chance " 3.39 3.71 -.32 1.28 -1.53 .14
Virus 2.61 2.29 .32 1.38 1.41 .17
Pollution 1.97 2.18 -.21 1.19 -1.09 .28
Genetic 1.81 2.08 -.27 1.10 -1.50 .14
Stress 1.92 2.03 -.11 1.03 -.63 .53
Own behaviour 1.79 1.84 -.05 1.11 -.29 .77
Diet 1.76 1.89 -.13 1 1.10 -.74 .46
Others behaviour T53 1.61 ^ -.08 .82 :.59 .56

The authors described two sub-variable scores w ithin the cause dim ension; 

internal and external (Weinman, Petrie et al. 1996). The internal cause score is
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m ade up from questions about genetics, stress and ow n behaviour. The external 

score from questions about chance, germs, pollution, diet and others' behaviour. 

At 12 m onths there w ere correlations betw een the internal cause score and state 

anxiety at 3 (r=.49), 6 (r=.51) and 12 m onths (r=.46) and  depression at 12 m onths 

(r=.45). These scores were significant at the p<.01 level b u t the r values were low.

C u r e /CONTROL

There were no significant changes over tim e in the score of cure. There w ere no 

significant correlations, w ith  r values greater than .6, betw een m ood states and 

cure/control a t any poin t during  the study period. There w ere no relationships 

between coping strategies and the illness representations of cure/control

Tim e  l in e

There w ere no significant correlations, w ith  r values greater than  .6, betw een 

m ood states and illness time line at any point during  the s tudy  period. There was 

a significant decrease in the time line score from diagnosis to 12 m onths (t=5.3, df 

36, p<.001). There w ere no relationships betw een coping strategies and the 

illness representations of time line.

C o n s e q u e n c e s

There w as an unacceptable alpha co-efficient (-.07) for the dim ension of illness 

consequences at diagnosis. The Cronbach's alpha for the consequences dim ension at 

12 m onths was .42. There w ere no significant changes over tim e in the score of 

consequences. There w as a low correlation betw een  illness consequences and  

depression  at 12 m onths (r=.5, p<.01). There w ere no fu rth er significant 

correlations, w ith  r values greater than  .6, betw een m ood states and illness  

consequences at any point during the study period.

Hypothesis: 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.

At 12 m onths there were significant correlations betw een illness consequences and 

the coping strateg ies of positive re-interpretation and grow th  (r=.69, p<.001), 

planning  (r=.59, p<.001) and the suppression o f com peting activities (r=.49, p=.002). 

At 12 m onths there was a significant correlation betw een illness consequences and 

the num ber of sym ptom s the adolescent patients attributed to their treatm ent at 3 

m onths (r=.61, p<.01).
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F igure 5 .27: C hanges in sh op p in g reported d u n n g  the first

Q  Given up 

B  Reduced 

E3 No change 

H  Increased

N um ber o f
adolescent
patients

Figure 5 .27: C hanges in go in g  to the pub reported  
during the first year o f  d iagn osis

15-1
Num ber o f  
adolescent 
patients

1 0 -

Diagnosis 3 months 6 months 12 months 

T im e

Q  Given up 

B  Reduced 

Q  No change 

Q  Increased

Diagnosis 3 months 6 months 12 months 

T im e

F igure 5 .28: C hanges in Saturday iob/paper round
reported during the first year o f  d iagnosis

15

N um ber o f  
adolescent 
patients

10

0
Diagnosis 3 months 6 months 12 months

0 3  Given up 

B  Reduced 

[2] No change 

Q  Increased

Time

262



Activities

Figures 5.23 to 5.28 display how  the adolescent patien ts partic ipation  in six 

activities changed over the 12 m onths from  diagnosis. The 6 activities were; 

school attendance; friends visiting the adolescent patien ts ' hom e; the adolescent 

patients visiting friends' homes; going shopping; going to pubs and Saturday 

jo b s /p ap e r  rounds. As previously  d iscussed , the checklist used  to assess 

activities was not sufficiently reliable for statistical analysis. The graphs give an 

indication of how  activities changed rather than  an absolute m easure of change.

The majority of adolescent patients had  given up  school at diagnosis and alm ost 

50% w ere still no t a ttend ing  school a t 6 m onths. There w as an increase 

th roughout the year in friends' visiting the adolescent patien ts at hom e and 

decreases in the adolescent patients visiting their friends at hom e from diagnosis 

to 6 months. There were decreases at diagnosis, 3 and 6 m onths in the adolescent 

patients going shopping and going to the pub  bu t by 12 m onths these activities 

w ere increasing. Of the adolescent patien ts w ho h ad  Saturday jobs or paper 

rounds m ost had given these up at diagnosis. In discussion w ith  the patients this 

had  usually  been pre-diagnosis, as the adolescent patien t had  begun to feel 

unwell or be limited by reduced mobility or pain  at their tum our site.

Coping

Adolescent patients

Table 5.32 show s the m ean scores by  sex of the coping strategies used  at 

diagnosis, 6 and 12 m onths by the adolescent patients. A m ean score of 1 

indicates that the coping strategy was no t used; "I usually don 't do this at all". A 

m ean score of 4 corresponds to the coping strategy being used m uch of the time; 

"/ usually do this a lot".

Two-factor repeated m easures ANOVA w as used to assess change over tim e and 

sex differences in the adolescent patients' use of the coping strategies defined by 

the COPE, see Table 5.33. The adolescent patients reported  using  one coping 

strategy less as the year progressed; seeking social support fo r  emotional reasons. 

The significant change over time w as betw een the use of seeking social support fo r  

emotional reasons at diagnosis and 12 m onths (Scheffe F=17.3, p<.01). There was 

significant variation betw een subjects (F=3.1, df 37, p=.0004).
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Table 5.32: M ean coping scores in adolescent patients at diagnosis, 
6 and 12 m onths (standard deviations in parentheses)

Adolescent boys

Diag. 6 m on. 12 m on. Diag. 6 m on. 12 m on.

Positive re-interp. & growth 2.49 (.62) 3.01 (.58) 2.67 (.81) 2.88 (.62) 3.17 (.64) 3.07 (.56)

Active coping 2.25 (.66) 2.26 (.66) 2.23 (.60) 2.68 (.60) 2.48 (.56) 2.37 (.41)

Planning 1.83 (.62) 2.19 (.74) 1.83 (.70) 2.20 (.69) 1 2.31 (.72) 2.25 (.49)

Seeking support emotional 2.30 (.73) 2.26 (.77) 1.94 (.55) 3.14 (.64) 2.77 (1.0) 2.59 (.66)

Seeking support instrumental 2.66 (.77) 2.50 (.95) 1.88 (.55) 2.15 (.73) 2.13 (.73) 2.45 (.55)

Suppression competing activities 1.79 (.67) 1.95 (.46) 1.67 (.78) 2.02 (.70) 1.90 (.63) 1.90 (.47)

Religion 1.65 (.94) 1.68 (.90) 1.45 (.84) 1.77 (1.0) 1.75 (.84) 1.64 (.91)

Acceptance 3.39 (.68) 3.49 (.41) 3.32 (.54) 3.36 (.45) 3.23 (.67) 3.27 (.55)

Mental disengagement 2.36 (.69) 2.53 (.61) 2.27 (.63) 2.43 (.65) 2.38 (.51) 2.23 (.65)

Venting of emotions 1.70 (.56) 1.61 (.63) 1.49 (.51) 2.48 (.66) 2.42 (.66) 2.30 (.61)

Behavioural disengagement 1.40 (.53) 1.35 (.47) 1.31 (.36) 1 1.41 (.53) 1.46 (.50) 1.30 (.38)

Denial 1.39 (.54) 1.35 (.50) 1.23 (.30) 1.21 (.29) 1.48 (.45) 1.27 (.21)

Restraint coping 1.84 (.68) 1.89 (.53) 1.74 (.63) 2.02 (.53) 1.94 (.41) 1.86 (.48)

Alcohol use 1.13 (.61) 1.04 (.18) 1.08 (.25) 1.07 (.27) 1.29 (.46) 1.27 (.50)

Humour 2.08 (1.1)
....................

2.46 (1.0) 2.32 (1.1) 1.89 (.74) 1.88 (.96) 1.98 (.63)
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Hypothesis: That adolescent girls will use the social support coping strategies of seeking 

emotional and instrumental support more frequently than adolescent boys.

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

Hypothesis: That boys will use more humour than girls.

There was a significant difference in boys and girls use of seeking social support fo r  

emotional reasons, the seeking social support fo r  instrum enta l reasons and the ven tin g  

of emotions. There were no significant sex differences in the use of hum our or 

denial.

Table 5.33: Change over time and sex differences in  the coping scores of 
adolescent patients (ANOVA)

F value p value F value p value
Positive re-interp. & growth 3.0 .09 3.8 .058
Active coping 2.1 .16 3.0 .093
Planning 2.1 .89 4.1 .051
Seeking support emotional 17.2 .0002 15.0 .0004
Seeking support instrumental 4.1 .052 9.1 .005
Suppression competing activ. 1.5 .22 1.8 .19
Religion 3.6 .06 .2 .62
Acceptance .5 .49 .1 .79
Mental disengagement 1.4 .25 1 1.6 .89
Venting of emotions 3.9 .06 23.0 .0001
Behavioural disengagement 1.0 .33 2.8 .96
Denial 1 .8 .38 .6 .46
Restraint coping 1 1.6 .21 1.1 .30
Alcohol use .3 .61 .3 .58
Humour 1 3.6 .06 .9 .34

As described earlier in this chapter, the repeated measures ANOVA statistic 

analysed data at diagnosis and 12 months only due to missing data at 6 months. 

When the 6 m onth data was included in the ANOVA analysis, p o s i t iv e  re

in terpre ta tion  and g ro w th  was noted to have significantly changed over time 

(F=5.4, df 2, p=.007). There was an increase of the use of this coping strategy 

between diagnosis and 6 months (Scheffe F=5.5, p<.01), there was significant 

variation between subjects (F=2.9, df 29, p=.0003).

H ypothesis: That there would be negative correlations between the use of seeking 

emotional and instrum ental social support as coping strategies and anxiety and 

depression in the adolescent patients.
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Hypothesis: That the use of positive re-interpretation and growth, active  coping, and 
planning  would be negatively correlations with anxiety and depression.
Hypothesis: That the coping strategies of behavioural and m ental disengagem ent would 
be related to poorer psychological well being.
Hypothesis: That anger and the coping strategy of religion would be negatively 
correlated.

There were no significant correlations, w ith r values above .6, betw een the mood 

states of anxiety, depressed mood and anger, and coping strategies during the 12 

m onth study period.

Hypothesis: 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.

At 12 m onths, there w ere no significant differences in  the coping strategies 

adopted  by those adolescent patients w ho w ere still receiving treatm ent and 

those w ho had  com pleted treatm ent; positive re-interpretation and growth  (t=1.18, 

p=.25); active coping  (t=-.10, p=.92); p la n n in g  (t=.02, p=.98); seeking emotional 

support (t=1.45, p=.16); seeking instrum ental support (t=1.12, p=.27); suppression o f 

competing activities (t=-.64, p=.53); religion (t=-.74, p=.47); acceptance (t=.04, p=.97); 

m ental disengagement (t=-1.39, p=17); venting  emotions (t=-.34, p=.76); behavioural 

disengagem ent (t=-.10); denial (t=1.61, p=.12); restra in t coping  (t=-1.02, p=.31); 

alcohol use (t=1.61, p=.12) and hum our (t=.07, p=.95).

Hypothesis: That it may be possible to identify coping strategies adopted when an 
adolescent patient experiences a cancer relapse.

D uring  the 12 m onth  study  period  it w as not possible to assess the coping 

strategies that adolescent patients m ay or m ay not adop t at cancer relapse. This 

w as due to the low num ber of cancer relapses during  the s tudy  period, and, the 

specific assessm ent points of 3, 6 and  12 m onths w hich d id  no t necessarily 

correspond to the relapse points.
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P a r e n t s

Table 5.34 shows mean coping scores in mothers and fathers at diagnosis, 6 and 

12 months. A mean score of '1' indicates that the coping strategy was not used; 

"I usually don 't do this at all". A  mean score of '4' corresponds to the coping 

strategy being used much of the time; "I usually do this a lot".

Table 5.34: Mean coping scores in parents at diagnosis and 12 m onths 
(standard deviations in parentheses)

■ H il l m m
1 Diagnosis 12 months 1 Diagnosis [ 12 months 1
1 Positive re-interp. & growth 3.06 (.74) 2.81 (.68) 2.80 (.64) 2.65 (.62)

Active coping 3.04 (.62) 2.81 (.61) 2.68 (.75) 2.64 (.68)
Planning 2.64 (.53) 2.48 (.57) 2.41 (.65) 2.40 (.58)
Seeking support emotional 3.01 (.94) 2.70 (.83) 2.22 (.75) 2.21 (.63)
Seeking support instrumental 2.97 (.74) 2.70 (.80) 2.47 (.75) 2.38 (.78)
Suppression competing activ. 2.72 (.70) 2.47 (.42) 2.42 (.68) 2.51 (.47)
Religion 2.201(1.2) 2.161(1.23) 1.881(1.05) 1.961(1.04)
Acceptance 3.03 (.66) 3.07 (.66) 2.95 (.67) 2.86 (.56)
Mental disengagement 1.77 (.33) 1.96 (.52) 1.62 (.38) 1.81 (.37)
Venting of emotions 2.53 (.77) 2.47 (.86) 1.95 (.73) 2.06 (.60)
Behavioural disengagement 1.36 (.39) 1.52 (.54) 1.57 (.56) 1.90 (.69)
Denial 1.41 (.51) 1.37 (.52) 1.58 (.71) 1.61 (.72)
Restraint coping 2.56 (.80) 2.28 (.68) 2.20 (.56) 2.25 (.65)
Alcohol use 1.28 (.48) 1.19 (.47) 1.29 (.73) 1.54 (.86)
Humour 1.84 (.87) 1.63 (.71) 1.46 (.69) 1.53 (.46)

Hypothesis: That mothers will use the social support coping strategies of seeking 
emotional and instrumental support more frequently than fathers.
Hypothesis: That fathers will endorse the active coping strategies of planning, 

suppression o f  competing activities and restraint coping  more than mothers.
Hypothesis: That mothers will use religion more then fathers in attempting to cope with 
their child's cancer.

Two-factor repeated measures ANOVA was used to assess change over time and 

sex differences in the parents' use of the 15 coping strategies defined by the 

COPE, see Table 5.35. Parents reported using one coping strategy significantly 

less as the year progressed; active coping. Parents reported  using 2 coping 

strategies more as the year progressed; m ental d isengagem ent  and behavioura l  

disengagem ent. There was a significant difference in mothers and fathers use of 

seeking social support fo r  emotional reasons but not for in s tru m en ta l  reasons. There 

were no differences in mothers and fathers use of p la n n in g ,  the suppression o f  

competing activities, restraint coping or religion.
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Table 5.35: Change over time and sex differences in the coping strategies of 
parents (ANOVA)

F value p value F value p value
Positive re-interp. & growth 6.2 .017 1.2 .28
Active coping 6.4 .015 1.8 .19
Planning 3.5 .07 .8 .38
Seeking support emotional 6.0 .019 7.1 .011
Seeking support instrumental 3.6 .064 4.1 .048
Suppression competing activ. 1.9 .17 .6 .44

i  Religion .7 .93 .5 .47
1 Acceptance 2.9 .87 .8 .39

Mental disengagement 10.8 .002 1.7 .20
Venting of emotions .95 .92 5.7 .02
Behavioural disengagement 10.6 .002 3.8 .06
Denial .1 .32 1.3 .26
Restraint coping 3.9 .054 .8 .37
Alcohol use .2 .62 1.1 .29

; Humour 1.3 .26 1.5 .23

Hypothesis: That there would be negative correlations between the use of seeking 
emotional and in s t r u m e n ta l  social support as coping strategies and anxiety and 
depression in mothers and fathers.
Hypothesis: That the use of posit ive  re-interpretation and growth, a c t ive  coping, and 
planning would be negatively correlations with anxiety and depression.
Hvpothesis: That the coping strategies of behavioural and m ental d isengagem ent would 
be related to poorer psychological well being.
Hypothesis: That anger and the coping strategy of religion would be negatively 
correlated.

For mothers at 12 months, there was a significant negative correlation between  

their use of posit ive  re-in terpretation and gro w th  and their state anxiety (r=-.60, 

p<.01). There were no further relationships between coping strategies and 

anxiety, depression or state anger.

Hypothesis: That optimism would be positively correlated with acceptance, planning and 
humour as coping strategies.
Hypothesis: That optimism would be negatively correlated with the coping strategies of 
avoidance and behavioural disengagement.
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M others' reports of using positive re-interpretation and grow th  at diagnosis 

significantly correlated w ith dispositional optim ism  at diagnosis (r=.63, p<.01) 

and 3 months (r=.69, p<.01) and positive re-interpretation and grow th  at 12 months 

correlated w ith  optim ism  at 12 months (r=.73, p<.01). There w as a significant 

negative correlation betw een the use of behavioural disengagem ent at diagnosis 

and dispositional optim ism  at 3 months (r=-.671, p<.01). There were no further 

significant correlations between coping strategies and dispositional optimism.

Fathers' use of seeking social support fo r  em otional reasons at 12 m onths w as 

significantly negatively correlated w ith state anger at 12 m onths (r=-.62, p<.01). 

The use of behavioural disengagement by fathers at d iagnosis w as significantly  

positively related to their depressed m ood at diagnosis (r=.62, p<.01), 6 (r=.62, 

p<.01) and 12 months (r=.64, p<.01). The use of behavioural disengagem ent at 12 

m onths w as related to depression at diagnosis (r=.64, p<.01). There were no 

further relationships between coping strategies and mood.

For fathers there was a relationship betw een positive re-interpretation and growth at 

12 m onths and dispositional optim ism  at diagnosis (r=.62, p<.01). The use of 

behavioural d isengagem en t at d iagn osis w as also sign ifican tly  related to 

dispositional optim ism ; at diagnosis (r=-.62, p<.01) and 12 m onths ( r=-.72, 

p<.01). There were no further significant correlations betw een coping strategies 

and dispositional optimism.

Re l a t io n s h ip s  b e t w e e n  c o p in g  str a teg ies  in  a d o l e s c e n t  p a t ie n t s  a n d

PARENTS

Hypothesis: That acceptance would be frequently used as a coping strategy in all family 
members.
Hypothesis: That the coping strategy of behavioural disengagement would not generally 
be used.
Hypothesis: 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.

Table 5.36 show s the percentage of adolescent patients, mothers and fathers w ho  

reported using each coping strategy 'at least a little bit' at diagnosis and 12 

months. Acceptance w as reported as being used "at least a little bit" by alm ost 

100% of the adolescent patients and their parents at diagnosis and 12 months.

269



Table 5.36: Percentage of adolescent patients, mothers and fathers who reported using 
each coping strategy 'at least a little biT at diagnosis and 12 months

wm— I
Adol.
boy

Adol.
girl

M other Father Adol.
boy

Adol.
girl

M other Father

Positive re-interp. & growth 100 100 100 95 100 100 100 100
Active coping 100 100 100 100 96 100 100 100
Planning 79 100 100 100 76 100 97 100
Seeking support emotional 96 100 90 89 88 100 100 95
Seeking support instrumental 96 100 97 100 88 100 100 95
Suppression competing activities 79 86 100 95 72 100 100 100
Religion 50 57 71 63 32 57 63 61
Acceptance 100 100 97 100 100 100 97 100
Mental disengagement 100 100 97 89 96 100 97 95
Venting of emotions 88 100 1 97 95 68 100 93 95
Behavioural disengagement 48 57 55 68 67 57 63 83
Denial 50 50 62 58 50 71 60 72
Restraint coping 83 100 93 95 88 86 93 95
Alcohol use 4 7 31 26 12 29 27 39
Humour 68 71 76 47 80 79 63 67
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Other coping strategies that were reported to be used by m ost of the adolescent 

patients and their parents were positive re-interpretation and grow th, active coping 

planning, the seeking o f social support fo r  emotional and instrum enta l reasons, the 

venting o f emotions and mental disengagement. Alcohol use w a s  not used by between  

60 and 88% of family members. Religion and denial w ere also less frequently used  

coping strategies.

Hypothesis: 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.

There w ere no relationships betw een  acceptance and m ood states in the 

adolescent patients or their parents. A dolescent patients, m others and fathers 

were categorised into groups of high and low  ""users" of acceptance as a coping  

strategy. The categories were based on whether the adolescent patients, mother 

or fathers had scored above or below  the m ean scores for their group at 

diagnosis. There were no significant differences in anxiety or depressed m ood  

at 6 and 12 m onths betw een the high and low  users of acceptance. H owever, 

mothers (n=16) and fathers (n=8) categorised as low  users of acceptance had 

consistently higher mean scores for anxiety at 6 and 12 m onths and depression at 

6 and 12 months compared to those categorised as high users of acceptance.

Hypothesis: That lower income families would adopt m e n ta l  and behavioural 

disengagement strategies more commonly than higher income families.

There w as no relationship betw een fam ily incom e and the use of m ental and  

behavioural disengagem ent. The adolescent patients, m others and fathers were 

categorised into high (>£20,000 per annum) and low  (<£20,000 per annum) 

incom e groups. There were no significant differences in the use of m en ta l 

disengagement betw een these tw o groups in the adolescent patients at diagnosis 

(t=1.0, p=.33), 6 (t=-.44, p=.67) and 12 months (t=.42, p=.68); mothers" at diagnosis 

(t=-.13, p=.9) and 12 months (t=.02, p=.98), and fathers" at diagnosis (t=.27, p=.79) 

and 12 months (t=.38, p=.71). There were no significant differences in the use of 

behavioural disengagement betw een these tw o groups in the adolescent patients at 

diagnosis (t=.62, p=.54), 6 (t=-1.3, p=.21) and 12 months (t=-.95, p=.35); mothers' 

at diagnosis (t=2.02, p=.053) and 12 m onths (t=.36, p=.72), and fathers" at 

diagnosis (t=.8, p=.43) and 12 months (t=1.24, p=.24).
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Adolescent patients and mothers

Hvpothesis: That initially differing coping strategies adopted by family members would 
become more similar with the disease history.
Hvpothesis: That the coping strategies adopted by individual family members, 
particularly parents, would have an impact on other family member's psychological well
being.

There were no significant correlations betw een the coping strategies adopted by  

adolescent patients and those adopted by mothers. There w ere no significant 

relationships betw een the coping strategies adopted by adolescent patients and 

mothers, and m ood states in adolescent patients and mothers w ith  r values >.6. 

H owever, Mothers' anxiety at 12 months w as significantly negatively correlated 

w ith the adolescent patients use of seeking social support for emotional reasons 

(r=-.52, p<.01). The adolescent patients use of seek in g social support for 

instrum ental reasons at 12 months w as significantly negatively related to mothers 

anxiety (r=-.57, p<.01), depression (r=-.55, p<.01) and anger (r=-.53, p<.01) at 

12months.

Adolescent patients and fathers

There w as a significant positive correlation betw een adolescent patients' use of 

religion at diagnosis and fathers' positive re-interpretation and grow th  at 12 months 

(r=.62, p=<.01). At 12 m onths there w as a significant positive  correlation  

between adolescent patients suppression o f competing activities and fathers' positive 

re-interpretation and grow th  (r=.73, p<.01). There w as a significant negative  

correlation betw een adolescent patients use of positive re-interpretation and growth  

and fathers' denial at 12 months (r=-.6, p<.01).

Adolescent patients' use of alcohol at diagnosis w as significantly correlated with  

fathers' venting  o f emotions at diagnosis (r=.63, p<.01) and fathers' restraint coping 

at 12 m onths (r=.62, p.Ol). A dolescent patients and fathers' use of religion as a 

coping strategy w as significantly positively correlated at diagnosis (r=.79, p<.01), 

at 12 m onths (r=.63, p<.01) and across tim e at diagnosis and 12 m onths (r=.82, 

p<.01). There w ere also significant relationships in adolescent patients' and 

fathers' use of h u m o u r  as a coping strategy. The relationships w ere betw een  

adolescent patients' scores at diagnosis and fathers' scores at 12 m onths (r=.68, 

p<.01) and betw een fathers' scores at diagnosis and adolescent patients' scores at 

12 months (r=.65, p<.01).
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There were tw o significant relationships betw een the coping strategies adopted  

by adolescent patients and fathers, and m ood states in adolescent patients and 

fathers w ith a significance values of .01 or below. A dolescent patients' anxiety at 

12 months w as significantly positively correlated w ith fathers use of behavioural 

disengagem ent as a coping strategy at 12 months (r=.62, p<.01). Fathers' anger at 

12 m onths w as significantly negatively correlated w ith  the adolescent patients 

use of acceptance at 6 months (r=-.63, p<.01).

Mothers and fathers

There w as a correlation betw een mothers' and fathers' use of p lann ing  as a 

coping strategy at 12 months (r=.66, p.Ol). Mothers' use of seeking instrum ental 

social support and fathers' suppression o f com peting activities  w ere significantly  

correlated at 12 months (r=.70, p<.01).

There w as a significant negative correlation betw een mothers' use of acceptance at 

diagnosis and fathers' use of denial at 12 months (r=-.85, p<.01). Mothers' use of 

m ental disengagem ent at diagnosis significantly correlated w ith  fathers' use of 

m ental disengagem ent at 12 m onths (r=.67, p<.01). Fathers' use of m e n ta l  

disengagement at 12 months was significantly related to mothers' use of restraint 

coping at diagnosis (r=.66, p<.01) and 12 m onths (r=.72, p<.01). Mothers' use of 

denial at 12 m onths w as significantly related to fathers' use  of behavioural 

disengagement at diagnosis (r=.60, p<.01). Fathers' use of hum our at 12 months 

w as significantly negatively related to mothers' use of behavioural disengagement 

at diagnosis (r=-.63, p.Ol).

There were significant negative relationships betw een mothers' use of acceptance 

as a coping strategy at 12 m onths, and fathers' anxiety (r=-.65, p<.01) and  

depression (r=-.81, p<.01) at 12 months.

Table 5.37 show s the parents' m ean scores on the C oping Health Inventory for 

Parents (CHIP) at 3 m onths and 12 months. There w ere correlations betw een  

mothers' use of fa m ily  integration as a coping strategy at 3 m onths and state 

anxiety (r=-.51) and depressed m ood (r=-.57) at diagnosis. There were also 

relationships betw een mothers' use of social environm ent at 3 m onths and state 

anxiety (r=-.49) and depressed m ood (r=-.54) at diagnosis. In fathers, the use of 

fam ily  integration  at 12 months w as significantly negatively related to state anger
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at 12 months (r=-.6). These scores were significant at the p<.01 level but the r 

values were low.

Table 5.37: Mean CHIP scores in mothers and fathers at 3 and 12 months

@HIE coping pattern Mothers Fathers

3 months 12 months 3 months 12 months

Integration 49.30

(10.66)

49.27 (9.17) 47.28 (7.81) 48.83

(10 .01)

Social environment 37.22

(10.55)

36.50

(13.68)

32.06 (7.92) 31.79

(13.58)

Medical information 22.89 (5.88) 24.23 (6.08) 19.56 (5.54) 21.63
(6 .01)

Hypothesis: 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.

There were no relationships between the parents' use of in tegra tion  and social  

en vironm ent  as coping strategies, and mood in the adolescent patients, at the .01 

level of significance. There was a low negative correlation between mothers' use 

o t  fostering fam ily  integration and the adolescent patients' depression at 12 months 

(r=-.43, p<.01).

There were relationships between the use of the CHIP coping strategies and 

dimensions of the COPE. Fathers' use o i  fa m i ly  in tegra tion  at 12 months was 

significantly positively related to the use of posit ive  re-interpretation and grow th  

(r=.76, p<.01), planning  (r=.72, p<.01) and seeking social support fo r  emotional reasons 

(r=.67, p<.01) at 12 months. Using social environm ent  at 3 months was related to 

the use of positive re-interpretation and grow th  at diagnosis (r=.63, p<.01) and using 

the strategy at 12 months was also related to posit ive  re-in terpretation and grow th  

at 12 months (r=.61, p<.01). The use of medical information  at 12 months was 

significantly related to the seeking o f  social support fo r  ins trum en ta l reasons at 12 

months (r=.67, p<.01). There were no significant relationships between the CHIP 

and COPE dimensions in mothers.
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Family environment

A d o l esc e n t  pa tien ts

Table 5.38 shows the mean scores in the male and female adolescent patients for 

the family environment dimensions at diagnosis and 12 months.

Table 5.38: Mean family environment scores in adolescent patients at 
diagnosis, 6 and 12 months (standard deviations in parentheses)

Diag. 6 mon. 12 mon. Diag. 6 mon. 12 mon.

Cohesion 3.94 (.77) 4.04

(.59)

3.87

(.64)

4.56 (.43) 4.28 (.52) 4.05 (.98)

Conflict resolution 3.76 (.65) 4.01

(.63)

3.59 (.72) 4.25 (.97) 3.81 (1.03) 3.54 (1.06)

,1

; Routine 3.32 (1.16) 3.03

(.99)

3.02 (1.30) 2.75 (1.64) 2.58 (1.22) 2.86 (1.36) I

H y p o th esis : That there would be a negative relationship between state anger and conflict 

resolution in the adolescent patients.

There were no significant relationships between conflict resolution and state anger 

with r values >.6 in the adolescent patients. However, state anger and conflict 

resolution were negatively related at diagnosis (r=-.46, p<.01) and at 12 months 

(r=-.49, p<.01). There were relationships betw een the dim ension of co n fl ic t  

resolution  at 12 months and state anxiety at 6 months (r=-.51) and depressed  

mood at 12 months (r=-.5). These scores were significant at the p<.01 level but the 

r values were low.

Hypothesis: That anger scores would be negatively related to the cohesion  and conflict  

resolution scales of the FAME questionnaire.

There was a significant negative relationship between conflict resolution  at 6 

months and anger in at 12 months (r=-.73, p<.01). There were no further 

significant relationships.

Hypothesis: 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 sa tisfaction  scores on the social support 

questionnaire.
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In the adolescent patients there were no significant relationships between the 

cohesion scale of the FAME and the social support coping strategies or measures.

Pa r e n t s

Table 5.39 show s mothers and fathers' mean fam ily environm ent scores at 

diagnosis and 12 months.

Table 5.39: Mean family environment scores in parents at diagnosis and 12 
months (standard deviations in parentheses)

Diagnosis 12 months Diagnosis 12 months

Cohesion 4.64 (.53) 4.33 (.70) 4.24 (.56) 4.12 (.75)

Conflict resolution 4.46 (.62) 4.22 (.81) 4.12 (.88) 3.93 (.96)

Routine 3.35 (1.46) 3.42(1.22) 3.18 (1.54) 3.16 (1.30)

Hypothesis: That there would be a negative relationship between state anger and conflict 
resolution in parents.

In mothers, there were no significant relationships between state anger and 

conflict reso lu tion .  Fathers' mean conflict reso lu tion  score at diagnosis was 

significantly negatively related to state anger at 12 months (r=-.73, p<.01). 

Fathers' mean conflict resolution score at 12 months was significantly negatively 

related to state anger at 12 months (r=-.72, p<.01).

Hypothesis: That anger scores would be negatively related to the cohesion and conflict 
resolution scales of the FAME questionnaire.

There were no significant relationships between anger scores and the cohesion  

and conflict resolution dimensions of the FAME in mothers. In fathers there was 

a significant negative correlation between family cohesion at diagnosis and anger  

in at 12 months (r=-.61, p<.01). Additionally, fathers' conflict resolution scores at 

12 months were significantly negatively related to an gry  reaction at diagnosis (r=- 

.6, p<.01) and 12 months (r=-.71, p<.01), and anger in at 12 months (r=-.68, p<.01).

Hypothesis: 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.
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In mothers there were no significant relationships betw een the c o h e s io n  

dimension of the FAME and the social support coping strategies and measures. 

Fathers' mean cohesion score at diagnosis was related to their satisfaction  w ith  

social support at 12 months (r=.71, p<.01).

Social support

ADOLESCENT PATIENTS

Table 5.40 shows the adolescent patients mean scores for num ber  and satisfaction  

with  social support at diagnosis and 12 months.

Table 5.40: Mean social support scores in adolescent patients at diagnosis 
and 12 months (standard deviations in parentheses)

Diagnosis 12 months Diagnosis 12 months

I  Social support - Number 6.41 (2.17) 6.68 (2.40) 7.19 (2.44) 5.85 (2.39)

 ̂Social support - Satisfaction 5.15 (1.20) 5.47 (.58) 5.68 (.41) 5.10 (.83)

Hypothesis: That number and satisfaction with social support would be negatively related 

to anxiety and depression in all family members.

There was one significant relationship between mood and social support in the 

adolescent patients; a significant negative relationship between satisfaction with 

social support at 12 months and state anxiety at 12 months (r=-.67, p<.01).

Hypothesis: That daughters would report higher scores for of number and satisfaction 
with social support than sons.

Two-factor repeated measures ANOVA was used to assess sex differences in 

social support scores for the adolescent patients. There were no significant 

differences in the reporting of social support by sex; num ber  (F=4.5, p=.83), 

satisfaction (F=4.0, p=.84).
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Pa r e n t s

Table 5.41 shows the mean scores for number  and satisfaction with social support 

in mothers and fathers at diagnosis and 12 months.

Table 5.41: Mean social support scores in parents at diagnosis 
and 12 months (standard deviations in parentheses)

'i 'S rr. " Mothers

Diagnosis 12 months Diagnosis 12 months

Social support - Number 6.09 (2.39) 5.59 (2.18) 5.76 (2.39) 5.02 (2.61)

Social support - Satisfaction 5.19 (.85) 5.08 (1.07) 4.67(1.19) 4.53 (1.49)

Hypothesis: That number and satisfaction with social support would be negatively related 

to anxiety and depression in all family members.

