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ABSTRACT

Chronic Fatigue Syndrome (CPS) is a poorly understood condition. Research into CPS in 

children is particularly limited, and has only started to gather momentum in the last few 

years. This project investigated the relationships between illness cognitions, coping styles 

and physical and psychological functioning in adolescents with CPS. The relationship 

between parental and child illness cognitions was also explored, as was the relationship 

between parental cognitions and child coping. Parent and child versions of the Illness 

Perceptions Questionnaire and the Pain Coping Questionnaire were used to assess illness 

cognitions and child’s coping style, respectively. Child functioning was measured using 

the fatigue scale and parent and child report from the Functional Disabilities Inventory, 

and the Strengths and Difficulties Questionnaire.

Parents who reported having negative beliefs about their child’s illness were found to 

have children with similar beliefs. No relationship was found between parental illness 

cognitions and child coping. Children who thought negatively about the consequences of 

their illness reported focusing more on their symptoms as a coping style. The children 

who tended to cope in this way also reported more psychological difficulties. Children 

who thought less negatively about the consequences of their illness, reported using 

behavioural distraction as a coping style.

These results provide support for the applicability of the adult cognitive behavioural 

model to children with CPS. They also indicate that parental illness cognitions may 

contribute to the formation and maintenance of the child’s illness cognitions. A cognitive 

behavioural model for children with CPS incorporating these findings is proposed, and it 

is argued that including parents in treatment is vital.
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CHAPTER ONE 

INTRODUCTION

Chronic Fatigue Syndrome (CFS) remains an enigma to clinicians, researchers and 

sufferers alike. Very little is known about the illness in children, which seems to occur 

predominantly in adolescence. However young sufferers of the syndrome form a needy 

population who endure not only debilitating fatigue, but also the serious effects of 

lengthy disruptions to academic and social development. Research into adults with CFS 

has drawn attention to relationships between illness cognitions, coping strategies and 

functioning. This project aimed to investigate whether similar relationships exist in 

children with CFS.

This literature review will begin by presenting contrasting labels and definitions for 

fatigue syndromes, and give the rationale behind the choice of the term ‘CFS’ for this 

research. Epidemiological data and current views on prognosis will be highlighted for 

both adults and children. The lack of a singular theory for explaining the aetiology of 

CFS will then be referred to and competing theories presented. It will be argued that the 

most widely accepted model is now one that takes a biopsychosocial approach, which 

underpins cognitive behaviour therapy for CFS. This model has been developed to 

describe adults with CFS. While it is possible to take an adult model as a framework for 

understanding the illness in children, this must be done with caution. There are variables 

specific to childhood that would need to be incorporated for a more accurate 

representation. The relationships between illness cognitions, coping behaviours and 

functioning feature in the adult cognitive behavioural model of CFS. These relationships



may be relevant to children with CFS, but there are likely to be other significant 

variables. Drawing from developmental, CFS and general illness literature, it will be 

suggested that parental illness cognitions could be associated with child illness cognitions 

and the child’s coping strategies. This research explored the relationships between 

parental cognitions and child cognitions, child coping and child functioning. Knowledge 

about these relationships will facilitate the development of effective treatment 

programmes for children with CFS and their families.

BACKGROUND 

Definitions

Chronic fatigue syndromes with no identified organic pathology, have been described 

since the nineteenth century. The popular label given by the Victorians was 

‘neurasthenia’ (Wessely, 1995). Since then, disabling fatigue, typically accompanied by 

symptoms such as sore throat, muscle pains and poor concentration, has been given a 

number of different names. Sharpe et al (1991) and Lewis and Wessely (1992) include in 

their lists of possible synonyms ‘post viral fatigue syndrome’, ‘chronic infectious 

mononucleosis’, ‘fibrositis-fibromyalgia’, ‘chronic Epstein-Barr virus’, ‘Royal Free 

disease’ and ‘myalgic encephalomyelitis (MB)’.

However, each label carries with it idiosyncratic meanings and hints of specific 

aetiologies. There is ongoing confusion over whether they all refer to the same condition 

and their possible differences preclude the creation of a united body of research. One



query concerns whether those illnesses described as epidemics, such as ‘Royal Free 

disease’ are representative of the same condition that appears sporadically. This is 

difficult to determine.

Lewis and Wessely (1992) criticize many of the chronic fatigue labels for implying a 

greater understanding of the condition than is justified. Holmes et al. (1988) chose 

‘chronic fatigue syndrome’ (CFS) as the most appropriate name because it is purely 

descriptive and makes no assumptions about aetiology. This name has since been 

recommended for research by Sharpe et al. (1991) and adopted by the Royal Colleges’ 

working party (Royal Colleges of Physicians, Psychiatrists and General Practitioners, 

1996). Debate continues with complaints from some patients that the term CFS’ 

trivializes their disorder. As yet, no label meets everyone’s requirements. For the 

purposes of this research, and in line with current research guidelines, the term Chronic 

Fatigue Syndrome (CFS) was used.

Wessely (1995) describes three operational case definitions for CFS which are outlined in 

Table 1. These are largely similar although the American Centers for Disease Control and 

Prevention criteria specifies that other symptoms are required and does not refer to 

mental fatigue.

The definitions in Table 1 refer to CFS in adults. Research into CFS in children and 

adolescents is limited and has only started to gather momentum in the last few years. As 

in the adult literature, it is important that a consensus definition is reached for research to



progress. The Royal Colleges report (1996) describes CFS in children as the same 

disorder that occurs in adults. Rangel, Garralda, Levin and Roberts (2000) state that 

standard adult criteria is usually used for children although the requirement of six months 

minimum duration is often debated. Richards (2000) also highlights this as a problematic 

part of the criteria because it does not recognise the significant disruption that chronic 

fatigue can cause within a short period of a young person’s life. Carter, Edwards, 

Kronenberger, Michalczyk and Marshall (1995) call for the minimum duration to be two 

months, whereas Vereker (1992) describes a sample where six week’s presentation of 

symptoms is taken as the minimum for diagnosis. In an attempt to reach a consensus, 

guidelines have been published and recommend that the adult research criterion of six 

months is applied to children. Although it is acknowledged that clinical involvement may 

commence earlier (CFS in Children and Adolescents Working Group, 1999). Richards 

(2000) warns that the adult criteria should not be accepted uncritically as this would 

minimize essential differences between the two population groups. She emphasizes that 

researchers and clinicians need to remain aware of developmental influences and the 

effects of family, peer and teacher relationships on the child’s experience of CFS. This 

research aimed to draw from the adult model of CFS, yet also consider developmentally 

specific factors.

Following the Working Group’s (1999) recommendation for diagnosing children and 

adolescents with CFS, the Oxford CFS criteria was used in this study. This required that 

the principal complaint of severe fatigue affected the child’s physical and mental 

functioning, and there may have been other symptoms such as headache, sleep



disturbance, mood disturbance, concentration problems and myalgia. The illness will 

have been of definite onset, possibly after a virus, and will have been present for at least 

6 months. Chalder (1999) reports that there is little record of chronic fatigue as a 

symptom being described in children prior to adolescence. As a result this study focused 

on children between the ages of eleven and eighteen.

Table 1 

Definitions of CFS in adults

Minimum
Duration

Functional
Impairment

Cognitive/
neuro
symptoms

Other
symptoms

New
onset

Medical
exclusions

Psychiatric
exclusions

American
CDC

(Fukuda et 
al, 1994)

6 months Substantial May be 
present

4 required Required Clinically
important

Melancholic
depression,
substance
abuse,
bipolar
disorder,
psychosis,
eating
disorders

Australian

(Lloyd et 
al, 1988)

6 months Substantial May be 
present

Not
specified

Not
required

Known
physical
causes

Psychosis,
bipolar
disorder,
substance
abuse, eating
disorders

British
Oxford

(Sharpe et 
al, 1991)

6 months Disabling Mental
fatigue
required

Not
specified

Required Known
physical
causes

Psychosis,
bipolar
disorder,
eating
disorders,
organic brain
disease

Adapted from Wessely (1995)
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Prognosis

Information about the prognosis of CFS in both children and adults is dependent on the 

definition used in each study. Joyce, Hotopf and Wessely (1996) reviewed twenty-six 

studies, including four studying children with CFS, and concluded that the more stringent 

the definition of CFS, the worse the prognosis for the patient. Studies using tighter 

criteria suggest that less than 10% of patients returned to their pre-morbid level of 

functioning. Although in some primary care studies where fatigue has lasted less than the 

standard six months this figure seemed to be at least 40%. Sharpe (1999) says that, in 

general, the prognosis for patients seen in primary care is good but poor in cases that 

have been considered severe enough for hospital referral. Joyce et al. (1996) report other 

factors that have been found to link with poor prognosis in children and adults. These 

include older age, more chronic illness, comorbid psychiatric illness, and believing that 

the CFS has a physical aetiology.

Four of the studies reviewed by Joyce et al. (1996) looked at fatigue in children. Between 

54-94% of children were found to have improved at follow-up. In a more recent study, 

Rangel et al. (2000) followed up twenty-five children who had spent time in tertiary care 

for their CFS. They found that two-thirds had recovered three years after illness onset. 

However the illness had been disruptive for most patients with the mean time out of 

school being one year. The authors stress the functional handicap of the illness, which 

restricts school attendance and prompts prolonged social withdrawal both of which have 

significant long-term implications for the child independent of recovery. Factors

11



associated with recovery included higher socioeconomic status, definite physical trigger 

to the illness and onset in the autumn term at school. Bell, Jordan and Robinson (2001) 

followed up 35 young people with CFS and found that, thirteen years later, eighty per 

cent of them were functioning adequately. Many of these still had mild to moderate 

symptoms. Khawaja and Van Boxel (1998) found that only those children who had been 

completely engaged in treatment made a full recovery. This echoes Vereker’s (1992) 

finding when only those patients and parents who accepted treatment improved.

The diverse methodologies used in research on prognosis make it difficult to draw any 

firm conclusions about potential outcomes for adults and children with CFS. Longitudinal 

studies on children with CFS do indicate that the majority eventually improves, however 

Rangel et al. (2000) highlight the serious negative impact of the illness on children’s 

lives, which clouds any optimistic prognosis. Further research is urgently needed to 

clarify what factors minimize the duration of the illness and predict recovery for young 

people with CFS. Investigating the relationships between illness cognitions, coping and 

functioning in children is one step in this direction.

Epidemiology

There is minimal epidemiological data on CFS in children and the data from the adult 

literature needs to be treated with caution. The still evolving and sometimes discordant 

understandings of CFS in the research field are reflected in the inconsistent approaches to 

epidemiological study and the subsequently diverse findings.
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Most studies gathering prevalence data on adults with CFS have relied on physician 

report and sometimes self-report. Wessely, Chalder, Hirsch, Wallace and Wright (1997) 

argue that most patients are not identified by themselves or their GP as having CFS, 

suggesting that figures are often under-estimates. Methodological decisions relating to 

the definitions, exclusion criteria, settings and informants influence what rates are 

discovered. Wessely et al.’s (1997) prospective community study reported 2,600 cases 

per 100,000, whereas others have found only 75-267 per 100,000 (e.g. Buchwald et al., 

1995).

In the child epidemiological data there are similar methodological problems. Some of the 

prevalence figures reported are misleading, as Godlee (1997) demonstrates in her 

reflection on the media’s reference to an ‘ME plague’ sweeping British schools. Ho-Yen 

and McNamara (1991) found thirty cases of CFS in under 20 year olds in a survey of 

Scottish GPs covering a population of 218,000. Although it is likely that, as in the adult 

literature, there were many more undiagnosed. In a survey of south London GPs, 

Richards and Smith (1998) found that half of those who returned their questionnaires 

believed that CFS could occur in children, another thirty per cent were undecided. This 

suggests that more agreement about the existence and definition of CFS in children is 

necessary before relevant epidemiological data can be gathered.
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Aetiology

The aetiology of CFS is as yet unknown. Each new hypothesis tends to spark debate and 

controversy. Some research perpetuates the popular dualist model, suggesting that causes 

are either physical or psychological, whereas other research presents a more holistic 

conceptualisation. This section attempts to provide an overview of the current models for 

understanding CFS, first outlining the possible physical explanations, then reporting 

some social and psychological perspectives and finally describing a model that 

encompasses all aspects. The scarcity of child research means that these models are 

largely derived from the adult literature. The CFS in children working group (1999) 

recognises that adult theories are often relevant to children but note that there are extra 

variables to be considered in childhood CFS. Richards (2000) also emphasizes the need 

to remember factors specific to child and adolescent illness. This section will therefore 

reflect on these factors and include them in an overall understanding of CFS in children.

Viral Infection

Many CFS patients report the presence of a viral infection at the beginning of their 

chronic fatigue, and many attribute their current state to the ongoing effects of this initial 

virus. Lloyd (1998) refers to patient anecdotes describing a ‘flu-like’ illness marking their 

shift to persistent poor health and fatigue, although Lloyd (1998) and Cleare and Wessely 

(1996) comment on the weak methodology of retrospective patient-report studies and the
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high prevalence of viral infections likely to create chance associations. Salit and the 

Vancouver CFS Consensus Group (1996) point out that numerous studies have failed to 

identify a persistent active viral infection in CFS patients.

Immune Dysfunction

The possible role of the immune system in CFS has also been studied. Evidence of 

abnormality has been found in studies of T-cell subsets (Klimas, Salvato, Morgan & 

Fletcher, 1990). Levine (1998), however, views the emphasis on immune dysfunction as 

unwarranted since many people with CFS have normal immunological patterns. Results 

from studies have conflicted, partly due to methodological inconsistencies and limited 

understanding of potential confounding variables such as inactivity, psychiatric disorder 

and sleep disturbance (Strober, 1994). Wessely (1995) argues that immune dysfunction 

could be a causal agent or a consequence of CFS and refers to findings overall as 

inconclusive.

Neuroendocrinology

Cleare and Wessely (1996) describe the hypothalamo-pituitary-adrenal (HPA) axis as a 

mediator of the body’s stress response. Cleare and Wessely (1996) review studies of CFS 

sufferers where abnormalities in the HPA axis have been found. Demi track (1998) 

suggests that the studies so far provide substantial evidence for the role of the brain in the 

development of CFS, although he warns against biological reductionism. One hypothesis

15



is that chronic stress or depression, which is commonly associated with 

hypercortisolaemia, may disturb the HPA axis leaving people vulnerable to developing 

CFS or depression later (Cleare & Wessely, 1996). Further research is required to explore 

this.

Muscle Function

People with CFS suffer from physical fatigue, which leads them to limit their physical 

activity. Salit et al. (1996) note that there are some studies demonstrating minor 

abnormalities in muscle function in people with CFS, although they are of uncertain 

significance. Richards (2000) refers to a lack of objective impairment and Fry and Martin 

(1996a) conclude from their review of the research that limiting activity due to fatigue 

occurs in the absence of any peripheral abnormality in muscle pathology. Gibson, 

Carroll, Clague and Edwards (1993) found that people with CFS show normal muscle 

physiology before and after exercise. It has been suggested that activity tolerance may be 

reduced by prolonged inactivity, although evidence for muscle deconditioning in CFS is 

inconsistent (Bazelmans, Bleijenberg, Van Der Meer & Folgering, 2001). However there 

seems to be a discrepancy between objective measures of muscle function and subjective 

experiences of the CFS sufferers, which indicates a need for further research.
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Life Events

Moving on from physical explanations of CFS to psychological and social, the impact of 

negative life events on physical and psychological health has been widely documented 

(Ray, Jefferies & Weir, 1995a). It has therefore been proposed that life stresses could be 

significant in the aetiology of CFS (Ware, 1993). Ware (1993) documents considerable 

stressful life events and histories that were detailed by many of her interview sample. 