In mothers there were no significant correlations between mood and the social 

support dim ensions. There were negative relationships betw een fathers' 

satisfaction w ith social support at diagnosis and anxiety (r=-.68, p<.01) and 

depressed mood (r=-.8, p<.01) at 12 months. Fathers' satisfaction  with social 

support at 12 months was significantly negatively related to his depressed mood 

at diagnosis (r=-.61, p<.01), 6 (r=-.64, p<.01) and 12 months (r=-.73, p<.01).

Hypothesis: That mothers would report higher scores for of number and satisfaction with 
social support than fathers.

Two-factor repeated measures ANOVA was used to assess sex differences in 

social support scores for parents. There were no significant differences in the 

reporting of social support by sex; number (F=.6, p=A5)', satisfaction (F=4.2, p=.05). 

Fathers' satisfaction with social support at 12 months was related to the seeking of  

social support fo r  emotional reasons at diagnosis (r=.67, p<.01) and 12 months (r=.65,

p<.01).
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Health locus of control

A d o l esc e n t  patien ts

Table 5.42 shows the mean scores for the adolescent patient on the health locus of 

control dimensions at diagnosis and 12 months.

Table 5.42: Mean health locus of control scores in adolescent patients at 
diagnosis and 12 months (standard deviations in parentheses)

m a lt h m u s  of control Male adolescent ss ? Female adolescent 

patients %% patients

I  Internal HLOC

Diagnosis

23.71 (4.43)

12 months

21.84 (3.76)

Diagnosis

19.92 (5.52)

12 months

20.38 (3.52)

Chance HLOC 22.83 (4.15) 20.56 (4.70) 22.00 (4.41) 22.46 (4.20)

Powerful Others HLOC 23.38 (5.18) 22.64 (4.72) 23.25 (2.96) 21.38 (4.75)

Hypothesis: That adolescent patients with high external scores (chance or powerful 

others) would have better psychological well-being than those who have low external 

scores.

There were no significant relationships between the adolescent patients' health 

locus of control scores and their mood. There were low  correlations between  

chance health locus of control scores at 12 months and the illness representation 

dimensions of consequences (r=.52, p<.01) and cure (r=-.54, p<.01) at 12 months.

Hvpothesis: That the internal dimension of the HLOC scale would be related to age in 

the adolescent patients.

Hvpothesis: That the adolescent patients’ internal and external dimensions would change 

over the year with experience of illness.

There were no significant relationships between age of the adolescent patient and 

internal health locus of control scores at diagnosis (r=-.06) or at 12 months (r=- 

.02). Two-factor repeated measures ANOVA was used to assess change over 

time in health locus of control scores for the adolescent patients. There were no 

significant changes in the health locus of control scores over the year on study; 

internal (F=1.9, p=.lS);chance  (F=4.8, p=.04); powerful others (F=.8, p=.39).

Pa r e n t s

Table 5.43 shows mothers and fathers' mean health locus of control scores at 

diagnosis and 12 months.
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Table 5.43: Mean health locus of control scores in parents at diagnosis 
and 12 months (standard deviations in parentheses)

HealtK locus of control Mothers Fathers I f ' -
Diagnosis 12 months Diagnosis 12 months

Internal HLOC 23.83 (4.29) 22.77 (3.70) 25.63 (3.04) 24.00 (3.9)

Chance HLOC 19.97 (4.69) 20.17 (4.60) 20.95 (4.02) 22.32 (3.83)

Powerful Others HLOC 17.69 (5.48) 17.37 (6.38) 18.16 (6.64) 17.74 (5.22)
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . i

Hvpothesis: That there would be no relationship between adolescent patients and parents’ 

HLOC dimensions.

There were no significant correlations between these scores and mood in mothers 

or fathers during the 12 month study period. There were also no significant 

relationships between HLOC dim ensions in the adolescent patients and their 

parents at any point during the year.

5.5 STEPWISE REGRESSION ANALYSIS OF MOOD AT 12 MONTHS USING 
VARIABLES FROM THE 12 MONTH STUDY PERIOD

State anxiety

Tables 5.44, 5.45 and 5.46 show  the Beta scores, Adjusted R̂  scores and 

significance of variables throughout the year which predict state anxiety at 12 

months in adolescent patients, mothers and fathers. The variables entered 

correlated with mood at the .05 level of significance (see 12 month correlation 

tables Appendix 7).

For the adolescents the variables entered were: state anxiety at 3 and 6 months, 

depression at 3 months, state anger at diagnosis, use o f  alcohol at diagnosis, 

behavioural disengagement at diagnosis.

Table 5.44: Stepwise regression analysis of adolescent patients" state anxiety at

1. State anxiety 6 months .24
Honsi

.5065 <.001 32
2. Alcohol use diagnosis .32 .3140 <.025 38

For mothers the variables entered were: depression at diagnosis and 6 months; 

state anxiety at diagnosis and 6 months; dispositional optimism at diagnosis;
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State anger at diagnosis; an gry  temperament at diagnosis; mental disengagement at 

diagnosis and social support satisfaction at diagnosis.

Table 5.45: Stepwise regression analysis of mothers^ state anxiety at 12 months 
using variables from diagnosis. 3 and 6 months

1 1. State anxiety at 6 months .65 .8115 <.001 30
1 2. State anxiety at diagnosis .72 .3379 <.01 30

For fathers the variables entered were: depression at diagnosis and 6 months; 

state anxiety at diagnosis and 6 months; dispositional optimism at diagnosis; 

anger in at diagnosis, social support satisfaction at diagnosis;/am//y conflict resolution  

at diagnosis.

Table 5.46: Stepwise regression analysis of fathers^ state anxiety at 12 months 
using variables from diagnosis, 3 and 6 months

i  1. State anxiety at 6 months
Adj. W

.41 .6664
Sign.
<.001 18

Depression

Tables 5.47, 5.48 and 5.49 show the Beta scores. A djusted scores and 

significance of variables throughout the year which predict depression at 12 

months in adolescent patients, m others and fathers. The variables entered 

correlated with mood at the .05 level of significance (see 12 m onth correlation 

tables: Appendix 7).

For the adolescent patients the variables entered were: state anxiety at 3 and 6 

months; depression at diagnosis, 3 and 6 m onths; state and trait anger at 

diagnosis; venting  emotions at diagnosis and 6 months.

Table 5.47; Stepwise regression analysis of adolescent patients" depression at 
12 months using variables from diagnosis. 3 and 6 months

1. State anxiety at 3 months 5
IE E B M

.43 .6643 <.001 37
2. State anxiety at 6 months .49 3093 c03 39

For mothers the variables entered were: state anxiety at diagnosis and 6 months; 

depression at diagnosis and 6 months; state anger at diagnosis; dispositional 

optim ism  at diagnosis and 3 months; posit ive  re-in terpreta tion  and g row th  at
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diagnosis; active  coping  at diagnosis; m ental d isen gagem en t  at diagnosis; social 

support  satisfaction  at diagnosis; a n g ry  tem peram en t  at diagnosis; an ger  in at 

diagnosis; CHIP integration and CHIP medical information at 3 months.

Table 5.48: Stepwise regression analysis of mothers' depression at 12 months 
using variables from diagnosis, 3 and 6 months

1. Depression at 6 months .73 .8579 < . 0 ^ 28 1
2. Positive re-interp. and growth at diagnosis .80 -.2773 .003 30

; 3. State anxiety at diagnosis .82 .2091 1 .045 1 30

For fathers the variables entered were: state anxiety at diagnosis and 6 months; 

depression at diagnosis and 6 months; dispositional optimism at diagnosis; anger  

in at diagnosis; behavioural d isengagem ent  at diagnosis; social support  num ber  at 

diagnosis; social su p p o r t  satisfaction  at d i a g n o s i s ; cohesion at diagnosis; 

fa m ily  conflict resolution at diagnosis.

Table 5.49: Stepwise regression analysis of fathers" depression at 12 months 
using variables from diagnosis, 3 and 6 months

IK l'H lïll
I 1. Satisfaction social support diagnosis .53 -.7470 <.001 17
I 2. Anger in at diagnosis .70 .4342 <.01 19

State anger

Tables 5.50, 5.51 and 5.52 show  the Beta scores. A djusted scores and 

significance of variables throughout the year which predict state anger at 12 

m onths in adolescent patients, mothers and fathers. The variables entered 

correlated with mood at the .05 level of significance (see 12 m onth correlation 

tables: Appendix 7).

For the adolescent patients the variables entered were: state anger at diagnosis; 

illness time line at diagnosis; alcohol use at d i a g n o s i s ; conflict resolution  at 

diagnosis and 6 months.

Table 5.50: Stepwise regression analysis of adolescent patients'  ̂state anger at 
12 months using variables from diagnosis, 3 and 6 months

W K M M
1. State anger at diagnosis .28 .5437 <.001 36
2. Conflict resolution at 6 months .40 ^3799 <.01 29
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For mothers the variables entered were: state anxiety at diagnosis and 6 months; 

depression at diagnosis and 6 months; state anger at diagnosis; a n gry  temperament  

at diagnosis.

Table 5.51: Stepwise regression analysis of mothers" state anger at 12 months 
using variables from diagnosis, 3 and 6 months

W K m m m n 1 Ë M
r  1. State anxiety at 6 months I .57 .7661 <.001 27

2. State anger at diagnosis | .71 .3947 .001 28

For fathers the variables entered were: depression at diagnosis and 6 months; 

state anxiety at diagnosis and 6 months; state anger at diagnosis; dispositional 

optimism at diagnosis; fa m ily  cohesion at diagnosis; fa m ily  conflict resolution at 

diagnosis; fa m ily  routine at diagnosis.

Table 5.52: Stepwise regression analysis of fathers' state anger at 12 months 
using variables from diagnosis, 3 and 6 months

1 1. Family conflict resolution at diagnosis .51 .7338 1 <.001 19
I 2. State anger at diagnosis .68 .4261 .005 19
r 3. Family cohesion at diagnosis .74 -.3271 .037 18

There were no significant correlations between the adolescent patients' anxiety, 

depressed mood and anger at 12 months and m others' non mood variables over 

the year. There were no significant correlations betw een m others' anxiety, 

depressed mood and anger at 12 months and the adolescent patients' non mood 

variables over the year.

There were 2 significant relationships between adolescent mood at 12 months 

and fathers' non mood variables over the year. Adolescent patients' state anxiety 

at 12 months was significantly positively related to fathers' use of behavioural  

disen gagem en t  as a coping strategy at 12 m onths (r=.618, p<.01). Adolescent 

patients' state anger at 12 months was significantly positively related to fathers' 

powerful others health locus of control at 12 months (r=.616, p<.01). There was 1 

significant relationship between fathers' mood at 12 months and the adolescent 

patients' non mood variables over the year. There was a significant negative 

correlation between fathers' state anger at 12 months and the adolescent patients 

use of acceptance as a coping strategy at 6 months (r=-.63, p<.01).
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As described earlier, there w ere no significant m ood correlations w ith in  the 

family. Due to the small num ber of family correlations (n=3, all r. values <.65) 

w ith in  the family m em bers, regression analyses of m ood at 12 m onths in the 

adolescent patients, m other and fathers w ith  the m ood and  non m ood variables 

of other family members were not conducted.

5.6 DISCUSSION OF LONGITUDINAL RESULTS

The m ain lim itation of the longitudinal study described here is the small sample 

size. N evertheless some prelim inary conclusions m ay be draw n concerning the 

direction w hich further research m ay take. Three quarters of the families 

recruited at diagnosis w ere represented by at least one m em ber at 12 m onths. 

Participation  of adolescent cancer patien ts in long itud inal stud ies has been 

reported  at 65% over a year, at a m ean of tw o years post diagnosis (Kaplan, 

Busner et al. 1987). Sawyer (1993) reported  equal num bers of m others and 

fathers at tw o assessm ent points, as did Marine and colleagues (1995). It was 

unclear from these two studies w hether there w as 100% com pliance or w hether 

the authors solely described those parents w ho had com pleted questionnaires at 

both  tim e points. W ith research that pu rpo rts  to m easure both  psychological 

well being and  adjustm ent to a diagnosis of cancer, it is im portan t to identify 

how  accurately those w ho com plete questionnaires reflect all patien ts w ith  

cancer.

There w ere no p rio r hypotheses concerning those adolescent patien ts  and  

parents w ho w ould  not com plete a year in the current study. The prospective 

design allowed the com parison of com pleters and non completers. Due to small 

num bers, the conclusions are tentative and  derive from  descriptive rather than 

statistically  significant data. It appeared  tha t older, non  w hite  adolescent 

patien ts from  one paren t families w ith  low  incomes and  poor prognoses were 

less likely to continue participating in the current study. Parents w ere less likely 

to com plete a year if their child had  a poor prognosis.

O lder adolescent patients m ay have felt m ore independent and able to challenge 

participation. H alf of the non w hite adolescent patients available to complete 

questionnaires at 12 m onths did not do so. The black adolescent patient who did 

com plete questionnaires at 12 m onths w as hospitalised  due to relapse and
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com pleted the questionnaires w ith  the researcher. There w as insufficient 

inform ation in the current s tudy  to identify  the influence of socio-economic 

status and ethnicity on participation. How ever, a cautious conclusion is m ade 

that patients from a low socio-economic status and of non w hite ethnicity m ay be 

under-represented in research of this nature.

The adolescent pa tien ts w ho com pleted  questionnaires for a year w ere a 

reasonably  w ell group. A dolescent pa tien ts  w ith  m ore im m ediately  life 

threatening  disease w ere less likely to com plete questionnaires. The curren t 

research  w as unab le  to iden tify  w h eth er those  w ho d id  n o t com plete 

questionnaires w ere m ore sym ptom atic from their disease than  those w ho did 

comply.

This interpretation accords w ith the small am ount of previously published work. 

H aas Baskin and  colleagues (1985) com pared the dem ographic and  m edical 

inform ation of non-participants and participants in a cross-sectional study of the 

m others of children w ith cancer. There w ere no dem ographic differences bu t 

there was a significant difference betw een the participants and  non-participants 

in the disease status of their children. A th ird  of the non-participants ' children 

w ere in a life th reatening  stage of their cancer com pared  to a ten th  of the 

participants' children. In a longitudinal study of coping in families of children 

w ith  leukaem ia, K upst and Schulm an (1988) reported  that at their seven year 

follow-up, five of the six families w ho refused w ere families of children w ho had 

died.

These data reflect results from the current study. It m ay be that the com pletion 

of questionnaires w hen a child is extrem ely ill or has d ied seem s intrusive or 

inconsequential. The questionnaires m ay arouse pain fu l em otions and  be 

v iew ed as too u p se ttin g  to com plete, especially  for those using  m ental 

disengagem ent as a coping strategy. Varni and colleagues (1994) reported that a 

proportion  of their non-com pleters had  described feeling overw helm ed by the 

prospect of completing their questionnaires. Similarly, in a recent cross sectional 

s tudy  of children w ith  cancer and  their parents, G rootenhuis and  colleagues 

(1996) repo rted  th a t those w ho refused  to partic ipa te  h ad  cited a fear of 

confrontation w ith  previous experiences and emotions. This is illustrated by two 

m others w ho initially agreed to partic ipate in the curren t study , bu t did not
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complete any questionnaires. They reported they could not bring them selves to 

do so as they w ould  find it too upsetting. O ne father w ho cracked jokes 

continually, found it impossible to talk about his step-son's cancer. He had  great 

difficulty com pleting just one set of questionnaires. A nother father reacted to his 

son 's  re lapse w ith  extrem e anger and  refused  to con tinue  to com plete 

questionnaires. It seems that the current s tudy  m ay therefore have failed to 

collect inform ation from some of the m ost traum atised parents.

M uch tha t has been w ritten  about com pliance focuses on physical treatm ent 

rather than  psychological research (Manne, Jacobsen et al. 1993; Zirinsky 1993; 

Szajnberg, A ltm an et al. 1995; Dolgin and Phipps 1996). Allehoff and  colleagues 

(1988) suggested it was im portant to distinguish betw een passive dropouts and 

active refusers. O thers have suggested  th a t socio-econom ic s ta tu s  as a 

explanation for non compliance m ay have been overestim ated, or m ay no longer 

be evident, in contem porary society (Haas Baskin, Forehand et al. 1985; Borduin, 

H enggeler et al. 1986). There has been little questionnaire research that has 

followed patients w ith cancer from their diagnosis th rough  the disease history. 

Inform ation about w hether the less ill are m ore likely to com plete questionnaires 

has not been identified. It is probable that those adolescent patients w ith  a poor 

prognosis m ay not com plete questionnaires and hence the data  pu rporting  to 

m easure m ental adjustm ent to the illness m ay be om itting those w ho are m ost ill. 

It m ay be tha t patients w ith  advanced or relapsed cancer are greatly u n d er

represented in psychological research.

CHANGE IN MOOD DURING THE FIRST YEAR

Levels of anxiety and depression did not significantly decrease in the adolescent 

patien ts d u ring  the first year of their diagnosis of cancer. There w ere sex 

differences in the reporting of anxiety and depression in the adolescent patients 

bu t not their parents. For the adolescent patients, anger significantly decreased 

during  the first year of diagnosis. For m others and  fathers, levels of anxiety 

decreased from  the tim e of initial d iagnosis b u t there  w as no change in 

depressed mood.

Adolescent cancer patien ts' anxiety and depressed m ood scores in the current 

s tu d y  su p p o rt p rev ious research  w hich  has rep o rted  low  psychological 

m orbidity in these patients (Bennett 1994; Kellerman, Zelter et al. 1980; Kaplan,
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Busner et al. 1987; Worchel, N olan et al. 1988; G oertzel and  G oertzel 1991; 

Canning, Canning et al. 1992 and Vami, Katz et al. 1994). H ow ever, previous 

research has prim arily concerned adolescent patients some tim e after diagnosis; 

1.8 years (Canning, Canning et al. 1992); 2.1 years (Kaplan, Busner et al. 1987); 1.7 

years (Kellerman, Zelter et al. 1980); 1 year (Worchel, N olan et al. 1988) and  9 

m onths (Varni, Katz et al. 1994). The curren t s tu d y  p rov ides evidence that 

during  the first year of diagnosis, adolescent cancer patients, as a group, w ere 

not excessively anxious, depressed or angry.

There m ay be a num ber of explanations for this low  level of psychological 

morbidity. It has been suggested that depressive sym ptom s found in adolescent 

oncology patients m ay be am eliorated by the increased attention and solicitude 

that parents provide to their children (Kaplan, Busner et al. 1987). It m ay be a 

feature of the current s tudy that referral to and treatm ent on a specific un it for 

adolescents w ith cancer provided a reassuring environment.

Alternatively, children and adolescents w ith cancer have reported  not focusing 

on the life threatening nature of their illness (Goertzel and  Goertzel 1991). Two 

thirds w ould recom m end to new ly diagnosed young patients that they focus on 

being hopeful and getting well (Goertzel and Goertzel 1991). In adults, it has 

been suggested that the diagnosis of cancer has specific stresses; the regulation of 

one's em otional response; treatm ent choices and practical arrangem ents. After 

diagnosis there are stresses associated w ith  treatm ent and  survivorship (Holland 

and Row land 1989). The stresses apparen t in adults m ay no t be the same for 

adolescent patients and hence it m ay be w rong to presum e the sam e em otional 

reaction to a diagnosis of cancer. It m ay be th a t the adolescent patien ts 

genuinely did not feel anxious, depressed or angry. A qualitative study by Orr 

and colleagues (1984), in which nine adolescent patients partic ipated in a three 

m onth support group, found that the adolescents' retrospective recall of the time 

of diagnosis focused on finding ou t w hat w as w rong  w ith  them  and being 

believed. These patients also reported  tha t they had  no t realised cancer w as 

serious w hen first diagnosed. A lternate concerns w ere reported once treatm ent 

had  started; tests and  procedures; loss of hair; cushinoid features; inability to 

participate in favourite physical activities and the response of peers. There were 

no concerns about the future. It is possible that the concerns adolescent patients 

have at diagnosis and during  treatm ent do not have the sam e im pact on their
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psychological well-being as the concerns that adults report. A dults' concerns are 

often about their responsibilities w hereas reports of adolescent patients' concerns 

are focused on the im mediacy of their situation and w hat they can or can not do 

ra th e r th an  any  responsib ilities  they  have. It is possib le  th a t poo rer 

psychological well-being is related to an ind iv idual's  perception of the future, 

something which the adolescent patients on the current study m ay not have been 

concerned with.

Finally, it m ay be th a t the adolescent patien ts  in  the cu rren t s tu d y  w ere 

unwilling to share the true level of their distress or denying their level of distress 

(Canning, Canning et al. 1992). The prospective design of the current study, and 

the num ber of adolescent patients participating, suggests that the patients w ould 

have had  to m ask their distress for 12 m onths w hich seems unlikely. However, 

Canning and colleagues found that adolescents w ith  cancer w ere likely to have a 

"repressive adaptive style", characterised by low anxiety and high defensiveness 

(Canning, Canning et al. 1992). They suggested that the low level of depressive 

sym ptom s found in their s tudy  m ay have been partia lly  due to subjects self- 

deception regarding the presence of depressive sym ptom s. A dditionally, if not 

consciously m inim ising their distress, the adolescent patients m ay have under 

reported anxiety and depressed m ood in order to ensure they w ere not judged as 

"not coping" or com plaining (Endicott 1984). A lthough partic ipan ts in the 

current s tudy  knew  that their questionnaires w ere confidential, the adolescent 

patients m ay have felt they w ould  be letting their paren ts dow n, as well as 

possibly fellow patients or staff on the adolescent unit, if they expressed extreme 

em otional upset. A dolescent patients m ay also have w anted  to protect their 

parents from how  upset they actually were. The researcher w as familiar to both 

the adolescent patients and their parents. She may not have been perceived to be 

sufficiently independent from  the patien ts ' parents or staff on the Adolescent 

Unit to be trusted w ith intense emotions.

In the current study, although psychological m orbidity in the adolescent patients 

was generally low, a third reported at least one episode of elevated m ood during 

the year. There was one adolescent patient w ho reported  depressed m ood at 

each tim e point, and another w ho reported  depressed m ood three out of four 

assessm ents. There w as one patien t w ho had  elevated anxiety or depressed 

m ood at each time point and tw o patients w ho w ere anxious and depressed at
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tw o of the four assessm ents. Hence there w ere five adolescent patients w ho 

repeatedly reported being distressed during  the first year of their diagnosis of 

cancer. One of these adolescent patients had  relapsed disease. Depressed m ood 

w as m ore prevalent am ong the adolescent patients than  anxiety w ith  alm ost a 

half of the adolescent patients reporting depressed m ood on at least one occasion 

whereas a third reported being anxious.

At diagnosis two thirds of m others and a half of fathers reported elevated levels 

of anxiety. The m ean scores at diagnosis w ere low er than  those reported  by 

previous research of parents at the time of diagnosis (Dahlquist, Czyzewski et al. 

1993) bu t higher than in parents of cancer survivors (Speechley and Noh 1992). 

At the end of the year m others and fathers' anxiety scores rem ained higher than 

those reported for the parents of cancer survivors (Speechley and N oh 1992). At 

12 m onths m any of the children  of the paren ts on the cu rren t s tudy  w ere 

recovering from  or still receiving treatm ent. The cancer survivors reported by 

Speechley and colleagues (1992) had been off treatm ent for a m ean of 5.6 years.

The current study reported sim ilar levels of depressed m ood in parents at the 

time of their child's diagnosis of cancer to previous studies (Sawyer, A ntoniou et 

al. 1993; Manne, Lesanics et al. 1995). Depressed m ood w as higher in the current 

study than in studies that reported parents .7 years (range .1-13.9 years) post the 

diagnosis of cancer (M ulhern, Fairclough et al. 1992). D ahlquist and  colleagues 

(1993) rep o rted  low er percentages of m others and  fathers categorised  as 

depressed. However, D ahlquist's research used a BDI cut off of <16 rather than 

>10 which was used in the current study and by M anne and colleagues (1995).

M ore than  four fifths of m others reported  d istressed m ood m ore than  once 

during the year w ith a third reporting elevated anxiety, depressed m ood or both 

at each assessm ent point. M ore than a half of the fathers on the current study 

reported  d istressed  m ood m ore than  once d u rin g  the year w ith  a quarter 

reporting elevated anxiety, depressed m ood or both  at each assessm ent point. 

There can be a tendency for indiv iduals to p resen t them selves sim ilarly on 

various self-report m easures (Kelly and Conley 1987). This m ay be reflected in 

the co-morbidity levels reported in the current study.
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These psychological m orbidity rates are h igh and reflect the enorm ous burden  

for paren ts of having  a child w ith  cancer. There are num erous exigencies 

inherent in both the care of a child w ho has cancer and  the m aintenance of family 

life. Difficulties of enforced separation, lack of free tim e, fatigue and financial 

pressures are added  to by the dem ands of m aking decisions about treatm ent 

options. W ith constant crises, w hether due to treatm ent toxicity or changes in 

trea tm en t per se, flexibility is essential and  yet there  is the  ever p resen t 

uncertainty as to w hether, after all that they have been through, their child will 

survive. It seems unsurprising that high levels of psychological m orbidity have 

been identified in these parents.

The hypothesis that female adolescent patients and  their m others w ould report 

higher scores of anxiety and depressed m ood than  m ale adolescent patients and 

fathers, th roughout the year, w as statistically upheld  in the adolescent patients 

bu t not the m others. The differences betw een adolescent girls and boys in their 

reporting of distressed m ood has been docum ented elsewhere (Allgood-Merten, 

Lewinsohn et al. 1990; Campbell, Byrne et al. 1992 and Koenig, Isaacs et al. 1994). 

The long itud inal design  of the cu rren t s tu d y  allow ed  the find ing  of sex 

differences in depressed m ood in the adolescent patients despite there being few 

significant differences at the cross sectional assessments. Longitudinal research 

has exam ined the use of the Beck D epression Inventory (BDI) as a m easure of 

m ood in m ale and  female adolescents (Baron and  C am pbell 1993). Female 

adolescents consistently reported higher depressed m ood. Baron and Campbell 

(1993) proposed that depressive sym ptom s as m easured by the BDI were m ore 

characteristic of females and, using  discrim inant function analysis, explored 

which items on the BDI differentiated betw een males and females. The prim ary 

discrim inators were loss of appetite, fatigue, w eight loss, sad m ood and suicidal 

ideation. In the current study, three of these items w ere not used in the total BDI 

score for the adolescent patients due to the possible confounding influence of 

physical illness on m ood (see Chapter 3). It m ay be that the m odified BDI score 

m asked the cross sectional sex difference in depressed m ood that w as proposed 

for the adolescent patients in the current study.

The absence of statistically significant differences betw een  the m others and 

fathers' psychological m orbidity m ay have been a function of the small sample 

size. At each assessm ent, m ean scores of anxiety and  depressed  m ood w ere
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higher in m others than  fathers. A lternatively it could be that, in the context of 

having a child w ith cancer, fathers report high anxiety and depressed m ood and 

hence the difference betw een  m others and  fa th ers ' scores are no longer 

significant. In the current study  fathers' scores at diagnosis w ere higher than 

standardised norms. There has been lim ited research that has reported fathers' 

levels of distress. M anne and colleagues (1995) reported  "p aren ts ' distress" 

using the BDI bu t did not report sex differences, this w as probably  due to the 

parents com prising fifty-five m others and four fathers. Further research has not 

identified a consistent sex difference in the expression of distress in the m others 

and  fathers of children w ith  cancer (Blotcky, Raczynski et al. 1985; Dahlquist, 

C zyzew ski et al. 1993; Sawyer, A ntoniou  et al. 1993) or cancer surv ivors 

(Speechley and N oh 1992). M others and fathers of children recently diagnosed 

w ith cancer reported similar m ean scores for anxiety (STAI m ean scores; 56.7 for 

m others and  52.7 for fathers) and  depressed m ood (BDI m ean scores; 8.6 for 

m others and 6.9 for fathers) (Dahlquist, Czyzewski et al. 1993). There was no 

analysis com paring these m ean scores. Sawyer and colleagues (1993) reported 

that on one dim ension of the G oldberg General H ealth  Q uestionnaire (GHQ), 

anxiety and insom nia, m others scored significantly h igher than  fathers, on one 

occasion. H ow ever, this paper d id  no t analyse or discuss the relationship 

betw een paren tal scores or the absence of differences betw een m others and 

fathers' scores for severe depression as well as the GHQ dim ensions of somatic 

sym ptom s and social dysfunction.

The starting hypothesis was that the adolescent patien ts' anxiety and depressed 

m ood scores w ould increase during  treatm ent and have decreased by the end of 

the year. The results did not confirm  this prediction. For the m ale adolescent 

patien ts, their m ean state anxiety score increased betw een  d iagnosis and  3 

m onths b u t then  decreased. For the female adolescent patien ts there w as a 

decrease in state anxiety from diagnosis to 3 m onths and then a stable score at 6 

and 12 months. M ean depressed m ood scores in all adolescent patients increased 

betw een diagnosis, 3 and 6 m onths and then reduced at 12 m onths. These scores 

m ay indicate trends that w ould have been supported  statistically w ith  a greater 

sam ple size. W ith the varying treatm ent protocols the adolescent patients were 

in different treatm ent stages at 6 m onths. Those w ith  osteosarcom a m ay have 

com pleted  all their treatm ent; those w ith  E w ing 's sarcom a, lym phom a or 

leukaem ia w ere barely half w ay through their chem otherapy. These differences
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m ay account for the variation in mood. In the experience of the researcher, for 

those still receiving treatm ent, the 6 m onth time po in t w as w hen the adolescent 

patients and their parents seemed at their lowest.

The hypothesis that parental anxiety and depression w ould not decrease during 

the 12 m onths of the s tudy  w as partia lly  upheld . D epressed m ood did  not 

decrease bu t anxiety appeared  to do so. Similarly, Fife and colleagues (1987) 

reported a significant decrease in state anxiety during  the first year of a child 's 

diagnosis of cancer and an increase in the incidence of depression at 12 months. 

It m ay be that levels of anxiety w ere not as sustainable as depressed mood. A 

year after a child 's cancer diagnosis is still early in the disease history. There is 

continuing uncertainty as to w hether the cancer has been cured and  treatm ent 

m ay still be ongoing. Initial anxieties about coping on a day  to day  basis m ay 

have been replaced w ith  m ore chronic depressed m ood concerning the future. 

M anne and  colleagues (1995) reported  tha t depression  d id  no t decrease in 

m others and fathers during  the first three m onths after diagnosis. The study 

used the Beck D epression Inventory and  reported 58% and 51% of parents as 

having scores greater than 10 at diagnosis and 3 m onths respectively. These are 

similar to the levels of depressed m ood reported in the current study. A Dutch 

study of 164 parents' (52% female) found that psychological distress significantly 

decreased betw een diagnosis and  6 m onths (Hoekstra-W eebers, H euvel et al. 

1996). The GHQ w as used to assess psychological distress in parents. A lthough 

the level of distress significantly reduced, it was still significantly higher at both 

assessm ents than  a com parison group, a random ly selected D utch com m unity 

group. This study reported caseness finding 85% of parents reported distress at 

a case-level at diagnosis, com pared to 62% at 6 m onths (caseness defined as score 

of >3).

For m others and  fathers in the curren t s tudy  it appears th a t depression  at 

diagnosis m ay predict levels of depression a year later. Twelve of the nineteen 

m others depressed at diagnosis w ere still depressed at a year, w hereas of the ten 

m others w ho w ere not depressed at diagnosis, eight rem ained non depressed at 

a year. Seven of the ten fathers depressed at diagnosis w ere still depressed at a 

year, w hereas the ten fathers w ho w ere not depressed at diagnosis rem ained non 

depressed at a year. Sawyer and  colleagues (1993) reported  tha t at diagnosis 

m others had  higher levels of anxiety than a control group, b u t that at 12 m onths
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they had  higher levels of depressed m ood than a control group. This suggests 

that anxiety reduces during  the first year of diagnosis bu t that depressed mood 

increases. It m ay be that by 12 m onths parents know the reality of their situation 

and the little control they have over w hat m ay happen. Their adolescent child 

will have gone through the rigors of treatm ent and yet there rem ains uncertainty 

about survival. They will have know n adolescent patients w ho have died and 

m ay have supported  their child th rough  a great deal of em otional upheaval. 

Parents' describe their experiences as extremely intense and can be am bivalent 

about the A dolescent Unit. It is reassuring yet full of rem inders about their 

circumstances.

There were no relationships betw een m ood states in parents and  m ood states in 

the adolescent patients. There w as a relationship betw een fathers ' depressed 

m ood at 12 m onths and  m others' anxiety and  depressed  m ood at diagnosis. 

There was also a significant positive correlation betw een the change in m others' 

depression and change in fathers' anxiety over the year. No causal conclusions 

can be draw n from these results.

The hypo thesis  tha t there  w ou ld  be re la tionsh ips betw een  m ood in the 

adolescent patients and their parents was not upheld. In reviewing the literature 

concern ing  psychosocial ad ju stm en t to ch ildhood  cancer, D olgin  (1996) 

com m ented  on the con trad ic tions. The s tu d ies  c ited  w ere  s tu d ies  of 

psychopathology in parents, there was little research w hich included the child. 

A cross-sectional study  com paring childhood cancer patients and their m others, 

was conducted by M ulhern and  colleagues (1992). They found tha t m aternal 

depression, as assessed by the BDI, w as a constant p red ic to r of childhood 

depression scores .7 years after diagnosis. Similarly, Brown identified that a 

cross-sectional subset of the ch ild ren  of m others w ho h ad  h ig h  levels of 

em otional distress, w ere them selves significantly m ore d istressed  than  those 

children of m others w ho w ere not distressed (Brown, Kaslow et al. 1993). There 

were no studies com paring m ood in children and fathers.

There are no prospective studies of patients and p aren ts ' psychological well 

being d u ring  the year after a diagnosis of adolescent cancer. A dditionally , 

previous research has not used the same questionnaires in children and parents. 

The absence of reciprocal m ood influences betw een adolescents and  parents may
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be an im portant finding of the current study. W here parents w ere anxious or 

depressed the adolescent patients do no t appear to have been influenced to 

adopt a sim ilar mood. This m ay be a function of age. The tw o studies above 

assessed children w ith m ean ages of 7 and 12 years (Brown, Kaslow et al. 1993; 

M ulhern, Fairclough et al. 1992). O lder children m ay be less influenced by 

parental mood. A lthough an unexpected finding, it is positive. It m ay be that 

parents w ere skilful in m anaging their levels of distress so that their adolescent 

children w ere unaw are of how  anxious or depressed they were. The absence of 

detectable relationships betw een parental and  adolescent m ood in the current 

s tu d y  m ay be a function  of the sm all num bers  and  the low  levels of 

psychological m orbidity reported by the adolescent patients.

The relationships betw een fathers' depressed m ood at 12 m onths and m others' 

anxiety and  depressed m ood at diagnosis, as well as the change in m other's  

depressed m ood and change in fathers' anxiety, reflect reciprocal influences of 

m ood w ithin  the family. It appears that relationships betw een m ood m ay be 

m ore pertinen t to those in a relationship w ith in  a fam ily ra ther than  family 

m em bership per se. Similarities betw een m others and fathers' scores of distress 

have been discussed earlier (Blotcky, Raczynski et al. 1985; Sawyer, A ntoniou et 

al. 1993; Speechley and  N oh 1992). In the paren ts  of recently  d iagnosed 

paediatric cancer patients, D ahlquist and  colleagues (1993) identified that the 

greater the difference in levels of anxiety betw een m others and  fathers', the 

greater their level of m arital distress. M others and  fathers had  sim ilar m eans 

scores for anxiety and depressed m ood although D ahlquist and colleagues (1993) 

did not analyse the relationship. In adult patients w ith  cancer, co-m orbidity has 

been identified betw een patients and their carers or spouses (Cassileth, Lusk et 

al. 1985; Com pas, W orsham  et al. 1994; Given, Stommel et al. 1993). However, 

K issane and  colleagues (1994) found  low  levels of association  betw een  

psychological m orbidity in patients and spouses, and the relationship reported 

by Com pas and colleagues' had an r value of .32 (Compas, W orsham  et al. 1994). 

There is far from  conclusive evidence concerning the reciprocal influence of 

psychological m orbidity w ithin family. The relationships reported in the current 

s tudy w ere no t particularly  strong (r values of .65) and  the results should be 

in terpreted cautiously, particularly  in the context of the m ultiple com parisons 

and the small num ber of subjects com prising the analysis.
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The hypothesis that state anger w ould be positively related to state anxiety and 

depressed m ood w as not supported  in data  from  adolescent patients b u t was 

generally supported  in the scores of m others and  fathers th roughou t the year. 

This once m ore m ay reflect the low  level of psychological m orbid ity  in the 

adolescent patients or be a function of the sample sizes.

Female adolescent patients reported  higher m ean state anger scores than  the 

male adolescent patients at diagnosis and 12 m onths. The difference was not 

statistically significant thence the hypothesis that girls w ould  report m ore anger 

w as not upheld . However, the conclusions are lim ited because of the small 

sam ple size. The hypothesis concerning sex differences and anger w as based on 

the findings of Kvist and colleagues (1991) w ho reported  greater aggression in 

girls than  boys w ith  cancer. H ow ever, KvisFs s tu d y  w as retrospective, the 

patients w ere m ostly in prim ary remission, treatm ent had  finished and the m ean 

was 6 years post diagnosis. The study focused on aggression and asked patients 

(mean age 13 years) to report their fears of injections, death, darkness, solitude, 

sharp edges and bleeding. Kvist's group of patients w ere substantially different 

to the adolescent group in the current study and w ere asked about specific issues 

surrounding treatment.

The starting hypothesis that anger expression scores w ould increase at the point of 

relapse in all family m em bers could not be investigated. There w ere seven 

adolescent p a tien ts  w ho relapsed  d u rin g  the s tu d y  p erio d  b u t only one 

adolescent patien t and his m other com pleted questionnaires at that point. The 

father in this family refused to continue the questionnaire research w hen his son 

relapsed. He behaved in an increasingly angry m anner over the following year 

and often verbalised his anger to the m edical staff. The use of chronological 

assessm ent points rather than assessm ent points w ith in  the disease trajectory 

result in the om ission of specific events. It m ay have been m ore helpful if the 

questionnaire assessments had coincided w ith diagnosis; tim e of surgery; m id

point in chem otherapy or end of treatm ent, rather than 3, 6 and 12 months. This 

remains an im portant area for further study.

A dolescent patients w ho had  m etastatic disease at diagnosis w ere m ore angry 

than  those adolescent patients w ith  lim ited disease. This suggests that the 

adolescent patients m ay externalise their em otions in expressing anger rather
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than anxiety or depression. It m ay be that anger is a m ore fam iliar em otion to an 

adolescent as it is how  children react in situations they can no t control or w hen 

they are frustrated. At three m onths, adolescent patients w ith  m etastatic disease 

at diagnosis w ere significantly m ore depressed than  those w ith  local disease. 

This m ay indicate tha t by three m onths the adolescent patien ts w ith  m ore 

extensive disease had identified that their prognosis was not as good as they may 

have understood  it to be at diagnosis. Once treatm ent has started  and the 

adolescent patien ts becom e m ore fam iliar w ith  the adolescent un it and  their 

fellow patien ts, they have m ore insight into the future. H ow ever, extrem e 

cau tion  needs to be show n in in te rp re tin g  these results. A lthough  the 

significance level w as acceptable, there w ere only  four pa tien ts  w ho had 

m etastatic disease at diagnosis. The findings are provocative how ever and 

clearly w orthy of further investigation. It had  been proposed tha t there w ould 

be higher anger scores in adolescent patients w ho had  longer treatm ent duration. 

This hypothesis was not upheld, possibly because just thirteen of the adolescent 

patien ts w ith  stable disease had  long treatm ent duration; i.e.: m ore than  ten 

courses of chem otherapy or maintenance chemotherapy.

A negative relationship was proposed in all family m em bers betw een state anger 

and the use of religion as a coping strategy. At no point during the year w as such 

a relationship statistically significant hence this hypothesis w as no t upheld. It 

m ay be that these low num bers reporting the use of religion as a coping strategy 

resulted in this hypothesis not being bom  out.

The starting  hypotheses that state anger and the FAME dim ensions of cohesion 

and conflict resolution w ould be significantly negatively related w as not born out 

for adolescent patients and m others bu t w as upheld  in fathers. Fathers' conflict 

resolution and cohesion scores at diagnosis accounted for some of the variance in 

their anger scores at 12 m onths. It seem s in the cu rren t s tu d y  tha t conflict 

resolution w as particularly  relevant to fathers' levels of anger. This suggested 

that if a fam ily resolves tension well, fathers w ere less likely to be angry. 

A lternatively, if fathers w ere less angry, argum ents w ere settled  w ell in the 

family. Some fathers m ay have perceived the settling of argum ents w ithin  the 

family as an indication of adequate family functioning. It is unclear w hy this 

dim ension w as not related to anger in other fam ily m em bers. It m ay be that
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adolescent patients, and m others, used different benchm arks in their assessm ent 

of family functioning.

In sum m ary, the current study has described low levels of anxiety and  depressed 

m ood in adolescent cancer patients during  the first year of diagnosis. Female 

adolescent patients were m ore likely to report high anxiety and depressed m ood 

than adolescent boys. It appeared that further exam ination of the concerns of 

adolescent cancer patients w ould have been useful. As the year progressed, the 

diagnosis m ay no longer be the principal concern, as issues of survivorship  

become m ore prom inent. It is of note tha t the m ost anxious, depressed  and 

angry adolescent patient at 12 m onths w as a 16 year old girl w ho had  received a 

short period of treatm ent and had  an excellent prognosis.

For m others and  fathers the cu rren t s tu d y  p rov ides evidence of significant 

psychological m orbidity and  the maintenance of depressed m ood throughout the 

first year of a child 's diagnosis of cancer. It is the first such evidence of fathers' 

psychological m orbidity rates. In the current study, there appeared  to be no 

significant difference betw een anxiety and  depressed  m ood in m others and 

fathers. There appears to be evidence of reciprocal influence of m ood betw een 

m others and fathers but no relationship w ith the m ood of their child.

NON MOOD VARIABLES OVER THE YEAR FOLLOWING DIAGNOSIS 

D is p o sit io n a l  o pt im ism

Dispositional optim ism  scores w ere significantly negatively correlated w ith  state 

anxiety and  depressed m ood in parents b u t not the adolescent patients during  

the year. There w ere no relationships w ith  state  anger. The hypotheses 

p rop o sin g  re la tionsh ips be tw een  m ood and  d ispositional op tim ism  w ere 

partially upheld. Once more, the absence of effect in the adolescent patients m ay 

be a function of small num bers. Alternatively, there has been little investigation 

of optim ism  during  adolescence. The conscious use of dispositional optim ism  

m ay develop w ith  life experience. For the adolescent patien ts dispositional 

optim ism  significantly increased betw een diagnosis and  3 m onths. Carver and 

Scheier (1985) proposed that optim ism  w as a dispositional trait and  as such there 

w ould  be little variance w ith  time. It m ay be that at diagnosis, the adolescent 

patients had  had  no experience of using dispositional optim ism  as a w ay of 

adjusting to a new  situation. Blotcky and colleagues (1985) describe how, as the
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prim e social sup p o rt resource, the fam ily assum es an  early role in fostering 

positive expectations about the fu ture  ra ther th an  feelings of pessim ism  or 

hopeless resignation in the child. Adolescent patients m ay have observed their 

paren ts ' use of optim ism  and have learned to ad o p t that outlook themselves. 

However, w hether parents' m aturity  and use of optim ism  influenced their child 

is unclear, there w ere no significant correlations betw een scores of optim ism  in 

adolescent patients and m others or fathers.

Chesler (1987) considered optim ism  to be a coping strategy and described how  

parents reported it as a w ay of dealing w ith the stressful im pact of a diagnosis of 

cancer in their child. Chesler (1987) suggested that at diagnosis it w as difficult to 

m ain tain  an optim istic outlook. This could  account for the low  scores of 

optim ism  in the adolescent patients at diagnosis, they found it difficult to be 

optimistic w hen first diagnosed bu t by 3 m onths their optim ism  had  increased.

In the adolescents w ith  cancer and  the control g roup  of adolescents, the 

com m onest request for clarification concerned a question  from  the Life 

O rientation Test (LOT); "I'm  a believer in the idea that "every cloud has a silver 

lining". There m ay be generational as well as developm ental issues in the use of 

optim ism . G etting on w ith  life and m aking the best of things m ay be an old 

value. The current em phasis on getting ahead and  succeeding at all costs is 

based on com parison w ith  others. The w ay lives are view ed seems to be based 

on the individual as relative to others, rather than the individual themselves.

The authors of the scale have noted that the above statem ent w as one of tw o 

problem atic statem ents in the LOT (Scheier, Carver et al. 1994). Their reasoning 

was not com prehension, but that the two statem ents did not explicitly refer to the 

expectation of positive outcome. The other statem ent was; "I alw ays look on the 

bright side of things". Since the LOT w as developed, coping has em erged as a 

m ediator of optim ism  effects (Carver, Pozo et al. 1993). A coping strategy that 

m ediated optim ism  w as positive re-interpretation and grow th  and  the authors 

suggested that the two problem atic statem ents focused on the tendency to use 

this coping strategy, rather than the expectation of positive outcomes. Hence the 

authors suggested that any correlation betw een the use of positive re-interpretation 

and grow th  and  optim ism  m ay have been due to these tw o statem ents w hich 

m easured the same tendencies. In the current study dispositional optim ism  was
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significantly  positively  correlated  w ith  positive re-in terpretation and grow th  

throughout the year in m others. For fathers there w as a significant relationship 

betw een optim ism  at diagnosis and  positive re-interpretation and grow th  at 12 

m onths. There w as also a low correlation in the adolescent patients betw een 

these tw o variables during  the year. The hypothesis of a relationship between 

d ispositional optim ism  and  th is coping stra tegy  w as u p h e ld  b u t flaw ed 

m ethodolog ically . The rev ised  LOT w as p u b lish ed  in  1994 after the 

commencement of the current study.

In the current study  dispositional optim ism  was not significantly related to the 

coping strategies of acceptance, p lann ing  or hum our  as initially  predicted. In 

m others and fathers optim ism  w as significantly negatively related to the use of 

the  av o id an t coping stra tegy  of behavioural d isengagem ent supporting  the 

hypotheses. These correlations should be interpreted cautiously due to the third 

variable problem . For exam ple; there w as a negative relationship  betw een 

fathers' use of dispositional optim ism  and depressed m ood at 12 months. There 

w as a stronger significant relationship  betw een fathers' use of behavioural 

disengagem ent and dispositional optim ism  at 12 months. It is therefore difficult 

to identify which variable is influencing these correlations. It is possible that the 

relationship betw een dispositional optim ism  and behavioural disengagem ent at 

12 m onths is underp inned by the relationship betw een dispositional optim ism  

and depressed mood. Alternatively, there could be a real relationship betw een 

d ispositional optim ism  and  behavioural disengagem ent and  it is b e h a v io u ra l  

disengagem ent tha t underp ins the relationship betw een depressed  m ood and 

dispositional optim ism . C arver and  colleagues (1993) suggest tha t coping 

strategies have a m ediating role in the effect of optim ism  on distress. This w ould 

seem to be born  out in the exam ple above w here the stronger correlation was 

betw een behavioural disengagem ent and  optim ism  ra th er th an  optim ism  and 

mood.

The hypothesis that optim ism  w ould  be negatively related  to the adolescent 

patien ts' reporting of sym ptom s during  the year w as no t upheld. This m ay be 

due to the low levels of optim ism  in the adolescent patients at diagnosis. The 

research that proposed the relationship betw een sym ptom s and optim ism , had 

assessed college students during exams (Scheier and Carver 1985). It m ay be that 

the relationship betw een sym ptom  reporting and dispositional optim ism  does
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not exist in adolescent cancer patients. The authors acknow ledge that variance in 

the optim ism -sym ptom  reporting relationship m ay be due to shared  variance 

w ith neuroticism  and trait anxiety (Scheier, Carver et al. 1994). The LOT has not 

been used  extensively in pa tien ts  w ith  cancer. W hen it has been used, 

relationships w ith  sym ptom s have not been reported (Friedm an, N elson et al. 

1992).

Il l n e ss  c o g n it io n s

The hypothesis that there w ould be significant relationships betw een the num ber 

of sym ptom s the adolescent patients reported and their m ood state was upheld 

on one occasion. At 3 m onths there w ere significant relationships betw een the 

num ber of sym ptom s the adolescent patients reported due to their treatm ent and 

state anxiety, and the num ber of sym ptom s due to their cancer and  state anger. 

There were significant correlations at .01 level at other tim e points bu t these were 

not reported due to low r values. It m ay be that 3 m onths w as a particularly 

sym ptom atic and difficult period. All the adolescent patients w ere in the m idst 

of trea tm en t and  m any w ould  have had  recent surgery. By 6 m onths the 

m ajority w ould have com pleted their treatm ent. The adolescent patients still 

receiving treatm ent at 6 m onths m ay have becom e m ore fam iliar w ith  their 

sym ptom s and not have found them  so distressing. The curren t study  had  

proposed a relationship betw een the num ber of sym ptom s reported and anxiety, 

depressed m ood and anger in a prospective design. This hypothesis was not 

upheld. That there w ere few relationships betw een treatm ent toxicity and m ood 

m ay have been a function of the sim plicity of the sym ptom  checklist. The 

checklist did not elicit the intensity or duration of the sym ptom s, nor the distress 

they caused. A m ore detailed  sym ptom  checklist m ay have elicited m ore 

complex data.

There w ere no differences betw een the m ean num ber of cancer sym ptom s the 

adolescent patien ts reported  at diagnosis and  at 12 m onths. O ver half the 

adolescent patien ts reported  pain , fatigue and limb stiffness a t a year post 

diagnosis. No hypothesis had been proposed about the reduction of sym ptom s 

over the year after first diagnosis. That the sym ptom s do no t reduce seems to 

suggest that the burden  of a cancer diagnosis is far from over at 12 months.
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A starting  hypothesis had  been that adolescent patien ts w ho attribu ted  their 

sym ptom s to the treatm ent of their cancer rather than the disease itself w ould be 

less psychologically distressed. There w ere no significant relationships betw een 

the m ood states and w hether the adolescent patients attributed their sym ptom s 

to the cancer or its treatm ent. It had  been tho u g h t th a t those w ho could 

m inim ise the seriousness of their illness by b lam ing their sym ptom s on the 

treatm ent, w ould  have better psychological well-being. It m ay be that the low 

levels of psychological d istress in the cu rren t s tu d y  d id  n o t allow  any 

re lationsh ip  to reach significance. A lternatively , there  w as a substan tial 

tendency for the adolescents to attribute their sym ptom s to their treatm ent. The 

nuances of sym ptom  attribution and m ood m ay have been subm erged in the 

adolescent patients tendency to report the sym ptom s as related to treatm ent. 

The attribu tion  of sym ptom s to treatm ent itself m ay have been a successful 

coping strategy, m inim ising the seriousness of the disease by blam ing severe 

sym ptom s on treatment. Research that has assessed illness representations tends 

to have been conducted w ith  children rather than  adolescents (Charm an and 

Chandiram ani 1995; Schmidt and W eishaupt 1990).

It m ay be tha t the adolescent patients d id  not find the sym ptom s stressful in 

term s of having an im pact on their psychological well-being. They w ould have 

understood  tha t the sym ptom s from  both  their cancer and its treatm ent w ere 

expected and  normal. The adolescent patients w ould have observed their fellow 

patients experiencing sim ilar sym ptom s w hether due to chem otherapy, surgery 

or the tum our. The sym ptom  attributions m ade by the adolescent patients in the 

current s tudy  w ere m ostly appropriate. Symptoms that w ere due to the cancer, 

such as pain  and limb stiffness, w ere equally a ttributed  to the disease and its 

treatm ent, such as surgery. The side effects of treatm ent w ere attribu ted  to 

treatm ent; alopecia; nausea; vom iting  and  m ucositis. There w ere three 

sym ptom s that could have been due to the treatm ent as m uch as the cancer, yet 

w ere attributed  to the treatm ent; w eight loss; headaches and fatigue. Research 

that has assessed relationships betw een disease severity and m ood states has 

tended to focus on periods of hospitalisation rather then sim ple sym ptom  counts 

(Bennett 1994; M ulhem , Fairclough et al. 1992). Physical restrictions and changes 

in body im age have been assessed in cancer survivors (Bennett 1994). It m ay be 

that the curren t s tudy  did  not use a sufficiently sensitive m easure of illness 

identity.
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A m ethodological lim it of the current research w as that the adolescent patients 

did not have to choose betw een treatm ent or cancer as a cause for their symptom , 

they could choose both. A forced choice m ay have provided  m ore insight into 

the adolescent patients' beliefs.

The hypo thesis  th a t the ado lescen t p a tien ts  w o u ld  change the ir illness 

representations of cause, consequences and cure over the year after their diagnosis 

of cancer w as not upheld. In fact there w ere low level correlations betw een the 

adolescent patients scores on the dim ensions at diagnosis and 12 m onths and no 

differences betw een  the m ean scores on the tw o occasions. H ence, illness 

representations did not change over the year on study. It had  been presum ed 

that w ith  the experience of illness, illness representations w ould  change. The 

absence of change m ay be because the adolescent patients w ere still experiencing 

the disease at 12 m onths. The disease outcom e w as not clear, beliefs m ay not 

have m atured. Certainly, betw een 50 and 70% of the adolescent patien t were 

using the coping strategy of denial during  the year on study and alm ost a 100% 

w ere using m ental d isengagem ent at least a little bit. The use of these coping 

strategies m ay w ork against the realistic evaluation of illness representations. 

This w ould  be contrary  to the m odel of illness cognitions w hich proposes 

cognitions precede the adop tion  of coping strateg ies and  w arran ts  fu rther 

investigation.

The one illness representation that did change in the adolescent patients over the 

year w as time line. It seems intuitive that at diagnosis the adolescent patients feel 

their illness will last a long time bu t that a year later they do not think it will last 

as long. There w as a tendency at diagnosis for the younger patients to think 

their illness w ould last longer than  the older adolescents. This w as not so at 12 

m onths which m ay account for the change over time.

There is no single cause of cancer, especially in childhood, and  this m ay have 

been reflected in the adolescent patients' general responses to the questions on 

the cause dim ension of the IPQ. There w ere no changes over tim e in the m ean 

scores for each cause dim ension. W ith a larger sam ple size differences betw een 

the cause items m ay have been identified. A t diagnosis and 12 m onths chance had 

the highest m ean score on the cause dimension. The next four causes were virus,
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genetic, pollution  and stress  w hich all had  sim ilar scores. Kvist and  colleagues 

(1991) identified that children w ith  cancer (mean 13 years old) a ttribu ted  the 

cause of their cancer to chem icals, follow ed by po llu tion  and  then  a virus. 

Chance w as no t a feature of their scale, there w as alm ost no endorsem ent of 

genetic factors. In the same study  parents attributed  the cause of their child 's 

cancer prim arily to pollution, a virus or chemicals followed by irradiation (Kvist, 

Rajantie et al. 1991). K vist's s tudy  w as conducted in F inland. It w ould  be 

interesting to analyse the attribution of cause for m alignancy across cultures. In 

the current study  there w ere low positive correlations betw een the com puted 

dim ension of internal causal factors and mood. The relationships betw een mood 

and the adolescent patients' beliefs about the internal cause of their cancer w ould 

be interesting to explore further.

It had  been  p ro p o sed  th a t age w ou ld  be a m ed ia tin g  factor in illness 

representations w ith  older adolescent patien ts having  different beliefs about 

their cancer. There w ere no significant differences in the illness representations 

of those adolescent patients younger than  15 years old and  those older. N or 

were there significant differences over time in the illness representations scores 

held by each group.

Conclusions from this group of adolescent cancer patients suggest that, w ith the 

exception of illness duration, illness representations do no t change w ithin  the 

first year of a cancer diagnosis. There w as little indication of differences in 

illness representations as a function of age. There w as some evidence that the 

num ber of sym ptom s from the cancer and its treatm ent influenced m ood bu t no 

evidence tha t the adolescent pa tien ts ' sym ptom  attribu tions influenced their 

psychological well-being.

C o p in g  stra teg ies

There w ere no significant relationships betw een coping strategies and m ood in 

the ado lescen t patien ts. The hypo theses th a t there  w o u ld  be negative 

correlations betw een anxiety and depressed m ood and the use of seeking social 

support fo r  emotional reasons and seeking social support fo r  instrum ental reasons w ere 

not upheld  in any family members. There w as a significant negative relationship 

betw een anger and the seeking social support fo r  emotional reasons in fathers. It 

seems as if fathers who used seeking social support fo r  emotional reasons as a coping
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strategy w ere less likely to be angry. Alternatively, fathers w ho w ere less angry 

used seeking social support fo r  emotional reasons. It m ay be that feelings of anger 

w ere no t conducive to eliciting social support. A nger in o thers is seen as 

discouraging in terms of approaching an individual to have a conversation.

The hypothesis concerning m ood and the social support coping strategies had 

been based on research w ith  adu lt cancer patients (Dunkel-Schetter, Feinstein et 

al. 1992). The authors adapted Lazarus and Folkm an's W ays of Coping checklist 

(Lazarus and  Folkm an 1984) for use w ith  oncology patien ts  and  found that 

coping th rough  social su p p o rt w as associated w ith  less em otional distress. 

However, Dunkel-Schetter and colleagues (1992) found there w as little evidence 

of coping styles in their oncology patients and suggested that the patients coped 

in m ultiple w ays no t favouring a particu lar strategy. This m ay suggest w hy 

there w ere no relationships betw een m ood, and the coping strategies adopted by 

the adolescent patients. It m ay be tha t the adolescent patien ts  d id  no t use 

specific strategies, bu t rather an array of strategies.

At the end of a year 40% of variance in the adolescent patien ts' state anxiety was 

accounted for by their report of satisfaction w ith social support as assessed by the 

social support scale. It seemed that there m ay have been a relationship betw een 

m ood and social sup p o rt in the adolescent patients, b u t in satisfaction w ith, 

rather than active seeking of, social support. It m ay be that during  adolescence, 

social support is im portant b u t that adolescents do no t consciously think that 

talking to others, or finding out m ore about a situation will help them  deal w ith 

it. It is m ore helpful for them  to just know that the support is there.

C oping strateg ies involv ing  cognitive re -app raisa l w ere  p ro p o sed  to be 

negatively related to psychological distress. The use of positive re-interpretation  

and grow th  w as significantly negatively related to m ood in  m others bu t not 

adolescent patients or fathers. M others' scores on the positive re-interpretation and 

growth  coping strategy at 12 m onths accounted for some of the variance in their 

anxiety at 12 months. More interestingly, m others' scores on this dim ension, at 

diagnosis, accounted for some of the variance in their depressed  m ood at 12 

m onths, the relationship was negative.
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A ctive  coping  and  planning  were not significantly related to psychological well 

being in any family member and these hypotheses w ere not upheld. The absence 

of a relationship between the use of cognitive re-appraisal coping strategies and 

m ood in the adolescent patients m ay be due to the adolescent patients not using 

those particular strategies. It has been identified that adolescent cancer patients 

(m ean age 12 years), w hose disease w as in rem ission, used  m ore em otion 

focused coping w hen faced w ith cancer-related stress than  w hen faced w ith non 

cancer-related stress (Bull and D rotar 1991). The au thors suggested  that the 

adolescents m ay understand that m any cancer-related stressors are resistant to 

d irect problem  solving strategies. A dolescents can no t avoid  hair loss or 

chem otherapy and by the use of em otion focused coping they w ere able to exert 

some control over their situation. W orchel and colleagues (Worchel, Copeland et 

al. 1987) reported  that adolescents w ith  cancer (aged 13-17 years) used m ore 

cognitive control and less behavioural control than children w ith  cancer (aged 6- 

12 years). The cognitive control dim ension included item s related to thinking 

and talking about one's illness. It m ay be that the COPE (Carver, Scheier et al. 

1989) d id  no t m easure the coping strategies tha t adolescent patien ts  in the 

current s tudy  were using. There w ere five em otion focused dim ensions on the 

COPE; positive re-interpretation and growth; seeking social support fo r  emotional 

reasons; religion; acceptance and denial. The dim ension m ost sim ilar to w hat other 

researchers have called emotion focused coping w ould be positive re-interpretation  

and growth. The m ean score of this dim ension increased over the year in both 

male and female adolescent patients bu t not to a level of statistical significance. 

It w ould  have been interesting to have asked the adolescent patients to report 

w ays in w hich they dealt w ith the stresses of their diagnosis and treatm ent rather 

than  using  pre-determ ined  categories based  on da ta  from  stu d en ts  during  

examinations (Carver, Scheier et al. 1989).

A ctive coping w as reported to be used less by m others and  fathers as the year 

progressed. It had  been proposed that active coping w ould  be used m ore as the 

year progressed in all family members. The reverse finding suggests that parents 

did not find the strategy a useful one in the context of having a child w ith  cancer. 

S tatem ents from  the active coping  d im ension  of the COPE include: "I take 

additional action to get rid of the problem " and "I take direct action to get round 

the problem ". These statem ents w ould  seem inappropriate  in coping w ith  a 

child's illness. There is little that parents can do, even if they focus on day to day
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problem s such as neutropenia rather than the enorm ity of the diagnosis itself. 

That this coping strategy  w as endorsed  less as the year p rogresses m ay 

dem onstrate that parents w ere coping in an appropriate  w ay in the context of 

their stressor. A lthough the strategy is proposed by theorists to be an adaptive 

one (Carver, Pozo et al. 1993), it w ould seem m aladaptive to be attem pting to get 

rid of a problem , in this case a child w ith cancer, w hen the problem  can not be 

got rid  of. This resu lt appears to be in agreem ent w ith  the evidence that 

adolescent patien ts use m ore em otion focused than  problem  solving coping 

strategies w hen considering cancer related stress (Bull and D rotar 1991).

M enta l and  behavioural disengagem ent w ere p roposed  to be related  to poorer 

psychological well-being in all family mem bers during  the year. This was not so 

for the adolescent patien ts  or m others. For fathers, there  w ere negative 

relationships betw een the use of mental disengagement and anxiety and the use of 

behavioural disengagement and depressed mood. M others and fathers used mental 

and behavioural disengagement m ore at 12 m onths post diagnosis than  at the time 

of diagnosis. It m ay be that the use of these distracting coping strategies was all 

tha t w as available to parents in a situation  over w hich they  had  very little 

control. Theorists have proposed that the usefulness of a coping strategy should 

be considered  in the context of the stressor (Lazarus and  Folkm an 1984). 

A voidant strategies m ay be effective in a situation w here the stressor can not be 

controlled (Roth and Cohen 1984). Dahlquist and colleagues (1993) found that in 

parents of children w ith  a recent diagnosis of cancer, approach coping styles 

w ere associated w ith increased m arital distress. They concluded that in the first 

m onths after the diagnosis of cancer, little happens to the fam ily that is in its 

control and  all the fam ily can do is ''en d u re  the trea tm en t and  aw ait the 

outcom e" (p373; Dahlquist, Czyzewski et al. 1993). Similarly, Fife and  colleagues 

(1987) suggested that a certain level of denial m ay be a functional coping strategy 

that enabled families to m aintain a sense of equilibrium. The ability to avoid the 

vast array of potential stressors m ay be necessary to cope w ith  the diagnosis and 

treatm ent. The current study indicated that at 12 m onths after the diagnosis of 

cancer there m ay still be much that parents need to distract them selves from. As 

discussed earlier, 12 m onths after a diagnosis is still early in the disease trajectory 

and there rem ains a great deal of uncertainty.
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Eiser and H averm ans (1992) reported the coping strategies used by parents of 

children w ith  chronic disease, including eleven paediatric  oncology patients; 

m ean age 8 years, 3 years post diagnosis. Fathers w ho perceived m ore disease- 

related difficulties reported the use of personal autonom y as a coping strategy. 

This strategy w as described by Eiser and  H averm ans (1992), after a principal 

com ponents factor analysis of the CHIP, and involved item s about getting away 

by oneself and keeping oneself in good shape. The dim ension appeared similar 

to Carver and Scheier's (Carver, Scheier et al. 1989) m ental disengagement coping 

strategy and further suggests that distraction from the stressor is a strategy used 

by parents of ill children.

Dunkel-Schetter and colleagues (1992) reported  that d istancing w as the m ost 

com m on form of coping in their study  of adults w ith  cancer. They found that 

m ost patients w ith  cancer cognitively and  behaviourally  distanced them selves 

from the disease m ost of the time. They suggested this w as due to the am biguity 

of outcom e, and  the uncontrollability of the disease. The use of m en ta l and 

behavioural disengagement by parents in the current study  m ay be evidence of the 

distancing described by Dunkel-Schetter and colleagues.

The use of secondary control strategies by parents of children w ith  cancer have 

been investigated (Grootenhuis, Last et al. 1996), Secondary control strategies 

related to how  the individual changes aspects of them selves such as their hopes 

and expectations, sim ilar to em otion focused coping. Prim ary control strategies 

are sim ilar to problem  focused coping and include efforts to m odify the stressor 

such as changing treatm ent schedules or other people's behaviour. Grootenhuis 

and colleagues (1996) researched tw o groups of parents and  children, those in 

rem ission and  those w ho had  relapsed b u t had  stable disease at the tim e of 

assessm ent. M others appeared  to rely on tw o types of secondary  control; 

illusory and interpretative. Illusory control w as similar to w ishful thinking and a 

belief that chance w ould be on one's side. An exam ple of a statem ent on this 

scale was; "If I strongly believe that the illness w o n 't come back, it w on 't come 

back". Interpretative control involved attem pts at understand ing  and m aking 

sense of negative events, trying to gain a feeling of control such as "I can cope 

better w ith  the situation w hen I know  exactly w hat is going on w ith  m y child". 

These data provide some support to the findings in the current s tudy  concerning 

the increased use of mental and behavioural disengagem ent and  reduction inactive
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coping strategies reported by parents. It seems that problem  solving approaches 

to dealing w ith  a ch ild 's  cancer m ay no t be used  in  circum stances w here 

problem s can not be controlled. The evidence that adolescent patients use more 

em otion focused than  problem  solving coping strategies w hen  considering 

cancer related stress is in broad agreem ent w ith this too (Bull and D rotar 1991). 

G rootenhuis and colleagues (1996) do no t discuss disengagem ent or distraction 

however, interpretative control w as the m ost frequently used control strategy by 

the parents. Issues of control m ay be im portant elements determ ining the use of 

varying coping strategies in parents of children w ith cancer.