These included divorce, redundancy, bereavement, and histories of drug abuse and 

physical violence. However, other studies have not found a link between CFS and 

negative life events. Ray et al. (1995) studied a large sample but found no association 

between negative life events and severity of fatigue although positive events were found 

to be protective against fatigue. Lewis, Cooper and Bennett (1994) found no difference in 

the number or severity of life events between people with CFS and people with irritable 

bowel syndrome. It therefore seems that while negative life events may increase an 

individual’s vulnerability to illness, this is not specific to CFS.

Personality

Cleare and Wessely (1996) suggest that certain personality types seem to be associated 

with high levels of stress and that in specialist CFS clinics it is a common perception that 

patients show Type A personality characteristics. Lewis et al. (1994) found that Type A
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as a global personality construct was not relevant in CFS, although features of it were, 

such as being ‘hard-driving’, striving to reach high standards and living a pressurized 

life-style prior to illness. Lewis et al. (1994) do not believe that their results explain why 

only some people with these personality characteristics develop CFS, although they do 

suggest that biological vulnerability or psychosocial responses to stress may play a role. 

For some, the authors comment, their illness gives them a reason to slow-down and to ask 

for the social support they did not receive when they were well.

Socio-cultural perspectives

Lewis et al.’s (1994) suggestion that people with CFS are attempting to slow down their 

previously busy life relates to the findings of Ware (1993). In her anthropological study. 

Ware (1993) heard that, pre-illness, her interviewees had been living in an exhausting 

whirlwind of activity, constantly pushing themselves to do everything for everybody and 

trying to achieve perfect results all the time. Some described their illness as a means to 

re-evaluate their hectic lives, to chose a less pressured life-style and to opt out of the 

cultural norm of busyness. This echoes Abbey and Garfinkel’s (1991) historical 

perspective on CFS as they compare it to neurasthenia in the context of rapid 

industrialization in the nineteenth century, both of which have facilitated release from a 

fast pace of life. Ware (1993) argues that in order to understand the aetiology of CFS 

adequately we need to have insight into the ‘local social world’ of the sufferer. In other 

words, we need to study their socio-cultural context, their inter-personal relationships and 

their position in the family, work place and community.

18



Psychiatrie D isorder

The role of psychiatric disorder in the development of CFS is not clearly understood, 

although it is accepted that there is a strong correlation between psychiatric disorder and 

CFS (Cleare & Wessely, 1996). Wessely et al. (1996) found that sixty per cent of their 

primary care CFS sample had a current psychiatric disorder. David (1991) estimates the 

figure to be between 50 and 75% of CFS patients, and this is usually depression, anxiety 

or somatoform disorder. Cleare and Wessely (1996) stress that it is not easy to ascertain 

whether the psychiatric disorder predates the CFS or the other way round. However, 

Deale and Wessely (1994) argue that the rates of depression and anxiety found in CFS 

are too high to be explained simply as a reaction to chronic illness. There is substantial 

overlap in the diagnostic criteria for depression and CFS and it is possible that the 

psychological symptoms in CFS predict the development of the illness, are part of the 

syndrome itself, are comorbid to it, or maintain it (Cleare & Wessely, 1996). Wessely et 

al (1996) suggest that the symptoms experienced in CFS may be the joint experience of 

somatic and psychological distress. In Wessely and Powell’s (1989) comparison of 

postviral fatigue patients with neuromuscular and affective disorder patients, the fatigue 

group was found to resemble the affective disorder group more closely.

In young people the link between CFS and psychiatric symptoms has also been reported 

(e.g. Vereker, 1992). Carter et al. (1995) found a high level of psychological disturbance 

in their paediatric sample. Walford, Nelson and McCluskey (1993) reported higher
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depression scores in the children with CFS in their study, compared to children with 

cystic fibrosis and matched healthy controls. They conclude that this supports the 

association found in the adult literature.

Richards (2000) reviews the research looking at the link between CFS and several 

different psychiatric disorders in children. Depression is the most well researched, 

whereas the information about anxiety, eating disorders, school refusal and somatization 

is minimal. In all cases, it seems it is difficult to establish whether the psychological 

problem is a cause, consequence or epiphenomenon of the individual’s CFS.

THE COGNITIVE-BEHAVIOURAL MODEL FOR CFS

Demi track (1998) suggests that the desire for a biologically reductionist model is 

‘entrenched and overwhelming’. Even though the different disease models have been 

largely refuted they still remain popular with the public and media. Currently more 

favoured in the academic sphere is a biopsychosocial perspective. This fuses together 

significant elements from traditionally contrasting areas to provide a holistic 

understanding of the illness process. The separation of psychological and physical has 

been criticized as unhelpful (Lask & Dillon, 1990) and in both research and clinical 

management an eclectic approach has been called for (Salit et al., 1996). Deale and 

Wessely (1994) describe CFS as a complex, heterogeneous phenomenon, which needs to 

be understood through a multifactorial model.

20



Sharpe’s (1997) model for CFS is based on a multifactorial understanding of the illness, 

incorporating interacting biological, cognitive, emotional, behavioural and social 

elements. While those searching for a viral infection as an explanation for CFS tend to 

favour a unitary model, Sharpe (1997) suggests that biological disturbances are only one 

part of CFS. There may be a viral infection, immune dysfunction, abnormalities in the 

HPA axis or muscle dysfunction but this interacts with the individual’s emotional well

being, their behaviour and cognitions, and the context of their social environment. 

Personality, experience of life events, psychiatric disorder and socio-cultural factors may 

all be incorporated into the emotional, social environment and cognitive and behavioural 

aspects of the model.

This model provides a cognitive-behavioural perspective of CFS and there is an emphasis 

on how the illness, once developed, becomes chronic. Specific cognitions and behaviours 

have been identified as significant in maintaining a vicious cycle. Butler, Chalder, Ron 

and Wessely (1991) propose that the cycle may be triggered by an infection, which leads 

to certain attributions and cognitions, which engender avoidant behaviour. Thinking of 

the illness as persistent, untreatable and beyond control evokes negative emotions and 

feelings of helplessness. Avoiding activity actually sustains symptoms by increasing 

sensitivity to them and decreasing activity tolerance. The experience of a burst of 

exercise will have the immediate effect of worsening symptoms, which reinforces the 

decision to be inactive, and confirms fears about the dangers of activity. Fears may be 

exacerbated by advice from some professionals and support groups that doing too much 

can hinder recovery and even cause permanent damage (Butler et al., 1991). Deale and
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Wessely (1994) discuss how some people with CFS may follow a ‘boom and bust’ 

pattern of behaviour where excessive rest is followed by a burst of activity as they strive 

to keep going. This has the effect of exhausting the individual who then rests more. These 

authors also highlight the dangers of symptom focusing as people selectively attend to 

their bodily symptoms, anxiously on the alert for subtle changes. This intensifies the 

experience and perceived frequency of symptoms, strengthening illness beliefs and 

unhelpful illness behaviours. The emotional consequences of this cycle may be 

depression, anxiety, boredom and frustration (Deale and Wessely, 1994), although the 

physiological symptoms of depression and anxiety themselves include fatigue, muscle 

pain, poor concentration and lack of motivation, which feeds back into the reinforcing 

CFS cycle.

The adult cognitive behavioural model of CFS is not necessarily directly applicable to 

children and adolescents. On the one hand, CFS in children has been described as the 

same disorder as in adults (Royal College Report, 1996), and Richards (2000) argues that 

adult cognitive behaviour therapy (CBT) models can be successfully used with children. 

However, on the other hand, it has already been mentioned that there are additional 

variables to consider in understanding CFS in children and adolescents. Carter et al. 

(1995) argue that children and adolescents have developmental and psychosocial 

variables that differ from adults. Socially, children are in dependent relationships with 

adults. In adolescence they are in a transitional phase, sensitive to the influences of those 

around them while striving to develop their own independent identity. This often 

represents a shift from parent to peer identification (Coleman, 1980). These influences
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would need to be included in a children’s version of Sharpe’s (1997) cognitive 

behavioural model. Parents and peers, as well as siblings and teachers, are part of the 

child’s social environment. The model indicates that, as a result, they would contribute to 

the complex interaction of the child’s cognitions, behaviour, biology and emotions in 

CFS. Adolescents with CFS often miss a lot of school (Rangel et al., 2000), lose peer 

relationships (Carter et al., 1995) and are severely dependent on their parents 

(Sidebotham, Skeldon, Chambers, Clements and Culling, 1994). For these reasons it 

seems likely that parents form a significantly influential part of the adolescent’s social 

environment in CFS.

It is essential to consider the role of the family in the adolescent’s experience of CFS. 

Pipe (1999) argues that while research is limited, there is clinical consensus that the 

family must be included in an understanding of the illness and in the treatment plan. For 

adults with CFS, Cognitive Behaviour Therapy is the treatment of choice. The next 

section will briefly describe this treatment with evidence for its efficacy, before 

presenting recent attempts to adapt this approach for children. As stressed above, the 

salient feature of this work is the emphasis on involving the family.

Cognitive-Behaviour Therapy (CBT) for CFS

CBT for adults with CFS addresses the interaction of symptoms, thoughts and behaviour 

(Deale & Wessely, 1994). According to Sharpe et al. (1996) it aims to help patients re

evaluate their understanding of the illness and to develop more effective coping
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strategies. Within that, there is a need for the therapist to engage the patient and work 

collaboratively with them to reduce avoidant behaviour, decrease the perception of 

helplessness and improve mood (Butler et al., 1991). CET is the only treatment, apart 

from graded exercise, that has been shown to be effective in treating adults with CFS 

(Richards 2000). Sharpe et al.’s (1996) randomized control trial found that adding CET 

to patients’ standard medical care was acceptable to patients and led to recovery 

sustained at one year follow-up. Deale, Chalder, Marks & Wessely (1997) also found that 

70% of their CFS group improved compared to only 19% randomly assigned to a 

relaxation group. Richards (2000) questions whether it is specific aspects of CET which 

facilitates improvement, or whether it is the whole package. For example, graded exercise 

is part of CET, but has been found to be effective in isolation (Fulcher and White, 1997). 

While this suggests that it is graded exercise that is the effective component of CET it is 

important to note that Fulcher and White’s (1997) research excluded CFS patients with a 

psychiatric disorder. Considering that the majority of patients with CFS have a 

psychiatric disorder (Wessely et al., 1996) it is unlikely that graded exercise alone will 

suit everybody. Perhaps CET, with its attention to mood, is more applicable to the 

majority. Kmietowicz (2001) reports on a review of forty-four trials that shows both CET 

and graded exercise therapy without CET to have the most promising results for treating 

CFS.

Literature reporting the use of CET with children with CFS is limited. Chalder (1999) 

lists several case studies where the most effective approaches seem to be a combination 

of cognitive behavioural intervention and family work. She describes the approach being
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adopted with adolescents at King’s College Hospital. This is derived from an adult 

model, but incorporates child specific elements such as including the family and 

acknowledging the developmental issues of individuation and separation, and the social 

and psychological difficulties associated with missing school. Treatment involves 

establishing a sleep routine, scheduling and gradually increasing school, social and 

leisure activities, and modifying unhelpful thinking.

The cognitive element of the treatment, modifying unhelpful thinking, is aimed at 

stopping negative cognitions from impeding increases in activity. Explanations about the 

nature of CFS, the physiological effects of inactivity and the process of rehabilitation are 

given to children and parents. Cognitive restructuring of perfectionist and catastrophic 

beliefs is also undertaken if necessary (Chalder, 1999). Little is known about the role 

parents play in their children’s development of illness cognitions or the influence they 

have over their child’s coping and behaviour. However this type of information is critical 

in order to establish the level of parental involvement required for treatment to be 

effective. Parental influence on children’s cognitions and coping are considered in more 

depth later on.

Chalder, Tong and Deary (2002) report the results of their uncontrolled study of family 

cognitive behaviour therapy with adolescents with CFS. Over eighty per cent of the 

children met the criteria for improvement at six months follow up. These criteria included 

school attendance for more than 75% of the time and a fatigue score on the fatigue
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questionnaire (Chalder, Berelowitz, Pawlikowska et al., 1993) of less than 4. 

Improvement in social adjustment and depression were also found.

ILLNESS COGNITIONS AND COPING IN CFS

Inherent in the cognitive-behavioural model of CFS is the theory that the way people 

think about their illness and the way they respond to it behaviourally contributes to their 

functioning. Literature examining CFS sufferers’ cognitions, coping strategies and how 

these link with their experience of disability is growing. However, as before, this is 

largely in the field of adult CFS. This section will review the literature that investigates 

the relationships between cognitions, coping and functioning in adults with CFS. In the 

next section these relationships in children with CFS will be considered. Additional child 

specific variables, which may contribute to such relationships will be highlighted.

In adults with CFS, it has been proposed that there is a relationship between illness 

cognitions and functioning. Certain types of cognitions about CFS have been associated 

with certain outcomes. From the perspective of cognitions about consequences, Petrie, 

Moss-Morris and Weinman (1995) found that CFS patients who catastrophized about the 

potential dangers of their illness tended to have higher levels of fatigue and be more 

disabled in terms of their ability to work. Causal attributions have also been associated 

with outcome. Somatic illness attributions in people with CFS have been related to 

increased functional impairment and poor subjective and objective outcomes (Sharpe, 

Hawton, Seagroatt and Pasuol, 1992; Chalder, Power & Wessely, 1996). Moss-Morris,
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Petrie and Weinman (1996) found that patients who felt their illness was out of their 

control, caused by stress and had serious consequences were more disabled and 

psychologically impaired. Many of these studies are cross sectional in design, which 

means it is impossible to conclude that cognitions are influencing the experience of 

illness. However there have been several longitudinal studies, which do suggest such 

conclusions. Sharpe et al. (1992) and Wilson et al. (1994) both found that physical 

attributions for CFS predicted disability at follow up.

Some researchers have suggested that the relationship between illness cognitions and 

functioning is actually mediated by the coping strategies adopted by the sufferer. In other 

words, the way an adult with CFS thinks about their illness will influence they way they 

cope with it and that then affects their physical, social and psychological functioning. 

Heijmans (1998) hypothesised that illness representations would be directly related to 

coping and, via coping, to adaptive outcome. They found that the patients in their sample 

who believed their illness to be serious and beyond their control, with little hope for a 

cure tended to adopt passive and avoidant coping strategies and had higher levels of 

physical and social impairment and greater reported mental health problems. Moss- 

Morris (1997) reports that CFS patients tend to have particularly negative beliefs about 

the chronicity and consequences of their illness. From her review of the research she 

concludes that more negative illness beliefs are associated with more maladaptive coping 

strategies such as avoiding thinking about or dealing with the problem, which, in turn, is 

associated with poor adaptation to the illness (Moss-Morris, 1997). This model assumes

27



there are relationships between illness cognitions and coping, and between coping and 

outcome. These relationships will now be discussed in more detail.

The relationship between illness cognitions and coping

The view that illness cognitions relate to the coping strategies selected is consistent with 

Leventhal’s self-regulation theory (Leventhal, Nerenz & Steele, 1984; Leventhal & 

Nerenz, 1985). This theory stems from the authors’ research into how people interpret 

and cope with health threats. They identify stages in the information processing of 

someone who is ill. First there is problem representation, which includes cognitions 

relating to the identity, cause, consequences, duration and cure of the illness, through to 

the action plan, which is a set of coping responses directly related to the illness 

representations. Finally, there is an appraisal process where the effects of the action plan 

are evaluated in terms of specified goals for coping (Leventhal & Nerenz, 1985). These 

stages do not necessarily proceed in a fixed order, contain many sub-processes and may 

interact with each other. Like Leventhal et al. (1984), Lipowski (1985) argues that the 

meanings someone attaches to their illness influences their decisions and actions in 

regard to it. Moos (1982) also views cognitive appraisal of the illness as significant in 

determining the coping strategies adopted, and ultimately the outcome.