It w as proposed  that those w ho had  low scores for the use of acceptance  as a 

coping stra tegy  at d iagnosis w ould  show  increased use of den ia l and  the 

disengagem ent coping strategies and  have poorer psychological well-being at 6 

and 12 months. Alm ost all family m em bers reported using acceptance as a coping 

strategy "at least a little bit" at diagnosis and  12 m onths. The m ean scores in 

m ost family mem bers were over 3 (range 1-4), w hich corresponded to using the 

coping strategy "a m edium  am ount". At 12 m onths acceptance w as the coping 

strategy w ith  the h ighest m ean score in all fam ily m em bers. There w ere no 

significant relationships betw een the use of acceptance  a t diagnosis and the 

subsequent adoption of denial or disengagem ent coping strategies, the hypothesis 

was not upheld. Additionally, there was no difference betw een individual's use 

of high or low acceptance at diagnosis and their m ood states at 6 and  12 months. 

W hile alm ost 100% of the sam ple w ere reporting using  acceptance as a coping 

strategy, 50-72% w ere also reporting  the use of denial. The use of these two 

strategies alongside one another seems contradictory unless one considers that 

m aybe one can accept a situation fully yet at times deny its reality as a w ay of 

coping w ith it.

A starting hypothesis had  been that fathers w ould  use the coping strategies of 

active coping, planning, the suppression o f com peting activities and  restraint coping 

m ore than m others. There w ere no significant differences in the paren ts ' use of 

these coping strategies and hence the hypotheses w ere not upheld. That fathers 

did not use these strategies m ore than m others m ay be a function of the stressor. 

The hypotheses w ere based on research suggesting  m en used  strategies of 

appraisal and direct action m ore than  w om en (Eiser and  H averm ans 1992). As 

discussed in the context of active coping, there is little action or p lanning that can
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take place in the circum stances su rround ing  a ch ild 's  d iagnosis of cancer, 

particularly during  the early stages of diagnosis. The absence of differentiation 

betw een m others and fathers' coping strategies m ay reflect the lim ited usefulness 

of the active strategies.

The hypothesis that m others and adolescent girls w ould  use the coping strategy 

of seeking o f social support fo r  emotional reasons m ore than  fathers and adolescent 

boys w as upheld . This supported  previous research tha t has suggested that 

females use m ore em otion focused coping (Frydenberg and  Lewis 1991). The 

sam e hypothesis concerning seeking social support fo r  instrum enta l reasons w as 

upheld  in the adolescent girls and  boys b u t no t in the m others and  fathers. 

H owever, the difference betw een the adolescent patients scores w ere that boys 

had higher m ean scores than girls for the seeking o f social support fo r  instrum ental 

reasons a t 2 of the 3 assessm ent points. This w as the reverse of w h at was 

anticipated b u t suggested that the boys elicited m ore practical social support 

than  the girls. Q uestions on this d im ension  involve seeking advice and 

inform ation, the statem ent m ost highly endorsed by the adolescent boys was "I 

talk to som eone to find out m ore about the situation". Seeking social support fo r  

instrum ental reasons is considered by the authors to be problem  focused coping 

and  hence the adolescent boys endorsem ent of this reflects research w hich 

proposed that males use more problem  focused coping than  females. Smith and 

colleagues (1990) have reported paediatric cancer pa tien ts ' use of inform ation 

seeking and  inform ation avoiding as coping strategies d u rin g  bone m arrow  

aspiration and lum bar punctures. A lthough the children w ere reported to have 

used inform ation seeking as a coping strategy, they sought sim ilar am ounts of 

relevant and irrelevant inform ation. The irrelevant inform ation w as a form of 

distraction. In the current s tudy  the types of inform ation seeking w ere not 

assessed. Talking to som eone to find ou t m ore about the situation  could be 

avo idan t depend ing  on the focus of the conversation. It w ou ld  have been 

interesting to have m ore specifically identified the use of instrum ental support 

by the adolescent patients in the current study.

There w as no significant difference betw een  the  p aren ts ' use of se e k in g  

instrum enta l social support and in fact the higher m ean scores w ere in m others 

ra ther than  fathers. That the difference in the adolescent patien ts  w as not 

reflected in the parents m ay be because m others w ere using significantly higher
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levels of instrum ental social support than w ould be expected. As described above, 

the dim ension involves seeking advice. The presence of the m others on the 

adolescent un it gave them  am ple opportun ity  to seek advice and  inform ation 

from  other m others and medical staff. Fathers tended  to be looking after the 

siblings or working. They were less likely to stay in hospital w ith  the adolescent 

patients du ring  treatm ent so had less opportun ity  to seek advice from  fellow 

parents and staff.

It w as proposed  that adolescent boys w ould use the coping strategies of denial 

and hum our  m ore than the female adolescent patients. These hypotheses w ere 

no t born  ou t in this study. The use of hum our in adolescent boys has been 

identified in previous research (Patterson and  M cCubbin 1987; Plancherel and 

Bolognini 1995). How ever, the use of hum our in  the face of life threatening 

illness m ay be quite different. A lthough the strategy m ay be used, its use m ay 

not be in the initial phase of the illness. There w ere relationships betw een the 

use of hum our in the adolescent patients and  fathers. These relationships m ay 

have been due to sex rather than family membership.

There w ere no differences in m others and fathers ' use of religion  as a coping 

strategy. It had  been proposed tha t m others w ou ld  use religion  m ore than 

fathers. This m ay be a function of the low level of the reported use of religion as a 

coping strategy by both  mothers and fathers. There w as a relationship betw een 

fathers' use of religion and the adolescent patients use of religion.

A decrease in the num ber of coping strategies adopted  du ring  the year in all 

family m em bers had  been a starting hypothesis. There w ere decreases in the 

adolescent pa tien ts ' use of seeking social support fo r  em otional reasons and  the 

parents' use of active coping. However, the parents ' use of mental and behavioural 

disengagement increased as the year progressed. Overall it seems that there was 

not a significant decrease in the num ber of coping strategies used over the year 

on study. This m ay have been due to the ongoing nature of the stressor. A year 

post diagnosis rem ains early in the history of a cancer diagnosis and  although 

treatm ent m ay have finished there rem ain pressures surrounding  returning to a 

'norm al' life and the possibility of relapse.
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It had  been proposed  that the adolescent pa tien ts ' treatm ent duration  w ould 

have an im pact bo th  on their m ood at 6 and  12 m onths, and  on the coping 

strategies used at 12 m onths. There w ere no relationships betw een anxiety, 

depressed m ood and treatm ent duration. Similarly there w ere no differences in 

the coping strategies adop ted  by  those ado lescent p a tien ts  still receiving 

treatm ent at 12 m onths and those w ho had com pleted their treatm ent. It m ay be 

that it w as too early in the disease trajectory for coping strategies used during 

treatm ent to have changed. Due to the relatively sm all num ber of adolescent 

patients w ho relapsed during  the year, it w as no t possible to look at im pact of 

relapse and the use of varying coping strategies.

The starting hypothesis had been that those adolescent patients and parents from 

low income families w ould use two coping strategies m ore than  those from high 

income families; m ental and behavioural disengagement. This hypothesis w as not 

born out. In an A ustralian study, Frydenberg and Lewis (1991) identified that 

healthy adolescents from  hom es w ith  unem ploym ent w ere m ore likely to use 

w ishful thinking to cope w ith  stress. It m ay be that w ishful thinking w as not 

q ualita tively  the sam e as the coping  s trateg ies of m e n ta l  and  behavioural 

disengagem ent. M en ta l and behavioural d isengagem ent m ay be m ore orien ta ted  

tow ards distraction than day dream ing. Additionally, as reported earlier, there 

appeared to be a difference in socio-economic status betw een the completers and 

non com pleters in the current s tudy  and hence the p roportion  of those from a 

lower socio-economic background w as reduced at 12 months.

The hypothesis that acceptance as a coping strategy w ould  be used  by all family 

mem bers w as supported. That behavioural disengagement w ould  not be used was 

not supported. In parents, its use increased during  the year post a child 's cancer 

diagnosis. The concept of restraint coping w as though t to be difficult for the 

adolescent patients to understand. Its use over the year d id  no t significantly 

vary  and  there w ere no sex differences. This w as no t sufficient evidence to 

conclude that the strategy was not used. Further investigation w ould have been 

necessary to identify w hether or not this strategy was understood.

The starting  hypothesis w as tha t differing coping strateg ies w ith in  families 

w ould  become m ore sim ilar w ith  time. There w ere few relationships betw een 

the coping strategies adopted by different family m em bers. The relationships
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that w ere found w ere betw een adolescent patients and  fathers, and  m others and 

fathers. The hypothesis p roposed  sim ilarity w ith  time. Religion as a coping 

strategy w as adopted  by adolescent patients and their fathers, how ever it had 

not becom e sim ilar w ith  time, its use in adolescent patien ts and  fathers w as 

related at diagnosis as well as 12 m onths. There w as also a relationship between 

adolescent patients and  fathers in the use of hum our. The relationship  was 

lo n g itu d in a l ra th e r th an  cross-sectional w ith  scores a t d iagnosis  being  

significantly related to scores at 12 m onths. In parents there w as a significant 

relationship  in the use of a coping stra tegy  th a t w as d ifferen t a t the tw o 

assessm ent points. There w as a significant relationship betw een m others and 

fathers' use of planning  as a coping strategy at 12 m onths w hich w as not present 

at diagnosis. It is unclear w hether there are relationships betw een the coping 

strategies that parents use (Blotcky, Raczynski et al. 1985; K upst and  Schulman 

1988). Blotcky and colleagues (1985) found no relationship betw een parents ' use 

of coping strategies on the CHIP. K upst and colleagues (1988) suggested that 

good coping tended  to "run  in families". The s tu d y  identified  relationships 

betw een paren tal coping and coping in children and parents. H ow ever, the 

s tudy  used a com bination of self-report and  staff ra ting  of coping using the 

Fam ily C oping Scale. The scale w as h ighly  value laden  w ith  a score for 

appropriate coping bu t no outcome m easure of coping. A m easure of adjustm ent 

w as used, the C urrent A djustm ent Rating Scale, b u t it w as unrelated  to the 

coping scores. The staff raters had been raters at previous assessm ents and were 

not blind to the prior coping assessments.

The hypothesis that adaptive or m aladaptive coping strategies adopted  by  one 

family m em ber w ould be related to the psychological well-being of another was 

rather general. There w ere tw o significant, bu t low, correlations betw een the 

adolescent patients (14 sons; 6 daughters) and their fathers in the use of coping 

strategies and m ood. There w as a significant positive relationship  betw een 

adolescent patien ts ' state anxiety at 12 m onths and fathers ' use of behavioural 

d is e n g a g e m e n t  as a coping stra tegy  at 12 m onths. There w as a negative 

relationship  betw een the adolescent patien ts use of acceptance  as a coping 

strategy at 6 m onths and fathers' anger at 12 m onths. Both of these correlations 

are intuitively viable, how ever no causal relationships can be assum ed. The 

d earth  of research  assessing  fa ther and  child  coping  s tra teg ies m akes it 

impossible to describe this result in the context of previous research. However, it
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points to the potentially im portant role fathers p lay w ith in  the family that has 

h itherto  been under-investigated. Eiser (1992) com m ented on the assum ption 

that the role of fathers w as purely  a reflection of the m others' role and reported 

the research of W alker and colleagues (1986) w ho found that m others' estimates 

of the severity of her child 's cystic fibrosis, was negatively related to the am ount 

of paternal support. Fathers' coping behaviour of m aintaining self stability (as 

assessed by the CHIP) w as the largest predictor of hopelessness in children w ith 

cancer after diagnosis (Blotcky, Raczynski et al. 1985). Use of the sam e coping 

strategy, personal autonom y, w as found in fathers w ho perceived m ore disease- 

related difficulties in children w ith chronic diseases (Eiser and H averm ans 1992).

It had  been  p roposed  th a t there w ould  be negative relationsh ips betw een 

m others and  fathers ' use of tw o coping strategies from  the C oping H ealth  

Inventory  for Parents and  m ood in the adolescent patients. There w ere no 

significant relationships betw een paren ts ' use o f fostering  fa m ily  integration  and 

m aintaining se lf stability as coping strategies and anxiety and depressed m ood in 

the adolescent patients. Blotcky and  colleagues (1985) h ad  identified  that 

patents' scores on these two coping strategies had accounted for variance in their 

ch ildren 's levels of hopelessness. The absence of relationships betw een the 

paren ts and  adolescent patien ts on these variables reflects the absence of 

relationships betw een m ood and coping strategies in fam ily m em bers. Once 

m ore, the absence of relationships m ay be a function of the num bers in the 

cu rren t s tu d y  or the age of the patien ts, ado lescen t ra th e r  th an  child. 

H opelessness w as defined as the negative expectations held about oneself and 

the future (Blotcky, Raczynski et al. 1985). There w ere no statem ents about the 

future in the anxiety m easure used in the current study and just one statem ent on 

the depressed m ood m easure. It is probable that the curren t s tudy  w as not 

m easuring the same sense of hopelessness as Blotcky and colleagues (1985). The 

relationship, in fathers, betw een seeking social support fo r  instrum ental reasons on 

the COPE and the medical information dim ension of the CHIP suggested that the 

measures w ere assessing similar constructs.

Fa m il y  e n v ir o n m e n t

The FAME questionnaire w as developed specifically for use in the current study, 

explorative hypotheses w ere suggested. It w as proposed that there w ould  be 

relationships betw een the cohesion  d im ension of the FAME and  the coping
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strategies of seeking social support fo r  emotional and  instrum enta l reasons and the 

num ber and  sa tis fac tion  w ith  social su p p o rt scores. The only  significant 

relationship  w as betw een cohesion a t diagnosis and  sa tis fa c tio n  w ith  social 

support at 12 m onths in fathers. Hence, the hypotheses w ere no t fully upheld. 

For fathers it m ay be that the cohesion dim ension on the FAME is sim ilar to the 

satisfaction  w ith  social support m easure in tha t it is an  indicator of existent 

support. The coping strategies m easured in the current study  involved the active 

seeking of social support. It seemed logical that the reporting of a cohesive family 

unit was related to satisfaction w ith the am ount of social support available.

M others and  fathers ' scores for cohesion reduced over the year in  the current 

s tudy . R esearch has described how  fam ily cohesion is s treng thened  by 

experiences of childhood cancer (Brown, Kaslow et al. 1992). W om en w ith breast 

cancer w ho reported high levels of family cohesion also reported that they were 

well adjusted to their disease (Friedman, Baer et al. 1988). It m ay be difficult to 

determ ine w hat influences the report of cohesion w ith in  a family. A family 

m em ber being diagnosed w ith a life threatening disease m ay influence the family 

to become closer and to value one another more. Patients w ith  cancer talk about 

taking things for granted and not know ing how  lucky they w ere pre diagnosis. 

Previous research has been cross-sectional (Brown, Kaslow et al. 1992; Friedman, 

Baer et al. 1988). In the current study, the reduction in cohesion over the year m ay 

indicate that the effect of their ch ild 's  diagnosis on the perception  of family 

cohesion had  reduced.

The negative relationship between the conflict resolution dim ension of the FAME 

and state anger has been discussed earlier. In adolescent patients and fathers 

there w ere at tim es negative relationships betw een state  anger and conflict 

resolution. It w as unclear w hy this dim ension accounted for a significant am ount 

of varia tion  in fa thers ' anger scores, som e variation  in  the anger scores of 

adolescent patients bu t no variance in m others' anger scores. It m ay be that for 

fathers, if conflict w ithin the family was not resolved they could not ignore it so 

internalised it becom ing angry them selves. M others tend to spend m ore tim e 

w ith  their children and m ay be m ore fam iliar w ith  conflict and  no t find it so 

stressful in term s of their ow n anger levels. Additionally, fathers m ay have used 

the num ber of argum ents, or w hether the  argum ents w ere resolved, as a 

benchm ark for how  the family was functioning as a whole. Fathers' m ean scores
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for conflict resolution  w ere low er and  had  greater s tan d ard  deviations than  

m others' m ean scores. A lower score indicated that the family w as not resolving 

conflict.

A dolescent patien ts ' m ean scores on the conflict resolution  d im ension of the 

FAME significantly reduced during  the year on study. There m ay be a num ber 

of explanations for this. It m ay be that at diagnosis, and  during  the period prior 

to diagnosis, the fam ily had  been conscious of their unw ell m em ber and had  

been careful to resolve any argum ents. A lternately, the adolescent patients m ay 

have unconsciously w anted  to project a particu lar im age about their family, 

particularly w hen they felt vulnerable and under pressure. Hence at diagnosis 

the scores m ay reflect the families the adolescent patients w ould  like to have. By 

the end of the year they were reporting a m ore realistic appraisal of their family. 

Alternately, it m ay be that the pressures of the adolescent pa tien ts ' treatm ent, 

including p ro tracted  stays aw ay from  the family, has h ad  an im pact on the 

ability of the family to sort ou t argum ents. Using a different m easure, as well as 

different subjects at the tw o tim e points. Brown and colleagues (1992) reported 

that children a year post diagnosis reported m ore conflict w ithin the family than 

those at diagnosis.

Cohesion and  the effective resolution of conflict and  have been identified as 

indicators of low psychological m orb id ity  in fam ilies of adu lts  w ith  cancer 

(Kissane, Blotch et al. 1994). Kissane and  colleagues (1994) suggested that 

families w ith  m oderate conflict b u t high cohesion and  m oderate expressiveness 

closely resem bled the m ost supportive families in their study. The supportive 

families w ere characterised by fam ily m em bers w ho w ere in tim ate w ith  one 

another, shared distress, tolerated negative em otions and honestly  disclosed all 

kinds of feelings (Kissane, Blotch et al. 1994). Com m unication betw een husband 

and wife have been dem onstrated to be influential in the levels of cohesion and 

conflict w ith in  the fam ily w hen  one of the spouses has a diagnosis of cancer 

(Vess, M oreland et al. 1985; Vess, M oreland et al. 1985). Com paring relationships 

in families w ith  adult children to those in families w ith  adolescent children may 

be misleading. Considering the pow er balance w ithin families, it is assum ed that 

adult children have m ore influence than adolescent children in discussing issues 

of relevance to the whole family. Additionally, a family w ith  young m em bers is 

likely to still be negotiating w ho has w hat pow er and  on w h at basis. In the

315



resolution of conflict an adult child may be able to identify that they were w rong 

and apologise. For families w ith  an adolescent child, paren ts m ay have to be 

m ore active in resolving problems particularly if there are younger siblings.

Exploration of the ro u tin e  d im ension  of the FAME found th a t it w as not 

significantly correlated w ith  anxiety, depressed  m ood, anger or the coping 

strategies assessed by the COPE in any family m embers. It had  been proposed 

that there m ay be relationships betw een these variables. The routine dim ension 

com prised tw o items and as such m ay have had  lim ited validity  and  reliability. 

The dim ension consistently had  the highest standard deviation com pared to the 

other three dim ensions, in all family members. The tw o items were; "there are 

set w ays of doing things at hom e such as m eal times, studying etc." and "w e are 

a family of routine".

So c ia l  su p p o r t

It w as p roposed  that female adolescent patien ts and  m others w ou ld  report 

higher scores for the number of people available to provide them  w ith  support 

and  their satisfaction w ith  that support than m ale adolescent patients and  their 

fathers. This hypothesis was not upheld. The m ean scores reported by mothers 

w ere consistently  h igher than  those reported  by fathers. The absence of a 

statistical difference m ay have been a function of the num bers on study. 

A lthough sex differences in the use of social support have been identified in 

adolescents (Compas, Slavin et al. 1986), the hypothesis w as based on research 

describing sex differences in the use of social support as a coping strategy rather 

than social support as a buffer betw een stressor and distress. W hen faced w ith 

such a m ajor stress as the diagnosis of cancer either oneself or in one's child, 

individuals m ay, regardless of sex, use the social support available to them  to 

help them  deal w ith the situation.

It w as p roposed  tha t bo th  social su p p o rt d im ensions w ou ld  be negatively 

correlated w ith  anxiety and depressed m ood th roughout the year in all family 

members. This hypothesis was only partially upheld. There w ere no significant 

relationships betw een m ood and the num ber of people available to provide social 

support in any family member. There w ere relationships betw een satisfaction and 

anxiety in the adolescent patients; satisfaction and depression in  m others and 

satisfaction and  anxiety and  dep ressed  m ood in fathers. It ap p eared  tha t
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satisfaction w ith  social support w as m ore im portant than the am ount of support 

available. The stress-buffering effects of social sup p o rt have m ost frequently 

been found w ith  m easures of perceived support rather than structural m easures 

of social netw orks (Speechley and N oh 1992). In m others, m ore than  fathers, of 

cancer su rv iv o rs , perce ived  social su p p o rt w as n eg a tiv e ly  re la ted  to 

psychological distress (Speechley and N oh 1992).

At the end of the year 40% of variance in the adolescent patien ts ' state anxiety 

w as accounted for by their report of satisfaction w ith social support at 12 months. 

This supported  the research of Varni and  colleagues (1994) w ho found that 

ch ild ren 's  perceived social su p p o rt w as negatively  related  to psychological 

distress. The identification of the relationship betw een satisfaction  w ith  social 

support and  m ood is particularly relevant in the context of a child w ith  cancer. 

The im pact of trea tm en t on the p a tien t is such  th a t school a ttendance 

significantly reduces or stops all together. The m ajority of children m ake and 

m aintain m ost of their friendships at school. The older adolescent patients m ay 

have already established friendships outside the school environm ent b u t this 

m ay be m ore problem atic for the younger adolescents. In the current s tudy no 

assessm ent w as m ade of w ho prov ided  the adolescent patien ts, m others and 

fathers w ith  social support. Tebbi and colleagues (Tebbi, S tern et al. 1985) 

identified that parents, particularly m others, w ere the m ost im portant providers 

of social su p p o rt to adolescent cancer am putees. O thers have found tha t 

perceived  classm ate social su p p o rt w as the m ost consisten t p red ic to r of 

adaptation to cancer in children w ith  a m ean age of 11 years (Varni, Katz et al. 

1994). The other adolescent patients on the adolescent un it m ay have been an 

im portan t source of support to the adolescent patien ts on the cu rren t study, 

contributing to the reported satisfaction w ith  social support. Contact w ith  fellow 

sufferers has been identified as helpful to some ad u lt patien ts  w ith  cancer 

(Pruyn, Yen Den Borne et al. 1986). H ow ever, the research focused on the 

seeking of contact rather than  in the current s tudy  w here the contacts on the 

Adolescent Unit were available from the time of diagnosis.

Based on observations during the current study, it w ould  have been interesting 

to explore the relationships betw een parents and their adolescent child 's friends. 

It seemed that parents, particularly m others, w ere influential in ensuring that the 

younger adolescent patients did not lose contact w ith  their friends. They spoke
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to the friends' m others as well as the friends themselves, updating  them  on w hat 

w as happening  and encouraging them  to visit w hether a t hospital or home. 

They provided reassurance that the friends w ere welcome and supported  them  if 

they found it em otionally difficult. It seem ed that m others took on the role of 

m aintaining friendships w hen the adolescent patients w ere not well enough to 

do so. It m ay have been that m others w ere m ore socially skilled at dealing w ith 

the aw kw ardness that can su rround  the diagnosis of cancer th a t w ould  have 

been ou t of the experience of the m ajority of adolescents. M aintain ing the 

contact m ay also have provided a source of support for m others. By m aintaining 

contact w ith  the well friends of their child, m others m ay have felt they were 

m ain tain ing  contact w ith  their ow n child, as they  w ere, before they w ere 

diagnosed.

The adolescent patients on the current study  reported higher m ean scores on the 

number and satisfaction dim ensions of the social support questionnaire than their 

parents. N o analysis w as conducted  on these scores. It m ay be th a t for 

adolescent patients there w ere social desirability factors in their reporting  of 

social support. N ot m any adolescent patients w ould w ant to report that they 

had  few friends. There was no statistically significant reduction in the social 

support scores over the year in the current study. However, the m ean scores for 

num ber and  satisfaction w ere low er at 12 m onths com pared to diagnosis in all 

participants, w ith  the exception of the adolescent boys. Kazak and  M eadows 

(1989) found that the families of young adolescents w ho had  surv ived  cancer 

reported a decrease in the availability of social support over time. A reduction in 

the am ount of social support received has been reported  d u ring  the first six 

m onths of diagnosis by paren ts of children w ith  cancer (Hoekstra-W eebers, 

H euvel et al. 1996).

In sum m ary, the stress buffering m odel of social su p p o rt w as ev ident in the 

current study. It appeared that, for all family m em bers, satisfaction  w ith  social 

support was significantly related to aspects of psychological well being. It w ould 

be useful to investigate w ho provided  the adolescent cancer patients and their 

parents w ith  the social support they reported. In the context of the Adolescent 

U nit, it w ould  be helpful to identify the relative im portance of su p p o rt from 

fellow patients, fellow parents and specialised staff.
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H e a l t h  Lo c u s  o f  Co n t r o l

There w as no significant relationship betw een age and  in ternal health  locus of 

control in the adolescent patients. This finding was contrary to research that has 

identified age related differences in scores on the H ealth Locus of Control Scale 

(HLOC) (Stanton, Raja et al. 1995). It had  been anticipated there w ould  be a 

positive correlation betw een age and internal health locus of control. The absence 

of a significant relationship between age and internal health  locus of control m ay 

have been a function of the small num ber of adolescent patients on study.

It w as proposed  that the adolescent patients m ean internal and  powerful other 

scores w ould change over the duration  of the study as they learned m ore about 

w hether or not they could control aspects of their ow n health. There w ere no 

significant changes over the s tudy  period hence this hypothesis w as no t born 

out. It had  been considered that an adolescent's experience w ith  illness may 

have changed their belief about health  locus of control. Tebbi and  colleagues 

(1987) in a cross sectional study of adolescent cancer patients found no difference 

betw een the health  locus of control scores in older and  younger adolescents. 

They suggested tha t experience w ith  the disease m ay have accelerated the 

developm ent of in ternality  in the younger adolescents. The cu rren t study  

suggests that the illness experience has not had  this effect on adolescent patients, 

at least w ith in  the first year of diagnosis. W hether experience of a cancer 

diagnosis will have an influence on the beliefs about illness the adolescents hold 

in the future rem ains unclear. It m ay be that a year is too early for the adolescent 

patients to be able to reflect on their experiences w ith  their illness and for their 

experience to have influenced their beliefs.

It w as proposed that there w ould be a negative relationship betw een external 

health  locus of control scores, the chance or powerful others d im ensions, and 

anxiety and depressed mood. It w as thought that in the context of a disease that 

w as not controllable, the adoption of an external health locus of control w ould be 

adaptive. There were no significant relationships at the .01 level betw een mood 

and the external scores of chance and  powerful others in the adolescent patients. 

However, regression analysis at 12 m onths, using variables that correlated w ith 

anxiety at the significance level of .05, found a positive relationship  betw een 

chance health  locus of control and anxiety. Chance health  locus of control at 12 

m onths, com bined w ith  illness id en tity  and  satisfaction  w ith  social sup p o rt
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accounted for 62% of the variance in state anxiety score a year post diagnosis. It 

seem ed that having a low satisfaction w ith  the social su p p o rt as w ell as m ore 

physical sym ptom s from the cancer and a belief that one's health  w as controlled 

by chance m ay account for w hy some adolescent patien ts h ad  h igher anxiety 

scores than  others 12 m onths after a diagnosis of cancer. The relationship  

betw een  chance health  locus of control and  anxiety  ind icates th a t som e 

adolescent patients believe that the course of their disease is dependen t upon  

chance.

The hypothesis that there w ould be no significant relationships betw een the 

adolescent patien ts and  parents m ean scores on the d im ensions of the health  

locus of control scale w as upheld. It had  been thought tha t in the context of a 

diagnosis of cancer, the adolescent patien ts m ay have adop ted  sim ilar health  

beliefs as their parents, there was no evidence for this. This resu lt seem ed 

consistent w ith  m uch of the data from the current s tudy  that has described few 

significant relationships between adolescent patients and their parents.

In sum m ary, the HLOC dim ensions d id  no t prove to be related to age in the 

adolescent patients or mood in the patients or parents. The alpha coefficients for 

the HLOC scale were poor in the adolescent patients at diagnosis (see Chapter 4). 

It may be that the distinction between internal, chance and powerful others in terms 

of beliefs about illness, cancer in particular, m ay have been too daunting  for the 

adolescent patients to consider. The curren t s tudy  used  a m easure of health  

locus of control rather than perceived control. Perceived control has been found 

to be a m ore accurate predictor of psychological adjustm ent than locus of control 

(Thompson and Collins 1995). It may have been useful to have assessed aspects 

of perceived control w ith  the adolescent patients. G rootenhuis and  colleagues 

(1996) described Rothbaum 's m odel of perceived control. The m odel classifies 

attem pts individuals m ake to gain control, both  by bringing  the environm ent 

into line w ith their wishes (primary control) and also by bringing them selves into 

line w ith environm ental forces (secondary control). There seems to be an overlap 

w ith coping strategies, problem and em otion focused coping.
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CHAPTER 6: DISCUSSION

6.1 SUMMARY OF RESULTS

The results of the current study need to be interpreted cautiously. There was 

considerable attrition by the end of the study period, w ith only 69% of the 

original participants. The current study reported generally low levels of 

psychological distress in adolescent patients during the first year of a diagnosis of 

cancer. At the time of initial diagnosis there was no difference in m ood betw een 

the study group and an adolescent control group. There were no changes in 

m ood over the 12 m onth study period. The relationship betw een the adolescent 

patients' m ood and their disease or treatm ent status was limited. The num ber of 

sym ptom s reported a year post diagnosis explained some of the variance in their 

levels of anxiety. In adolescent patients, at a year post diagnosis, variations in 

their m ood w ere related to their previous m ood, satisfaction w ith the am ount of 

social support they received, having a chance health locus of control and w hether 

their family resolved conflict.

Over three quarters of m others and two thirds of fathers had m ore than one 

episode of elevated anxiety or depressed m ood during the year after their child 

was diagnosed with cancer. Levels of anxiety in parents appeared to reduce 

during the year following diagnosis. Depressed m ood did not reduce. In 

m others, at a year post diagnosis, variations in their m ood could be partially 

accounted for by their previous m ood and the use of the positive re-interpretation  

and growth  coping strategy during the year. In fathers, at a year post diagnosis, 

variations in their m ood could be partially accounted for by their previous 

m ood, the use of mental disengagement and active coping and w hether the family 

resolved conflict.

There w ere fewer relationships betw een m ood in the family than  had been 

anticipated. There w ere no relationships betw een m ood in the adolescent 

patients and their parents. There w ere relationships betw een m other's 

depression and fathers' anxiety. The absence of correlations in m ood data m ay 

have been a function of the small num bers in the study. There w ere changes in
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the coping strategies adopted by parents over the first year of their child's cancer 

diagnosis. Both m others and fathers reported using less active coping and m ore 

mental and behavioural disengagement as the year progressed.

6.2 STRENGTHS OF THE CURRENT STUDY

The current study reported the prospective and longitudinal assessm ent of m ood 

and coping strategies in adolescent cancer patients and their parents during the 

first year of diagnosis. The majority of previous research w ith adolescent cancer 

patients and their parents has been cross-sectional (Bull and D rotar 1991; 

Canning, Canning et al. 1992; Dahlquist, Czyzewski et al. 1993; Goertzel and 

Goertzel 1991; Grootenhuis, Last et al. 1996; Kashani and H akam i 1982; 

Kellerman, Zelter et al. 1980; M ulhem , Fairclough et al. 1992; Sanger, Copeland 

et al. 1991; Smith, Ackerson et al. 1990; Speechley and N oh 1992; Tebbi, 

Bromberg et al. 1988; Varni, Katz et al. 1995; Worchel, Copeland et al. 1987 and 

Worchel, Nolan et al. 1988). Three longitudinal studies have been conducted 

(Kaplan, Busner et al. 1987; Manne, Lesanics et al. 1995 and Sawyer, Antoniou et 

al. 1993).

One cross-sectional study included m others and their children (Mulhem, 

Fairclough et al. 1992). The rem aining studies assessed either the patients 

(Canning, Canning et al. 1992; Goertzel and Goertzel 1991; Kaplan, Busner et al. 

1987; Kashani and Hakam i 1982; Kellerman, Zelter et al. 1980; Sanger, Copeland 

et al. 1991; Smith, Ackerson et al. 1990; Tebbi, Bromberg et al. 1988; Varni, Katz 

et al. 1995 and Worchel, Nolan et al. 1988) or their parents (Dahlquist, Czyzewski 

et al. 1993; Grootenhuis, Last et al. 1996; Manne, Lesanics et al. 1995; Sawyer, 

Antoniou et al. 1993 and Speechley and N oh 1992). There w ere four studies 

within the first year of diagnosis (Dahlquist, Czyzewski et al. 1993; Manne, 

Lesanics et al. 1995; Sawyer, Antoniou et al. 1993 and Vami, Katz et al. 1995). The 

rem aining studies were conducted at least a year post diagnosis; (Bull and D rotar 

1991; Canning, Canning et al. 1992; Grootenhuis, Last et al. 1996; Kaplan, Busner 

et al. 1987; Kashani and Hakam i 1982; Kellerman, Zelter et al. 1980; M ulhem, 

Fairclough et al. 1992; Sanger, Copeland et al. 1991; Smith, Ackerson et al. 1990;
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Tebbi, Bromberg et al. 1988 and Worchel, N olan et al. 1988). Additional research 

has not reported time since diagnosis (Goertzel and Goertzel 1991), or has 

involved cancer survivors (Kashani and Hakam i 1982; M ulhem , W asserm an et 

al. 1989; Speechley and N oh 1992). "Newly diagnosed cancer" or "at the time of 

diagnosis' are frequently used in the literature yet the actual time from  diagnosis 

can be extremely variable (Speechley and N oh 1992; Vami, Katz et al. 1994).

Research has not always differentiated betw een child and adolescent patients 

(Bull and Drotar 1991; Kashani and Hakam i 1982; M ulhem , Fairclough et al. 1992; 

Sanger, Copeland et al. 1991; Smith, Ackerson et al. 1990; Vami, Katz et al. 1995 

and Worchel, Nolan et al. 1988). Kashani and Hakam i (1982) reported  time since 

diagnosis as betw een 1 m onth and 10 years w ith an age range of 6 to 17 years. 

M ulhem  and colleagues (1992) reported an age range of 8 to 17 years and the 

time since diagnosis as between 1 m onth and 14 years.

None of the nineteen studies identified above w ere prospective, commencing at 

the time of diagnosis. N or had they included both the adolescent cancer patients 

and their parents. The prospective design of the current study avoided reports 

of m ood and coping being influenced by the individual's recollection of how  

s /h e  coped during the event. It w as possible to observe changes in m ood and 

coping that occurred as the diagnosis of cancer and its treatm ent unfolded (Stone 

and Kennedy-M oore 1992). The adjustm ent of the adolescent to the role of 

patient w ith cancer and of the parents to the role of carers (Vess, M oreland et al. 

1985) could be assessed in term s of psychological m orbidity and the coping 

strategies adopted.

The longitudinal design of the current study allowed each person to be used as 

his or her ow n control so that the heterogeneity am ong the adolescent patients 

and their parents was reduced (Zeger and Liang 1992). The adolescent control 

group in the current study was recruited due to the absence of UK norm s for the 

m ood questionnaires. Investigations of differences betw een chronically ill 

children and controls do not provide inform ation about factors associated with
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positive psychological functioning and adjustm ent hence a longitudinal control 

group was not used (Midence, McManus et al. 1996).

Research has identified that children and adolescents used different coping 

strategies to deal w ith their cancer (Bull and Drotar 1991). H ow ever, there is 

little research that differentiates betw een children and adolescents. It can not be 

assum ed that adolescents report the same levels of distress or use the same 

coping strategies as young children. A lthough all adolescents are children, not aU 

children are adolescents. The young child w ithin a family m ay be less 

autonom ous and m ore influenced by parental m ood and coping strategies than 

the adolescent child. The current study, by solely assessing adolescent patients, 

limited variability as a function of age.

Relative to m others, little has been w ritten about fathers of iU children, including 

adolescents w ith cancer (Blotcky, Raczynski et al. 1985; Speechley and N oh 1992). 

Previous research has not contrasted levels of anxiety and depression in m others 

and fathers bu t rather reported respective levels of distress (Dahlquist, 

Czyzewski et al. 1993; Manne, Lesanics et al. 1995). This m ay in part be due to 

low num bers. Marine and colleagues (1995) reported 55 m others and 4 fathers. 

The reasons for reporting m others and fathers separately in the current study 

w ere twofold. Firstly, it was based on sex differences in the reporting of anxiety, 

depressed m ood and the use of varying coping strategies in m en and w om en. 

The second consideration was the different roles that m others and fathers 

adopted w hen their child was diagnosed w ith cancer. M others tended to becom e 

the m ain carer of the iU child w hereas fathers became the m ain carer of the 

rem aining children at home. Additionally, m any fathers w ere in full-time w ork  

and had to balance w ork and hom e commitments.

There are instrum ents specific to the m easurem ent/  assessm ent of m ood states 

and coping in adolescence (Ayers, Sandler et al. 1996; Chartier and Lassen 1994). 

In the current study adolescent patients and their parents com pleted the same 

questionnaires, assessing m ood and coping strategies. This allowed com parisons
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to be m ade betw een participants. The m ethod appeared to be viable, w ithin the 

limitations of the questionnaires themselves.

At the outset it was uncertain how  feasible it would be to conduct the current 

study w ith adolescent patients and their families. Potentially, there could have 

been problem s w ith initial refusal or significant levels of non compliance as the 

year progressed. It was also unclear how  soon after diagnosis the adolescent 

patients and their families could be approached. The issues w ere twofold; how  

soon w ould it be acceptable to the families, and, w hat w ould  be the optim al point 

of assessm ent in term s of their 'base' em otional reaction to the diagnosis of 

cancer. There w ould be little use in an assessm ent m om ents after the diagnosis 

had been disclosed w hen the research w ould be intrusive and em otions 

extremely high. Alternatively, it was im portant to ascertain a m easure of the 

em otional reaction to a diagnosis of cancer. The families w ere approached 

betw een 3 to 4 weeks post diagnosis. This w as before treatm ent had started, bu t 

after the im m ediate period surrounding diagnosis. The research becam e part of 

the routine "w ork up" for patients and families before cytotoxic chem otherapy 

started.

At times it seemed intrusive to approach sick children and their w orried parents 

asking them  to complete complex questionnaires. How ever, as the adolescent 

patients spent m uch of their time in hospital, the researcher could be flexible in 

choosing appropriate times to encourage them  to complete their questionnaires. 

Some of the adolescent patients found the questionnaires a distraction, others a 

nuisance. As the year progressed m ore of the adolescent patients completed 

their questionnaires independently.

At the end of the final questionnaire, comments from the adolescent patients and 

parents w ere elicited concerning their participation in the study. They w ere 

asked w hether they were pleased they had taken part; w hether they would 

recom m end others to take part in the research, and, w hether they w anted a
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copy of a report that was to be produced at the end of the research project. 

Results are shown in Table 6.1.

Table 6.1: Responses of the adolescent patients, mothers and fathers to

Yes N o NS Yes N o NS Yes

SrTiiT?i

N o ^NS ' 1
Pleased took part? 28 6 3 29 - 5 14 -

_____

Recommend others? 25 6 6 30 - 4 15 - 8 I
Copy report? 35 1 - 32 1 - 19 2 ,J
NS; N ot sure

Extreme caution needs to be used when considering these responses. The 

problems inherent in assessing satisfaction were evident, particularly that the 

researcher was well known to the participants (Fitzpatrick 1991). Additionally, 

the questionnaires were completed by a self-selected group, those who had 

completed a year in study. Those who had not wanted to continue had been non 

completers. The majority of adolescent patients, mothers and fathers were 

pleased they had taken part in the study and would recommend that others took  

part in the current study. However, 23 participants (24%) were not pleased, or 

not sure they were pleased, they had taken part. Twenty four participants (26%) 

would not recommend the study to others. Hence quarter of the study 

participants were not positive about taking part in the study, and would not 

recommend participation to others.

Some participants wrote a lot about what it had been like taking part in the 

study, the majority wrote little. Comments about what had been good were 

that it gave an opportunity to express feelings and think things through, as well 

as the hope that it would help others. When asked to comment about what was 

bad about taking part in the study, responses focused on being approached soon  

after diagnosis and having to think about painful emotions.

It seems as if taking part in the study may have been quite difficult for some 

participants. On the one hand the questionnaires demanded the disclosure of
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quite personal em otions and yet, no specific support w as provided. The m ost 

distressed m ay have been those w ho did not return  their questionnaires. There 

were a num ber of circumstances that m ay have influenced continued study 

participation. Interest based on personal and family involvem ent m ay have 

been a m otivating factor, as well as the desire to "help" others m the same 

situation. The involvem ent of the research fellow throughout the year gave a 

sense of continuity and value to individual contributions. Finally, com pleting the 

questionnaires m ay have given some adolescent patients and their parents an 

opportunity  to express emotions freely w ithout being concerned about upsetting 

others.

6.3 CRITIQUE OF THE CURRENT STUDY

Research w ithin paediatric oncology is frequently limited by the available sample 

size. In Britain, cancer during adolescence is rare w ith just 740 new  cases each 

year in a population of 6 million adolescents. By recruiting from  a specialised 

unit the current study had access to a relatively large sam ple of adolescents. 

However, the current study was limited by a relatively small sample size. 

Additionally, the oncologists who referred patients into the study specialised in 

bone sarcomas. Consequently, the current sam ple was not representative of the 

universe of cancers in adolescence.

The focus on adolescent patients had  hoped to highlight the needs specific to that 

age group. The research findings m ay have been limited by the age range. At 

the two ends of the spectrum , there w as a very young 12 year old boy w ho m ay 

have been m ore relaxed if treated on the paediatric unit, and a 19 year old 

economics student at university. W agner and Com pas (1990) described the 

different stresses apparent in well adolescents at junior high school (family), 

senior high school (peers) and at college (academic) and the different 

relationships betw een these stresses and psychological symptoms.

The num bers in the current study w ere small for adequate statistical analysis. 

Much of the analysis was based on correlations. By having a priori hypotheses.
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reporting correlations w ith r values above .6, and using p  values of less than .01 

it was hoped that the probability of Type I errors, and the reporting of spurious 

results, was reduced. The possibility of third (confounding) variables remained.

A limitation of the current study was its reliance on self report m easures. The 

use of m ultiple m ethods of m easuring m ood and coping w ould have offset some 

of the w eaknesses of using just one class of m easurem ent (Beehr and McGrath 

1996). H igh defensiveness has been identified in adolescent patients w ith cancer 

and m ay explain low levels of reported distress (Canning, Canning et al. 1992). 

In the context of a relatively explorative study it w ould have been appropriate to 

have considered additional m ethods such as structured interview s and reports 

from alternate sources. Interviews have assessed both psychological impact and 

long-term adjustm ent to the diagnosis of cancer during childhood and 

adolescence (Brown, Kaslow et al. 1993; Dunkel-Schetter 1984; Eiser 1996; 

Haverm ans and Eiser 1994; H inds and M artin 1988; Macaskill and M onach 1990). 

Blair and colleagues (1995) reported a study, using paper and pencil tests as well 

as interview  and observational m ethods, assessing families w ith children w ho 

had anorexia nervosa or cystic fibrosis. Differences betw een their families only 

emerged during interviews and observations. The authors advised against over 

reliance on the m ethod of self report. Clinicians and outside observers m ay not 

see families as they see themselves (Blair, Ereeman et al. 1995). A lthough there 

are risks of subjectivity in observations from those not w ithin families, the 

opportunity  for the corroboration of results is attractive.

Parental reports concerning their children, or reports from staff m ay have been 

interesting in the current study. Behaviour, such as w ithdrawal, m ay have been 

a useful indicator of the impact of diagnosis on the adolescent patients, rather 

than anxiety, depressed m ood or anger. Adolescent patients m ay not have 

reported their ow n social withdrawal. Parental and teachers' reports have 

proved to be useful indicators of children's adjustm ent to cancer (Sanger, 

Copeland et al. 1991). Parents com pleted the Personality Inventory for Children 

assessing the behavioural, affective and cognitive status of the children and
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whilst teachers completed the H ealth Resources Inventory assessing social 

competence (Sanger, Copeland et al. 1991). Koch and colleagues (1996) described 

parents' reports of their iQ child's em otional stability, as well as the efforts their 

child had m ade to come to term s w ith the diagnosis of cancer. The study was 

questionnaire based, cross-sectional and the children had a m ean age of 8 years. 

Emotional instability was characterised by aggression; problem s sleeping; 

showing little interest in anything; no contact w ith other sick children and 

brooding a lot. Efforts the children m ade in coming to term s w ith their situation 

included having confidence in the doctors/nurses; often asking questions on 

medical measures; accepting the illness and actively participating in the treatm ent 

(Koch, H arter et al. 1996). The use of additional sources of inform ation adds 

substance to self-report measures. However, issues of objectivity w ould need to 

be considered.

In the context of exclusively self-report m easures it w ould have been useful to 

include a m easure of social desirability (Anastasi 1982). Some of the adolescent 

patients, or their parents, occasionally asked the researcher w hat she had 

thought of their latest questionnaires. This was probably in hum our, how ever, 

participants seem ed to consider that the researcher w ould have carefully 

m onitored their responses to certain statements. Questionnaires often have 

items that appear more socially desirable or acceptable than others. During pilot 

research for the current study, the fighting spirit sub-scale of the Mental 

Adjustm ent to Cancer Scale (Watson, Greer et al. 1988) had been used and was 

found to elicit almost 100% fighting spirit on each adm inistration (see C hapter 3). 

The tendency to choose socially desirable responses on a self-report inventory 

need not indicate deliberate deception. Social desirability has been 

conceptualised as a tendency to "pu t up a good front". Adolescents particularly 

are often absorbed by the image they present to others, especially in front of 

other adolescents. The adolescent unit could be seen as a pressurised 

environm ent w here the adolescent patients w ould not w ant to be viewed as not 

coping. The completion of questionnaires by aU family m em bers m ay also have 

led to an unconscious pressure to not let the family down. G rootenhuis and
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colleagues (1996) anecdotally described a form  of "magical thinking' in their 

group of parents of paediatric cancer patients. The interview ers had the 

impression that parents had difficulty agreeing with statem ents about negative 

expectations. It was as if the parents feared negative consequences if they 

agreed w ith negative expectations.

The relationship betw een a statistically significant change in a m ood score on a 

questionnaire and the clinical significance of that change for the individual is 

difficult to determine. The current research reported statistically elevated m ood 

scores in parents, yet it was unclear how  different a paren t w ould feel w ith a 

depressed m ood score of 16 as opposed to 10. Jacobson and Traux (1991), in an 

attem pt to operationalise "getting better" as a function of m arital therapy, 

suggested clinical significance should be a score of m ore than  2 standard 

deviations from  the baseline, w hether that was a pre-treatm ent score or norm  

values. The current study was less stringent and reported that m ood was 

elevated in scores m ore than one standard deviation above the norm  means. 

There was no additional m easure of w hether the m others or fathers had visited 

their GP, were receiving counselling or taking medication such as Prozac. Using 

questionnaire data allowed com parisons betw een individuals b u t gave little 

indication of w hat being anxious or depressed m eant to the patients or their 

parents. Interview data w ould have been useful to supplem ent the 

questionnaire reports. It could be argued that the m others and fathers on the 

current study had reason enough to be significantly anxious and depressed. 

From the questionnaire data it was not possible to identify w hat impact the 

elevated m ood state had on the parents' lives.

The current study did not include an assessm ent of additional events that m ay 

have been occurring in the life of the adolescent patients or their families. Hence 

there was no indicator of w hat was causing the m ost stress to individuals at the 

time of com pleting questionnaires. Of particular relevance m ay have been w hat 

was happening in term s of disease and treatm ent of the other adolescent 

patients. The adolescent patients came to know each other extremely well. They
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had a com m on bond that others did not share. They tended to be of great 

support to one another, often in the early hours of the m orning, over a gam e on 

the Playstation, in the day room. W hen an adolescent patient died on the unit, or 

came in particularly unwell, the adolescent patients and their parents invariably 

found it particularly traumatic. It w ould have been useful to have a checklist of 

w hat was happening on the w ard w hen the patients and their parents completed 

questionnaires.

The current study was limited by its duration. A year w as initially considered 

sufficient time in which to assess the adjustm ent of adolescent patients and their 

families to the diagnosis and treatm ent of cancer. A year w as no t long enough. 

The first year of diagnosis was hectic and little time was spent aw ay from the 

hospital. The m ost emotionally traumatic period m ay be w hen treatm ent 

finishes and the reassurance of regular hospital attendance is not there. Parents 

particularly described feelings of being 'Tost" and frightened that there was no 

longer anything being done to com bat the cancer. Treatm ent w as complete bu t 

cure w ould not be certain for a num ber of years to come.

The current study was limited by the w ay in which coping w as assessed. Coping 

style, rather than situation specific coping, was m easured. For example, 

adolescent patients w ere asked how  they generally dealt w ith stress and w ere 

given examples including exams, as well as their cancer diagnosis and treatm ent. 

A situation specific m easure of coping m ay have resulted in m ore conclusive 

findings, particularly in relation to m ood and coping strategies. Additionally, 

there was no assessm ent of the extent to which the adolescent patients persisted 

w ith their coping strategies or indeed how  successful they w ere in resolving 

specific concerns. A m ore detailed investigation of how  adolescent patients' cope 

w ith cancer could address these issues.

The authors of the Life Orientation Test wrote in defence of their m easure which 

had been criticised due to the third variable problem  based on the shared 

variance of optim ism  w ith trait anxiety and neuroticism  (Scheier, Carver et al.
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1994). It seems as if there m ay be problem s w ith the m easurem ent of 

dispositional optim ism  and although it proved a useful variable in the current 

study, caution needs to be taken in interpreting the results.

There w ere several variables that were not assessed in the current study  yet m ay 

have been related to adjustm ent in both the adolescent patients and their 

parents. Assessments that would have been interesting were; com m unication 

betw een the medical team  and family (EUis and Leventhal 1993; M aguire 1996; 

Orr, Hoffmans et al. 1984; Winefield 1992); self-esteem (Hockenberry, Kemp et 

al. 1994; M cCubbin 1991) and m arital adjustm ent (Dahlquist, Czyzewski et al. 

1993). Com m unication betw een family m em bers had been a dim ension on the 

FAME questionnaire, how ever, the items did not adequately load during factor 

analysis.

6.4 RECOMMENDATIONS FOR FUTURE RESEARCH

At the end of the current study the question still remains; how  do adolescent 

patients cope w ith a diagnosis of cancer and its treatm ent? The questionnaires 

assessing m ood and coping strategies used in the current study did not identify 

consistent, significant relationships betw een the use of coping strategies and 

coping efficacy. It m ay be that the COPE (Carver, Scheier et al. 1989) did not 

assess the type of coping strategies that the adolescent patients used. It seems as 

if it m ay be necessary to re-consider w hat aspect of coping the COPE m easured. 

It was designed to assess coping style and dispositions rather than  situational 

coping (Carver, Scheier et al. 1989). Carver and Scheier proposed that to study 

the range of potential coping styles, it was necessary to m easure them  

separately, hence the 15 styles assessed by the COPE. The coping literature 

includes m uch discussion about the complexity of m easuring coping and 

particularly, w hat aspects of coping should be m easured (Parle and M aguire

1995).

Ferguson and Lewis (Ferguson and Cox 1997) proposed that coping functions 

were m ore im portant than coping behaviours or styles. Coping functions
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described w hat individuals believed their coping behaviours w ere going to 

achieve, for example, emotional regulation or distraction. Coping behaviours 

were the actual actions or thoughts such as watching television or thinking 

positively. A coping style was a group of behaviours or cognitions that w ere 

similar in their m ode of action, such as the seeking of social support (Ferguson 

and Cox 1997).

The key distinction was betw een styles and functions. The study of coping 

styles, as m easured by the COPE (Carver, Scheier et al. 1989), provided a 

structural account of coping. The principle criticism of the structural approach to 

coping assessm ent was that the function of coping was inferred by the authors, 

based on the factor analysis of coping styles post m easurem ent. The functional 

approach to coping attem pted to identify w hat the individual believed a 

particular coping style would achieve for them. Ferguson and Cox (1997) 

proposed that the w ork of Folkman and Lazarus distinguished tw o functions; 

one relating to emotions and the other m ore directly to the actual problem.

In their developm ent of the Functional Dimensions of Coping Scale the authors 

identified four functions; approach; avoidance; reappraisal and em otional 

regulation (Ferguson and Cox 1997). The scale invited the subject to describe a 

stressful event, and, the behaviours and thoughts they used to dealt w ith it. 

There w ere sixteen structured questions that assessed the subjects' perceived 

function of the thoughts and behaviours they used.

In the discussion of the results in C hapter 6, it seemed as if there was a m ove 

away from  describing the coping strategies themselves tow ards w hat those 

strategies actually m eant for the adolescent patients and their parents. For 

example, the increased use of m ental and behavioural disengagem ent in parents 

as the year progressed The discussion suggested that this m ay have been an 

appropriate coping style in a situation w here the stressor could not be resolved 

or controlled. The function of m ental and behavioural disengagem ent was the 

avoidance of the stressor. Once the functions of coping styles are identified one

333



presum es it w ould be feasible to m easure w hether the function had been 

achieved, the coping efficacy.

The functional approach to coping assessm ent is new  and purports  to m easure 

the function of coping behaviours. The approach appears relatively flexible and 

the m easure not too arduous to complete. Additionally, it encourages subjects to 

consider and describe w hat they did, and by omission w hat they did not do, 

rather than just tick columns. By encouraging subjects to reflect on the w ay they 

deal w ith stressful situations, it m ay be a more active w ay of assessing coping.

There was no assessm ent of the context of coping in the current study. The 

specific concerns of the adolescent patients and their parents w ere not elicited. 

Qualitative research, usually by interview, has identified a w ide variety of 

concerns in adolescent oncology patients (Eiser 1996; Orr, Hoffm ans et al. 1984) 

and their parents (Koch, H arter et al. 1996). Eiser (1996) reported the prim ary 

concerns related to treatm ent; physical appearance; mobility problem s such as 

instability; rejection; re-integration into school; pre-occupation w ith illness and 

disclosure; w orries about how  much to tell others. Concerns related to the 

behaviour of doctors or nurses and the patient's relationship w ith their 

consultant have also been described (Orr, Hoffmans et al. 1984). The concerns of 

parents w ith children w ho had cancer were elicited in a large questionnaire study 

(Koch, H arter et al. 1996). The two principal concerns w ere of the child's relapse 

and the financial burden of the illness. The diagnosis of cancer and its treatm ent 

is not a unitary stressor. It w ould have been appropriate in the current study to 

have included a checklist or open question about the ongoing concerns subjects 

were experiencing each time they completed questionnaires.

Somerfield (1997) suggested that a micro-analytic m ethod should be used for the 

assessm ent of coping strategies in the context of cancer. He proposed the 

research should focus on specific, high frequency and high stress concerns that 

would provide m ore clinically inform ative results. Somerfield (1997) discussed 

the gap betw een research on stress and coping and clinical practice, suggesting
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that the clinical implications of findings are often not apparent ""even to the m ost 

generous of observers"" (pl34). The macro level of research relies on the 

assum ption that cancer is a unitary stressor. The level of research propounded 

by Somerfield (1997) is the micro level w here specific aspects of a global stressor 

are identified. An example of micro level research in oncology m ay be an 

assessm ent of the impact of a Hickm an line in term s of lifestyle for adolescent 

patients.

The age of the adolescent patients in the current study m ay have contributed to 

the difficulties found in assessing coping. Frydenberg and Lewis (1991) 

suggested that the 16 to 17 year olds that they assessed w ere at a suitable stage 

of cognitive developm ent to have sufficient verbal skills and self-awareness to 

enable them  to describe coping strategies. It m ay have been an error in the 

current study to assum e that adolescents, as young adults, could use 

questionnaires developed using adults. There appear to be no studies com paring 

and contrasting the strategies used by children, adolescents and adults. 

Adolescents develop their coping behaviours from four sources; i) prior personal 

experience; ii) vicarious experience from observing others; iii) perceptions of 

their ow n vulnerability, and, iv) social persuasion, particularly by significant 

others (parents or peers) (Patterson and McCubbin 1987). The developm ent of 

coping strategies is a continuous process and it m ay be erroneous to com pare a

12 year old and a 16 year old (Worchel, Copeland et al. 1987). They m ay be at 

quite different developm ental stages in term s of em ergent coping strategies. 

The current study used adolescent patients from 12.7 years to 20 years. This age 

range m ay have m asked the adoption of varying coping strategies w ith age.

Coping strategies that have been investigated in children appear to indicate that 

children do endorse specific strategies. Ayers and colleagues (1996) identified a 

four factor m odel of dispositional coping in children, m ean age 10 years, range 9-

13 years. The factors were; active; distraction; avoidant and support seeking 

coping. Frydenberg and Lewis (1991) used both an adult coping scale and open 

ended questions. The students, 16 to 17 year olds, w ere asked to identify a m ain
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concern. Eight coping responses were suggested by m ore than 9% of the 

students. There w ere differences in the endorsem ent of the use of strategies in 

boys (n=273) and girls (n=370). The strategies m ost com m only reported by boys 

were; try hard: work hard (23.9%); exercise such as running, walking, tennis 

(12.4%); contemplate problem and think o f solutions (11.9%), and, avoid, try  not to 

worry, block out o f m ind  (11.1%). The strategies m ost com m only reported by girls 

were; talk to friends, give each other moral support (25.1); talk to parents or other 

members o f the fam ily  (17.6%); relax by reading a book, watching television, talking on 

the telephone (11.7%) and do best (10.1%). There was overlap in the reporting of 

these strategies, so for example, try  hard: work hard w as endorsed by 23.9% of 

boys and 19.9% of girls. The coping responses commonly reported in this group 

focused on social support, w orking hard  and distraction (Frydenberg and Lewis 

1991) and were similar to those identified in younger children (Ayers, Sandler et 

al. 1996). It w ould have been interesting to have used open questions and 

identified the coping strategies that the boys and girls reported using in the 

current study. H owever, the num bers on the current study, 58 reducing to 39, 

would not have allowed a statistically pow erful exploration of the strategies 

reported. Too m any idiosyncrasies w ould have been apparent.

6.5 CLINICAL IMPLICATIONS OF THE CURRENT STUDY 

The current study has described adolescent patients w ith cancer and  their parents 

in term  of their psychological m orbidity and the coping strategies used during 

the first year of diagnosis. As such it com plim ented previous research and with 

the prospective, longitudinal design has answ ered im portant questions about 

this group of patients.

The results suggested that, during the first year of diagnosis, adolescents w ith 

cancer reported levels of anxiety and depression that did not differ significantly 

from a norm al adolescent population. A lthough these results w ere reassuring, it 

is im portant not to overlook the m inority of the adolescent patients who w ere 

highly anxious and depressed. Their psychological m orbidity did not appear to 

have been related to the duration of treatm ent although the m ore anxious
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adolescents had m ore sym ptom s at a year post diagnosis. Girls showed a 

tendency to report higher levels of anxiety and depression than  boys. The 

adolescent patients and parents w ho participated in the current study w ere 

treated on the adolescent unit. The philosophy and m anagem ent of the unit 

have been described elsewhere (Souhami, W helan et al. 1996). Caution needs to 

be taken in extrapolating the results of the current study to all adolescents w ith 

cancer in the UK. It m ay be that the unit provided a particularly reassuring 

environm ent to the adolescent patients.

Parents, as a group, w ere extremely anxious and depressed at the time of their 

child's diagnosis w ith cancer. M others tended to report higher levels of anxiety 

and depressed m ood than fathers. As the year progressed parents ' levels of 

anxiety reduced bu t depression remained. Staff w orking w ith these parents 

should be aw are that patents' emotional response to their child's illness does no t 

reduce during the first year of diagnosis.

The current study provided no evidence that the m ental state of either parent 

had an im pact on the emotional well being of their child. How ever, it appeared 

that there m ay be relationships betw een m others and fathers' em otional states. 

It could be useful for staff to be aw are that the distress of one parent m ay 

influence the other parent.

It appeared that, during the first year of diagnosis, all family m em bers coped by  

accepting w hat had happened and trying to m aintain a positive outlook. There 

was little evidence of denial. Possibly due to the uncontrollable nature of the 

disease, parents appeared to cope by attem pting to distract them selves from  

their child's illness. It m ay be constructive for staff supporting these parents to 

encourage them  to take "time out" for themselves.

Greca and V am i (1993) reported that betw een 1988 and 1992 only 9% of the 

research articles published in the Journal of Pediatric Psychology w ere 

intervention studies. It is acknowledged that research, w hether random ised
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clinical trial or case study, seldom  results in a change in clinical practice. 

However, a com prehensive know ledge of how  adolescent patients and parents 

cope w ith the diagnosis of cancer m ay help the self-regulation of coping 

behaviour. Frydenburg and Lewis (1991) suggest that the understanding of 

coping strategies adopted by individuals could aid the design of program m es for 

cognitive behavioural change. However, the design of intervention studies in 

this area is fraught. It would be difficult to recruit a control group and issues 

concerning voluntary participation would be enorm ous. As evidenced in the 

current study, participation in psychological research can be aw kw ard, it would 

be extremely difficult to im plem ent an intervention. Adolescent patients and 

parents could not be forced to participate, those w ho have the m ost difficulties 

m ay be the least likely to attend. Kissane (1994) reported that am ong 'refusers' 

there w as a belief that help was not needed.

6.6 CONCLUSIONS

The aims of the current study have been largely met. The em otional responses 

of adolescent cancer patients and their parents to the diagnosis of cancer have 

been reported. Change, and no change, in m ood and coping strategies have 

been described during the first year of diagnosis. The relationships betw een 

mood and coping strategies in adolescent patients, m others and fathers have 

been described. Little evidence w as presented for relationships betw een disease, 

treatm ent variables and m ood states or coping strategies. Recomm endations for 

the identification of those individuals w ho m ay be at risk of severe m ood 

changes have been made.
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Appendix 1: The Behavioural Self Regulation Model
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SCHEIER AND CARVER'S BEHAVIOURAL SELF-REGULATION MODEL 

Figure 1 presents the schema of a discrepancy-reducing negative feedback loop 

that characterises the basic process presum ed to underlie behavioural self

regulation. This m odel is taken from Scheier and C arver's 1988 paper which 

describes in detail the m odel which underlies their research.

Figure 1: A model of behavioural self-regulation - negative feedback loop

The discrepancy-reducing negative feedback loop, characterizing the basic process 
presumed to underlie self-corrective behavioural self -regulation

Comparator
Goal

Outside
Influences

Impact on 
Environment

Input Function 
Perceptions

Output Function 
Behaviour

Taken from: Scheier M.F. and Carver, C.S. 1988 
A model of behavioural self-regulation:Translating intention into action 
Advances in Experimental Social Psychology Vol. 21 p303-45

Self regulatory processes have no beginning or end, just several com ponent 

functions that recur. There are three assum ptions;

• people im pose order on their experiences

• order is a schematic organisation in m em ory
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• cognitive structures are used to recognise and understand  new ly 

encountered events.

Scheier and Carver em phasise that schema incorporate or are associated w ith 

information about behaviour. For example, people associate certain situations 

with certain types of behaviour, so being ill is associated w ith sleeping or pain. 

Activating a know ledge structure in m em ory will partially activate associated 

memories too, thereby m aking them  m ore accessible and  likely to be used. This 

is usually discussed in term s of biases because of the interpretation of 

information that is encountered subsequently.

Behaviours are also activated by the conscious production of intentions. Scheier 

and Carver suggest that in the course of day to day activities m any goals are 

salient via the sim ple process of schema activation in m emory. The existence and 

activation of behavioural goals is the first step, Scheier and Carver propose a 

mechanism w hereby individual goals become overt action. In other w ords the 

progression from  cognitions to behaviour. There are 3 principles to this process 

which involves feedback control;

• The individual m onitors their activities as currently perceived.

Figure 1 Impact on environm ent and input func tion  - perceptions.

• These perceptions are com pared against a goal. The goal is provided by 

the behavioural inform ation activated in the memory.

Figure 1 Goal and comparator

• If there is a discrepancy betw een present behaviour and the goal, individuals 

will attem pt to reduce the discrepancy by m aking behavioural 

adjustm ents; the feedback loop.

Figure 1 O u tp u t func tion  - behaviour.

Scheier and Carver em phasise that the goal is not necessarily of a high standard, 

it is purely w hat the individual is aiming towards. The com parator (see Figure 1) 

is w hat occurs w hen an individual self-reflectively checks on the correspondence 

between w hat they are doing and w hat they intend to do. It is a self-awareness 

and has an im portant role in the m ediation of purposeful activity. The analysis is
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not necessarily in m uch depth and there m ay be no conscious aw areness of the 

discrepancy reduction process. According to Scheier and C arver self-regulation 

has two facets; self-awareness and the com parison process. Self-awareness 

engages the activity of the com parator of the feedback system  guiding 

behaviour w hich should increase the frequency of m aking com parisons betw een 

the present state and the goal of com parison (the com parison process). The 

m ore complete the engagem ent of the com parator the m ore precisely behaviour 

is regulated.

The single feedback loop of Figure 1 is inadequate to explain the complexity and 

flexibility of hum an behaviour. Scheier and Carver propose that feedback 

systems can be connected to each other and ordered hierarchically. 

Hierarchically ordered systems superordinate and subordinate goals and hopes. 

H igher order system s behave by providing goals to feedback system s just below  

them  on the hierarchy. Each feedback loop m onitors progress tow ards goal 

attainm ent at an  appropriate level of abstraction. As one m oves from  higher to 

lower levels of the hierarchy the goals become m ore specific, the end point being 

behaviour. The highest level of abstraction is the idealised sense of self, the 

lowest is muscle activity.

W hen one is doing routine activities such as shopping, one tends to lose sight of 

higher order goals as focus is on the realities of the situation one is in. From an 

observer's perspective, it is difficult to know  how  abstract another person 's 

behaviour m ay be in term s of the m eaning underlying it. Scheier and C arver 

emphasise tw o conceptual aspects of hierarchical organisation. Firstly, goals can 

be achieved in a variety of ways, im plying flexibility. Secondly, an individual can 

act to obtain a num ber of different goals sim ultaneously, m ultiple goals being 

operative w ithin the same level of hierarchy.

Self-regulatory efforts can be interrupted if obstacles to the goals are 

encountered. Obstacles can be m om entary or prolonged and occur once or 

repetitively. Interruptions lead individuals to evaluate the situation and to derive
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an outcome expectancy that is the likelihood of successful discrepancy reduction 

given continued effort. Expectancy is a judgem ent involving the integration of 

inform ation including the analysis of physical and social constraints and 

individual resources. This expectancy construct is an  essential aspect of the 

expectancy-value approaches to behaviour achievem ent and is the cornerstone 

of learned helplessness theory.

Scheier and Carver embed outcome expectancy in their theory of self-regulation. 