With respect to CFS, a number of different illness cognitions have been associated with 

different types of coping. As described above, negative illness beliefs, including fears of 

serious consequences, have been associated with passive and avoidant coping strategies
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(Heijmans, 1998 and Moss-Morris, 1997). Wessely (1996) suggests that many people 

with CFS believe their illness is due to a virus, which carries with it the implication that 

he or she is powerless to influence it. He argues that this type of physical attribution is 

usually associated with the belief that symptoms should be managed by rest, and so 

physical activity is avoided.

The research investigating the effects of physical versus psychological illness attributions 

has produced mixed results. Sharpe et al. (1992) found that belief in a viral cause of the 

illness was associated with functional impairment at follow-up. However the findings 

from more recent studies conflict with this. Moss-Morris et al. (1996) did not find an 

association between physical attribution and poor outcome. Deale, Chalder and Wessely 

(1998) found that physical illness attributions were not related to outcome in their 

randomised control trial of CBT for CFS versus relaxation. In the CBT group, physical 

illness attributions did not change, but beliefs about avoiding activity did and were 

associated with improvement. It is possible that beliefs about the consequences of 

exercise, and the controllability and chronicity of the illness are more influential in the 

selection of coping strategies and outcome than explicit attributions about cause. Future 

research would therefore benefit from focusing on these types of illness cognitions rather 

than investigating the implications of causal attributions.

The relationship between coping and outcome

Lazarus (1993) defines coping as
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‘ongoing cognitive and behavioural efforts to manage specific external and / or 

internal demands that are appraised as taxing or exceeding the resources of the 

person.’

More simply, he suggests this definition can be ‘the cognitive and behavioural efforts to 

manage psychological stress’. In the context of physical illness, Lipowski (1985) adds 

that the aim of coping is to safeguard bodily and psychic integrity, to regain reversibly 

damaged function and to adjust to permanent impairment.

In relation to illness, the way people deal with the stressor depends on its nature. Specific 

illnesses may impose specific demands and constraints (Ray, Weir, Stewart, Miller, & 

Hyde, 1993). Ray et al. (1993) have devised a coping questionnaire for adults with CFS. 

They target four types of coping: maintaining activity, accommodating to the illness, 

focusing on symptoms and information-seeking. Lazarus (1993) states that coping 

describes a process that may be adaptive or nonadaptive, successful or unsuccessful. In 

order to decide whether a strategy is adaptive, the context needs to be considered 

(Lazarus, 1993).

Different types of coping have been linked with different outcomes for people with CFS. 

In a prospective study, Ray et al. (1997) found that behavioural disengagement predicted 

more fatigue, which corresponds with Petrie et al.’s (1995) finding that limiting activity 

related to more functional impairment. Focusing on symptoms has also been associated
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with more fatigue (Ray, Jefferies, & Weir, 1995b). Moss-Morris et al. (1996) found 

disengagement coping strategies to be associated with greater physical and psychological 

ill health. In their follow-up study, Sharpe et al. (1992) found limiting exercise to be 

significantly associated with functional impairment. In contrast, attempting to maintain 

activity and seeking social support have been associated with less impairment (Ray et al., 

1995; Moss-Morris et al., 1996).

As in the illness cognitions literature, most of these studies are correlational and therefore 

do not suggest a direction of causality. However it is possible to infer causality from the 

longitudinal studies of Sharpe et al. (1992) and Ray et al.(1997), which both suggest that 

reducing physical activity leads to more fatigue and functional impairment. In addition, 

research into treatment which involves activity scheduling and graded exercise indicates 

that such coping behaviours can ameliorate symptoms and lead to sustained improvement 

in functioning (Fulcher and White, 1997; Sharpe et al., 1996).

ILLNESS COGNITIONS AND COPING IN CHILDREN WITH CFS

There is a paucity of literature examining the relationships between illness cognitions, 

coping and functioning in children with CFS. Garralda and Rangel (2002) however, 

suggest that some illness cognitions may be significant in maintaining the illness. From 

clinical practice these authors report that fears about the effects and consequences of 

exercise are often expressed and they believe this is central to avoidant behaviour and 

inactivity.
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Because research with children with CFS is so limited it is necessary to draw cautiously 

from adult models to inform understanding. When describing the cognitive behavioural 

model of CFS, it was emphasised that children and adolescents with CFS differ from 

adults in terms of the significant influences in their social environment. According to the 

cognitive behavioural model, influences in the social environment contribute to the 

development of illness cognitions, behaviours, emotions and experience of illness. In 

support of this, research with adults has shown that illness cognitions and decisions about 

coping strategies are influenced by the individual’s social network. Heijmans, de Bidder 

and Sensing (1999) investigated the impact of spouse’s illness representations and found 

that they could influence the patient’s adaptation to illness. Moos (1982) argues that 

factors contributing to the cognitive appraisal of illness include background, personal, 

social and environmental factors. It has been stressed that the social network influences 

patient’s beliefs about health and illness, their choices about coping strategies and their 

health related behaviours (Croyle and Hunt, 1991; Heijmans et al., 1997). Lipowski 

(1985) states that interpersonal relationships are crucial in the experience of illness and in 

coping with it. For children and adolescents with CFS, it is the role and influence of the 

parents in the social environment that has been identified as significant in the child’s 

experience of CFS (Pipe, 1999).

The relationships between illness cognitions, coping strategies and experience of 

disability in adults with CFS have been discussed above. It is likely that these 

relationships exist for children with CFS, but that parental influence needs to be
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incorporated into the model as an additional, significant variable. There could be two 

paths this influence might take. Firstly parents could contribute to the formation of their 

child’s illness cognitions, which then influence which coping strategies the children adopt 

and their outcome. Secondly, parents’ illness cognitions could directly influence the 

coping strategies that children use, and that affects outcome. The influence that parents 

have on the child’s illness cognitions and coping strategies will now be explored in more 

detail.

Parental influence on children’s cognitions

Before reviewing the influence of parent’s on their children’s illness cognitions, it is 

useful to consider parental influence on the development of general cognitions. Based on 

research on family cognitions, Bugental and Johnston (2000) describe the view that 

parents are primary shapers of their child’s cognitions. They may shape these cognitions 

directly or indirectly, through making choices about the child’s environment. Murphey 

(1992) reviews some models that have attempted to explain how parental cognitions may 

become incorporated into child cognitive schemas. One of these is a self-fulfilling 

prophecy that arises in social interaction. The parent expects a certain way of behaving 

and the child adopts those beliefs to fit in with the social norms. Another model draws 

from Vygotskian concepts (Vygotsky, 1978). How the parent conceives of something 

will affect their interaction with the child and the child’s development of independent 

understanding and capability. Murphey (1992) also refers to a multidirectional model, 

which implies that the child can be active in the formation of family cognitions. Parents
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may influence child beliefs but children, their behaviours and experiences, may also 

influence parental beliefs. There will be a correlation between the parent and child, but 

the direction of influence is not necessarily parent to child.

In relation to illness beliefs, the family also has the potential to influence the child. From 

a systemic perspective, Rolland (1998) argues that family beliefs about illness become a 

cognitive map to guide decisions, actions and coping strategies. The family’s history will 

cast light on their current illness beliefs. They will have developed, through experience 

and in the context of societal and cultural beliefs, patterns of coping and thinking about 

illness which are conveyed to the younger family members in the manner of family 

scripts and narratives. Rolland (1998) identifies different types of beliefs related to 

illness, which can impact on their understanding of the illness and their related behaviour. 

Beliefs about the relationship between mind and body can be influential and beliefs about 

mastery and locus of control will be significant in determining the family’s response to 

illness.

This literature suggests that the illness cognitions held by parents will be concordant with 

those held by their children. However, it has already been noted that a child’s social 

environment may be comprised of several different sources of influence. Murphey (1992) 

hypothesizes that parental beliefs will have the greatest impact on young children, before 

they have experienced wider socializing influences. Whereas with older children, 

immediate family influences have been described as less significant. Healthy adolescents 

are gradually developing their own identity, independent from their parents and more
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oriented to that of their peers (Coleman, 1980). According to Piagetian theory, children 

from about the age of twelve enter the formal operational stage of cognitive development 

(Inhelder and Piaget, 1958). The thinking at this stage is the beginning of adult 

intellectual thought, which Donaldson (1978) describes as characteristic of scientific 

thought. The formal operational thinker can propose hypotheses, test them out, reflect on 

the results, draw conclusions and generate further hypotheses. In other words, they can 

develop their own independent thoughts and beliefs and critically evaluate other people’s. 

If socially, cognitively and emotionally, adolescents are separating from their parents 

then it is likely their illness cognitions will begin to become more independent from their 

parent’s as well.

However, this picture of developing independence and autonomy is not representative of 

adolescents with CFS. Sidebotham et al. (1994) present three cases of CFS in 

adolescence and, in all the sufferer is significantly dependent on their parents. The severe 

physical illness at a critical time of emotional development, together with the possible 

withdrawal from school and reduced social interaction with peers, exacerbates the 

chronicity of the disability and can make the prospect of rehabilitation and a return to 

healthy adolescent life an overwhelming anxiety for the young person (Sidebotham et al., 

1994). Pipe and Wait (1995) argue that the increased dependency and disruption to 

normal development associated with CFS may drive the separation-individuation process 

into reverse. Minuchin et al. (1975) portrays families of ‘psychosomatically’ sick 

children as enmeshed and overprotective. Families may become over-involved (Rikard-
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Bell and Waters, 1992) and the loss of a peer group is likely to exacerbate the 

adolescent’s dependence on their family (Garralda, 1992).

In CFS, it seems that the influence that parents have over their adolescent child’s illness 

cognitions could occur in the context of an interrupted normal process of individuation, 

increased dependence on parents, limited contact with peers, enmeshment and 

overprotection. If this is the case, then this level of influence is comparable to that which 

parents have over much younger children. It is appreciated that the direction of influence 

may not always be parent to child, but it is likely that, with fewer extra-familial 

influences, they will have similar illness cognitions.

Parental influence on children’s coping

Literature on the experience of illness within a family suggests a role for the whole 

family in the decision-making about coping. Heijmans et al. (1999) stress the importance 

of the role of significant others and their beliefs in patient’s coping and adaptation to 

chronic illness. Croyle and Hunt (1991) found that decisions about coping strategies are 

influenced by the people closest to the patient. Wynne, Shields and Sirkin (1992) refer to 

the shared responsibility for coping that tends to be adopted by the whole family. The 

way the family reacts to the illness of a child is thought to directly affect the way the 

child responds (Eiser, 1997).
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In illnesses with no established organic cause, Garralda (1999) has described two 

different extremes in ways parents respond to their sick child. On the one hand they may 

play down symptoms and on the other hand they may comfort the child and desperately 

try to alleviate his or her distress. The latter resembles Minuchin et al.’s (1975) 

description of increasing the protective control over the sick child, which he views as 

maintaining a child’s psychosomatic symptoms.

With respect to CFS, Fisher and Chalder (unpublished paper) also found higher maternal 

protection scores in a CFS group compared to a fracture clinic group. High maternal 

protection may be a reflection of the uncertainty around the diagnosis and prognosis in 

CFS and worry that a serious illness has been missed. More attention and reinforcement 

may be given to physical symptoms as a result (Brace, Smith, McCauley and Sherry, 

2000). Garralda and Rangel (2002) report from their clinical observations that family life 

can become organized around the need to accommodate to the child’s symptoms and that 

parents can become highly attentive and involved with the child.

Brace et al. (2000) describe how avoidant coping strategies can arise in young patients 

with CFS because their parents perceive them as too sick to function normally and restrict 

their activities. Illness behaviour, such as complaints about symptoms and withdrawal 

from normal teenage life, may be rewarded by parents who give attention and special 

treatment to their sick child. These authors compared family reinforcement of illness 

behaviour in teenagers with CFS, juvenile arthritis and healthy controls, and found more 

parental reinforcement of illness behaviour in the CFS group. Rikard-Bell and Waters

37



(1992) also warn that the family can become entrenched in a mutually reinforcing pattern 

of abnormal illness behaviour.

It is apparent that parents may influence their child’s illness cognitions and their child’s 

coping strategies. Drawing from developmental literature and literature about families, 

illness and CFS, it was thought likely that there would be concordant illness cognitions in 

adolescents with CFS and their parents. It was also expected that there would be a 

correlation between parental illness cognitions and child coping strategies. This latter 

relationship could occur independent of the relationship between child and parent illness 

cognitions, considering how physically dependent the adolescent with CFS is on their 

parent.

SUMMARY

Research into CFS in children and adolescents is scarce but desperately needed. Although 

CFS in adults is not fully understood, there is a wealth of literature investigating 

competing aetiological theories, describing illness models and evaluating treatment 

programmes. The cognitive behavioural model is currently widely accepted and 

represents a biopsychosocial conceptualisation of the illness in adults. Research in 

support of this model has identified relationships between illness cognitions, coping 

strategies and functioning in CFS. Establishing whether similar relationships exist in 

children with the illness will have valuable implications for the development of treatment 

programmes.
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After presenting background information on definitions, epidemiology and prognosis, 

this introduction explored conflicting views about the aetiology of CFS, revealing the 

prominence of the cognitive behavioural illness model. This led to a discussion of the 

literature that describes this model and evaluates its application to therapy, and was 

followed by an exploration of the relationships between illness cognitions, coping and 

functioning.

If this model is to be applied successfully to children with CFS then it is essential that 

child-specific variables be added. By examining CFS and non-CFS literature it has been 

possible to conclude that parental illness cognitions may play a role in the development 

of child illness cognitions and coping strategies. Increased understanding about the 

relationships between parental illness cognitions, child illness cognitions, coping and 

functioning will provide vital insight into CFS in children and adolescents, as well as 

informing approaches to treatment.

THE PRESENT STUDY

This was a cross sectional piece of research which aimed to use parent and child report to 

investigate parent and child illness cognitions, child coping and functioning in children 

with CFS. As CFS is rarely diagnosed before adolescence, the children in this study were 

aged between eleven and eighteen. The parent respondents were those describing 

themselves as the ‘main carer’ to the child with CFS. It was expected that the main carer
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would potentially contribute most to the child’s illness cognitions and coping, and this 

could have been the mother or father.

Figure 1 depicts the possible relationships between parental cognitions, child cognitions, 

coping and functioning, which were investigated in this research. As indicated in Figure 

1, the direction of influence between the variables was not analysed in this cross sectional 

study.

Figure 1 

Expected relationships between research variables

Parental
illness
cognitions

Child illness 
cognitions

Child coping 
strategies « Child

functioning

In the literature review it was suggested that beliefs about the causes of CFS may not be 

so relevant to coping and functioning as beliefs about the controllability, chronicity and 

consequences of the illness. It is these types of illness cognitions that were studied. The
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cognitions measure was given to parent and child and the relevant sub-scales ‘cure/ 

controllability’, ‘time-line’ and ‘consequences’ were used in the analysis.

There is no measure designed specifically to look at coping strategies in children with 

CFS. People with CFS have been found to share many physical and psychological 

symptoms with chronic pain sufferers (Blakely et al., 1991). There is a coping 

questionnaire designed for children with chronic pain that uses parent and child report to 

investigate types of coping similar to those referred to in the adult CFS literature. The 

sub-scale ‘behavioural distraction’ includes items that correspond to the concept of 

maintaining activity. Items in ‘internalising’ refer to focusing on the illness symptoms. 

Seeking social support has been linked to functioning in CFS and this sub-scale also 

exists in the children’s measure. These three sub-scales were used in this study.

Research Hypotheses

Hypothesis 1

Parental illness cognitions and child illness cognitions

• Parents’ cognitions about the consequences, controllability and chronicity of their 

child’s CFS will be similar to their child’s cognitions.
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Hypothesis 2

Child illness cognitions and coping strategies

• Children who hold negative beliefs about the consequences, controllability and 

chronicity of their illness will use internalising coping behaviour more, as 

reported by parent and child.

• Children who hold positive beliefs about the consequences, controllability and 

chronicity of their illness will use more behavioural distraction as reported by 

parent and child.