They conceptualise the expectancy assessm ent process as a distinct feedback 

system, the assessm ent loop checking on the progress of the action loop. The 

assessment loop takes as its goal some rate of progress tow ard discrepancy 

reduction. Behaviour quality is the goal for the corresponding action loop. The 

action loop is m ore fundam ental and can be quite abstract, such as the 

developm ent of positive self image. The outcom e of the m onitoring process is 

relatively independent of the size of the discrepancy in the action loop. W hat is 

im portant is the perception of adequate progress in an attem pt to reduce the 

discrepancy gap. If the perception is of inadequate progress there will be 

unfavourable expectancies. Action and m onitoring occurs at varying levels of 

abstraction determ ined by higher or lower order goals. This m onitoring process 

is similar to the concept of "self talk" in clinical psychology. "Self talk" is an 

internal dialogue seen to occur in parallel w ith the execution of overt behaviour, 

a running com m entary on the adequacy of overt actions.

There are tw o broad categories of behavioural response to the expectancy 

assessm ent depending on the success of the action. The first is renew ed 

discrepancy reduction and attem pts to attain the goal, the second is the 

disengagem ent from effort (see Figure 2).
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Figure 2: A model of behavioural self- regulation - outcome expectancy

The events that occur when self-regulation ig uniinpeded and, the sequence that follows 
when obstacles to goals are encountered, including disengagement

Self-Regulation

Self-Focus

Attempt
discrepancy
reduction

No Successful
discrepancy
reduction

Difficulties?

Yes

Interrupt & 
assess - 

Outcome 
Expectancy

Yes
Confident?

No

Disengage
from

attempt

Y e ^ ^  Overt 
—^  wittidrawal 

possible^

No
Disengage
mentally

Disengage 
behavioural ly

Taken from: Scheier M.F. and Carver, C.S. 1988 
A model of behavioural self-regulationiTYanslating intention into action 
Advances in Experimental Social Psychology Vol. 21 p303-45
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Four im portant issues surround continued striving versus disengagem ent from  

goal attainm ent. The level at which continued effort gives way to 

disengagem ent depends on the im portance of the behaviour in question. 

Expectancies m ay have to be quite negative before people will disengage from  

goals that are very im portant to them. D isengagem ent is no t necessarily 

m aladaptive, it is quite sensible to give up if attainm ent is difficult or impossible. 

It is not necessarily easy for the individual to.disengage behaviour from the goal 

no m atter how  unfavourable the expectancies are. There are situations w here 

the social context does not sanction w ithdraw al or it is not possible physically. In 

these circumstances m ental disengagem ent, wishful thinking or day dream ing 

m ay occur in order to avoid inform ation which em phasis how  poorly one is 

doing.

There are m any goals from which complete or perm anent disengagem ent is no t 

feasible even if the doubts existing about discrepancy reduction are very intense. 

Higher order goals are in this category such as doing well at one's chosen career. 

There is a perpetual cycle of effort, doubt and disengagem ent.
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Information sheet

A study of how teenagers and their families cope with cancer from
the time of diagnosis.

On the T eenage C ancer Unit and Carousel Ward at the M iddlesex Hospital w e are 
carrying out an enquiry into how the families of our patients co p e  with the diagnosis 
of cancer. The aim is to help us improve our care by understanding what difficulties 
teenagers and their families have to deal with. All family m em bers participate 
including brothers and sisters betw een  the a g e s  of 10 and 18 years a s  well a s  the 
patient.

WHAT THE STUDY INVOLVES

The enquiry takes the form of interviews and questionnaires. Each sessio n  will last 
approximately half an hour.
• There is an initial interview with each  family member during the first w eek  of

adm ission when the patient receives his/her first chemotherapy.
• 2-4 w eeks later, when the teenager is admitted to the unit for their second  course 

of chemotherapy, all family m em bers are se e n  again to com plete questionnaires.
• After this there are follow up se ssio n s  with similar questionnaires. T hese  

s e s s io n s  will be at 3, 6, and 12 months.

WHAT Q UESTIO NS ARE ASKED?

The questionnaires and interviews will ask your views about:

• how you think the family and yourself are coping with the illness

• what support you have from friends and relatives

• how you think the illness has affected the family a s  a  whole and yourself

• what em otions you are feeling

• any ch an ges in daily life you have had to make

It is planned that the sam e person will conduct each  interview and will also always b e  
available to answer questions when you are completing the questionnaires. W e  
encourage you to ask a s  many questions a s  you want throughout the study.

P lease turn over.......
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All Interviews and questionnaire responses are treated in absolute 
confidence. Although Professor Souhami, Dr Kilby, Dr W helan, the medical team  
and ward staff know about this research, and have been involved in planning it, there 
is no feedback to them or anyone e lse  concerning individual families or individual 
family m em bers.

If you decide to take part in the study you will be asked to sign a  consent form. This 
is to ensure that the study has b een  explained to you. Of course you or any family 
member is free to withdraw from the study at any time, for whatever reason.

Ruth Allen 
Health Psychologist
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Appendix 3: Consent form for the current study
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C O N SE N T FORM

A study of how teenagers and their families co p e with cancer from the time of 
diagnosis.

Recently there has b een  an increasing amount of research looking at both how  
people cope once they have been diagnosed with cancer and what can be done to 
help them. W e are conducting a study to look at how coping changes in all family 
m em bers from the initial diagnosis of cancer, through treatment and on to follow-up. 
The long term aim of this research is to improve the care of adolescen ts with cancer 
and their families.

The study involves individual family m em bers completing an interview followed b y 
written resp on ses  to so m e questionnaires 2-4  w eek s later. After this each family 
m em ber will be s e e n  at 3, 6, and 12 months and asked to com plete similar 
questionnaires. The questionnaires exam ine the family's re sp o n se s  to the illness 
and how you co p e  with day to day problem s. There will always be so m eo n e  
present who will answ er any questions you have.

THE PERSONAL INFORMATION OBTAINED IN THE C O U R SE  OF THIS 
STUDY WILL REMAIN CONFIDENTIAL.

It is your choice whether or not to take part in this study and w hatever your decision  
w e assure you that it will not affect the treatment in any way. Any family m em ber is 
free to stop taking part at any time and for any reason.

W e and our children under the age  of 18 years are willing to volunteer for this study  
of coping with cancer. The nature of the questionnaires and the aims of the study  
have been fully explained to us.

Signed ...............................................................  Date .............................................

Signed ...............................................................Date ..............................................

Signed ............................................................... Date ..............................................

I have explained the nature and purpose of the ab ove study to the family and I 
believe that they are willing to participate.

Signed: ................................................................ Date: ...........................................

Name .....................................................................

Position.................................................................
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Appendix 4: Questionnaires given to adolescent patients

at 12 months
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U C L
MEDICAL
SC H O O L

The family coping with teenage cancer.

Teenager (12 months)

Please find enclosed the questionnaires which are now due for 
completion as part of the above study. If you have any queries 
you are welcome to ring Ruth Allen at the Middlesex Hospital 
(071 636 8333 ext.3759).

Name: 

Date:

cancer research 5̂5?
campaign



P lease  circle how  often  you ex p erien ce  the follow ing sym p tom s a s  part of your illn ess:

Pain All the time Frequently Occasionally Never

Nausea All the time Frequently Occasionally Never

Breathlessness All the time Frequently Occasionally Never

Weight loss All the time Frequently Occasionally Never

Fatigue All the time Frequently Occasionally Never

Headaches All the time Frequently Occasionally Never

Upset stom achs All the time Frequently Occasionally Never

Sleep difficulties All the time Frequently Occasionally Never

Dizziness All the time Frequently Occasionally Never

Loss of strength All the time Frequently Occasionally Never

Limb stiffness All the time Frequently Occasionally Never

Here are a num ber o f s ta tem en ts  about your illn ess. P lea se  indicate how  m uch you  agree or 

d isagree with them  by ticking the appropriate box.

Strongly
Agree

Agree Neither 
Agree or 
Disagree

Disagree Strongly
Disagree

The symptoms from my illness change a  
great deal from day to day.

The symptoms from my illness are 
distressing to me.

The symptoms of my illness are 
puzzling to me.

Overall my sym ptom s have becom e 
worse with time.

My illness will last for a  long time.

My illness will improve in time.

1 am  aw are of my illness all the time.

My illness will last a  short time.

It w as just by chance that 1 becam e ill.



Strongly
Agree

Agree Neither 
Agree or 
Disagree

Disagree Strongly
D isagree

o th e r people played a  large role in causing my illness.

My illness is genetic.

S tress was a major factor in causing my illness.

Diet played a major part in causing my illness.

Pollution of the environment caused my illness.

My illness is directly due to my own behaviour.

A germ or virus caused  my illness.

W hat 1 do will determ ine whether my illness gets 
better or worse.

The course of my illness is largely dependent on 
chance or fate.

W hether my illness ge ts  better or w orse depends 
mainly on the skill of my doctor.

My treatm ent will be effective in curing my illness.

The m edicines 1 take can usually control my symptoms.

My illness h as  not had much effect on my life.

My illness h as  becom e easier to live with.

1 can't imagine life without my illness.

My illness h as  strongly affected the way 1 se e  myself 
a s  a  person.

There is a  lot which 1 can do to control my symptoms.
-

There is little that can  be done to improve my illness.



Coping questionnaire

We are interested in how young people m anage when they are in difficult or stressful situations. 
This questionnaire ask s you what you generally do and how you usually feel when you experience 
stressful events, e .g . exam s or your cancer diagnosis and treatment. Obviously, different events 
bring out slightly different responses, but think what you cenerallv do when you are under a lot of 
stress.

I usually don't I usually do I usually do I usually do
do this at all this a little bit this a medium this a lot

amount

try to grow as a person as  a result of the experience.

turn to work or other substitute activities to take 
my mind off things.

get upset and let my emotions out.

try to get advice from som eone about what to do.

concentrate my efforts on doing something about it.

say to myself "this isn't real".

put my trust in God.

laugh about the situation.

admit to myself that I can't deal with it, and quit trying.

restrain myself from doing anything too quickly.

discuss my feelings with som eone.

use alcohol to make myself feel better.

get used to the idea that it has happened.

talk to som eone to find out more about the situation.

keep myself from getting distracted by other thoughts 
or activities.

daydream about things other than this, 

get upset, and am really aware of it. 

seek  God's help, 

make a plan of action, 

make jokes about it.

accept that this h as happened and that it can't 
be changed.

hold off doing anything about it until the situation 
permits.

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

3

3

3

3

3

3

3

2

3

3

3

3

3

3

3

3

3

3

3

3

3

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4
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2. I usually don't I usually do I usually do I usually do
do this at all this a little bit this a medium this a lot

amount

try to get emotional supporl from friends or relatives, 

just give up trying to reach my goal, 

take additional action to try to get rid of the problem, 

try to lose myself for a while by drinking alcohol, 

refuse to believe that it has happened, 

let my feelings out.

try to s e e  it in a different light, to make it seem  more 
positive.

talk to som eone who could do something concrete 
about the problem.

sleep  more than usual.

try to com e up with a strategy about what to do.

focus on dealing with this problem, and if necessary let 
other things slide a little.

get sympathy and understanding from som eone, 

drink alcohol in order to think about it less, 

kid around about it.

give up the attempt to get what I want.

look for something good in what is happening.

think about how I might best handle the problem.

pretend that it hasn't really happened.

make sure not to make matters w orse by acting too 
soon.

try hard to prevent other things from interfering with 
my efforts at dealing with this.

go to movies or watch T.V., to think about it less.

accept the reality of the fact that it happened.

ask people who have similar experiences what they did.

feel a lot of emotional distress and I find myself 
expressing those feelings a lot.

take direct action to get around the problem.

try to find comfort in my religion.

2

2

2

2

2

2

2

3

3

3

3

3

3

3

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4
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3.
I usually don't I usually do I usually do I usually do
do this at all this a little bit this a medium this a lot

amount

I force myself to wait for the right time to do something.

I make fun of the situation.

I reduce the amount of effort I'm putting into solving 
the problem.

I talk to som eone about how I feel.

I use alcohol to help me get through it.

I learn to live with it.

I put aside other activities in order to concentrate on this. 

I think hard about what steps to take.

I act as though it hasn't even happened.

I do what has to be done, one step at a time.

I learn something from the experience.

I pray more than usual.

2

2

2

2

2

2

2

2

2

2

2

2

3

3

3

3

3

3

3

3

3

3

3

3

4

4

4

4

4

4

4

4

4

4

4
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This questionnaire is about your general attitude towards life. Please 
be as honest and accurate as you can throughout. Try not to let your 
response to one statement influence your responses to other 
statements. There are no correct' or incorrect' answers. Answer 
according to your own feelings, rather than how you think most people 
would answer:

S trongly
A g ree

A gree N either 
A gree or 
D isagree

D isagree S trongly
D isagree

In uncertain tim es, 1 usually expec t the  best.

It's e a sy  for m e to relax.

If som ething can  go wrong for m e, it will

1 alw ays look on the  bright s ide  of things.

I'm alw ays optimistic ab o u t th e  future.

1 enjoy my friends a  lot.

It's im portant for m e to keep  busy.

1 hardly ever expect things to go my way.

Things never work out the  w ay 1 want them  
to.

1 don't get u p se t too easily.

I'm a  believer in the idea that 'every cloud 
h as  a  silver lining'.

1 rarely count on good th ings happening 
tom e.

Overall, 1 ex p ec t m ore good th ings to 
happen  to m e than  bad.

THANK YOU



Social relationships

T he 6 q u estion s below  ask  about peop le who provide you with help or support. 
Each question had 2 parts:
• In the first part, w e want to know how m any people, excluding yourself, you can  
count on for help or support in the m anner d escrib ed . Circle the appropriate  
num ber.
• In the sec o n d  part, circle how  satisfied you are with the overall support you have  
in this area. If you have no support for a particular area, circle 'O' for the first part, 
but still rate your level of satisfaction.

1. How m any peop le can you really count on to be dependable w hen you n eed  
help ?

0 1 2 3 4 5 6 7 8 9  or more

How satisfied  are you?

1 2 3  4  5 6
V ery Fairly A little A little Fairly Very
D issatisfied D issatisfied D issatisfied Satisfied  Satisfied  Satisfied

2. How m any peop le can you really count on to help you feel m ore relaxed  
w hen  you are under pressure or ten se?

0  1 2 3 4 5 6 7 8 9  or more

How satisfied  are you?

1 2 3  4  5 6
V ery Fairly A little A little Fairly Very
D issatisfied  D issatisfied D issatisfied Satisfied Satisfied  Satisfied

3. How m any peop le accep t you totally, including both your worst and your b est  
points?

0 1 2 3 4 5 6 7  8 9  or more

How satisfied  are you?

1 2 3 4  5 6
V ery Fairly A little A little Fairly Very
D issatisfied  D issatisfied D issatisfied Satisfied Satisfied  Satisfied

Please turn over.



4. How m any peop le can you really count on to care about you regardless  
what is happening to you?

0 1 2  3

How satisfied  are you?

1
Very
D issatisfied

2
Fairly
Dissatisfied

3
A littie 
D issatisfied

4
A little 
Satisfied

8 9 or more

5
Fairly
Satisfied

6
Very
S atisfied

5. How m any peop le can you really count on to help you feel better 
w hen you are feeling generally dow n-in-the-dum ps?

0 1

How satisfied  are you?

1
Very
D issatisfied

2
Fairly
Dissatisfied

3
A little 
D issatisfied

4
A little 
Satisfied

8 9 or more

5
Fairly
Satisfied

6
Very
S atisfied

6. How m any p eop le can you count on to co n so le  you w hen you are very  
u p set?

0 1 2  3

How satisfied  are you?

1
Very
D issatisfied

2
Fairly
Dissatisfied

3
A little 
D issatisfied

4
A little 
Satisfied

8 9 or more

5
Fairly
S atisfied

6
Very
Satisfied

THANK YOU



Self-evaluation questionnaire: 1

Nam e. Date.

A num ber of sta tem en ts which people have used  to describe th em selv es  are given below. 
Read ea ch  statem ent and then circle to indicate how you feel right now. There are no right 
or wrong answ ers. Do not sp en d  too much time on any o n e  statem ent but give the answ er  
which s e e m s  to d escribe your present feelings best.

Not a t all S om ew h at M oderately Very much
so

1 .

2 .

3.

4.

5.

6 .

7.

8 .

9.

10. 

11 . 

12 .

13.

14.

15.

16.

17.

18.

19.

20 .

feel calm  

feel secu re  

am  ten se  

am  regretful 

feel at e a s e  

feel upset

am presently worrying over p ossib le  
m isfortunes

feel rested

feel anxious

feel com fortable

feel self-confident

feel nervous

am  jittery

feel "highly strung" 

am relaxed  

feel content 

am worried

feel over-excited  and 'rattled' 

feel joyful 

feel p leasant

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

so

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4
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HEALTH LOCUS OF CONTROL

T his s e t  of q u estion s is about your h ea lth  in g e n e r a l. W e w ould like you to 
com p lete  the following item s on the b asis  of what you believe  to h ave b een  and to 
b e the c a s e  for health and illness throughout your life. 

1. If I get sick it is my own behaviour which determ ines how  so o n  I get well again.

S trong ly  A gree  Slightly Slightly D isag ree  S trong ly
A g re e  A gree  D isagree D isagree

2. No matter what I do, if I am going to b ecom e ill, I am going to b eco m e ill.

S trong ly  A gree  Slightly Slightly D isag ree  S trongly
A g re e  A gree  D isagree D isagree

3. Having regular contact with my doctor is the best w ay for m e to avoid illness.

S trong ly  A gree  Slightly Slightly D isag ree  S trong ly
A g ree  A gree  D isagree D isagree

4 . Most things that affect my health happen to me by accident.

S trongly  A gree  Slightly Slightly D isag ree  S trong ly
A g re e  A gree  D isagree D isagree

5. W henever I don't feel well I should consult a  medically trained professional.

s tro n g ly  A gree  Slightly Slightly D isag ree  S trong ly
A g ree  A g ree  D isagree D isagree

6. I am in control of my health.

S trong ly  A gree  Slightly Slightly D isag ree  S trong ly
A g re e  A gree  D isagree D isagree

7. My family has a lot to do with my becom ing sick or staying healthy.

S trongly  A gree  Slightly Slightly D isag ree  S trong ly
A g re e  A gree  D isagree D isag ree

8. W hen I get sick I am to blame.

S trongly  A gree  Slightly Slightly D isag ree  S trong ly
A g re e  A gree  D isagree D isagree

9. Luck plays a big part in determining how soon  I will recover from an illness.

Strong ly  A gree  Slightly Slightly D isag ree  S trong ly
A g ree  A g ree  D isagree D isag ree

10. Health professionals control my health.

Strong ly  A gree  Slightly Slightly D isag ree  S trong ly
A g ree  A g ree  D isagree D isag ree

11. My good  health is largely a matter of good  fortune.

Strong ly  A gree  Slightly Slightly D isag ree  S trong ly
A g ree  A g ree  D isagree D isag ree

Please  turn over........



12. The main thing which affects my health is what I do myself.

A gree  Slightly Slightly D isagreeS trong ly
A g ree

Slightly
A g re e

Slightly
D isagree

13. If I take good care of m yself I can avoid illness.

S trongly
A g ree

A gree Slightly
A g ree

Slightly
D isagree

D isagree

S trongly
D isagree

S trongly
D isagree

14. W hen I recover from an illness it is usually b e c a u se  other people (eg . doctors, 
nurses, friends, family) have b een  taking good  care of me.

Strong ly
A g ree

A gree Slightly
A g ree

Slightly
D isagree

D isagree

15. No matter what I do I am  likely to b ecom e ill 

A greeS trongly
A g ree

Slightly
A g ree

Slightly
D isagree

D isagree

16. If it is m eant to be I will stay healthy. 

A greeS trongly
A g ree

Slightly
A g re e

Slightly
D isagree

D isagree

17. If I take the right actions I will stay  healthy. 

A greeStrong ly
A g ree

Slightly
A g re e

Slightly
D isagree

D isagree

18. Regarding my health I can  only do what my doctor tells m e to do.

A gree  Slightly Slightly D isagreeS trongly
A g ree

Slightly
A g re e

Slightly
D isagree

Strongly
D isagree

Strongly
D isagree

Strongly
D isagree

S trongly
D isagree

S trongly
D isagree

THANK YOU



BECK INVENTORY

On this questionnaire are groups of statements. Please read each group carefully and then 
pick out the one statement from each group which best describes the way you have been
feeling in the PAST WEEK, INCLUDING TODAY. Tick beside the statement you picked.

do not feel sad 
feel sad
am sad all of the time and I can't snap out of it 
am so sad or unhappy that I can't stand it

am not particularly discouraged about the future 
feel discouraged about the future 
feel I have nothing to look forward to 
feel that the future is hopeless and that things cannot improve

do not feel a failure
feel I have failed more than the average person 

As I look back on my life all I can see is a lot of failure 
feel I am a complete failure as a person

get as much satisfaction out of things as I used to 
don't enjoy things the way I used to 
don't get real satisfaction out of anything anymore 
am dissatisfied or bored with everything

don't feel particularly guilty 
feel guilty a good part of the time 
feel guilty most of the time 
feel guilty all of the time

don't feel I am being punished 
feel I may be punished 
expect to be punished 
feel I am being punished

don't feel disappointed in myself 
am disappointed in myself 
am disgusted with myself 
hate myself

don't feel I am any worse than anybody else 
am critical of myself for my weaknesses or mistakes 
blame myself all the time for my faults 
blame myself for everything bad that happens

don't have any thoughts of killing myself 
have thoughts of killing myself but I would not carry them out 
would like to kill myself 
would kill myself if I had the chance

don't cry any more than usual 
cry more now than I used to 
cry all the time now
used to be able to cry but now I can't even though I want to

Please tu rn  over.......



11. I am no more irritated than I am normally
I get annoyed or irritated more easily now than I used to 
I feel irritated all the time now
I don't get irritated at all by the things that used to irritate me

12. I have not lost interest in other people
I am less interested in other people than I used to be 
I have lost most of my interest in other people 
I have lost all of my interest in other people

13. I make decisions as well as I ever could
I put off making decisions more than I used to 
I have greater difficulty in making decisions than I used to 
I can't make decisions at all any more

14. I don't feel I look any worse than I used to
I am worried that I am looking old or unattractive
I feel that there are permanent changes in my appearance that make me look unattractive 
I believe I look ugly

15. I can work about as well as before
It takes an extra effort to get started in the morning 
I have to push myself very hard to do anything 
I can't do any work at all

16. I can sleep as well as usual
I don't sleep as well as I used to
I wake up 1 to 2 hours earlier than usual and find it hard to get back to sleep 
I wake several hours earlier than 1 used to and cannot go back to sleep

17. 1 don't get more tired than 1 used to 
1 get tired more easily than 1 used to
1 get tired from doing almost anything 
1 am too tired to do anything

18. My appetite is no worse than usual
My appetite is not as good as it used to be 
My appetite is much worse now 
1 have no appetite at all anymore

19. 1 haven't lost much weight, if any, lately 
1 have lost more than 51bs
1 have lost more than lOlbs 
1 have lost more than 151bs

20. 1 am no more worried about my health than usual
I am worried about physical problems such as aches, pain, upset stomach or constipation 
1 am very worried about physical problems and it's hard to think of much else 
1 am so worried about my physical problems that 1 cannot think about anything else

THANK YOU



STAX Inventory

This questionnaire is divided into 3 sections. Each section contains statements that 
people use to describe their feelings and behaviour. The sections have different 
directions so please read carefully. Remember there are no right or wrong answers, 
and d o n ’t spend too much time on any one statement.

1. In this section, read each statement and then circle the number which indicates how
vou feel right now.

HOW I FEEL RIGHT NOW
Not at all Somewhat Moderately so Very much so

I am furious. 1 2 3 4
I feel irritated. 1 2 3 4
I feel angry. 1 2 3 4
I feel like yelling at somebody. 1 2 3 4
I feel like breaking things. 1 2 3 4
I am mad. 1 2 3 4
I feel like banging on the table. 1 2 3 4
I feel Hke hitting someone. 1 2 3 4
I am burned up. 1 2 3 4
I feel like swearing. 1 2 3 4

2. In this section read each statement and then circle the number which indicates how
vou generallv feel, m ost of the time.

HOW I GENERALLY FEEL
Almost never Sometimes Often Almost always

I am quick tempered. 1 2 3 4
I have a fiery temper. 1 2 3 4
I am a hot-headed person. 1 2 3 4
I get angry when I'm slowed down
by others' mistakes. 1 2 3 4
I feel annoyed when I am not given
recognition for doing good work. 1 2 3 4
I fly off the handle. 1 2 3 4
When I get mad, I say nasty things. 1 2 3 4
It makes me furious when I am
criticised in front of others. 1 2 3 4
Wien I get frustrated I feel like
hitting someone. 1 2 3 4
I feel irritated when I do a good job
and get a poor evaluation. 1 2 3 4



3. In this section there are a number of statements which people use to describe their 
reactions w hen they feel angry or furious. Read each statement and indicate how  often 
you behave like this when angry or furious.

W H E N  A N G R Y  O R  FU R IO U S....
Almost never Sometimes Often Almost always

1 control my temper. 1 2 3 4

1 express my anger. 1 2 3 • 4

1 keep things in. 1 2 3 4

1 am patient with others. 1 2 3 4

1 pout or sulk. 1 2 3 4

1 withdraw from people. 1 2 3 4

1 make sarcastic remarks to others. 1 2 3 4

1 keep my cool. 1 2 3 4

1 do things like slam doors. 1 2 3 4

1 boil inside, but 1 don't show it. 1 2 3 4

1 control my behaviour. 1 2 3 4

1 argue with others. 1 2 3 4

I tend to harbour grudges that 1 don't tell 
anyone about. 1 2 3 4

1 strike out at whatever infuriates me. 1 2 3 4

1 can stop myself from losing my temper. 1 2 3 4

1 am secretly quite critical of others. 1 2 3 4

1 am angrier than 1 am willing to admit. 1 2 3 4

1 calm down faster than most other people. 1 2 3 4

1 say nasty things. 1 2 3 4

1 try to be tolerant and understanding. 1 2 3 4

I'm irritated a great deal more than 
people are aware of. 1 2 3 4

1 lose my temper. 1 2 3 4

If someone annoys me I'm apt to tell
him or her how 1 feel. 1 2 3 4

1 control my angry feelings. 1 2 3 4

THANK YOU



FAMILY QUESTIONNAIRE

This q uestionnaire con sists  of a  number of statem ents about your view  of your family. Think about 

each  q u estion  and whether you agree or d isagree that it applies to your family at the m om ent.

Agree

1. in our family w e  talk to each  other about 
prob lem s w e  have.

2. T here are s e t  w ays of doing things at hom e  
such  a s  m eal tim es, studying etc.

3. If an yb od y  h as a problem they tend to keep  it 
in th e family.

4. W e ten d  to have lots of d isagreem ents at hom e.

5. W e o ften  try different w ays of tackling problem s.

6. W e d is c u s s  important ev en ts  such a s  exam s,
I jobs, h o lid ays etc.

17. W e h a v e  to b e careful about what w e sa y  
to s o m e  family m em bers.

8. W e a lw a y s  look out for ea ch  other in our family.
I
9. W hen o n e  family m em ber h a s a  problem w e  

all worry.

i 10. T h ere is often so m eo n e  sulking in our family.

111. W e d o not sp ea k  to each  other about 
I p erson al problem s and feelings.

M2. If w e  feel like doing som ething on the spur 
[ of th e  m om ent w e often do.

j 13. D isa g reem en ts  tend to be settled am icably  
in ou r family.

14. W e a re  a family of routine.

15. W e d o  not bear grudges in the family.

Slightly Neither Slightly Disagree
agree agree or disagree

disagree

2

2

2

3

3

3

3

4

4

4

4

4

4

4

5

5

5

Please turn over.



Agree

16. In our family we are very much involved with 
each other's lives.

17. In our family we don't tend to let 
disagreem ents drag on.

18. Rules are flexible in our household.

19. We avoid arguing whenever possible.

2 0 . 1 find w e worry about each other a lot.

21. In our family we tend to support each other.

Slightly Neither Slightly Disagree
agree agree or disagree

disagree

2

2

2

2

2

3

3

3

3

3

4

4

4

4

4



ACTIVITES QUESTIONNAIRE

This questionnaire asks you what you do with your spare time at the moment. W e are interested 

to know what activities have increased or have had to be reduced due to being ill and having 

treatment. At the end of each section there are blank lines for you to add activities that you have 

either increased or had to reduce but which are not listed. P lease give a s  much detail a s  

possible, feel free to write additional com m ents on the sheet.

Increased No change Reduced Given up

SPORT
Football
Rounders
Swimming
Gymnastics
Rugby
Netball
Tennis
Basketbali
Cricket

GOING OUT
Shopping
Saturday job/paper round
Cinema
Pubs
Clubs/discos
Parties

SEEING FRIENDS
Going to friends' houses 
Friends coming to your house 
Seeing friends at school/college

Please turn over.

Not
applicable



Increased No change R educed Given up Not

applicable
HOBBIES

Looking after animals/pets
Martial arts club
Sailing
Fishing
Music
Chess
Computer games 
Cycling
Duke of Edinburgh award scheme

SCHOOL
Attendance
School clubs; drama, chess etc. 
Seeing school friends

HOSPITAL
Is there anything you like about coming into hospital?

What do you particularly dislike about coming into hospital?



The family coping with teenage cancer
End of study appraisal

You have now  com pleted  a year of questionnaires which en d s your participation in 
this study. This section  g iv es  you the opportunity both to let us know what you think 
about doing this sort of research and to write down your general com m ents on what 
this last year  h a s b een  like for you and your family. S p a c e s  are provided for you to 
answ er q u estion s and write com m ents, p lea se  feel free to add extra s h e e ts  if you  
have lots to say!

Filling out ^  these questionnaires...........

Are you p lea sed  you took part in this study?

Y es I I No I I Not sure 1" I
Would you en cou rage  other people to participate in this study?

Y es I I No I I Not sure i  I
What w as good  about taking part in this research?

W as there anything bad about taking part in the study?

Did you yourself find it helpful to take part in the research?

Please turn over.



Looking back over the last year........

W ho h a s  b een  the m ost helpful to you?

W hat have b een  the b iggest difficulties?

W hat h as b een  m ost helpful over the last year?

Is there anything good  that h a s  com e out of the last year?



Finally, w e  w o u ld  like to  th an k  y o u  very  m uch  for tak in g  part in th is  r e se a r c h .
W e h o p e  that th e inform ation ga in ed  from this stud y  will in flu en ce future  
m a n a g em en t of te e n a g e r s  with can cer  and their fam ilies. All the information  
collected  in this study is coded  and remains confidential.

It is anticipated that the research will be com pleted in 1997. A report will be written 
which will b e  available to all th o se  w ho took part in the study. Would you like to be  
sen t a  copy?

Y es L  J  No I .. I
O n ce more, thank you for your participation, with very m any best w ish es.

Ruth Allen 
Health P sychologist
C ancer R esearch  Cam paign R esearch  Fellow

cancer research
campaign
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SYMPTOM QUESTIONNAIRE.

Name: Date:

People who have cancer may experience different symptoms at different times. 
Please circle how often you experience the following symptoms at the moment, 
either as part of your cancer (illness) or due to your treatment:

Pain Illness All the tim e Frequently O ccasionally N ever

T reatment All the tim e Frequently O ccasionally N ever

Nausea Illness All the tim e Frequently O ccasionally N ever

T reatment All the tim e Frequently O ccasionally N ever

Vomitina Illness All the  tim e Frequently O ccasionally N ever

T reatment All the tim e Frequently O ccasionally N ever

Breathlessness Illness All the  tim e Frequently O ccasionally N ever

Treatment All the tim e Frequently O ccasionally N ever

Weiaht loss Illness All the  tim e Frequently O ccasionally N ever

Treatment All the tim e Frequently O ccasionally N ever

Tiredness Illness All the tim e Frequently O ccasionally N ever

Treatment All the tim e Frequently O ccasionally N ever

Sore mouth/throat Illness All the tim e Frequently O ccasionally N ever

T reatment All the tim e Frequently O ccasionally N ever

Headaches Illness All the tim e Frequently O ccasionally N ever

T reatment All the tim e Frequently O ccasionally N ever

Upset stomachs Illness All the tim e Frequently O ccasionally N ever

T reatment All the tim e Frequently O ccasionally N ever

Sleep difficulties Illness All the tim e Frequently O ccasionally N ever

T reatment All the tim e Frequently O ccasionally N ever

Diarrhoea Illness All the tim e Frequently O ccasionally N ever

Treatm ent All the  tim e Frequently O ccasionally N ever

Hearina loss Illness A lot Moderate S o m e None

Treatm ent A lot Moderate Some None

Please turn over..........



Dizziness illness All the  time Frequently O ccasionally N ever

Treatment All the  time Frequently O ccasionally N ever

Loss of strenoth Illness All th e  time Frequently O ccasionally N ever

Treatment All the  time Frequently O ccasionally N ever

Limb stiffness Illness All the  time Frequently O ccasionally N ever

T reatment All the  time Frequently O ccasionally N ever

Hair loss Illness Almost all 50% 25% None

T reatment Almost all 50% 25% None

...... and any we have not listed?

Illness All the  time Frequently O ccasionally N ever

T reatment All the  time Frequently O ccasionally N ever

Illness All th e  time Frequently O ccasionally N ever

Treatment All the  time Frequently O ccasionally N ever

Illness All th e  time Frequently O ccasionally N ever

Treatment All the  time Frequently O ccasionally N ever

Any other comments.



Appendix 6: Questionnaires given to parents 

at 12 months
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The family coping with teenage cancer.

Mother/Father (12 months)

Please find enclosed the questionnaires which are now due for 
completion as part of the above study. If you have any queries 
you are welcome to ring Ruth Allen at the Middlesex Hospital 
(071 636 8333 ext.3759).

Name:

Date:

cancer research
campaign



This questionnaire is about your general attitude towards life. Please 
be as honest and accurate as you can throughout. Try not to let your 
response to one statement influence your responses to other 
statements. There are no 'correct' or 'incorrect' answers. Answer 
according to your own feelings, rather than how you think most people 
would answer:

Strongly
A g ree

A gree N either 
A gree or 
D isagree

D isagree S trongly
D isagree

In uncertain  tim es, 1 usually  expec t the  best.

It's e a sy  for m e  to relax.

If som ething can  go wrong for me, it M L

1 alw ays look on th e  bright side of things.

I'm alw ays optimistic ab o u t th e  future.

1 enjoy my friends a  lot.

It's im portant for m e to  keep  busy.

1 hardly ev er ex p ec t th ings to go my way.

Things never work out th e  way 1 w ant them  
to.

1 don 't get u p se t too easily.

I'm a  believer in the  idea  that 'every cloud 
h as  a  silver lining'.

1 rarely coun t on good th ings happening 
to m e .

Overall, 1 ex p ec t m ore good things to 
happen  to m e  than  bad.

THANK YOU



Coping questionnaire

We are interested in how people m anage when they are in difficult or stressful situations. This 
questionnaire asks you what you usually do and how you usually feel when you experience  
stressful events, e .g . problems at work, your child's cancer. Obviously, different even ts bring out 
slightly different responses, but think what you aenerallv do when you are under a lot of stress.

I usua 
do M .

try to grow as a person as a result of the experience.

turn to work or other substitute activities to take 
my mind off things.

get upset and let my emotions out.

try to get advice from som eone about what to do.

concentrate my efforts on doing something about it.

say to myself "this isn't real".

put my trust in God.

laugh about the situation.

admit to myself that I can't deal with it, and quit trying.

restrain myself from doing anything too quickly.

d iscuss my feelings with som eone.

use alcohol to make myself feel better.

get used to the idea that it has happened.

talk to som eone to find out more about the situation.

keep myself from getting distracted by other thoughts 
or activities.

daydream about things other than this, 

get upset, and am really aware of it. 

seek  God's help, 

make a plan of action, 

make jokes about it.

accept that this has happened and that it can't 
be changed.

hold off doing anything about it until the situation 
permits.

try to get emotional support from friends or relatives.

y don't 
at all

I usually do I usually do I usually do
this a little bit this a medium this a lot

amount

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

3

3

3

3

3

3

3

2

3

3

3

3

3

3

3

3

3

3

3

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4



2.
I usually don't 
do this at all

I just give up trying to reach my goal.

I take additional action to try to get rid of the problem.

I try to lose myself for a while by drinking alcohol.

I refuse to believe that it has happened.

I let my feelings out.

I try to s e e  it in a different light, to make it seem  more 
positive.

I talk to som eon e who could do something concrete 
about the problem.

I sleep more than usual.

I try to com e up with a strategy about what to do.

I focus on dealing with this problem, and if necessary let 
other things slide a little.

I get sympathy and understanding from som eone.

I drink alcohol in order to think about it less.

I kid around about it.

I give up the attempt to get what I want.

I look for som ething good in what is happening.

I think about how I might best handle the problem.

I pretend that it hasn't really happened.

I make sure not to make matters worse by acting too 
soon.

I try hard to prevent other things from interfering with 
my efforts at dealing with this.

I go to m ovies or watch T.V., to think about it less.

I accept the reality of the fact that it happened.

I ask people who have similar experiences what they did.

I feel a lot of emotional distress and I find myself 
expressing th ose feelings a lot.

I take direct action to get around the problem.

I try to find comfort in my religion.

I force myself to wait for the right time to do something.

I usually do 
this a little bit

2

2

2

2

2

2

2

2

2

2

2

I usually do I usually do 
this a medium this a lot 
amount

3 

3 

3 

3 

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4



3.
I usually don't I usually do I usually do I usually do
do this at all this a little bit this a medium this a lot

amount

I make fun of the situation.

I reduce the amount of effort I'm putting into solving 
the problem.

I talk to som eone about how I feel.

I use alcohol to help me get through it.

I learn to live with it.

I put aside other activities in order to concentrate on this. 

I think hard about what step s to take.

I act as though it hasn't even  happened.

I do what has to be done, one step at a time.

I learn something from the experience.

I pray more than usual.

2

2

2

2

2

2

2

2

2

2

3

3

3

3

3

3

3

3

3

3

4

4

4

4

4

4

4

4

4

4



BECK INVENTORY

On this questionnaire are groups of statements. Please read each group carefully and then 
pick out the one statement from each group which best describes the way you have been
feeling in the PAST WEEK, INCLUDING TODAY. Tick beside the statement you picked.

do not feel sad 
feel sad
am sad all of the time and I can't snap out of it 
am so sad or unhappy that I can't stand it

am not particularly discouraged about the future 
feel discouraged about the future 
feel I have nothing to look forward to 
feel that the future is hopeless and that things cannot improve

do not feel a failure
feel I have failed more than the average person 

As I look back on my life all I can see is a lot of failure 
feel I am a complete failure as a person

get as much satisfaction out of things as I used to 
don't enjoy things the way I used to 
don't get real satisfaction out of anything anymore 
am dissatisfied or bored with everything

don't feel particularly guilty 
feel guilty a good part of the time 
feel guilty most of the time 
feel guilty all of the time

don't feel I am being punished 
feel I may be punished 
expect to be punished 
feel I am being punished

don't feel disappointed in myself 
am disappointed in myself 
am disgusted with myself 
hate myself

don't feel I am any worse than anybody else 
am critical of myself for my wealmesses or mistakes 
blame myself all the time for my faults 
blame myself for everything bad that happens

don't have any thoughts of killing myself 
have thoughts of killing myself but I would not carry them out 
would like to kill myself 
would kill myself if I had the chance

don't cry any more than usual 
cry more now than I used to 
cry all the time now
used to be able to cry but now I can't even though I want to

Please turn over......



11. I am no more irritated than I am normally
I get annoyed or irritated more easily now than I used to 
I feel irritated all the time now
I don't get irritated at all by the things that used to irritate me

12. I have not lost interest in other people
I am less interested in other people than I used to be 
I have lost most of my interest in other people 
I have lost all of my interest in other people

13. I make decisions as well as I ever could
I put off making decisions more than I used to 
I have greater difficulty in making decisions than I used to 
I can't make decisions at all any more

14. I don't feel I look any worse than I used to
I am worried that I am looking old or unattractive
I feel that there are permanent changes in my appearance that make me look unattractive 
I believe I look ugly

15. I can work about as well as before
It takes an extra effort to get started in the morning 
I have to push myself very hard to do anything 
I can't do any work at all

16. I can sleep as well as usual
I don't sleep as well as I used to
I wake up 1 to 2 hours earlier than usual and find it hard to get back to sleep 
I wake several hours earlier than I used to and cannot go back to sleep

17. I don't get more tired than I used to 
I get tired more easily than I used to
I get tired from doing almost anything 
I am too tired to do anything

18. My appetite is no worse than usual
My appetite is not as good as it used to be 
My appetite is much worse now 
I have no appetite at all anymore

19. I haven't lost much weight, if any, lately 
I have lost more than 51bs
I have lost more than lOlbs 
I have lost more than ISlbs

20. I am no more worried about my health than usual
I am worried about physical problems such as aches, pain, upset stomach or constipation 
I am very worried about physical problems and it's hard to think of much else 
I am so worried about my physical problems that I cannot think about anything else

21. I have not noticed any recent change in my interest in sex 
I am less interested in sex than I used to be
I am much less interested in sex now 
I have lost interest in sex completely

THANK YOU



Social relationships

T he 6 q u estion s below  ask  about peop le who provide you  with help  or support. 
Each question had 2 parts:
• In the first part, w e want to know how m any people, excluding yourself, you can  
count on for help or support in the m anner described . C ircle th e  appropriate  
number.
• In the seco n d  part, circle how satisfied  you are with the overall support you have  
in this area. If you have no support for a particular area, circle 'O' for the first part, 
but still rate your level of satisfaction.

1. How m any peop le can you really count on to be d ep en d ab le  w hen  you n eed  
help?

0 1 2 3 4 5 6 7  8 9 or m ore

How satisfied  are you?

1 2 3 4 5 6
Very Fairly A little A little Fairly V ery
D issatisfied Dissatisfied D issatisfied Satisfied S a tisfied  S a tisfied

2. How m any peop le can you really count on to help you fee l m ore relaxed  
w hen you  are under pressure or ten se?

0 1 2 3 4 5 6 7  8 9 or m ore

How satisfied  are you?

1 2 3 4  5 6
Very Fairly A little A little Fairly V ery
D issatisfied D issatisfied D issatisfied Satisfied S atisfied  S a tis fied

3. How m any peop le accept you totally, including both your worst and your b est  
points?

0 1 2 3 4 5 6 7  8 9 or m ore

How satisfied  are you?

1 2 3 4 5 6
Very Fairly A little A little Fairly V ery
D issatisfied Dissatisfied D issatisfied Satisfied S a tisfied  S a tisfied

Please turn over.



4 . How m any p eop le can you really count on to care about you regardless  
w hat is happening to you?

0 1 2  3

How satisfied  are you?

1
V ery
D issatisfied

2
Fairly
D issatisfied

3
A little 
Dissatisfied

7

4
A little 
Satisfied

8 9 or more

5
Fairly
Satisfied

6
Very
S atisfied

5. How m any peop le can you really count on to help you feel better 
w hen  you are feeling generally dow n-in-the-dum ps?

0 1

How satisfied  are you?

1
V ery
D issatisfied

2
Fairly
D issatisfied

3
A little 
Dissatisfied

4
A little 
Satisfied

8 9 or more

5
Fairly
Satisfied

6
Very
S atisfied

6. How m any p eop le  can you count on to co n so le  you w hen you are very  
u p set?

0 1 2  3

How satisfied  are you?

1
V ery
D issatisfied

2
Fairly
D issatisfied

3
A little 
D issatisfied

4
A little 
Satisfied

8 9 or m ore

5
Fairly
Satisfied

6
Very
S atisfied

THANK YOU



HEALTH LOCUS OF CONTROL

This se t  of q u estio n s  is about your h e a lth  in g e n e r a l. W e w ould like you  to 
com plete th e following item s on the b asis of what you believe to have b een  and to 
be the c a s e  for health and illness throughout your life.

1. If I get sick it is my own behaviour which determ ines how soon  I get well again .

S trongly  A g ree  Slightly Slightly D isagree S trong ly
A g ree  A gree  D isagree D isagree

2. No matter what I do, if I am going to b ecom e ill, I am going to b eco m e ill.

s tro n g ly  A g ree  Slightly Slightly D isagree S trong ly
A g ree  A gree  D isagree D isag ree

3. Having regular contact with my doctor is the best w ay for m e to avoid illness.

S trongly  A g ree  Slightly Slightly D isagree S trong ly
A g ree  A gree  D isagree D isag ree

4. Most th ings that affect my health happen to m e by accident.

Strongly  A g re e  Slightly Slightly D isagree S trong ly
A g ree  A gree  D isagree D isag ree

5. W henever I don't feel well I should consult a  medically trained professional.

S trongly  A g re e  Slightly Slightly D isagree S trong ly
A g ree  A gree  D isagree D isag ree

6. I am in control of my health.

S trongly  A g re e  Slightly Slightly D isagree S trong ly
A g ree  A g ree  D isagree D isag ree

7. My family h a s a lot to do with my becom ing sick or staying healthy.

S trongly  A g re e  Slightly Slightly D isagree S trong ly
A g ree  A g ree  D isagree D isag ree

8. W hen I g e t sick  I am  to blame.

S trongly  A g re e  Slightly Slightly D isagree S trong ly
A g ree  A gree  D isagree D isag ree

9. Luck p lays a  big part in determining how so o n  I will recover from an illness.

Strongly  A g re e  Slightly Slightly D isagree S trong ly
A g ree  A gree  D isagree D isag ree

10. Health p ro fession a ls  control my health.

Strongly  A g ree  Slightly Slightly D isagree S trong ly
A g ree  A gree  D isagree D isag ree

11. My good  health is largely a matter of good  fortune.

Strongly  A g re e  Slightly Slightly D isagree S trong ly
A g ree  A gree  D isagree  D isag ree

Please turn over.



12. The main thing which affects my health is what I do m yself.

A g ree  Slightly Slightly D isagreeS trongly
A g ree

Slightly
A gree

Slightly
D isagree

13. If I take good care of m yself I can avoid illness.

Strong ly
A g ree

A g ree Slightly
A g ree

Slightly
D isagree

D isagree

S trong ly
D isagree

S trong ly
D isagree

14. W hen I recover from an illness it is usually b eca u se  other p eop le  (eg . doctors, 
nurses, friends, family) have b een  taking good care of m e.

Strong ly
A g ree

A g ree Slightly
A g ree

Slightly
D isagree

D isagree

15. No matter what I do I am  likely to b ecom e ill.

S trongly
A g ree

A g ree Slightly
A g ree

Slightly
D isagree

D isagree

16. If it is m eant to be I will stay  healthy. 

A g reeS trong ly
A g ree

Slightly
A g ree

Slightly
D isagree

D isagree

17. If I take the right actions I will stay healthy. 

A g reeStrong ly
A g ree

Slightly
A g ree

Slightly
D isagree

D isagree

18. Regarding my health I can  only do what my doctor tells m e to do.

A g ree  Slightly Slightly D isagreeS trongly
A g ree

Slightly
A g ree

Slightly
D isagree

S trong ly
D isagree

S trongly
D isagree

S trongly
D isagree

S trongly
D isagree

S trongly
D isagree

THANK YOU



Coping with vour child's illness

Each of the follow ing d escr ib es  different w ays that p eop le  try to co p e  with a  child's illness. 
P le a se  rate ea ch  sta tem en t in term s of how much you find behaving in that w ay to b e  helpful or 
not.

Not at all 
helpful

Veiy helpful 
indeed

Believing that m y child will get better

Doing things with m y child

Believing that th ings will alw ays work out

Telling m yself that I h ave  m any things I should  
be thankful for

Doing things with relatives

Religion

Building a c lo ser  relationship with my spouse/partner

Believing that m y child is getting the best 
m edical care p o ssib le

Doing things togeth er a s  a  family 
(involving all m em b ers of the family)

Getting other m em b ers of the family to help 
with ch ores and ta sk s  at hom e

Having my child s e e n  at the clinic/hospital 
on a  regular b a sis

Believing that th e  hospital h a s  my family's 
best interest in mind

Encouraging my child to be m ore independent

Showing that I am  strong

Involving m yself in socia l activities (parties, etc.) 
with friends

Being ab le to g e t aw ay  from the hom e care tasks  
and responsibilities

Getting aw ay by m yself

Allowing m yself to  sh o w  em otion

Buying gifts for m y sick  child

Talking with other parents in the sa m e  situation

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

3

3

3

3

3

3

3

3

4

4

4

3 4

3 4

3 4

3 4

3 4

3 4

3 4

4

4

4

4

4

4

4

3

5

5

5

5

5

5

5

5

5

5

5

5

5

5

5

Please turn over.



Not a t all 
helpful

Concentrating on hobbies (sport, m usic, art etc.)

Sleeping

Eating

Doing voluntary work outside the hom e

Building c lo se  relationships with people

Becom ing m ore self-reliant and independent

Keeping m yself in sh ap e and caring about 
my appearance

Talking to so m e o n e  about how I feel

Going out with my spouse/partner on a regular basis

Engaging in relationships and friendships which 
help m e to feel important and appreciated

Entertaining friends in my hom e

Talking over personal feelings and concerns  
with my spouse/partner

investing tim e and energy in my work or at hom e

D eveloping m yself a s  a  person

Talking with other parents in the sa m e  type of 
situation and learning about their experience

Talking with the m edical staff (nurses, social worker, 
etc.) w hen w e visit the hospital

Reading about how other peop le in my situation 
handle things

Reading m ore about the m edical problem that 
concerns m e

Explaining our family situation to friends and 
neighbours

Trying to maintain family stability

Trusting my sp o u s e / partner to to help support m e 
and the rest of th e family

Making sure prescribed m edical treatm ents are 
carried out at h om e a s  n ecessary

Talking with my doctor about my concerns about 
my child

2

2

2

2

2

2

2

2

2

2

2

2

2

2

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

Very helpful 
indeed

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5

4 5 THANKYOU



STAX Inventory

This questionnaire is divided into 3 sections. Each section contains statements that 
people use to describe their feelings and behaviour. The sections have different 
directions so please read carefully. Remember there are no right or wrong answers, 
and don't spend too much time on any one statement.

1. In this section, read each statement and then circle the number which indicates how  
vou feel right now.

HOW  I FEEL RIGHT NO W
Not at all Somewhat Moderately so Very much so

I am furious. 1 2 3 4
I feel irritated. 1 2 3 4
I feel angry. 1 2 3 4
I feel like yelling at somebody. 1 2 3 4
I feel like breaking things. 1 2 3 4
I am mad. 1 2 3 4
I feel like banging on the table. 1 2 3 4
I feel like hitting someone. 1 2 3 4
I am burned up. 1 2 3 4
I feel like swearing. 1 2 3 4

2. In this section read each statem ent and then circle the number which indicates how  
you generally feel, m ost of the time.

HOW  I GENERALLY FEEL
Almost never Sometimes Often Almost always

I am quick tem pered. ' 2 3 4
I have a fiery tem per. ! 2 3 4
I am a hot-headed person. ! 2 3 4
I get angry w hen I'm  slow ed dow n
by others' mistakes. ’ 2 3 4
I feel annoyed w hen I am not given
recognition for doing good w ork. 2 3 4
I fly off the handle. ' 2 3 4
W hen I get m ad, I say nasty things. ! 2 3 4
It makes m e furious w hen I am
criticised in front of others. 2 3 4
W hen I get frustrated I feel like
hitting someone. ' 2 3 4
I feel irritated w hen I do a good job
and get a poor evaluation. ' 2 3 4



3. In this section there are a number of statements which people use to describe their 
reactions when they feel angry or furious. Read each statement and indicate how often 
you behave like this when angry or furious.

WHEN ANGRY OR FURIOUS....
Almost never Sometimes Often Almost always

1 control my temper. 1 2 3 4

1 express my anger. 1 2 3 4

1 keep things in. 1 2 3 4

1 am patient with others. 1 2 3 4

1 pout or sulk. 1 2 3 4

1 withdraw from people. 1 2 3 4

I make sarcastic remarks to others. 1 2 3 4

1 keep my cool. 1 2 3 4

I do things like slam doors. 1 2 3 4

I boil inside, but I don't show it. 1 2 3 4

I control my behaviour. 1 2 3 4

I argue with others. 1 2 3 4

I tend to harbour grudges that I don't tell 
anyone about. 1 2 3 4

1 strike out at whatever infuriates me. 1 2 3 4

1 can stop myself from losing my temper. 1 2 3 4

1 am secretly quite critical of others. 1 2 3 4

1 am angrier than I am willing to admit. 1 2 3 4

1 calm down faster than most other people. 1 2 3 4

1 say nasty things. 1 2 3 4

1 try to be tolerant and understanding. 1 2 3 4

I'm irritated a great deal more than 
people are aware of. 1 2 3 4

1 lose my temper. 1 2 3 4

If someone annoys me I'm apt to tell
him or her how I feel. 1 2 3 4

1 control my angry feelings. 1 2 3 4

THANKYOU



FAMILY QUESTIONNAIRE

This questionnaire consists of a number of statements about your view of your family. Think about 

each question and whether you agree or disagree that it applies to your family at the moment.

Agree

1. In our family w e talk to each other about 
problems w e have.

2. There are set w ays of doing things at home 
such as  meal times, studying etc.

3. If anybody has a problem they tend to keep it 
in the family.

4. We tend to have lots of disagreem ents at home.

5. We often try different w ays of tackling problems.

6. We discuss important events such as exams, 
jobs, holidays etc.

7. We have to be careful about what we say  
to som e family members.

8. We always look out for each other in our family.

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

10. There is often som eon e sulking in our family.

11. We do not speak  to each other about 
personal problems and feelings.

12. If we feel like doing something on the spur 
of the moment we often do.

13. D isagreem ents tend to be settled amicably 
in our family.

14. We are a family of routine.

15. We do not bear grudges in the family.

Slightly Neither Slightly Disagree
agree agree or disagree

disagree

3

3

3

3

3

3

3

3

3

5

5

5

5

5

5

5

5

5

Please turn over.



A gree

16. In our family we are very much involved with 
each other's lives.

17. In our family w e don't tend to let 
disagreem ents drag on.

18. Rules are flexible in our household.

19. We avoid arguing whenever possible.

2 0 .1 find w e worry about each other a lot.

21. In our family w e tend to support each other.

Slightly N either Slightly D isag ree
a g re e  a g re e  or d is a g re e

d isa g re e

2

2

2

2

2

4

4

4

4

4



Self-evaluation questionnaire: 1

Name. Date.

A number of statem ents which people have used to describe them selves are given below. 
Read each statement and then circle to indicate how you feel right now. There are no right 
or wrong answers. Do not spend too much time on any one statement but give the answer  
which seem s to describe your present feelings best.

Not at all Som ewhat Moderately Very much
so

1 .

2 .

3.

4.

5.

6.

7.

8 .

9.

10. 

1 1 . 

12 .

13.

14.

15.

16.

17.

18.

19.

20 .

feel calm 

feel secure  

am tense  

am regretful 

feel at e a se  

feel upset

am presently worrying over possible 
misfortunes

feel rested

feel anxious

feel comfortable

feel self-confident

feel nervous

am jittery

feel "highly strung" 

am relaxed 

feel content 

am worried

feel over-excited and 'rattled' 

feel joyful 

feel pleasant

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

2

so

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

3

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

4

THANKYOU



The family coping with teenage cancer
End of study appraisal

You have now completed a year of questionnaires which ends your participation in 
this study. This section gives you the opportunity both to let us know what you think 
about doing this sort of research and to write down your general com m ents on what 
this last year has been like for you and your family. S p aces are provided for you to 
answer questions and write comments, p lease feel free to add extra sh ee ts  if you 
have lots to say!

Filling out ^  these questionnaires..........

Are you pleased you took part in this study?

Y es I .  - J  No I I Not sure I . _ . 1
Would you encourage other people to participate in this study?

Y es I I No E Z l  Not sure I I
What w as good about taking part in this research?

W as there anything bad about taking part in the study?

Did you yourself find it helpful to take part in the research?

Please turn over.



Looking back over the last year........

Who has been the most helpful to you?

What have been the biggest difficulties?

What has been most helpful over the last year?

Is there anything good that has com e out of the last year?



Finally, we would like to thank you very much for taking part In this research.
We hope that the information gained from this study will influence future 
m anagem ent of teen agers with cancer and their families. All the information 
collected in this study is coded and remains confidential.

It is anticipated that the research will be completed in 1997. A report will be written 
which will be available to all those who took part in the study. Would you like to be 
sent a copy?

Y es C Z I  No E Z I
Once more, thank you for your participation, with very many best w ishes.

Ruth Allen 
Health Psychologist
Cancer Research Campaign Research Fellow

cancer research
campaign



Appendix 7: Correlational data
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T I L O T T I I P Q I D T l I P Q C O N T I I P Q C U R T I I P Q T L T I C P RG T I C A C T I C P T I C S S E T I C S S I T I C S C A

T I S A N X - . 4 3 9 2  

( 5 8 )  
P =  . 0 0 1

. 3 4 4 5  
( 5 7 )  

P =  . 0 0 9

. 3 8 5 6  

( 5 8 )  
P =  . 0 0 3

- . 2 1 4 8  

( 5 8 )  
P =  . 1 0 5

. 0 2 8 3  

( 5 8 )  
P =  . 8 3 3

. 1 8 9 6  

( 5 1 )  
P = . 1 8 3

. 3 5 7 3  

( 5 1 )  
P=  . 0 1 0

. 2 4 6 2  

( 5 1 )  
P =  . 0 8 2

. 1 8 9 6  

( 5 1 )  
P =  . 1 8 3

. 2 0 0 7  

( 5 1 )  
P =  . 1 5 8

. 2 4 3 1  

( 5 1 )  
P =  . 0 8 6

T I D E P - . 4 6 4 4  
( 5 8 )  

P =  . 0 0 0

. 4 9 9 4  
{ 5 7 )  

P =  . 0 0 0

. 2 6 2 0  
( 5 8 )  

P =  . 0 4 7

- . 1 1 9 4  
( 5 8 )  

P =  . 3 7 2

. 2 2 1 1  

( 5 8 )  
P =  . 0 9 5

. 0 3 4 0  
( 5 1 )  

P =  . 8 1 3

. 1 7 3 6  
( 5 1 )  

P=  . 2 2 3

. 1 3 6 0  
( 5 1 )  

P =  . 3 4 1

. 2 0 7 1  
( 5 1 )  

P =  . 1 4 5

. 1 3 0 8  
{ 5 1 )  

P =  . 3 6 0

. 0 1 3 6  
( 5 1 )  

P =  . 9 2 4

T I S A N G - . 3 3 5 2  
( 5 1 )  

P =  . 0 1 6

. 2 8 0 7  

( 5 0 )  
P =  . 0 4 8

. 2 1 7 8  

( 5 1 )  
P =  . 1 2 5

- . 3 4 6 5  

( 5 1 )  
P =  . 0 1 3

. 0 5 2 9  
( 5 1 )  

P =  . 7 1 2

- . 1 4 2 8  

( 5 0 )  
P =  . 3 2 2

- . 0 3 9 8  
( 5 0 )  

P =  . 7 8 4

. 1 1 7 6  
( 5 0 )  

P =  . 4 1 6

- . 0 3 8 5  
( 5 0 )  

P =  . 7 9 1

. 0 2 6 2  
( 5 0 )  

P =  . 8 5 7

. 0 6 2 5  
( 5 0 )  

P =  . 6 6 7

T I C K T I C A TI CMD T I C V E T I C B D T I C D T I C R C T I C A D T I C K T I S S N T I S S S

T I S A N X . 0 7 4 9  
{ 5 1 )  

P =  . 6 0 2

. 0 9 5 6  
( 5 1 )  

P =  . 5 0 4

- . 0 8 2 7  

( 5 1 )  
P =  . 5 6 4

. 2 8 1 8  
{ 5 1 )  

P =  . 0 4 5

- . 0 0 8 3  
( 5 0 )  

P =  . 9 5 4

. 0 2 7 5  
( 5 1 )  

P =  . 8 4 8

. 2 8 9 9  
( 5 1 )  

P =  . 0 3 9

- . 1 1 3 0  
( 5 1 )  

P =  . 4 3 0

- . 2 1 5 5  
( 5 1 )  

P =  . 1 2 9

- . 0 1 6 1  
{ 5 0 )  

P =  . 9 1 1

- . 0 3 0 7  

( 4 8 )  
P =  . 8 3 6

T I D E P - . 1 1 5 5  
( 5 1 )  

P =  . 4 2 0

- . 0 2 0 9  
{ 5 1 )  

P =  . 8 8 4

- . 1 0 0 0  

( 5 1 )  
P =  . 4 8 5

. 4 4 8 7  

( 5 1 )  
P =  . 0 0 1

- . 1 0 9 7  
( 5 0 )  

P =  . 4 4 8

. 1 4 1 4  
( 5 1 )  

P =  . 3 2 2

. 2 4 5 9  
( 5 1 )  

P =  . 0 8 2

- . 0 1 9 2  
( 5 1 )  

P =  . 8 9 3

- . 2 9 1 0  
( 5 1 )  

P =  . 0 3 8

- . 1 8 6 3  
( 5 0 )  

P =  . 1 9 5

- . 2 5 0 4  
( 4 8 )  

P =  . 0 8 6

T I S A N G . 0 0 0 0  

( 5 0 )  
P = 1 . 0 0 0

- . 0 8 9 3  

( 5 0 )  
P =  . 5 3 8

- . 1 0 5 8  
( 5 0 )  

P =  . 4 6 5

. 3 3 4 9  
{ 5 0 )  

P =  . 0 1 7

. 1 3 9 5  
( 4 9 )  

P =  . 3 3 9

. 0 5 2 0  

( 5 0 )  
P =  . 7 2 0

- . 0 2 4 9  
( 5 0 )  

P =  . 8 6 4

. 3 4 5 4  

( 5 0 )  
P =  . 0 1 4

. 0 7 2 4  
( 5 0 )  

P =  . 6 1 7

- . 1 3 5 0  
( 4 9 )  

P =  . 3 5 5

- . 1 6 3 5  
( 4 7 )  

P =  . 2 7 2

T I T A N G T l T A N G T T I T ANGR T l A N G I TI ANGO TIANGC T I ANGX TI FAMC TI FAMCR T I FAMR TI I HLOC

T I S A N X . 2 3 2 7  

( 5 2 )  
P =  . 0 9 7

. 2 7 9 8  

{ 5 2 )  
P =  . 0 4 5

. 1 7 5 3  

{ 5 2 )  
P =  . 2 1 4

. 0 9 4 9  

( 5 1 )  
P =  . 5 0 8

. 0 0 3 5  

( 5 1 )  
P = . 9 8 1

- . 0 8 2 8  

( 5 0 )  
P =  . 5 6 7

. 0 9 0 4  

( 4 9 )  
P =  . 5 3 7

- . 2 3 2 1  

( 4 4 )  
P = . 1 3 0

- . 2 7 1 5  

( 4 4 )  
P =  . 0 7 5

- . 1 5 1 2  

( 4 5 )  
P =  . 3 2 1

- . 3 1 1 1  

( 4 9 )  
P =  . 0 3 0
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T I D E P . 2 9 2 6  

( 5 2 )
P =  . 0 3 5

. 1 8 2 3  

{ 5 2 )
P =  . 1 9 6

. 3 3 9 6  
( 5 2 )

P =  . 0 1 4

. 1 0 9 0  
( 5 1 )

P =  . 4 4 7

. 1 7 2 8  

( 5 1 )
P =  . 2 2 5

- . 1 5 1 3  
( 5 0 )

P =  . 2 9 4

. 2 2 4 0  
( 4 9 )

P = . 1 2 2

- . 0 7 4 1  
( 4 4 )

P =  . 6 3 2

- . 1 8 9 4  
( 4 4 )

P =  . 2 1 8

- . 1 6 9 2  

( 4 5 )
P =  . 2 6 7

- . 1 1 3 6  

( 4 9 )
P =  . 4 3 7

T I S A N G . 3 9 4 1  

( 5 1 )
P =  . 0 0 4

. 3 7 0 9  

( 5 1 )
P =  . 0 0 7

. 2 0 9 4  

( 5 1 )
P =  . 1 4 0

- . 0 8 6 8  

( 5 0 )
P =  . 5 4 9

. 2 3 3 7  

( 5 0 )
P =  . 1 0 2

- . 1 6 4 2  

( 4 9 )
P =  . 2 6 0

. 1 8 3 0  

( 4 8 )
P =  . 2 1 3

- . 1 4 5 6  

( 4 3 )
P =  . 3 5 2

- . 3 8 1 1  

( 4 3 )
P =  . 0 1 2

- . 0 8 9 2  

( 4 4 )
P =  . 5 6 5

- . 0 1 5 6  

( 4 8 )
P =  . 9 1 6

TI CHLOC TI P HL O C

T I S A N X  . 1 8 1 3  - . 0 4 5 3
( 4 9 )  { 4 9 )

P =  . 2 1 2  P =  . 7 5 7

T I D E P  . 2 5 8 2  . 0 5 2 5
( 4 9 )  ( 4 9 )

P =  . 0 7 3  P =  . 7 2 0

T I S A N G  . 0 3 5 5  - . 1 2 8 3
( 4 8 )  { 4 8 )

P =  . 8 1 1  P =  . 3 8 5
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Appendix 7.2: Correlations between mood and non mood variables in mothers at diagnosis

MLOTl M I H L O C l MCHLOCl MPHLOCl MCPRGl MCACl M C P l M C S S E l M C S S I l MCS CAl MCRl

M S A N X l - . 3 7 6 7  

( 4 6 )  
P =  . 0 1 0

- . 1 2 0 4  

( 4 0 )  
P =  . 4 5 9

- . 0 6 8 6  

{ 4 0 )  
P =  . 6 7 4

- . 0 6 5 3  

( 4 0 )  
P =  . 6 8 9

- . 2 4 8 8  

( 4 1 )  
P =  . 1 1 7

- . 0 2 5 1  

( 4 1 )  
P =  . 8 7 6

- . 0 0 1 9  
( 4 1 )  

P =  . 9 9 0

- . 0 2 5 9  
( 4 1 )  

P =  . 8 7 2

- . 1 9 3 5  
( 4 1 )  

P =  . 2 2 6

. 0 6 2 9  
( 4 1 )  

P =  . 6 9 6

- . 1 8 1 6  

( 4 0 )  
P =  . 2 6 2

M D E P l - . 3 9 9 5  
( 4 6 )  
P =  . 0 0 6

- . 2 9 6 3  
( 3 9 )  

P =  . 0 6 7

- . 1 2 3 7  

( 3 9 )  
P =  . 4 5 3

- . 1 4 0 2  
{ 3 9 )  
P =  . 3 9 5

- . 4 2 0 3  
{ 4 0 )  
P =  . 0 0 7

- . 3 3 7 0  
( 4 0 )  

P =  . 0 3 3

- . 2 0 0 6  
( 4 0 )  

P =  . 2 1 5

- . 0 7 7 0  
( 4 0 )  

P =  . 6 3 7

- . 2 1 0 9  
( 4 0 )  
P =  . 1 9 1

- . 0 0 9 6  
( 4 0 )  
P =  . 9 5 3

- . 1 3 8 1  
( 3 9 )  