Hypothesis 3

Parental illness cognitions and child coping strategies

• Parents who hold negative beliefs about the consequences, controllability and 

chronicity of their child’s illness will have children who use internalising coping 

behaviour more, as reported by parent and child.

• Parents who hold positive beliefs about the consequences, controllability and 

chronicity of their child’s illness will have children who use more behavioural 

distraction, as reported by parent and child.
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Hypothesis 4

Child coping and reported functioning

• Children who use internalising coping behaviour more will experience more 

functional impairment, as reported by parent and child.

• Children who use behavioural distraction and seeking social support as coping 

strategies will experience less functional impairment, as reported by parent and 

child.
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CHAPTER TWO 

METHOD

OVERVIEW

Five standardised questionnaires and a demographic questionnaire and diagnostic 

checklist were sent to secondary school age children with a diagnosis of CFS and four 

measures were given to their main carers. The aim of the questionnaires was to gather 

information about the main carer and child’s illness cognitions, the child’s coping 

strategies and main carer and child views about the child’s physical and psychological 

functioning. Families received stamped, addressed envelopes in which to return their 

questionnaire packs. The data was analysed using correlational analysis and regression.

PARTICIPANTS

Sampling

Participants were recruited in two ways. Firstly, an advertisement was placed in the 

Association for Youth with M.F. (A.Y.M.F.) magazine. A.Y.M.F. is a national self-help 

organization for children with MF and has approximately two thousand members. This 

asked parents and children interested in participating to contact the principal researcher. 

Secondly, eight specialist clinics across England treating children with CFS were 

approached and four agreed to become involved. Two of these were based at central
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London teaching hospitals, and two in Essex. The consultant based at each clinic 

identified appropriate patients from their lists, according to the inclusion and exclusion 

criteria described below. These were contacted with a letter asking the patient and their 

main carer to return a form to the principal researcher in a pre-paid envelope indicating 

whether or not they would like to participate in the research. The young person and main 

carer information sheets for the project were enclosed (See Appendix 1). The letter was 

printed on the clinic’s headed paper and signed by the consultant. It emphasized that the 

patient’s treatment would in no way be affected by their decision to participate or not.

Inclusion and exclusion criteria

Participants in the study were 37 children between the ages of eleven and eighteen, 

inclusive, who met the Oxford criteria for Chronic Fatigue Syndrome (Sharpe et al, 1991; 

see Table 1 in Chapter 1). They had to have received the diagnosis from a medical doctor 

to ensure that the medical and psychiatric exclusion criteria were met. The children 

responding to the advertisement were asked if they had received a diagnosis and to give 

the date and name of the doctor. A list of questions derived from the Oxford criteria 

aimed to confirm that the criteria were met. All participants needed to have a good 

enough command of the English language to be able to understand and complete the 

questionnaires. It was also important that the children had not received a course of 

cognitive behaviour therapy, which directly targets illness beliefs and coping strategies. 

The main carer of each child also participated in the study.
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Response Rates

Two advertisements were placed in the A.Y.M.E. magazine, the second eight months 

after the first. 6 parent and children pairs responded to the first advertisement, of which 5 

completed and returned questionnaires. 9 parent and children pairs responded to the 

second advertisement of which 6 completed and returned questionnaires. This gives a 

response rate of 73%.

48 patients from clinic 1 were contacted. 31 indicated they would like to participate and 

of those, 23 completed and returned questionnaires. The response rate of those who said 

they wanted to participate was therefore 74%.

15 patients from clinic 2 were contacted. 10 indicated they would like to participate and 

of those, 6 completed and returned questionnaires, which gives a response rate of 60%.

9 patients from clinic 3 were contacted but none of them indicated they would like to 

participate.

5 patients from clinic 4 were contacted. 1 indicated they would like to participate and did 

complete and return the questionnaire, giving a 100% response rate.
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In total, 41 completed questionnaires were returned. This is an overall response rate of 

12%. 4 of these respondents, including the one clinic 4 respondent, did not meet the 

inclusion criteria, leaving a total of 37 questionnaires used in the research.

Demographic Information

Information was gathered about participant’s age, gender, ethnicity and duration of 

illness. The occupation and level of education of the main breadwinner was also 

obtained, as was the marital status of the main carer. The majority of children who 

participated were female (83%) and white British (97%). The main breadwinner in the 

family tended to have completed further education (68%) and to have a professional or 

managerial occupation (57%). These findings correspond with other CFS studies, which 

report a similar high proportion of white females of high socio-economic status, 

particularly in sample groups taken from specialist services (e.g. Wilson et al., 1994; 

Euba, Chalder, Deale & Wessely, 1996). The mean age of participants was 15 (sd 2, 

range 11-18) and the mean duration of illness was 42 months (sd 27, range 10-120). 81% 

of main carer respondents were married. This information is displayed by source of 

recruitment in Table 2 in Chapter 3.

Ethics

Ethical approval was obtained from the London Multicentre Research Ethics Committee. 

See Appendix 2 for the approval letter.
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PROCEDURE

Once a child and main carer had agreed to participate in the research they each received a 

questionnaire pack and consent form (See Appendix 3 for parent and child consent 

forms). The child’s questionnaire pack included a brief criteria checklist to be filled out 

with the main carer. The main carer and child were instructed to complete their 

questionnaires independently, without comparing answers. It was explained that the 

questions were similar but their answers might be different and we were interested in 

their own views. They were invited to contact the principal researcher if they had any 

queries about the questions. Two pre-paid return envelopes were included with the packs 

and parent and child were asked to return their questionnaires separately. These 

procedures were taken to try and maximize the chances of independent responding by the 

main carer and child.

DESIGN

This investigation was a cross sectional study using questionnaires. The majority of the 

questionnaires were self-report, however two gathered parental reports of the child’s 

physical and psychosocial functioning and the coping measure had a parent version 

asking for the parent’s view on the child’s coping strategies. Missing data was pro-rated 

where appropriate.
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MEASURES

Illness Perception Questionnaire (IPQ) (See appendix 4)

Child version and parent version 

(Weinman, Petrie, Moss-Morris & Home, 1996)

This questionnaire is designed to assess cognitive representations of chronic illness. It is 

based on Leventhal et al.’s (1984) self-regulation model, and aims to gather information 

relating to the five proposed components underlying cognitions about illness. In 

researching their theory, Leventhal et al. (1984) used in-depth semi-structured interviews. 

Weinman et al. (1996) have developed the Illness Perception Questionnaire which, while 

addressing the same theoretical concepts, they argue is more psychometrically sound and 

less time-consuming.

The five components studied in the measure are identity, cause, time-line, consequences 

and cure/ controllability. As described in Chapter 1, the sub-scales used in this study were 

‘time-line’, ‘cure/ controllability’ and ‘consequences’. These sub-scales are investigated 

through twenty-six statements to which people indicate their level of agreement on a five- 

point scale ranging from ‘strongly agree’ to ‘strongly disagree’. The ‘time-line’ 

component is composed of 3 items such as, “My illness is likely to be permanent rather 

than temporary”. ‘Cure/ controllability’ contains 6 items, including “Recovery from my 

illness is largely dependent on chance” and “What I do can determine whether my illness 

gets better or worse”. ‘Consequences’ cognitions are targeted with 7 statements like, “My
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illness has strongly affected the way I see myself as a person” and “My illness has had 

major consequences on my life”.

The psychometric properties of the IPQ have been evaluated using data from seven 

illness groups including CFS, chronic pain, rheumatoid arthritis and diabetes patients 

(Weinman et al, 1996). The results show that IPQ scale scores distinguish clearly 

between CFS and the other illnesses, suggesting good discriminant validity. The measure 

was also shown to have good internal consistency.

The authors have designed IPQ measures for significant others and carers. In these, the 

wording has been slightly modified. For example, “My child’s illness has had major 

consequences on their life”. The significant other version has been tested on a group of 

fifty patients with myocardial infarction and their spouses. Significant intercorrelations 

were found on the ‘consequences’, ‘cure/ controllability’ and ‘timeline’ scales (Weinman 

et al, 1996). Weinman et al (1996) conclude that there is inevitably variance in significant 

other and patient illness representations, and exploring this variance that could provide 

insight into the role of carers and significant others in the illness and recovery process.
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The Pain Coping Questionnaire (PCQ) (See Appendix 5)

Child version and parent version 

(Reid, Gilbert, & McGrath, 1998)

This measure was designed to study coping strategies in children with chronic pain. 

There are 39 items describing different coping strategies within eight sub-scales, which 

relate to different types of coping. These are information seeking, problem solving, 

seeking social support, positive self-statements, behavioural distraction, cognitive 

distraction, externalizing and internalizing/ catastrophising. As referred to in Chapter 1, 

the coping strategies investigated in this study were behavioural distraction, internalizing 

and seeking social support. Behavioural distraction is made up of four items, one of 

which is “Do something active”. “Think that nothing helps” is an item from the 

internalizing sub-scale and “Talk to someone about how I feel” is an item from seeking 

social support, both of which have five items. Participants indicate how often, on a 5- 

point scale from ‘never’ to ‘very often’, they use these strategies to cope with chronic 

pain. The parent version of the PCQ asks parents to indicate how often their children use 

the coping strategies described to cope with their pain.

Reid et al. (1998) investigated the psychometric properties of the parent and child 

versions of the PCQ with children with arthritis and children with recurring headaches. 

The internal consistency of the measure was found to be high for both the child and 

parent version. The authors state that preliminary support for the construct validity of the 

child measure was also found. There was a moderate correlation between some of the
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parent and child reports of coping, however there were weak correlations between the 

parent and child ratings of cognitive coping strategies and information seeking, which 

may be because these can occur without the parent’s knowledge. This measure has also 

been used with parents and children with primary juvenile fibromyalgia (Reid, Lang and 

McGrath, 1997).

In order to adapt the PCQ for use with children with CFS and their main carers, 

respondents were asked to consider what they or their child do to manage their illness, 

rather than ‘when they are in pain’. The wording of the strategies specifically referring to 

pain were changed so they that they were relevant to CFS. For example, “worry that I 

will always be in pain”, became “worry that I will always be tired” and “keep thinking 

about how much it hurts” became “keep thinking about how tired I am”.

Strengths and Difficulties Questionnaire (See Appendix 6)

Child version and parent version 

(Goodman, 1997)

This is a widely used measure with a child and parent version designed to assess conduct 

problems, emotional symptoms, hyperactivity, peer relationships and prosocial behaviour 

in children aged 11-16. There are 25 items on the questionnaire, 5 relating to each sub

scale. Respondents have to mark whether a statement is ‘not true’, ‘somewhat true’ or 

‘certainly true’ about themselves, in the child version, or their child, in the parent version. 

Example statements are, “considerate of other people’s feelings”, “many fears, easily
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scared”, “constantly fidgeting or squirming” and “rather solitary, tends to play alone”. 

The total score for all items, except those forming the prosocial sub-scale, represents a 

total difficulties score. For the purposes of this research, the total difficulties score was 

used to give a general measure of psychosocial functioning.

The total difficulties score from the self-report child version was found to discriminate 

satisfactorily between a sample of 83 young people in the community and 116 young 

people attending a mental health clinic (Goodman, Meltzer and Bailey, 1998) and 

between psychiatric and dental cases (Goodman, 1999). The parent report version has 

also been found able to discriminate between psychiatric and community samples 

(Goodman, 1999). The parent version of the SDQ has been compared to the Rutter 

questionnaires (Goodman, 1997) and the Child Behaviour Checklist (Goodman and Scott, 

1999). These measures have been widely used and shown to have good reliability and 

validity. The parent SDQ was found to correlate highly with parent scores on these 

measures (Goodman, 1997; Goodman & Scott, 1999).

Functional Disabilities Inventory (See Appendix 7)

Child version and parent version 

(Walker & Green, 1991)

This is a global measure of the impact of illness on a child’s physical functioning. Both 

main carer and child version list 15 activities to which the respondent marks on a five 

point scale whether they are ‘no trouble’, to ‘impossible’, the parent reporting their view
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of the child’s difficulties. Examples of the activities are “walking upstairs”, “watching 

TV” and “going shopping”.

Walker and Green (1991) investigated the psychometric properties of the parent and child 

version of the EDI. The parent and child reports correlated highly, indicating that they 

were both reporting similar aspects of the child’s behaviour. The measure was found to 

discriminate between well children and children with abdominal pain. Walker and Green

(1991) also found support for the internal consistency of the EDI and test-retest reliability 

over a 3-month period with a chronic condition.

Fatigue Scale (See Appendix 8)

(Child only)

(Chalder, Berelowitz, Pawlikowska, Watts, Wessely, Wright & Wallace 1993)

This is a widely used measure with 11 items to assess mental and physical fatigue 

according to self-report. This measure was given to the young person to ascertain their 

experience of fatigue. Eour items assess mental symptoms (e.g. “Do you find it more 

difficult to find the correct word?”) and seven items assess physical symptoms (e.g. “Do 

you need to rest more?”). High internal consistency, reliability and validity have been 

found for this measure (Chalder et al., 1993; Morriss, Wearden & Mullis, 1998).
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CHAPTER THREE 

RESULTS

OVERVIEW

This chapter aims to describe the testing of each research hypothesis. In order to reduce 

the risk of Type I error, the possibility of creating composite variables to limit the number 

involved in the analyses was explored first. Secondly, respondents came from three 

different sources and it was necessary to test for differences between their demographic 

information and questionnaire responses in order to ascertain whether they could be 

treated as one group in the analyses. Following these analyses, the hypotheses were 

tested.

DATA REDUCTION 

Illness cognitions

Both main carer and child filled out a version of the Illness Perception Questionnaire. 

The factors of interest to the hypotheses in the IPQ were ‘time-line’, ‘consequences’ and 

cure/controllability’. Bivariate correlations suggested that there was no significant 

relationship between these variables for either children or main carers, therefore these 

three variables were analysed separately.
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Coping

Three factors from the Pain Coping Questionnaire were investigated: seeking social 

support, behavioural distraction and internalising coping behaviour. These factors 

measure different types of coping and therefore were treated separately. However, both 

child and main carer filled out a version of the PCQ. Bivariate correlations showed main 

carer and child reports for seeking social support and behavioural distraction were 

moderately correlated, for seeking social support r = 0.6 (p < 0.01) and for behavioural 

distraction r = 0.65 ( p < 0.01). Composite child and parent scores were created for each 

factor. Main carer and child internalising coping behaviour scores were not correlated, 

possibly because this factor asks about worrying, which may not be as obvious to the 

parent as behavioural coping. As a result, the child report for internalising was used in the 

analyses.

Functioning

The Fatigue Scale, Functional Disabilities Inventory and Strengths and Difficulties 

Questionnaire were used to gain measures of fatigue, physical and psychosocial 

functioning respectively. The child and parent report from the FDI were strongly 

correlated (r = 0.80, p < 0.001) and so were combined to give a composite FDI score. In 

turn, this was found to correlate with the child’s fatigue score on the Fatigue Scale (r = 

0.64, p < 0.01) and so a combined physical functioning score was created for use in the 

analyses. The total difficulties score from the SDQ was selected to give a general score of
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psychosocial functioning. The child and main carer scores from the SDQ correlated at r = 

0.38, p = 0.04. This was not considered a sufficient correlation to combine these 

measures and so parent and child report were tested separately.

GROUP DIFFERENCES 

Demographic Information

Table 2 displays the demographic information of the participants, giving total figures as 

well as those for the self help group of responders and the two specialist clinics. 

Differences between the three respondent groups Association for Youth with ME self- 

help group. Clinic 1 and Clinic 2 were examined using chi-squared tests. There were no 

significant difference between the groups. On inspection, the continuous variables child 

age and duration of illness, were not normally distributed so a non-parametric test was 

used. Kruskal-Wallis tests showed there to be no significant difference between the 

respondent groups for these variables. Based on this it was decided to treat the groups 

collectively.
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Table 2

Demographic Information by Source of Recruitment

AYME
( N= l l )

Clinic 1 
(N=21)

Clinic 2 
(N=5)

Total 
(N= 37)

Gender of child: 
female n (%)

10(91%) 15 (71%) 5 (100%) 29 (83%)

Ethnicity: 
white UK n (%)

11 (100%) 20 (95%)
(N= 20)

5 (100%) 34 (97%)
(N= 35)

Occupation of 
main
breadwinner: 
Professional & 
managerial grade 
n (%)

7(64% ) 12 (60%)
(N= 20)

1 (20%) 20 (57%) 
(N= 35)

Education of 
main
breadwinner: 
further education 
n 
(%)

5 (45%) 16 (80%) 
(N= 20)

3(60%,) 24 (68%)
(N= 35)

Marital status of 
main carer: 
Married n (%)

10(91%) 15 (71%) 5 (100%) 30 (81%)

Mean age of 14.5 15.2 15.2 15.0
child, years 
(SD, range)

(2.6, 11-18) (1.6, 12-18) (2.5, 11-17) (2.0, 11-18)

Mean illness 29 48.2 42.2 41.7
duration, months 
(SD, range)

(17.8, 10-60) (29.7, 14- 
120)

(28.5, 13-84) (27.3, 10- 
120)
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other Variables

The illness cognition, coping and functioning variables were found to all have an 

approximately normal distribution. One-way analyses of variance were used to check for 

differences between the recruitment sources on these research variables. No significant 

differences were found and so the groups were amalgamated for the analyses.

HYPOTHESIS TESTING 

Hypothesis 1

Parental illness cognitions and child illness cognitions

• Parents’ cognitions about the consequences, controllability and chronicity of their 

child’s CFS will be similar to their child’s cognitions.

Table 3 shows the correlation between parent and child cognitions for the IPQ factors 

‘consequences’, ‘cure/ controllability’ and ‘time-line’. As expected, children and parents 

do appear to report similar beliefs about the consequences, controllability and chronicity 

of the child’s illness (see main diagonal of table). The correlations are larger for 

consequences and cure/ controllability than time-line. This could be because the time-line 

sub-scale is a less sensitive measure, comprising only three items unlike the seven for 

consequences and six for control/cure.

59



Table 3

Relationships between parent and child illness cognitions

Child Cognition: Child Cognition: Child Cognition: 
Consequences Cure/ control Time-line

Parent Cognition: r = 0.61, p< 0.001** r = 0.05, p = 0.76 r = -0.03, p = 0.88
Consequences

Parent Cognition: r = 0.12, p = 0.53 r = 0.43, p= 0.009** r = -0.15, p = 0.4
Cure/ control

Parent Cognition: r = - 0.11, p = 0.54 r = 0.3, p = 0.08 r = 0.36, p = 0.034*
Time-line

* p < 0.05
* * p <  0.01

Hypothesis 2

Child illness cognitions and coping strategies

• Children who hold negative beliefs about the consequences, controllability and 

chronicity of their illness will use internalising coping behaviour more, as 

reported by parent and child.

• Children who hold positive beliefs about the consequences, controllability and 

chronicity of their illness will use more behavioural distraction, as reported by

parent and child.
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Both parts of this hypothesis were analysed using multiple regression with the child IPQ 

factors (consequences, cure/ controllability and time-line) as the independent variables 

and the internalising coping behaviour and behavioural distraction coping scores as the 

dependent variables. For internalising coping behaviour, the regression was found to be 

significant (R  ̂= 0.34, F (3, 32) = 5.38, p = 0.004). To investigate this finding further, a 

forward stepwise method was used. The one variable equation with IPQ consequences 

accounted for 29% of the variance (F (1, 34) = 13.63, p = 0.001). The variables cure/ 

controllability and time-line did not account for any significant proportion of the 

variance. For behavioural distraction, the regression was approaching significance (R^ = 

0.19, F (3, 32) = 2.44, p = 0.08). Again, to investigate this further, a forward stepwise 

method was used and it was found that the equation with IPQ consequences was just 

significant and accounted for 12% of the variance (F (1, 34) = 4.55, p = 0.04). No further 

variables accounted for any significant proportion of the variance. These findings offer 

support to both parts of the hypothesis, however only for the consequences sub-scale on 

the IPQ.

Hypothesis 3

Parental illness cognitions and child coping strategies

• Parents who hold negative beliefs about the consequences, controllability and 

chronicity of their child’s illness will have children who use internalising coping 

behaviour more, as reported by parent and child.
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• Parents who hold positive beliefs about the consequences, controllability and 

chronicity of their child’s illness will have children who use more behavioural 

distraction, as reported by parent and child.

Multiple regression was used to test both parts of this hypothesis. The process was the 

same as for Hypothesis 2, but with the parent IPQ factors being used as the independent 

variables instead of the child IPQ. For both internalising coping behaviour and 

behavioural distraction, the regression statistics were not significant. This suggests that 

parent’s illness cognitions are not related to the child’s coping strategies, according to 

parent and child report.

Hypothesis 4

Child coping and reported functioning

• Children who use internalising coping behaviour more will experience more 

functional impairment, as reported by parent and child.

• Children who use behavioural distraction and seeking social support as coping 

strategies will experience less functional impairment, as reported by parent and 

child.

This hypothesis was analysed using multiple regression. Internalising coping behaviour, 

behavioural distraction and seeking social support were the independent variables and the
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composite physical functioning score, parent report total difficulties and child report total 

difficulties SDQ scores were dependent variables. As described earlier, functional 

impairment was analysed in terms of physical and psychosocial functioning. With respect 

to physical functioning, the regression was not significant. With respect to psychosocial 

functioning, the parent report SDQ regression was also not significant. However the child 

report SDQ regression was found to be significant (R  ̂= 0.25, F ( 3, 31) = 3.5, p = 0.027). 

As in hypothesis 2, a forward stepwise regression was conducted to investigate this 

finding further. The one variable equation with internalising coping behaviour accounted 

for 25% of the variance (F (1, 33) = 11.05, p = 0.002). This meant that the variables 

behavioural distraction and seeking social support did not account for any significant 

proportion of the variance. This suggests that there was no relationship between children 

who report using behavioural distraction and seeking social support and functioning. On 

the other hand, children who reported more internalising coping behaviours also reported 

more psychosocial difficulties. This relationship was not replicated by their parent’s 

report of their psychosocial functioning.

RESULTS SUMMARY

These analyses have shown that main carers and children with CFS do tend to hold 

similar beliefs about the consequences, chronicity and controllability of the child’s 

illness. A relationship was also found between the child’s illness cognitions and their 

coping style. Children who reported thinking more negatively about the consequences of 

their illness reported more internalising coping behaviours. Children who reported
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thinking less negatively about the consequences of their illness reported using more 

behavioural distraction. No relationships were found between the parental cognitions and 

child coping strategies. This may mean that child coping is more strongly associated with 

the child’s own, rather than their parents, illness cognitions. The final hypothesis 

produced mixed results. No relationship was found between child coping strategies and 

physical functioning as reported by parent and child. This physical measure included 

fatigue and functional disability. For psychosocial functioning, as measured by the total 

difficulties scale on the SDQ, a child report of difficulties was associated with 

internalising coping behaviours. The parent report was not. This discrepancy may be 

because a child who reports focusing on their symptoms tends to also report more 

psychological problems, both of which may not be so apparent to their main carer.
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CHAPTER FOUR 

DISCUSSION

OVERVIEW

The aim of this study was to use parent and child report to investigate the relationships 

between child and parent illness cognitions and child coping and functioning in 

adolescents with CFS. Research with adults with CFS has drawn attention to a 

relationship between the sufferer’s illness cognitions, their ways of coping and their 

functioning. This finding has informed cognitive behaviour therapy models for people 

with CFS. While it is important to establish whether these relationships exist for children 

with CFS, it cannot be assumed that adult models are immediately applicable to children. 

This thesis has argued that there are child specific variables that should be accounted for, 

and in this study the possibility that parent’s illness cognitions contribute to the model 

has been studied.

SUMMARY OF FINDINGS

The first hypothesis looked at the relationship between parent and child illness 

cognitions. It was suggested that parent’s beliefs about the consequences, controllability 

and chronicity of their child’s illness would be similar to the beliefs held by the ill child. 

This hypothesis was supported. Parent and child beliefs correlated most highly for 

‘consequences’ cognitions. These referred to the perceived severity of the condition and
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its effects on the sufferer’s life and self-perception. Controllability and chronicity 

cognitions also correlated, although this correlation was smaller for chronicity. 

Controllability cognitions included beliefs about self-efficacy, treatment and fate in 

relation to recovery. Fewer items measured chronicity cognitions, which may mean that 

this was a less sensitive measure. These items asked whether respondents thought the 

child’s illness would be permanent, last a long time or a short time. Each sub-scale was 

scored to represent a ‘negative’ view of the illness, so that high scores suggested very 

negative illness cognitions. However the individual components were not found to 

correlate highly enough with each other to produce an overall negative illness cognition 

score, and there was no cross correlation between parent and child scores on different 

sub-scales. This indicates that negative perceptions about chronicity, consequences and 

controllability do not necessarily occur together and that they are distinct categories of 

illness cognitions.

The second and third hypotheses focused on the relationship between illness cognitions 

and coping strategies. The second hypothesis investigated the relationship between the 

child’s illness cognitions and their coping styles. The findings did support hypothesis 

two, suggesting that a relationship did exist between child cognitions and coping. The 

third hypothesis studied the relationship between the parent’s cognitions about their 

child’s illness and the child’s coping, but no significant result was found. This suggests 

there was not a relationship between parent cognitions and child coping. The types of 

coping investigated in these analyses were internalising coping behaviour, which refers to 

worrying about and focusing on symptoms, and behavioural distraction, which includes
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items about maintaining activity. It was expected that more internalising coping 

behaviour would relate to more negative illness beliefs and more behavioural distraction 

would relate to more positive beliefs. For child illness cognitions, both parts of this 

hypothesis were supported, but only for the consequences sub-scale. This suggests that 

children who perceive their illness to have serious, negative consequences report that 

they worry about and focus on their symptoms, and those who view the consequences of 

their illness less negatively, report that they cope by maintaining activity.

Hypothesis four examined the relationship between the child’s coping and their reported 

functioning. Physical and psychosocial functioning were differentiated in the analyses. It 

was expected that if children reported internalising coping behaviour, then parent and 

child report would indicate poorer physical and psychosocial functioning. Children using 

behavioural distraction and seeking social support to cope were expected to show better 

physical and psychosocial functioning, according to parent and child report. With respect 

to physical functioning, these hypotheses were not supported. With respect to 

psychosocial functioning, a relationship between internalising as a coping style and child 

report of psychosocial functioning was found. This finding was not mirrored by an 

equivalent relationship between internalising coping behaviour and parent report of their 

child’s psychosocial difficulties. This suggests that children who worry about and focus 

on their symptoms tend to report more psychosocial difficulties, which are not observed 

by their parent.
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RELATING THE RESULTS TO THE BACKGROUND LITERATURE

Hypothesis one, that parents’ cognitions about their child’s CFS would be similar to the 

child’s, was supported by this study. This finding is consistent with developmental 

theories about how children form cognitions. Bugental and Johnston (2000) and Murphey

(1992), for example, suggest that parents significantly influence the formation of their 

child’s cognitions. Garber and Flynn (2001) and Turk and Bry (1992) indicate that this 

may be particularly true for child-related events. Murphey (1992) argues, however, that 

parental beliefs have the biggest impact on young children, rather than adolescents. 

Adolescents are usually seen as striving for independence from their parents, becoming 

more peer-oriented in their identity and developing their own thoughts and beliefs 

(Coleman, 1980; Donaldson, 1978). These developmental perspectives need to be 

considered in the context of the adolescent CFS literature, where young sufferers are 

portrayed as isolated from their peer group and significantly dependent on their parents 

(Sidebotham et al., 1994). In addition, parents are described as over-involved (Rikard- 

Bell and Waters, 1992). This suggests that adolescents with CFS may be comparable to 

young children in that they are highly dependent on their parents with few extra-familial 

influences.

Hypothesis one looked at relationships between parent and child illness cognitions, and it 

cannot be assumed that the direction of influence was parent to child. The process 

through which parents and children form similar illness cognitions could occur in several 

ways. It could be that the way the parent thinks about the child’s illness influences the
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child’s illness cognitions, or that the child, their behaviours and experiences, influences 

the parent’s cognitions, or that they develop together. In all cases, it is likely that the 

process of, possibly bi-directional influence, is complex (Goodnow, 1992).

The second hypothesis focused on the relationship between child illness cognitions and 

coping. Children who thought negatively about their CFS, in terms of the consequences 

of their illness, were found to report more focusing on their symptoms on the coping 

measure. This finding is consistent with the adult cognitive-behavioural model in which 

negative beliefs about CFS are seen as prompting anxious preoccupation with physical 

symptoms (Wessely, 1996). This study provides preliminary support for this relationship 

in children with CFS. However other negative beliefs, about the controllability and 

chronicity of CFS, were not associated with coping style in this study. It has been 

mentioned before that the chronicity sub-scale only contained three items, which might 

affect the measure’s sensitivity. An explanation for the non-significant finding for the 

controllability cognition may be that issues of controllability are not so pertinent to 

children because they are used to external agents managing their symptoms (e.g. 

Garralda, 1999).

In relation to the above, thinking negatively about the illness has been found to relate to 

limiting activity and passive coping strategies in adults with CFS (Heijmans, 1998), 

which is intrinsic to the cognitive-behavioural model where sufferers who think their 

illness is severe are believed to avoid activity (Wessely, 1996). In addition, more positive 

illness beliefs have been associated with more active coping in adults (Moss-Morris et al..
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1996). This literature supports the finding of a relationship between children thinking less 

negatively about the consequences of their illness and reporting an active coping style. It 

is apparent that how adults and children with CFS view their illness is likely to be 

associated with the coping style they adopt.

The third hypothesis related to the possibility that parents could influence their child’s 

coping strategies. However, no relationship was found between parent illness cognitions 

and child coping. This is discordant with the perspectives of Garralda and Rangel (2002) 

and Brace et al. (2000) who describe how parents can become very involved with 

children with CFS, to the extent that they may restrict the child’s activities and give 

special attention to illness behaviours. This hypothesis aimed to investigate the 

contribution of parent illness cognitions to the formation of the child illness cognitions, 

and the latter determining coping style, the parent illness cognitions could have had a 

direct effect on the child’s coping. The findings suggest that hypothesis one, the 

relationship between parent and child cognitions, may represent a stronger path of 

influence than hypothesis three, the relationship between parent cognitions and child 

coping. In accordance with this. Mechanic (1964) reports that mothers did influence their 

children’s illness behaviour, but less so than he anticipated. This indicates that a much 

larger participant group may be necessary to detect a relationship between parental illness 

cognitions and child coping.

The final hypothesis examined the relationship between child coping and reported 

physical and psychosocial functioning. Three types of coping were investigated and
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findings were mixed. A relationship between focusing on symptoms and child reported 

psychosocial functioning was found. This provides some support for Moss-Morris 

(1997), who refers to a link between focusing on symptoms and psychological distress in 

adults with CFS. This link also features in the cognitive-behavioural model for adults 

(Wessely, 1996). This finding, with respect to children, was not matched by a 

relationship between the same coping style and parent reported child psychosocial 

functioning. This could be because parents are not so aware of their children’s 

psychological difficulties as they are of their physical difficulties. This supports the 

suggestion by Garber, Van Slyke and Walker (1998), who refer to more concordance in 

parent and child reports of observable behaviours than internal symptoms. Brace et al. 

(2000) suggest that parents of adolescents with CFS tend to focus more on somatic than 

emotional symptoms which may reflect a desire in the parent to pursue a physical rather 

than psychological explanation for their child’s illness.