P =  . 4 0 2

M S AN G l - . 4 4 6 2  
( 4 1 )  

P =  . 0 0 3

- . 0 9 4 6  
( 4 0 )  

P =  . 5 6 2

- . 0 6 4 0  
( 4 0 )  

P =  . 6 9 5

- . 1 4 9 2  
( 4 0 )  

P =  . 3 5 8

- . 3 2 2 8  
( 4 0 )  

P =  . 0 4 2

- . 2 3 4 7  
( 4 0 )  

P =  . 1 4 5

- . 1 0 9 9  
( 4 0 )  

P =  . 5 0 0

. 0 0 0 3  
( 4 0 )  

P =  . 9 9 8

- . 1 1 0 6  
( 4 0 )  

P =  . 4 9 7

- . 0 1 9 2  
{ 4 0 )  

P =  . 9 0 6

- . 3 9 1 8  
( 3 9 )  

P =  . 0 1 4

MCAl MCMDl MCVEl MCBDl MCDl MCRCl MCADl MCHl M S S N l M S S S l MFAMCl

M S A N X l - . 3 0 0 1  
( 4 1 )  

P =  . 0 5 7

- . 3 3 3 5  
{ 4 1 )  
P =  . 0 3 3

. 0 3 0 9  
( 4 1 )  

P =  . 8 4 8
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Appendix 7.3: Correlations between mood and non mood variables in fathers at diagnosis
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Appendix 7.4: Correlations between the 15 dimensions of the COPE in adolescent patients at the time of diagnosis (n=51)
CÔPE Dimensions ; « CPRG CAC CP CSSE CSSI CSCA CR : CA CMD CVE CBD CD CRC CAD

Positive re-interpretation and growth CPRG 1.0
Active coping CAC .63* 1.0
Planning CP .64* 79* 1.0
Seeking emotional social support CSSE .57* 49* .50* 1.0
Seeking instrumental social support CSSI .60* .57* .55* .70* 1.0
Suppression of competing activities CSCA .55* .53* .62* .36* .60* 1.0
Religion CR .13 .32 .29 .08 .07 .36* 1.0
Acceptance CA .25 .20 -.03 .09 .17 .07 .03 1.0
Mental disengagement CMD .50t .42$ .36$ .41$ .28 .26 .24 .25 1.0
Venting emotions CVE .29 .25 .25 .64* .38* .22 .07 .10 .35 1.0
Behavioural disengagement CBD .18 .19 .31 .10 .11 .57* .38* -.16 .20 .06 1.0
Denial CD .03 -.10 .10 .01 .06 .24 -.09 -.37$ -.02 .09 .35 1.0
Restraint coping CRC .42* .56* .58* .37* .42* .41* .01 .08 .21 .29 .23 .15 1.0
Alcohol use CAD -.02 .02 .16 .01 .14 .26 .14 -.31 -.04 .21 .33 .39$ .09 1.0
Humour CH .17 -.15 .06 -.01 .07 .11 -.02 -06 .01 -.01 -.01 -.10 -.03 .04
*p<.01 tp<.01 with Cronbach’s a  coefficient <.65 (CMD; a.44, CD; a.57)
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Appendix 7.5; Correlations between the 15 dimensions of the COPE in control adolescents (n=168)
: COPE Dimensions - : ..' 7 CPRG CAC CP CSSE CSSI CSCA CR CMD CVE CBD o>< CRC CAD

Positive re-interpretation and growth CPRG 1.0
Active coping CAC .59* 1.0
Planning CP .52* .69* 1.0
Seeking emotional social support CSSE 27* .28* .34* 1.0
Seeking instrumental social support CSSI 39* .42* .44* .78* 1.0
Suppression of competing activities CSCA .36$ .53$ .55$ .23$ .35$ 1.0
Religion CR .14 .12 .10 .11 .17 .09 1.0
Acceptance CA .42* .39* .31* .07 .15 .19 -.01 1.0
Mental disengagement CMD .13 .12 .15 .22$ .28$ .21$ .03 .08 1.0
Venting emotions CVE .04 .07 .26* .66* .53* .24$ .12 .06 .25$ 1.0
Behavioural disengagement CBD -.22* -.14 .09 .02 -.03 .01 -.08 -.05 .19 .12 1.0
Denial CD -.04 -.05 .05 .08 .09 .09 .02 .06 .36$ .22* .45* 1.0
Restraint coping CRC .26* .32* .44* .2* .24* .38$ .11 .27* .11 .13 .15 .17 1.0
Alcohol use CAD -.15 -.05 -.06 -.14 -.16 .06 -.06 -.07 .29$ -.05 .25* .22* .06 1.0
Humour CH .28* .18 .08 .02 .15 .04 -.11 .3* .30$ -.11 .17 .18 .13 .12
*p<.01 tp<.01 with Cronbach’s a  coefficient <.65 (CMD; a.38, CSCA; a.56)
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Appendix 7.6: Correlations between the 15 dimensions of the COPE in parents at the time of diagnosis (n=69)
COPE Dimensions CPRG CAC CP CSSE CSSI CSCA CR CA CMD CBD CD CRC CAD
Positive re-interpretation and growth CPRG 1.0
Active coping CAC .61* 1.0
Planning CP .60* .73* 1.0
Seeking emotional social support CSSE .30 .37* .44* 1.0
Seeking instrumental social support CSSI .60* .61* .64* .66* 1.0
Suppression of competing activities CSCA .41* .58* .57* .40* .56* 1.0
Religion CR .26 .08 .08 .19 .19 .06 1.0
Acceptance CA .46* .36* .35* .06 .22 .27 -.16 1.0
Mental disengagement CMD .15 .22 .23 .33$ .28 .11 .10 -.03 1.0
Venting emotions CVE .05 .17 .20 .53* .37* .19 .11 -.18 .27 1.0
Behavioural disengagement CBD -.31t -.39* -.26 -.21 -.19 -.07 -.08 -.22 .02 .03 1.0
Denial CD -.21 -.29 -.21 .14 -.05 .02 -.03 -.29 .08 .15 .54$ 1.0
Restraint coping CRC .26 .43* .39* .32* .45* .44* .05 .19 .17 .33* -.07 -.07 1.0
Alcohol use CAD -.08 -.06 -.02 .10 -.07 -.12 -.26 -.01 .07 -.03 .12 .32* .02 1.0
Humour CH .39* .36* .28 .16 .27 .22 -.03 .35* .11 .04 -.37$ - .20 .08
*p< 01 $p<.01 with Cronbach’s a  coefficient <.65 (CMD; a - .42, CBD; a.47)
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Appendix 7.7: Correlations between mood and non mood variables in adolescent patients at 12 months
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Appendix 7.8: Correlations between mood and non mood variables in mothers at 12 months
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Appendix 7.9: Correlations between mood and non mood variables in fathers at 12 months
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Appendix 8: Published paper

Anxiety and depression in adolescent cancer: Findings in
patients and parents at the time of diagnosis
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Adolescent cancer is uncommon and presents an exceptional stress for the young patient and their 
parents. The emotional needs of adolescents with cancer are a major factor in the recommendation for 
the establishment of adolescent cancer units in major cancer centres in the U.K. However, there have 
been no prospective, longitudinal studies assessing the psychological impact of a diagnosis of cancer 
on the adolescent patient and their family. In 1994 we began a longitudinal study of the emotional 
impact of the diagnosis of cancer in patients and their families presenting to an adolescent cancer unit 
and of the coping strategies they employ. This first report presents the results of the study at the time 
of diagnosis in 42 adolescents, 34 mothers and 27 fathers. The Beck Depression Inventory (EDI) was 
used to assess depression and anxiety levels were measured using Spielberger’s State Trait Anxiety 
Inventory (STAI). Adolescents and their parents completed the questionnaires on first admission to 
the adolescent cancer unit. The median time since cancer diagnosis was approximately 3 weeks. To 
provide normative data for the U.K. adolescent population, control values were obtained fi*om 173 
pupils of the same age and background. The results showed that, contrary to expectation, adolescents 
with cancer were no more anxious or depressed than the control adolescent population. Nevertheless, 
a substantial minority of patients and controls had elevated anxiety or depression scores. Girls were 
significantly more anxious (P=0.011) and depressed (P<0.0001) than boys. Mothers were the most 
anxious family members and were significantly more anxious than fathers (1^0.038). Parental anxiety 
scores, especially mothers, were much higher than reported norms. There was no significant differ
ence between mothers* and fathers* depression scores. Although at the time of diagnosis adolescent 
cancer patients are not more anxious or depressed than their healthy peers, many adolescents without 
cancer are anxious or depressed. Staff on adolescent cancer units should therefore be aware of the 
frequency of emotional disturbance in this population. Mothers are the most anxious family members. 
Although the findings are relatively reassuring at the time of diagnosis, follow-up data fi*om this cohort >
will show whether anxiety and depression change with treatment involving intensive chemotherapy, '
surgery and radiotherapy and will indicate the coping strategies which patients and their families 
adopt in dealing with both the disease and its treatment. © 1997 Published by Elsevier Science Ltd.

Key words: adolescence, bone sarcoma, mother, father, psychological well-being

EurJ CanceTi Vol. 33, No. 8, pp. 1250-1255, 1997

INTRODUCTION disruption to schooling and family life can be anticipated to
T h e r e  a r e  approximately 740 new cases of cancer in the age produce psychological distress for both the patient and their
range 13-19 years diagnosed in the U.K. each year [1]. Nor- family [2,3]. Recent recommendations for major cancer
mal adolescence is a period of physical and emotional change, centres propose the establishment of units for adolescents in
At this age, the diagnosis of cancer, its treatment and the the anticipation that the physical and psychological stresses of
__________________________________________________  the disease might be better managed in a specialised envi-
Correspondence to R. Allen. ronment [4 ]. There is, however, remarkably little information
Received 20 Dec. 1996; revised 20 Mar. 1996; accepted 24 Mar. 1997. about the psychological state of these patients and their
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families, either at the time of initial diagnosis or as treatment 
proceeds.

Studies that have been undertaken with yoimg patients and 
their parents have been cross-sectional rather than longitudi
nal. Previous studies have been conducted months or years 
after treatment has finished. Furthermore, these studies have 
often concerned long-term survivors, usually in children 
under the age of 12 years and have not studied patients and 
families [5-7]. The results of these studies have shown that 
anxiety scores in adolescents whose cancer is in remission are 
not significantly different from standardised norms [8]. 
Similar levels of depression have been reported in cancer 
patients and control adolescent groups in an assessment 2 
years after the cancer diagnosis [5]. Canning and associates 
explored the relationship between repressive style of adapta
tion and depression comparing 31 adolescents (12-18 years) 
with 83 healthy controls [9]. The adolescents with cancer 
reported significantly lower levels of depression. However, 
this was a cross-sectional study in patients who had been 
diagnosed for a mean of 1.8 years, most having completed 
treatment at the time of the assessment.

Very little is known of the psychological well-being of par
ents at the time of their child’s diagnosis. Parents of children 
(mean age 6.8 years) diagnosed with cancer have been 
reported to have levels of anxiety higher than the standard 
norms 8 weeks after the diagnosis [10]. In a study of parents 
(93% mothers) at an average of 51 days since diagnosis of 
their child’s cancer, the mean depression score was in the 
mildly depressed range [3]. The parents of children with 
cancer aged 3-18 years (average 12) who are both in remis
sion and not had treatment for 6 months were found to be no 
more anxious or depressed than a control group of parents
[11]. These differences point to the importance of conduct
ing assessments over time attempting to determine at what 
point parents’ levels of anxiety and depression decrease.

The adolescent cancer unit at the Middlesex Hospital was 
opened in 1990, being the first such unit in the U.K. We 
report here the first results of a continuing, prospective, 
longitudinal investigation into the impact of the diagnosis and 
treatment of cancer on the psychological well-being of ado
lescents and their parents. This report presents the completed 
findings at the time of first diagnosis. It provides, for the first 
time, data on levels of anxiety and depression in patients, 
controls and parents and will be of assistance to staff in ado
lescent cancer units in judging the level of initial psychologi
cal support which they will need to provide at this stage in the 
illness.

PATIENTS AND METHODS
Subjects: patients and parents

Since December 1993, 47 consecutively diagnosed adoles
cents (12-20 years) and their families have been invited to 
take part in this study. Patients and their families were 
excluded if they were not available for follow-up or if English 
was not the adolescent’s first language. Ethical approval was 
given by the Middlesex Hospital’s Ethical Review Commit
tee. Informed written consent was obtained from all partici
pants.

Study design
At the time of first presentation to the unit, the patient and 

one parent were seen individually to record demographic data 
and establish rapport. All subjects were assured of individual

confidentiality. Parents completed the questionnaires alone 
and patients choose whether to complete questionnaires with 
the researcher or alone. All family members were invited to 
participate.

Psychological assessment
All subjects were assessed for their current level of anxiety 

using the Spielberger State Trait Anxiety Inventory (STAI)
[12]. The scale was developed to measure anxiety in normal 
adults. It has 40 questions and there are two subscales. One 
assesses state (situational) anxiety — anxiety that an indivi
dual feels at a particular point in time, a transitional emo
tional state. The other assesses trait (dispositional) anxiety — 
how an individual feels most of the time and is a measure of 
relatively stable individual differences in anxiety across peo
ple. The questionnaire has been well validated in adolescents 
and adults [8,10,11,13]. The STAI is not designed to cate
gorise levels of distress, but to place distress on a continuum 
from none to severe, a higher score indicating greater anxiety. 
Hence, there are no cut-off scores for clinically significant 
levels of anxiety, but comparisons can be made to norms 
reported by the authors. Research has defined ‘low distress’ 
as scores below the reported mean and ‘high distress’ as 
scores above [9]. For this research we chose to be more 
stringent and define high levels of anxiety as scores more than 
one standard deviation above the means reported in normal 
populations.

Levels of depression and depressed mood were assessed 
using the Beck Depression Inventory (EDI), a 21-item ques
tionnaire [14]. The questiormaire has been used extensively 
with both adolescents and adults [5, 10, 15-18]. In contrast 
to the STAI, the EDI does have predefined levels of depres
sion based on considerable research by both the authors and 
other researchers. Scoring is gradedj 0-9 no/minimal depres
sion; 10-18 mild to moderate; 19-29 moderate to severe 
depression; and over 29 severe depression [19]. The EDI 
question regarding interest in sex was removed as it was con
sidered inappropriate for adolescents at the time of first pre
sentation to the unit. The EDI has three questions which may 
be influenced by physical illness rather than reflecting 
depressed mood. These concern fatigue, 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 [20]. In order to categorise the 
extent of depression in the adolescent groups, an adjusted 
EDI score was calculated using 17 questions from the original 
21-item questionnaire. The adjusted score was the mean of 
the 17 questions multiplied by 21. Although this is not a true 
normative score of depression, it is used for the purposes of 
comparison and in analyses of both adolescent groups repor
ted in this paper. To validate this exclusion, our patients 
completed the entire questionnaire. Analysis of the data con
firmed that these three questions were frequently scored at 
higher values even when other questions did not indicate 
depression implying that they were illness-related rather than 
due to depressed mood (r=5.39, df41, P<0.0001).

Control group
There are no U.K. data in well adolescents to give norma

tive values for the questionnaires used in this study. A control 
sample of 173 age- and sex-matched adolescents was there
fore recruited from four sources in the community; a Catholic 
boys’ school, a mixed comprehensive school, a Christian
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youth club and colleagues’ children. The children were 
recruited by approaching schools directly and questionnaires 
were completed during school time. The parents of the con
trol group were not assessed because there are normative 
values which have been widely used [12].

Statistical methods
The internal consistency of the completion of the anxiety 

and depression questionnaires was assessed using Cronbach’s 
alpha coefficients. Two-way analysis of variance (ANOVA) 
was used to examine differences in anxiety and depression 
scores between the patients and controls and the mothers and 
fathers. Pearson’s correlation was used to assess the relation
ship between anxiety and depression scores.

RESULTS
Of 47 families, 43 families consented to take part. Four 

families refused citing a reluctance to discuss feelings. One 
adolescent refused but her parents participated. 95% of 
patients and parents completed and returned the initial ques
tionnaires. This report presents the analysis of questionnaires 
completed by 103 individuals near the time of diagnosis.

Patients
There were 42 participating adolescents within the first 43 

families. Table 1 shows the diagnostic categories with bone 
sarcoma predominating. By the time of diagnosis, the

Table 1. Diagnoses of adolescent cancer patients

M %

Bone sarcomas 29 67
Periosteal/osteosarcoma 20
Ewing’s and round cell sarcoma 9

Lymphoma 8 19
Acute leukaemia 5 12
Wilms’ tumotu" 1 2

Table 2. Adolescent cancer patients and control group character
istics (percentages in parentheses)

Study group Control
(«=43) group («=173)

Age mean 15.4 years 15.8 years
Gender M /F 28/15 131/42
Ethnic origin

Caucasian 38(88) 141(82)
Asian/Afro-Caribbean/Mid-eastem 3(7) 25(14)
Mixed race 2(5) 7(4)

Family structure
Two-parent families 28(65) 134(77)

Parental divorce rate 26% 19%
Number of siblings

0 5(12) 11(6)
1-2 28(65) 125(72)
>3 10(23) 37(21)

Parental occupation Blue/white Blue/white
collar collar

Father 33/48% 37/47%
Not working/unemployed 19% 16%

Mother 29/38% 35/39%
Not working/unemployed 33% 26%

House ownership 68% 82%

patients had on average missed 4 weeks of school. Forty-five 
per cent reported weight loss of 5 kg or more over the pre
vious 2 months and 43% reported current disruptions to their 
sleeping pattern. In 31% of patients, there was an interval of 
6 months from first symptom to diagnosis. 70% of the 
patients had been told their diagnosis within the previous 3 
weeks. At diagnosis, 77% of patients had a performance sta
tus of 1 or better. Most patients knew the exact name of their 
cancer (68%) and 93% considered their cancer ‘curable in 
most cases’.

The median time from diagnosis to completion of ques
tionnaires was 3 weeks (range 1-9). The majority completed 
their questionnaires with the researcher (67%). Sixty per cent 
had not started treatment when interviewed, a further 28% 
were on the first or second day of their first cycle of chemo
therapy.

Parents
Thirty-four mothers and 27 fathers within the first 43 

families agreed to complete the questionnaires. There were 4 
adolescents with no parents participating in the research and 
8 adolescents were from one-parent families; 7 mother-only 
families and 1 father-only family. Three mothers and 2 
fathers did not return their initial questionnaires. In addition, 
2 fathers and 1 mother were unable to participate due to ill- 
health or language difficulties. One father did not take part 
because the family were in the pilot study and, at that time, 
the researcher aimed to meet each participant before admin
istering questionnaires. The mean age of mothers on study 
was 43 years, fathers 46 years. The median time from the 
date of their adolescent’s cancer diagnosis to completion of 
their questionnaires was 3 weeks for mothers (range 1-8) and 
4 weeks for fathers (range 1-13).

Patients and controls
Details of the control and adolescent cancer groups are 

shown in Table 2. The control and study groups were com
parable with respect to age, sex distribution, ethnicity, family 
structure and occupation. More of the control group adoles
cents than study group considered themselves religious (45% 
versus 27%) and were regular church-goers (37% versus 
12%). This difference is likely to be due to the recruitment of 
some of the control adolescents from a religiously selective 
school and youth club.

Psychological well-being
Table 3 shows the internal consistency (Cronbach’s alpha 

coefficients) for the questionnaires completed by the different 
study groups. These scores indicate high internal consistency 
for the anxiety and depression scales in all groups of partici
pants.

Table 3. Internal consistency (Cronbach’s alpha) for the anxiety 
and depression questionnaires in adolescents and parents.

Adolescents Parents

Cancer
(«=42)

Control
(«=172)

Combined
(«=214)

Mother
(«=34)

Father
(«=27)

State anxiety 0.89 0.87 0.87 0.91 0.94
Trait anxiety 0.86 0.88 0.88 0.90 0.87
Depression 0.76 0.90 0.88 0.85 0.81
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Figure 1. State anxiety scores in control and study adoles
cents. Scores >51 are more than one standard deviation above 
the mean reported by Spielberger and associates [12] for high 

school students.
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Figure 2. Depression score in control and study adolescents. 
Level of clinical depression: 0-9 none to mild, 10-18 mild to 

moderate, 19-29 moderate to severe, 30+ severe.

A nxiety
Figure 1 shows the distribution of state anxiety scores in 

adolescent patients and controls and Table 4 shows the mean 
state/trait anxiety and depression scores for these groups. 
There was no significant difference in mean state anxiety 
scores or in the distribution of state anxiety scores between 
the adolescent patients and controls. There was a difference 
in trait anxiety between the two groups with the control 
group having higher trait anxiety scores (/=5.81, df 1.207; 
P=0.017). Levels of state (/=6 .53 , df 1.207; P=0.011) and 
trait (/=9 .54 , df 1.207; P=0.002) anxiety were significantly 
higher in girls than boys. These anxiety scores are similar to 
those reported for American High School students [12]. In 
normative data reported by Spielberer and associates, the 
mean state anxiety score for girls was 40.54 (±12.86) and 
39.45 (±9.74) for boys [12]. In this adolescent cancer group, 
the scores were 43.14 (±8.61) and 39.14 (±10.57), respec
tively, for girls and boys.

Table 4 shows parental state/trait anxiety scores. Mothers 
had significantly higher state anxiety scores than fathers 
(/=4 .52 , df 1.56; P=0.038). Mean parental state anxiety 
scores in this study are 53.03 (±11.62) and 46.44 (±13.09) 
for mothers and fathers, respectively. There are no significant 
differences in trait anxiety scores. Spielberger and associates 
report mean norms of 36.03 (±11.07) and 35.88 (±10.52) for 
working women and men between the ages of 40 and 49 years

in America [12]. 60% of mothers (20 out of 33) and 40% of 
fathers (11 out of 27) had state anxiety scores more than one 
standard deviation above the reported mean. In the four groups, 
mothers, fathers, patients and controls, state anxiety and 
depression scores are highly positively correlated (P<0.01).

Depression
There was no significant difference in the mean and distri

bution of depression scores between the adolescents with 
cancer and the control group (Figure 2; Table 4). Girls were 
significantly more depressed than boys ( /=  15.21, df 1.207; 
P<0.0001). Parental mean depression scores are shown in 
Table 4. There was no significant difference between 
mothers’ and fathers’ depression scores.

Table 5 gives the percentages within each group that fall 
into the different categories of depression as assessed by the 
EDI for the parents and adolescents. Thirty-three per cent of 
the adolescents with cancer had mild to moderate levels of 
depression (w=14) compared with 16% controls (w=28). 
Moderate to severe depression was detected in 13% (n= 23)  
of controls and 5% of patients (n= 2). Mild to moderate 
depression was reported in 30% (n=10) of mothers and 38% 
(n=10) of fathers, and 19% (n=l 1) of parents reported mod
erate to severe depression.

Table 5. Percentage (number) o f adolescents, mothers and fathers 
in each of the categories o f depression (B D I)

Table 4. M ean scores ± (S .D .)  o f anxiety and depression in Depression Cancer Control
patients, controls and parents category

Boys
%(»)

Girls
%(«)

Boys
%(M)

Girls
%(«)

Mothers

%(»)

Fathers

%(»)Cancer Control Mother Father

State M  39.14±10.6 39.67±8.6 — 46.44113.1 None/minimal 68(19) 50(7) 78(102) 45(19) 43(14) 54(14)
anxiety F 43.1418.6 43.14±10.2 53.03111.6 — Mild to 29(8) 43(6) 14(18) 24(10) 30(10) 38(10)

Trait M  37.68±9.9 4I.65±9.6 — 41.6319.9 moderate
anxiety F 42.31±8.4 46.55110.6 45.65110.9 Moderate 3(1) 7(1) 6(8) 24(10) 21(7) 8(2)

Depression M 7.54±5.7 6.5917.6 — 9.00+6.2 to severe
F 9.62+5.6 12.0919.7 12.5517.8 — Severe 0 0 2(2) 7(3) 6(2) 0
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DISCUSSION
The recognition that adolescents with cancer may have 

physical and emotional difficulties peculiar to that age group 
has led to the establishment of units specialising in the man
agement of cancer for patients aged 13-20 years. There has, 
however, been very little research on the emotional accom
paniments of the diagnosis of cancer at this age in patients, 
their parents and siblings. In the U.K. there are no normative 
data on anxiety and depression in normal teenagers with 
which to compare data derived from patients.

Previous research has suggested that adolescents diagnosed 
with cancer are not more anxious or depressed than adoles
cents in the general population [9, 21]. However, the study of 
Worchel and colleagues presented data from patients in a 
wider age range (7-18 years, mean 12.6) and, more impor
tantly, 91% of the subjects were more than 3 months post
diagnosis, with 74% being more than 12 months 
postdiagnosis [21]. Canning and colleagues reported on a 
control (n=83) and study group of adolescent cancer patients 
(n=31) with a mean age of 14.7 years [9]. The adolescents 
with cancer were less depressed than the controls and the 
mean duration of illness was 1.8 years before the assessment. 
Previous research using the Spielberger anxiety scale has 
reported a mean state anxiety score in adolescents of 33.81 
(±6.31) with no gender differentiation [8]. This is a relatively 
low score, the adolescents were in remission and time since 
diagnosis was not stated. Correlations between anxiety and 
depression scores are commonly reported [22].

The present study concerns only the adolescent age range 
and provides data at the time of diagnosis. The results are 
compared with data using the same questionnaires in 173 
normal adolescents. Although the results are reassuring in 
that they do not show levels of anxiety or depression in 
patients above that found in a normal adolescent population, 
it is clear that an important minority of adolescents are very 
anxious or depressed. Girls showed increased levels of anxiety 
and depression compared with boys in both cancer and con
trol groups. Gender differences in the reporting of depres
sion, substantiated by this study, have been reported 
elsewhere [23-25].

Our findings show that parents, especially mothers, may 
need special help when their adolescent is diagnosed with 
cancer. Substantially elevated anxiety scores were found in 
both mothers and fathers. Dahlquist and associates, evaluat
ing parents approximately 8 weeks after the diagnosis of their 
child’s cancer (mean age 7 years), found higher levels of 
anxiety but lower levels of depression than reported here 
[10]. In our study, 27% of mothers reported moderate to 
severe levels of depression at diagnosis. Sawyer and associates 
found that mothers had high levels of anxiety at the time of 
their child’s diagnosis, a year later they had high levels of 
depression [26]. Elevated levels of parental anxiety and 
depression may have an impact on the adolescent diagnosed ‘ 
with cancer since depression in mothers has been associated 
with higher levels of depression in children between 8 and 16 
years [3, 27]. Relationships between psychological morbidity 
in family members have also been found in the families of 
palliative care patients [18]. Research has reported anxiety in 
the parents of cancer survivors (in remission and no treat
ment for 6 months) and found mean scores of 33.68 
(±10.66) and 30.0 (±9.21) for mothers and fathers, respec
tively [11]. Over half the families presenting to the unit had at 
least one parent with high levels of anxiety. Parents were, as a

group, considerably more anxious than a general population 
and than the parents of cancer survivors.

The prospective design of the continuing study with fur
ther assessments at 3, 6 and 12 months will reveal whether 
parental levels of anxiety have an impact on the adolescent 
with cancer and whether the onset of treatment has an impact 
on the adolescents’ levels of emotional distress. These data 
will be presented when the follow-up of patients and families 
has progressed further. The present study shows that even if 
the patients are not more anxious and depressed than their 
normal peers, medical staff working with adolescent patients, 
whether in oncology or other specialities, should be aware 
that some of their patients will be anxious or depressed at the 
time of presentation and that it is necessary to identify these 
individuals. It is possible that the patients, while fully under
standing the diagnosis, have not grasped the full significance 
of the disease and its treatment at the time of diagnosis. 
Changing patterns of emotional reaction may, therefore, be 
revealed in further follow-up. The study will also allow an 
assessment of how family members and the adolescent cope 
during treatment and follow-up and, if it occurs, the addi
tional stresses imposed by relapse.

1. Souhami RL. Cancer in the Adolescent. In Brook C, ed. The 
Practice of Medicine in Adolescence, London, Edward Arnold, 
1993.

2. Van Dongen-Melman JEWM, Woudstra JAR. Psychosocial 
aspects of childhood cancer: a review of the literature. J  Child 
Psychol Psychiat 1986, 27(2), 145-180.

3. Manne SL, Lesanics D , Meyers P, Wollner N , Steinherz P, Redd 
W. Predictors of depressive symptomatology among parents of 
newly diagnosed children with cancer. J  Pediatr Psychol 1995, 
20(4), 511-525.

4. Department of Health. Hospital doctors: training for the future. 
The report of the working group on specialist medical training.

, Caiman Report, 1993.
5. Kaplan SL, Busner J, Weinhold C, Lenon P. Depressive symp

toms in children and adolescents with cancer: a longitudinal 
study. J  ydMz Acad Child Adol Psychiat 1987, 26(5), 782-787.

6. Byrne J, Fears TR, Steinhom SC, et al Marriage and divorce 
after childhood and adolescent cancer. JAMA 1989, 262(19), 
2693-2699.

7. Rait DS, Ostrofif JS, Smith K, Celia DF, Tan C, Lesko LM . 
Lives in a balance: perceived family functioning and the psycho
social adjustment of adolescent cancer survivors. Family Process 
1992, 31(December), 383-397.

8. Goertzel L, Goertzel T . Health locus of control, self-concept, 
and anxiety in pediatric cancer patients. Psychol Rep 1991, 68(2), 
531-540.

9. Canning EH, Canning RD, Boyce W T. Depressive symptoms 
and adaptive style in children with cznctr.J Am Acad Child Adol 
Psychiat 1992, 31(6), 1120-1124.

10. Dahlquist L M , Czyzewski D I, Copeland KG, Jones CL, Taub E, 
Vaughan JK. Parents of children newly diagnosed with cancer: 
anxiety, coping and marital distress. J  Prediatr Psychiat 1993, 
18(3), 336-376.

11. Speechley K N , Noh S. Surviving childhood cancer, social sup
port, and parents’ psychological adjustment. J  Pediatr Psychol 
1992, 17(1), 15-31.

12. Spielberger CD, Gorsuch RL, Lushene R, Vagg PR, Jacobs GA. 
Manual for the State-Trait Anxiety Inventory (Form Y). Palo Alto, 
CA, Consulting Psychologists Press Inc., 1983.

13. Pruyn JFA, Ven Den Borne HW , Stringer P. Theories, methods 
and some results on coping with cancer and contact with fellow 
sufferers. In Watson M , Greer S, eds. Psychosocial Issues in 
Malignant Disease, 1986, 41-53.

14. Beck AT, Ward CH, Mendelson M , Mock J, Erbau^ J. An 
inventory for measuring depression. Arch Gen Psychiat 1961, 
4(June), 53-63.



Anxiety and Depression in Adolescent Cancer 1255

15. Ten L. The use of the Beck Depression Inventory with adoles
cents. J /If,»  Child Psychol 1982, 10(2), 277-284.

16. Byrne BM, Baron P, Campbell T L . Measuring adolescent 
depression: factorial validity and invariance of the Beck 
Depression Inventory across gender. J  Res Adol 1993, 3(2), 127- 
143.

17. Kutcher SP, Marton P. Parameters of adolescent depression: a 
review. Affect Dis Anx Child Adol 1989, 12(4), 895-918.

18. Kissane DW , Bloch S, Bums W I, McKenzies D , Posterino M . 
Psychological morbidity in the family of patients with cancer, 
Psycho-Oncohgy 1994, 3, 47-56.

19. Beck AT, Steer RA, Garbin M G . Psychometric properties of the 
Beck Depression Inventory: twenty-five years of evaluation. Clin 
Psychol Rev 1988, 8(1), 77-100.

20. Newman SP, Fitzpatrick R, Lamb R, Shipley M . The origins of 
depressed mood in rheumatoid arthritis. J  Rheum 1989, 16(6), 
740-744.

21. Worchel FF, Nolan BF, Willson VL, Purser JS, Copeland DR, 
Pfefferbaum B. Assessment of depression in children with can
cer. J  Pedzarr PsycAo/ 1988, 13(1), 101-112.

22. Kendall PC, HoUon SD, Beck AT, Hammen CL, Ingram RE. 
Issues and recommendations regarding use of the Beck Depres
sion Inventory. Cogn TherRes 1987, 11(3), 289-299.

23. Allgood-Merten B, Lewinsohn PM, Hops H . Sex differences and 
adolescent depression. J'/IAm Psychol 1990, 99(1), 55-63.

24. Baron P, Campbell T L . Gender differences in die expression of 
depressive symptoms in middle adolescents: an extension of ear
lier findings. Adolescence 1993, 28(112), 903-911.

25. Campbell T L , Byrne BM, Bacon P. Gender differences in the 
expression of depressive symptoms in early adolescents. J  Early 
Adol 1992,12(3), 326-338.

26. Sawyer M G , Antoniou G, Toogood I, Rice M , Baghurst PA. A  
prospective study of the psychological adjustment of parents and 
families of children with cancer. J  Paediatr Child Health 1993,29, 
352-356.

27. Mulhem RK, Fairclough DL, Smith B, Douglas SM. Maternal 
depression, assessment methods, and physical symptoms affect 
estimates of depressive symptomology among children wijh can
cer. J  Pediair PzycAo/ 1992, 17(3), 313-326.

Acknowlet^ements—Ruth Allen is in receipt of the Cancer
Research Campaign Nursing Research Fellowship CE 1138/010.
The authors would like to thank the families from the Adolescent
Cancer Unit at the Middlesex Hospital for taking part and the pupils
from Chace Community School, Finchley Catholic High School for
Boys and Sunbury Youdi Club for their time.