No relationship was found between focusing on symptoms and child and parent reported 

physical functioning. This is in contrast to the findings of Ray et al. (1995) with an adult 

population, who reported higher levels of fatigue in those who focused on their 

symptoms, and Moss-Morris (1997) who suggests that this coping style is consistently 

related to disability in adults. According to the cognitive-behavioural model for adults, 

focusing on bodily symptoms intensifies the experience of them and prompts avoidance 

of physical activity. This is supported by findings that limiting activity has been strongly 

linked to functional impairment (Ray et al., 1995; Butler et al., 1991). In children with 

CFS, however, focusing on symptoms may not precipitate physical avoidance in the same
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way because parents and doctors are likely to have some control over the child’s activity 

levels. This would mean that the extent to which children with CFS focus on their 

symptoms is independent of their level of activity and therefore not so related to physical 

functioning.

Moss-Morris (1997) reports that active coping strategies, such as maintaining activity and 

seeking social support have been associated with better functioning in adults with CFS. 

However, no relationship was found between behavioural distraction or seeking social 

support and functioning. If, as suggested above, the amount of activity the child does is 

partly controlled by others then that might also explain why no relationship was found 

between children reporting they use behavioural distraction and functioning. With respect 

to seeking social support, this measure may not represent such an active coping style for 

children with CFS. In adults, seeking social support could refer to an individual actively 

seeking help and advice about their illness from different friends and relatives. For 

children, who are almost exclusively dependent on their parents, seeking parental social 

support may represent a more passive reliance on parental care.

Overall, the results have provided some support for a relationship between illness 

cognitions, coping and functioning in children with CFS. Children who thought 

negatively about their illness in terms of its consequences, tended to report more 

internalising coping behaviour. Children who report focusing on symptoms were also 

found to report higher levels of psychological difficulty. However there was no apparent 

relationship between coping style and physical functioning. The possibility that parental
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cognitions could be contributing to child illness cognitions and coping styles was also 

explored. A relationship between parental and child illness cognitions was found and this 

was strongest for beliefs about the consequences of the illness. No relationship was found 

between parental illness cognitions and child coping style, which suggests that parents 

may play a more significant role in the development of their child’s illness cognitions 

than in their decisions about coping. The implications of these findings in terms of 

developing a theoretical model of CFS in children and designing treatment programmes 

will be discussed in more detail later.

LIMITATIONS AND IMPLICATIONS FOR FUTURE RESEARCH

This project was a preliminary study, drawing from adult CFS research, developmental 

models and general illness literature to explore the poorly researched area of cognitions 

and coping in adolescents with CFS. It was a cross-sectional piece of research and, as a 

result, the direction of influence between the variables studied can only be speculated. It 

has already been noted that the relationship between parent and child illness cognitions 

may be bi-directional and complex. Increased understanding of the mechanisms through 

which general parent cognitions influence and relate to their child’s would generate 

further insight into the formation of illness cognitions in the family. The relationships 

between illness cognitions, coping and functioning are also likely to be complex and 

interactive. However, longitudinal research and treatment trials with adults with CFS 

have provided support for illness cognitions and coping styles contributing to outcome. 

Similar types of studies in children with CFS would indicate whether the same direction 

of influence exists for children.
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One major consideration in the analyses of the results of this project was the risk of type 

one error. In order to reduce that risk, only three different types of illness cognitions, 

coping styles and functioning which focused around specific hypotheses were 

investigated in this research. Attempts were made to reduce the data further by 

amalgamating some strongly correlated variables, such as the parent and child report of 

functional disability. However, positive results could have been generated by chance. The 

exploratory nature of this research means that results should be considered as indicators 

of areas for future study rather than strong evidence of relationships.

Future research should aim to investigate the significant findings from this study in more 

detail. It would also be of value to explore the relationships between other types of 

cognitions, child coping styles and functioning not included in this study. Child coping 

styles were investigated using an adapted chronic pain questionnaire because there is not 

a CPS child coping measure, however a measure specifically designed to assess coping in 

children with CPS would be ideal. In addition, incorporating all the SDQ sub-scales into 

the analysis rather than the total difficulties score would allow a useful discrimination 

between different types of psychosocial functioning, such as emotional symptoms and 

peer problems, in children with CPS.

It is likely that some relationships between illness cognitions, coping strategies and 

physical functioning were not identified because of the small number of participants in 

the study. A much larger sample size may yield more significant results. However this is
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a difficult population to recruit from and other studies investigating CFS in children have 

reported using similar numbers or less (e.g. Fry & Martin, 1996b; Rangel et al., 2000; 

Garralda & Rangel, 2001).

Relationships were found between the child illness cognition ‘consequences’, the coping 

style ‘internalising’ and child report of psychological difficulties. There is a chance that 

these associations actually arose from an overlap in measurement rather than representing 

relationships between discrete variables. The ‘consequences’ sub-scale on the IPQ 

includes items relating to beliefs about the potentially serious effect the illness has had on 

the respondent’s life, while the ‘internalising’ sub-scale asks about negative thoughts and 

worries about the symptoms. Essentially, both are measuring cognitions about illness 

worries. It is also possible that the relationship between ‘internalising’ and child reported 

total difficulties score on the SDQ represented some overlap in measurement. The 

children reporting that they focus on and worry about their symptoms may have been 

reporting higher levels of worries on the SDQ, which then contributed to a high total 

difficulties score. Significant relationships between the consequences measure, 

internalising and SDQ were only apparent on the child report measures. Internalising was 

the only coping style that was not an amalgamation of child and parent report. This could 

mean that children who report more negative thoughts about the consequences of the 

illness, report more worrying about their symptoms and also report more psychosocial 

difficulty. Alternative methods of assessing psychological difficulty, such as through 

clinician or teacher report, may yield more objective measures. However, parent report
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did not match child report in this study and it is debateable how accurately internal 

emotional symptoms can be observed by others.

Another limitation to the design of this research is that participants who returned their 

questionnaires were likely to be a highly self-selected group. The process of parent and 

child replying to the advertisement or consultant letter, then completing and returning the 

questionnaires may mean that respondents were families where there was an unusually 

high level of agreement between parent and child and more active coping styles. In order 

to gather a sample group more representative of the child CFS population, all children 

and parents could be asked to complete questionnaires while waiting to attend clinic 

appointments. However, this strategy would only gather information from those children 

who had been referred to tertiary services, and sampling a more mixed tertiary and 

community based participant group would be interesting. Euba et al. (1996) found a 

difference between adults with CFS in primary and tertiary care regarding social class 

and physical illness attributions, but not for psychiatric morbidity. Unfortunately, until 

there is more consensus about the existence and nature of CFS in children among general 

practitioners than that reported by Richards and Smith (1998), it will be difficult to 

research a community child CFS group.

The measures used in this study all relied on parent and child self-report. While it is 

advantageous to obtain multi-informant data, using only parent and child data may not be 

enough. Fry and Martin (1996b) found that parents and children with CFS under-report 

the child’s activity levels. Walker and Green (1991) suggest a clinician rating of
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disability would give a more objective measure of physical functioning than the parent 

and child FDI. These authors argue that psychosocial factors can influence judgements of 

disability. Higher levels of maternal distress have been linked to more discordance 

between parent and child report in a sample of children with recurrent abdominal pain 

(Garber et al. 1998). Garber et al. (1998) also found that mothers of children with 

unexplained abdominal pain reported more somatic and depressive symptoms for their 

child than their children did for themselves. It could be that the parents felt they needed 

to report more symptoms than their children in order to justify the need for healthcare, 

particularly in the case of a medically unexplained condition (Garber et al. 1998). 

Similarly, CFS is a difficult illness to assess objectively. Gibson, Carroll, Clague and 

Edwards (1993) found that adults with CFS showed muscle physiology comparative to 

healthy subjects before and after exercise, and did not exercise to their full physiological 

capacity despite reporting greater effort. Fry and Martin (1996a) also suggest that the 

subjective report of fatigue is not a result of peripheral impairment. Future research 

should therefore not replace subjective measures with more objective ones, but 

supplement the information obtained by parent and child report with, for example, 

clinician perspectives and physiological measures. Other variables, such as parental 

psychological health, should be included in an assessment of child functioning as 

reported by the parent.

This project only gathered the views of the main carer of the child with CFS. This could 

have been the mother or the father. It would be of interest to investigate whether there is 

any difference between maternal and paternal main carers, in regards to their illness
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cognitions and their contributions to their child’s coping. It would also be beneficial to 

ascertain the contribution made by the parent who is not the main carer.

This project investigated the link between illness cognitions, coping and functioning in 

children with CFS and aimed to incorporate the role of parental illness cognitions into the 

model. However there could be other factors contributing to this model in children with 

CFS. Future research would benefit from exploring whether some children with CFS who 

still attend school and maintain contact with their peers are influenced by the beliefs and 

attitudes of their friends and teachers. Considering where child cognitions and ideas 

about coping come from may also involve analysing the role of siblings and health 

professionals. These variables may be studied using quantitative measures, but it would 

also be valuable to attempt a more qualitative piece of research. Clements, Sharpe, 

Simkin, Borrill and Hawton (1997) carried out a qualitative investigation with adults with 

CFS and used interviews to examine the origins of beliefs and thoughts behind coping 

strategies. In depth interviews with young people with CFS may provide insight into what 

factors they perceive to be contributing to their views of their condition and their 

decisions about coping. These interviews would also allow for a more detailed 

exploration of individual’s beliefs, fears and subjective experience of the illness. 

Corresponding interviews with main carers may highlight issues about family illness 

cognitions, coping behaviours and family dynamics.
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THEORETICAL AND CLINICAL IMPLICATIONS

The findings from this research have important implications for understanding and 

treating chronic fatigue syndrome in adolescents. This section will firstly discuss how 

these results could inform theoretical models of CFS in childhood and then describe how 

they could be applied to current treatment approaches. It will be argued that, as 

recommended for adults, a cognitive behavioural model may provide a useful 

conceptualisation of CFS in children and a relevant foundation for treatment. However, 

unlike in the adult model, the family must be included in both formulation and treatment.

The relationships between illness cognitions, coping and functioning are central to the 

adult cognitive-behavioural model of CFS. This study did replicate these relationships in 

children with CFS to some extent. Relationships were found between illness cognitions 

about the consequences of CFS, coping strategies where the child focuses on their 

symptoms and child reports of psychological difficulty. There was also a relationship 

between thinking less negatively about the illness and using an active coping strategy. 

The direction of influence between these variables was not established in this research.

It is questionable whether coping style should always be treated as a mediating variable 

between illness cognitions and functioning. According to Leventhal’s theory of self

regulation (Leventhal et al., 1984) the way someone perceives their illness directly 

influences how they cope with it. Certain coping styles in CFS have been linked to better 

or worse outcome (Moss-Morris et al., 1996; Ray et al., 1995). However research has

79



also shown a direct association between cognitions and outcome (e.g. Petrie et al., 1995) 

and Heijmans (1998) suggests that illness representations may be a stronger predictor of 

adaptive outcome than coping style. While it may be relevant to speculate on the 

directions of influence between the variables, it is also appropriate to consider cognitions, 

coping and functioning as interacting elements within a multifactorial model.

The illness cognitions of the main carer were investigated in this research and found to 

relate significantly to those of the child. These findings support Pipe (1999), who 

emphasises that, although research is lacking, there is clinical consensus that there is a 

need to include the family in a conceptualisation of childhood CFS.

Based on the findings of the present study, a tentative cognitive-behavioural formulation 

can be derived. This incorporates child illness cognitions, coping and functioning as 

interacting variables, and recognises the potential contribution made by parental illness 

cognitions. This cognitive-behavioural formulation is likely to provide a representative 

model of CFS in children and a useful foundation for treatment. It is important to 

recognise that there are probably many additional variables that have yet to be 

investigated by researchers, which are likely to be contributing to this model of CFS in 

children. While this study cannot inform the hypothesis relating to the initial mechanisms 

of CFS, it provides support for certain cognitions and patterns of behavioural response in 

both the child and their main carer. Negative illness cognitions may precipitate avoidant 

behaviours. These avoidant behaviours may include the child withdrawing from school 

and social activities in an attempt to recover from the fatigue. It is possible that parents
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encourage this behaviour, also believing it to be the best way to recover. However, as 

with adults, prolonged rest is likely to worsen symptoms, and may confirm fears about 

the severity of the illness and prompt further inactivity. This process may encourage the 

child to become gradually more physically dependent on their parents and more isolated 

from their peers. As dependency increases, there may be more concordance between 

child and parent illness cognitions, and parents may inadvertently reinforce unhelpful 

illness behaviours. For example, they may encourage close attention to bodily symptoms 

and anxious monitoring of subtle changes. This may then intensify the experience of 

symptoms and feed back into the cycle of confirming negative cognitions and clinging to 

illness behaviours. In the adult model, feelings of helplessness, despair and depression 

are described, which may be true for the adolescent with CFS and the family as a whole.

The cognitive behavioural model, described above as it may apply to children, represents 

an understanding of how the illness becomes a chronic reinforcing cycle of physiological 

symptoms, emotions, cognitions and behaviours. Treatment should aim to recognise the 

multifactorial nature of CFS as described in this model and to break the chronic cycle. 

The relationships between illness cognitions, coping and functioning would need to be 

considered alongside the role of the parent in the child’s experience of the illness. 

Chalder (1999) refers to the most effective approach being a combination of cognitive 

behavioural intervention and family work. If parents share their children’s negative 

illness cognitions and their views about how to manage symptoms, then it is crucial that 

they and the child are given a brief outline of the cognitive-behavioural model, 

information about the nature of CFS, the physiological effects of inactivity, and advice
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about alternative methods of coping. Adolescents with CFS often become very dependent 

on their parents and it would be necessary to enlist the parent’s cooperation in gradually 

increasing the child’s activity levels, school attendance and restoring sleep routines. As 

has been found with adults, it may be helpful to use cognitive restructuring techniques to 

address the fears and negative illness cognitions of both parent and child, in order to 

break the chronic cycle, improve mood, enhance motivation and create optimism. While 

involving the parent in treatment may be central to rehabilitation, it would also be vital to 

generate a sense of self-efficacy in the adolescent, to allow them some control over their 

recovery and to promote a healthy transition to eventual independence from their parent.

CONCLUSIONS

This chapter has presented a summary of the research findings and related them to the 

background literature given in the introduction to this study. Several limitations to this 

research have been discussed and possible improvements and avenues for further 

research have been proposed. In considering the theoretical and clinical implications of 

the results of this study, a cognitive behavioural framework for understanding CFS in 

children has been described. While resembling the adult model, this conceptualisation 

highlights the potential contribution made by the parent and it has been emphasised that 

parents should also be included in treatment.

This project aimed to explore the relationships between illness cognitions, coping and 

functioning in adolescents with CFS. These relationships have been identified in adult
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sufferers of the condition and have provided support for a cognitive-behavioural model of 

CFS, from which an effective treatment has been derived. It was expected that an adult 

model would not simply transfer to children with the same condition. As a result, the role 

of the parent was investigated in terms of the contribution made by their beliefs about 

their child’s illness to the model. A relationship was found between parental and child 

illness cognitions. Relationships were also found between child illness cognitions and 

coping style, and internalising coping behaviour and psychosocial functioning as reported 

by the child. Based on the findings of this study, it was argued that parents do have a 

significant role to play in the formulation and treatment of CFS in children. In addition, it 

was found that aspects of the adult cognitive behavioural model of CFS do seem to apply 

to children with the same illness. The findings from this research provide further insight 

into an enigmatic condition, and it is hoped that they will prompt much needed future 

research as well as facilitating the development of effective treatment for young sufferers.
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Sub-Department of Clinical Health Psychology

UNIVERSITY COLLEGE LONDON
GOWER STREET LONDON WCIE 6BT

Date: June 2001 
Version: 2

INFORMATION SHEET FOR YOUNG PERSON WITH CFS/ ME

Project Title:
Illness Beliefs and Coping Styles in Children with Chronic Fatigue Syndrome

and their Main Carers

Does how we think about our illness influence what strategies we use to try and 
cope with it?

This information sheet tells you about a research project which will help us to 
understand more about young people with Chronic Fatigue Syndrome (CFS), 
otherwise known as myalgic encephalomyelitis (ME).

You, and one of your parents, are being invited to take part in this research project. It 
is up to you to decide whether or not to take part. If you decide you would like to now, 
you can still change your mind at a later date. Your decision will not affect the 
treatment you receive from your Doctors. Before you decide, please read the following 
information.

What is the project about?
This project aims to investigate what young people with CFS/ ME think about their 
illness and how they cope with it. It will also look at what your parent thinks about 
CFS and his or her ideas about coping. This information will help us to help other 
young people with CFS/ ME and their families cope.

Why have I been chosen?
You have been chosen because you are a young person with CFS/ ME. We would like 
to know your thoughts about your illness and how you manage to cope with it.

What will I have to do?
If you would like to take part in this project, we will send you and your parent a set of 
questionnaires to fill in. They will be about your experience of CFS/ ME: your 
thoughts about it, the symptoms you have, the impact they have on your life and how 
you cope. They should take about 30 minutes to fill in. You and your parent will need 
to fill in the questionnaires separately, and then send them back in the pre-paid 
envelopes supplied.*

Who will be able to see my forms?
The researchers who are working on this project will be able to see your 
questionnaires. Your name will be taken off the questionnaires and a number put there 
instead, so no-one else will know that they are about you.



Will I be able to find out the results of the research?
Yes, Once the project is finished and we know the results, you will be able to ask for 
information which we will provide in a brief handout.

Where can I find out more information?
By contacting Clare Henderson (Principal Researcher):



Sub-Department of Clinical Health Psychology

UNIVERSITY COLLEGE LONDON
GOWER STREET LONDON WCIE 6BT

Date; June 2001 
Version: 2

INFORMATION SHEET FOR MAIN CARER OF YOUNG PERSON
WITH CFS/ME

Project Title:
Illness Beliefs and Coping Styles in Children with Chronic Fatigue Syndrome

and their Main Carers

Does how we think about our illness influence what strategies we use to try and 
cope with it?

This information sheet tells you about a research project which will help us to 
understand more about young people with Chronic Fatigue Syndrome (CFS), 
otherwise known as myalgic encephalomyelitis (ME).

You, and your child are being invited to take part in this research project. It is up to 
you to decide whether or not to take part. If you decide you would like to now, you are 
still free to withdraw from the study at any time. Your decision will not affect the 
treatment your child receives. Before you decide, please read the following 
information..

What is the project about?
This project aims to investigate what young people with CFS/ ME think about their 
illness and how they cope with it. It will also look at how parents think about CFS/ 
ME and their ideas about coping. This information will enable us to develop 
appropriate and effective treatments to help young people with CFS/ ME and their 
families cope.

Why have I been chosen?
You have been chosen because your child has CFS/ ME. We would like to know your 
thoughts about CFS/ ME and how your child copes with it.

What will I have to do?
If you and your child would like to take part in this project, we will send you both a 
set of questionnaires to fill in. They will be about your thoughts about CFS/ ME, how 
you think your child manages to cope, and the impact it has on their life. They should 
take about 30 minutes to fill in. You and your child will need to fill in the 
questionnaires separately, and then send them back in the pre-paid envelopes supplied.



Who will be able to see the questionnaires?
The.researchers who are working on this project will be able to see your 
questionnaires. Your names will be taken off the questionnaires and replaced with an 
identity number, so no-one else will know that they are about you.

Will I be able to find out the results of the research?
Yes. Once the project is finished and we know the results, you will be able to ask for 
information which we will provide in a brief handout.

Where can I find out more information?
By contacting Clare Henderson (Principal Researcher):
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The London Multi-Centre Research Ethics Committees

30**̂ July 2001 
hd/lc/01-27

Miss Clare Henderson
Trainee Clinical Psychologist
Sub-Department of Clinical Health Psychology
University College London
Gower Street
London WCIE 6BT

The Old Refectory 
Central Middlesex Hospital 

Acton Lane 
London 

NW10 7NS

Tel: 020 8453 2336 
Fax: 020 8961 0012 

Email: louise.cox@cmh-tnnthames.nhs.uk

Dear Miss Henderson

Application Reference Number MREC/01/2/27
Title Illness belief and coping styles in children with chronic fatigue syndrome and their 

mothers

The Chairman of the London Multicentre Research Ethics Committee has considered the 
amendments submitted in response to the Committee’s earher review of your apphcation on 25* 
April 2001 as set out in our letter dated 30* April 2001. The documents considered were as 
follows:

(dated April 2001) 
, (dated March 2001) 

(dated M y  2001)

(Version 2, dated Jime 2001)

MREC Application Form 
Research Proposal 
Letter from ARss Henderson 
Internal Scientific Critique
Letter o f Invitation to Participants (Version 1, dated March 2001)
Information Sheet for Young Person with CFS /M E (Version 2, dated June 2001)
Information Sheetfor Main Carer o f Young Person with CFS/ ME (Version 2, dated June 2001)
Consent Form for Young Person with CFS /  ME (Version 2, dated June 2001)
Consent Form for Main Carer o f Young Person with CFS /  ME (Version 2, dated June 2001)
Inclusion Criteria Checklist 
Chrford Criteria for CFS 
Questionnaires:

Views About Xour Illness (IPQ)
Views About Your Child’s Illness Questionnaire (IPQ)
Factors Which Have Contributed to Your Problems 
Coping With Pain (CPQ)
Coping With Pain (Parents ratings)
Exercise and Activity Questionnaire (Chil^
Exercise and Activity Questionnaire (Parent)
Exercise and Activity Questionnaire (Parent about Child
Fatigue Questionnaire
Strengths and Difficulties Questionnaire
Functional Disability Inventory (FDI) -  Parent Form (dated 1991)

(dated 1996)

The Central Office for Research Ethics Committees is responsible for the 
operational m anagem ent o f  Multi-centre Researchfthics Committees

mailto:louise.cox@cmh-tnnthames.nhs.uk


Functional Disability Inventory (FBI) -  Child Form (dated 1991)
Demographic Questionnaire to be completed by parent (dated June 2001)

Advertisement (Version 1, dated March 2001)
Letter to Consultant (Version 2, dated Jime 2001)
Principal Researcher *s Curriculum Vitae

The Chairman, acting under delegated authority, is satisfied that these accord with the decision of 
the Committee and has agreed that there is no objection on ethical groimds to the proposed study.
I am, therefore, happy to give you our approval on the understanding that you will follow the 
conditions of the approval set out below. A full record of the review undertaken by the MREC is 
contained in the attached MREC Response Form. The project must be started within three years 
of the date on which MREC approval is given.

While undertaking the review of your application the MREC noted the research involves the 
establishment of a new disease or patient database for research purposes / the use of an existing 
database collected for previous research or other purposes with subsequent patient contact patient. 
For this reason you are asked to read carefully the sections concerning LREC involvement 
and local NHS management set out below as there are specific requirement involved when 
undertaking such research.

MREC Conditions of Approval

• No research procedures are undertaken until the appropriate local research ethics committees 
is informed of the research including the name of the local clinician involved.

• The local clinician must inform his/her NHS organisation of their co-operation in the research 
project.

• The protocol approved by the MREC is followed and any changes to the protocol are 
undertaken only after MREC approval.

• If projects are approved before funding is received, the MREC must see, and approve, any 
major changes made by the funding body. The MREC would expect to see a copy of the final 
questionnaire before it is used.

• You must promptly inform the MREC of:
(i) any changes that increase the risk to subjects and/or affect significantly the conduct of 

the research;
(ii) any new information that may affect adversely the safety or welfare of the subjects or 

the conduct of the trial.t

• You must complete and return to the MREC the annual review form that will be sent to you 
once a year, and the final report form when your research is completed.



LREC involvement

When undertaking the review of your project the MREC observed that there is/ limited patient contact 
involving the performance of a technical procedures or additional data collection as described in the 
MREC approved protocol/ initial contact by a local clinician for purposes of recruitment. It is felt that 
these tasks appear well within his/her routine professional competence and adequate facihties for such 
procedure are available as part of his/her normal professional practice.

For this reason you are asked to only inform the appropriate LREC of the project by sending a copy of 
this letter and also giving the name and contact details of the local clinician involved and what 
procedures will be undertaken by this person. If (unusually) the LREC has any reason to doubt that 
the local clinician is competent to carry out the tasks required, it will inform the clinician and the 
MREC that gave ethical approval giving full reasons.

When such tasks are performed by centrally based researchers it should be assumed that the MREC 
has reviewed their competence to undertake the tasks and it is not necessary to inform the LREC of the 
contact details but only that the research will take place.

You are not required to wait for confirmation from the LREC before starting your research.

Local NHS Management

The local clinician must inform his/her NHS organisation of their co-operation in the research 
project ^ d  the nature of their involvement. Care should be taken to ensure with the NHS 
organisation that local indemnity arrangements are adequate.

Legal and Regulatory Requirements

It remains your responsibility to ensure in the subsequent collection, storage or use of data or 
research sample you are not contravening the legal or regulatory requirements of any part of the 
UK in which the research material is collected, stored or used. If data is transferred outside the 
UK you should be aware of the requirements of the Data Protection Act 1998.



ICH GCP Compliance

The MRECs are fully compliant with the International Conference on Harmonisation/Good 
Clinical Practice (ICH GCP) Guidelines for the Conduct of Trials Involving the Participation of 
Human Subjects as they relate to the responsibilities, composition, function, operations and 
records of an Independent Ethics Committee/Independent Review Board. To this end it 
undertakes to adhere as far as is consistent with its Constitution, to the relevant clauses of the ICH 
Harmonised Tripartite Guideline for Good Chnical Practice, adopted by the Commission of the 
European Union on 17 January 1997. The Standing Orders and a Statement of Compliance were 
included on the computer disk containing the guidelines and application form and are available on 
request or on the Internet at http://dspace.dial.nipex.com/mrec.

Yours sincerely

Louise Cox 
Administrator

London Multicentre Research Ethics Committee

http://dspace.dial.nipex.com/mrec
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UCL

Sub-Department of Clinical Health Psychology

UNIVERSITY COLLEGE LONDON
GOWER STREET LONDON WCIE 6BT

Consent Form. Version 2. June 2001

Participant identification number:

Illness beliefs and Coping styles in children with Chronic Fatigue Syndrome and 
their Main Carers

CONSENT FORM 
For young person with CFS/ ME

1. I confirm that I have read and understand the information sheet dated
...................  for the above study and have been given the opportunity to ask

questions.

2. I understand why the study is being carried out and what I have to do, if I agree 
to take part.

3. I understand that I do not have to take part and that should I decide not to, any 
ongoing or future treatment will not be affected.

,4. I understand that I can withdraw from the study at any time and that this will not 
affect any on-going or future treatment that I may receive.

5. I agree to take part in the study

Child signature..................................................................  Date.

Researcher signature  .....................................................  Date.

’ Once you have signed and returned the form, it will also be signed by a researcher and a copy sent 
back to you to keep.



^ub-Department of Clinical Health Psychology

UCL UNIVERSITY COLLEGE LONDON
=2" I GOWER STREET LONDON WCIE 6BT

Consent Form. Version 2. June 2001

Participant identification number:

Illness beliefs and coping styles in children with Chronic Fatigue Syndrome and 
their main carers

CONSENT FORM  
For main carer of young person with CFS/ ME

1. I confirm that I have read and understand the information sheet dated
..................  for the above study and have been given the opportunity to ask

questions.

2. I understand why the study is being earned out and what I have to do, if I agree 
to take part.

3. I understand that I do not have to take part and that should I decide not to, any 
ongoing or future treatment will not be affected.

4. I understand that I can withdraw from the study at any time and that this will not
affect any on-going or future treatment that my child may receive.

5. I agree to take part in the study

Parent signature..................................................................  Date.

Researcher signature......................................................... Date.

* Once you have signed and returned the form, it will also be signed by a researcher and a copy sent 
back to you to keep.
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VIEWS ABOUT YOUR ILLNESS QUESTIONNAIRE (IPQ)

Please tick how often you experience the following symptoms as part of your illness.

Symptom A ll the time Frequently Occasionally Never
Pain
Nausea
Breathlessness
Weight Loss
Fatigue
Stiff joints
Sore eyes
Headaches
Upset stomach
Sleep problems
Dizziness
Loss of strength

We are interested in your personal views of your illness. Here are a number of 

statements about your illness. Please tick the appropriate box to indicate how much you 

agree with them.

Views of your illness Strongly
agree

Agree Neither agree 
nor disagree

Disagree Strongly
disagree

A germ or virus caused my 
illness
Diet played a major role in 
causing my illness
Pollution of the environment 
caused my illness
My illness is hereditary, it runs in 
my family
It was just by chance that 1 
became ill
Stress was a major factor in 
causing my illness
My illness is largely due to my 
own behaviour.
Other people played a role in 
causing my illness
My illness was caused by poor 
medical care in the past
My state of mind played a major 
part in causing my illness
My illness will» last for a short 
time
My illness is likely to be 
permanent rather than temporary
My illness will last 
fora long time



VIEWS ABOUT YOUR ILLNESS (Continued)

Views of your illness Strongly
agree

Agree Neither agree 
nor disagree

Disagree Strongly
disagree

My illness is a serious 
condition
My illness has had major 
consequences on my life
My illness has become easier to 
live with
My illness has not had much 
effect on my life
My illness has strongly affected 
the way others see me
My illness has serious economic 
and financial consequences
My illness has strongly affected 
the way 1 see myself as a person
My illness will improve 
with time
There is à lot 1 can do to control 
my illness
There is very little that can be 
done to improve my illness
My treatment will be effective in 
curing my illness
Recovery from my illness is 
largely dependent on chance
What 1 do can determine whether 
my illness gets better or worse



VIEWS ABOUT YOUR CHILD'S ILLNESS QUESTIONNAIRE (IPQ)

Please tick how often your child experiences the following symptoms as part of their 
illness.

Symptom All the time Frequently Occasionally Never
Pain
Nausea
Breathlessness
Weight Loss
Fatigue
Stiff joints
Sore eyes
Headaches
Upset stomach
Sleep problems -
Dizziness
Loss of strength

We are interested in your personal views of your child’s illness. Here are a number of 
statements about his/her illness. Please tick the appropriate box to indicate how much 
you agree with them.

Views of your illness Strongly
agree

Agree Neither agree 
nor disagree

Disagree Strongly
disagree

A germ or virus caused my 
child’s illness
Diet played a major role in 
causing my child’s illness
Pollution of the environment 
caused my child’s illness
My child’s illness is hereditary, it 
runs in the family
It was just by chance that my 
child became ill
Stress was a major factor in 
causing my child’s illness
My child’s illness is largely due to 
his/her behaviour ‘
Other people played a role in 
causing my child’s illness
My child’s illness was caused by 
poor medical care in the past
My child’s state of mind played a 
major part in causing his/her 
illness *
My child’s illness will last a short 
time
My child’s illness is likely, to be 
permanent rather than temporary
My child’s illness will last a long 
time



VIEWS ABOUT YOUR CHILD’S ILLNESS (Continued)

Views of your illness Strongly i Agree 
agree j

Neither agree 
nor disagree

Disagree Strongly 
. disagree

My child’s illness is a serious 
condition !
My child's illness has had major 
consequences on their life

i

My child's illness has become 
easier for him/her to live with I
My child's illness has not had 
much effect on his/her life  ̂ 1
My child's illness has strongly 
affected the way others see 
him/her

1

My child's illness has serious 
economic and financial 
consequences
My child's illness has strongly 
affected the way she/he" sees 
themselves a person
My child's illness will improve 
with time
There is a lot my child can do to 
control their illness
There is very little that can be 
done to improve my child's 
illness
My child's treatment will be 
effective in curing his/her illness
My child's recovery from illness 
is largely dependent on chance
What my child does can 
determine whether his/her illness 
gets better or worse

1
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Date: Age (in years). Sex (circle): Male Female

COPING QUESTIONNAIRE
CFS/ME can make people feel exhausted and unwell. Below are some things that people 
who have CFS/ ME might say, ^  or think to manage their illness. We are Interested in the 
things you do to manage your illness.

Circle one number for each question to show how often you do each thing listed:
1 = never. 2= hardiv ever. 3= sometimes,' 4 = often or 5= verv often.
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1 ) Ask questions about the problem. 1 2 3 4 5

2) Focus on the problem and see how 1 can solve it. 1 2 3 4 5

3) Talk to a friend about how 1 feel. 1 2 3 4 5

4) Tell myself, "don’t worry everything will be ok". 1 2 3 4 5

5) Go and play. 1 2 3 4 5

6) Forget the whole thing. 1 2 3 4 5

7) Say mean things to people. 1 2 3 4 5

8) Worry that 1 will always be tired. 1 2 3 4 5

9) Ask a nurse or doctor questions. 1 2 3 4 5

10) Think about what needs to be done to make things better. 1 2 3 4 5

11) Talk to someone about how I'm feeling. 1 2 3 4 5

12) Say to myself, ;"be strong". 1 2 3 4 5

13) Do something fun. 1 2 3 4 5

14) Ignore the situation. 2 3 4 5

15) Argue or fight. 1 2 3 4 . 5

16) Keep thinking about how tired 1 am. 1 2 3̂ 4 5
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17)- Find out more information. 1 2 3 4 5

18) Think of different ways to deal with the problem. 1 2 3 4 5

19) Tell someone how 1 feel. 1 2 3 4 5

20) Tell myself, "it's not so bad". 1 2 3 4 5

21) Do something I enjoy. 1 2 3 4 5

22) Try to forget it. 1 2 3 4 5

23) Yell to let off steam. 1 2 3 4 5

24) Think that nothing helps. 1 2 3 4 5

25) Learn more about how my body works. 1 2 3 4 5

26) Figure out what 1 can do about it. 1 2 3 4 5

27) Talk to a family member about how 1 feel. 1 2 3 4 5

28) Say to myself, "things will be ok". 1 2 3 4 5

29) Do something active. 1 2 3 4 5

30) Put it out of my mind. 1 2 3 4 5

31) Get mad and throw or hit something. 1 2 3 4 5

32) Think that the tiredness will never stop. 1 2 3 4 5

33) Try different ways to solve the problem until 1 find one that 
works.

1 2 3 4 5

34) Let my feelings out to a friend. 1 2 3 4 5

35) Tell myself, " 1 can handle anything that happens". 1 2 3 4 5

36) Do something to take my mind off it. 1 2 3 4 5

37) Don’t think about it. 1 2 3 4 5

38) Curse or swear out loud. 1 2̂ 3 4 5

39) Worry too much about it. 1 2 3 4 5



Date: Child’s Age (in years). Child’s Sex (circle): Male Female

COPING QUESTIONNAIRE (Parent)
CFS/ ME can make people feel exhausted and unwell. Below are some things that people 
who have CFS/ ME might say, do or think to manage their illness. We are Interested in the 
things vour child does to manage his/her illness.

Circle one number for each question to show how often your child does each thing listed: 
1 = never. 2= hardly ever. 3= sometimes. 4 = often or 5= verv often.
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1 ) Ask questions about the problem. 1 2 3 4 5

2) Focus on the problem and see how he/she can solve it. 1 2 3 4 5

3) Talk to a friend about how he/she feels. 1 2 3 4 5

4) Tell him/herself, "don’t worry everything will be ok". 1 2 3 4 5

5) Go and play. 1 2 3 4 5

6) Forget the whole thing. 1 2 3 4 5

7) Say mean things to people. 1 2 3 4 5

8) Worry that he/she will always be tired. 1 2 3 4 5

9) Ask a nurse or doctor questions. 1 2 3 4 5

10) Think about what needs to be done to make things better. 1 2 3 4 5

11) Talk to someone about how he/she is feeling. 1 2 3 4 5

12) Say to him/herself, "be strong". 1 2 3 4 5

13) Do something fun. 1 2 3 4 5

14) Ignore the situation. 1 2 3 4 5

15) Argue or fight. 1 2 3 4 5

16) Keep thinking about how tired he/she is. 1 2 3 4 5
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17) Find out more information. 1 2 3 4 5

18) Think of different ways to deal with the problem. 1 2 3 4 5

19) Tell someone how he/she feels. 1 2 3 4 5

20) Tell him/herself, "it’s not so bad". 1 2 3 4 5

21) Do something he/she enjoys. 1 2 3 4 5

22) Try to forget it. 1 2 3 4 5

23) Yell to let off steam. 1 2 3 4 5

24) Think that nothing helps. 1 2 3 4 5

25) Learn more about how his/her body works. 1 2 3 4 5

26) Figure out what he/she can do about it. 1 2 3 4 5

27) Talk to a family member about how he/she feels. 1 2 3 4 5

28) Say to him/herself, "things will be ok". 1 2 3 4 5

29) Do something active. 1 2 3 4 5

30) Put it out of his/her mind. 1 2 3 4 5

31) Get mad and throw or hit something. 1 2 3 4 5

32) Think that the tiredness will never stop. 1 2 3 4 5

33) Try different ways to solve the problem until he/she finds 
one that works.

1 2 3 4 5

34) Let his/her feelings out to a friend. 1 2 3 4 5

35) Tell him/ herself, " 1 can handle anything that happens". 1 2 3 4 5

36) Do something to take his/her mind off it. 1 2 3 4 5

37Not think about it. 1 2 3 4 5

38) Curse or swear out loud. 1 2 3 4 5

39) Worry too much about it. 1 2 3 4 5
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Strengths and Difficulties Questionnaire 11

For each item, please mark the box for Not True, Somewhat True or Certainly True. It would help us if you answered all items 
best you can even if you are not absolutely certain or the item seems daft! Please give your answers on the basis o f how things ha' 
been for you over the last six months.

Male/Fema

Not Somewhat Certainly
True True True

I try to be nice to other people. I care about their feelings □ P □
I am restless, I cannot stay still for long □ □ □
I get a lot o f headaches, stomach-aches or sickness □ □ □
I usually share with others (food, games, pens etc.) □ □ □
I get very angry and often lose my temper □ □ □
I am usually on my own. I generally play alone or keep to myself □ □ □
1 usually do as I am told □ □ □
1 worry a lot □ □ □
1 am helpful if someone is hurt, upset or feeling ill □ □ □
1 am constantly fidgeting or squirming □ □ □
1 have one good friend or more □ □ .  □
I fight a lot. I can make other people do what I want □ □ □
1 am often unhappy, down-hearted or tearful □ □ □
Other people my age generally like me □ □ □
1 am easily distracted, I find it difficult to concentrate □ □ □
1 am nervous in new situations. 1 easily lose confidence O' □ □
1 am kind to younger children □ □ □
1 am often accused of lying or cheating □ □ □
Other children or young people pick on me or bully me □ . □ □
1 often volunteer to help others (parents, teachers, children) □ □ □
1 think before I do things ^ □ □ □
1 take things that are not mine from home, school or elsewhere □ □ □
I get on better with adults than with people my own age □ □ □
1 have many fears, I am easily scared □ □ □
1 finish the work I'm doing. My attention is good □ □ □
Do you have any other comments or concerns?



Strengths and Difficulties Questionnaire p 4 -1 6

For each item, please mark the box for Not True, Somewhat True or Certainly True. It would help us if you answered all items 
IS best you can even if you are not absolutely certain or the item seems daft! Please give your answers on the basis o f  the child's 
jehaviour over the last six months or this school year.

Male/Female

Not Somewhat Certainly
True True True

Considerate o f other people's feelings □ □ □
Restless, overactive, cannot stay still for long □ □ □
Often complains o f headaches, stomach-aches or sickness □ □ □
Shares readily with other children (treats, toys, pencils etc.) □ □ □
Often has temper tantrums or hot tempers □ □ □
Rather solitary, tends to play alone □ □ □
Generally obedient, usually does what adults request □ □ □
Many worries, often seems worried □ □ □
Helpful if someone is hurt, upset or feeling ill □ □ □
Constantly fidgeting or squirming □ □ □
Has at least one good fhend □ □ □
Often fights with other children or bullies them □ □ □
Often unhappy, down-hearted or tearful □ □ □
Generally liked by other children □ □ □
Easily distracted, concentration wanders □ □ □
Nervous or clingy in new situations, easily loses confidence □ □ □
Kind to younger children □ □ □
Often lies or cheats a □ □
Picked on or bullied by odier children □ □ □
Often volunteers to help others (parents, teachers, other children) □ □ □
Thinks things out before acting □ □ □
Steals from home, school or elsewhere □ □ □
Gets on better with adults than with other children □ □ □
Many fears, easily scared □ □ □
Sees tasks through to the end, good attention span □ □ □
)o you have any other comments or concerns?
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F u n c t i o n a l  D i s a b i l i t y  I n v e n t o r y  

( F D I )  -  C h i l d  F o r m

When people are sick or not feeling well it is sometimes difficult for them to do their regular activities. In the la 
few days, would you have had any physical trouble or difficulties doing these activities? Please circle tf 
statement in one of the boxes to indicate your response to each question.

1. Walking to the bathroom Wà
0

No
trouble 1 A little 

trouble 1 Some
trouble^ 1A lot of 

trouble Impossible

2. Walking upstairs
0

No
trouble i A little 

trouble 1 Some
trouble

g A lot of 
trouble

■{■Si

Impossible

3. Doing something with a friend (e.g., ^  
playing a game) 0

No
trouble 1 A little 

trouble I Some
trouble 1A lot of 

trouble i Impossible

4. Doing chores at home M
0

No
trouble 1 A little 

trouble 1 Some
trouble i A lot of 

trouble 1Impossible

5. Eating regular meals M No
trouble

A little 
trouble 1 Some

trouble
A lot of 
trouble ÏImpossible

6. Being up all day without a nap or a rest g No
trouble

A little 
trouble 1 Some

trouble i A lot of 
trouble 1Impossible

7. Riding the school bus or travelling in a ^  
car ^

No
trouble

A little 
trouble 1 Some

trouble
A lot of 
trouble 1Impossible

Remember, you are being asked about difficulty due to physical health.

8. Being at school all day

9. Doing the activities in gym class (or play
ing sports)

10. Reading or doing homework

11. Watching TV

12. Walking the length of a football field

13. Running the length of a football field

14. Going shopping

i No 0 A little Somei trouble 1 trouble trouble
A lot of 
trouble ai Impossible

m No A little P Some A lot of Impossible1 trouble 1trouble a#trouble trouble i 1
P No A little Some A lot of Impossible

trouble trouble trouble 1 trouble 1
1̂ : No A little p Some A lot of Impossible
1 trouble trouble i trouble trouble 1 1
0 No A little Some A lot of Impossible

M

1 trouble S trouble 1 trouble Î trouble I
No A little Some A lot of Impossible

trouble Ê trouble 1 trouble ' 1 trouble 1

m No m A little Some A lot of Impossible
1 trouble 1 trouble 1 trouble .1 trouble

15. Getting to sleep at night and staying M No A little i , Some i
asleep g trouble i trouble i trouble

A lot of 
trouble

Impossible



F u n c t i o n a l  D i s a b i l i t y  I n v e n t o r y  

( F D I )  -  P a r e n t  F o r m

When people are sick or not feeling well it is sometimes difficult for them to do their regular activities. In the Iasi 
few days, would your child have had any physical trouble or difficulties doing these activities? Please circle the 
statement in one of the boxes to indicate your response to each question.

No A little 1 Some A lot of Impossible1. Walking to the bathroom
trouble trouble trouble i trouble 1 I

2. Walking upstairs

3. Doing something with a friend (e.g., 
playing a game)

4. Doing chores at home

5. Eating regular meals

6. Being up all day without a nap or a rest

7. Riding the school bus or travelling in a 
car

I

I
m

No
trouble

a?
f e

A little 
trouble a

Some
trouble

A lot of 
trouble Impossible

No $ A little a Some A lot of Impossible 1
trouble 1 trouble trouble trouble

m No 9 A little Some A lot of m Impossible a
■ trouble $ trouble trouble i;^ trouble 1 I

No
trouble

A little 
trouble

Some
trouble AA lot of 

trouble Impossibleg
No s A little Some A A lot of Impossible

#1 trouble 1 trouble trouble trouble 1
No

trouble
A little 
trouble a

Some
trouble

A lot of 
trouble IImpossible■

Remember, you are being asked about difficulty due to your child’s physical health.

8. Being at school all day

9. Doing the activities in gym class (or play
ing sports)

No A little Some & A lot of wImpossibles trouble I trouble trouble 1. trouble 0
No % A little Some A lot of * Impossiblemi trouble I trouble i trouble 1 trouble i

10. Reading or doing homework No
trouble 1A little 

trouble 1 Some
trouble 1A lot of 

trouble
" §

Impossible |
T.

11. Watching TV g

12. Walking the length, of .a football field 0

No
trouble 1A little 

trouble
Some
trouble 1A lot of 

trouble
i

Impossible »
.1

No
trouble 1A little 

trouble I Some
trouble 1A lot of 

trouble 1 È
Impossible t

1

13. Running the length of a football field y No
trouble 1A little 

trouble 1 Some
trouble i A lot of 

trouble i Impossible |
. $

14. Going shopping Q No
trouble I A little 

trouble
Some
trouble

A lot of 
trouble i "è

Impossible

15. Getting to sleep at rlight and staying 
asleep H

No
trouble Ï A little 

trouble
Some
trouble

A lot of 
trouble 1Impossible
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FATIGUE QUESTIONNAIRE

We would like to know whether or not you have been having any problems with feeling 
tired, weak or lacking in energy in the last month. Please answer ALL the questions 
simply by underlining or circling the answer which you think most applies to you. We 
would like you to answer all the questions whether or not you have these symptom,s. 
We would also like to know how you feel at the moment, or recently, rather than a long 
time ago. (If you have been feeling tired for a long time, we want you to compare 
yourself to how you felt when you were last well).

Do you have problems 
with tiredness?

Less than 
usual

No more than 
usual

More than 
usual

Much more 
than usual

\

Do you  need to 
rest more?

Less than 
usual

No more than 
usual

More than 
usual

Much more 
than usual

Do you feel sleepy  
or drow sy

Less than 
usual

No more than 
usual

More than 
usual

Much more 
than usual

Do you have problems 
starting things?

Less than 
usual

No more than 
usual

More than 
usual ■

Much more 
than usual

Do you start things without 
difficulty but get weak as you 
g o  on ?

Less than 
usual

No more than 
usual

More than 
usual

Much more 
than usual

Do you lack energy? Less than 
usual

No more than 
usual

More than 
usual

Much more 
than usual

Do you have le ss  strength 
In your m uscles?

Less than 
usual

No more than 
usual

More than 
usual

Much more 
than usual

Do you feel weak? Less than 
usual

Sam e as 
usual

More than 
usual

Much more 
than usual

Do you have difficulty 
concentrating?

Less than 
usual

S am e as 
usual

Worse than 
usual

Much worse 
than usual

Do you have problems thinking 
clearly?

Less than 
usual

Sam e as 
usual

Worse than 
usual

Much worse 
than usual

Do you make slips of the 
ton gu e when speaking?

Less than 
usual

No more than 
usual

More than 
usual

Much more 
than usual

Do you find it more difficult 
to find the correct word?

Less than 
usual

No more than 
usual

More than 
usual

Much more 
than usual

How is your memoVy? Better than 
usual

No worse 
usual

Worse than 
usual

, Much v^orse 
than usual

Have you lost interest in the Less than No more than More than Much more
th in gs you used to do? usua usual usual than usual


