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 Due to the Covid-19 pandemic the service-related project had to be paused for 

around a year, until service delivery returned to ‘normal’ and the staff intervention 

could be delivered and assessed. This delay impacted on my planned research timelines. 

The service-related project was also affected by a change in field supervisors. The field 

supervisor changed role and team to provide support in staff wellbeing, which was a 

direct consequence of the pandemic and meant that I did not have a consistent point of 

contact in the team for a time. My main research project always aimed to recruit via 

online methods. However, the pandemic resulted in a lot of people working from home 

and having significantly greater screen time. It is possible that the pandemic affected 

recruitment due to people not wanting to engage in even more screen time by 

participating in online research.  

 The researcher’s mental well-being was also impacted due to the uncertainty 

around the pandemic and the reduced contact with friends, family, and peers. It 

particularly felt stressful navigating the research aspects of the course with reduced peer 

support and interaction. Working from home also made it initially more challenging to 

access research supervisors. However, as everyone adjusted to working in the pandemic, 

this was quickly resolved, and interactions were held via Microsoft Teams.  
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Abstracts 

 

Literature Review: What is known about the association between Illness Perceptions 

and Mental Health in Children and Young People with Long-Term Health Conditions: 

A Scoping Review. 

Background: Long-Term Conditions (LTCs) are the most common physical illness for 

children and young people (CYP), with an estimated prevalence of 10-20% of CYP 

experiencing an LTC. CYP with LTCs are four times more likely to experience a mental 

health disorder compared to their physically healthy peers. To know how best to support 

mental health in CYP with LTCs, we need an understanding of potential protective or 

predictive factors of their mental health. One such factor, which is potentially 

modifiable, is illness perceptions, yet no review has been undertaken to explore how 

mental health and illness perceptions interact in CYP with an LTC. 

Methods: A scoping review was conducted to investigate what is known about the 

associations between illness perceptions and mental health in CYP with LTCs. Studies 

which investigated these associations in any LTC, either cross-sectionally or 

longitudinally, were included. Psychinfo, Embase, Medline, Web of Science and the 

Cochrane Library were searched, and a quality assessment completed for all included 

studies. 

Results: Thirty-two studies were included (n = 4026 participants), comprised of twenty-

five cross-sectional studies and seven longitudinal studies. Studies included a range of 

LTCs and were from several countries. There was consistent evidence of predominantly 

moderate and large associations (r ≥ 0.25), in which more negative illness perceptions 

associated with worse mental health outcomes. These applied across a range of LTCs, 

both cross-sectionally and longitudinally.  

Conclusions: The consistent evidence of associations between mental health and illness 

perceptions in CYP with LTCs found in this review, suggests that illness perceptions 

could be an important factor in how CYP experience their LTC and the co-morbid 

difficulties around this (i.e., their mental health). Further research is needed to continue 

to explore this relationship and the potentially modifiable or protective nature of this 

relationship, to inform future care for individuals with LTCs. Limitations are discussed. 

Key Terms: Children and Young People; Long-term Condition; Illness Perceptions; 

Mental Health 
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Service-Related Project: Does a Skills-Based education programme for care 

coordinators change their attitudes towards and confidence in working with clients with 

Emotionally Unstable Personality Disorder? 

 

Despite there being a low prevalence in the general population, within mental 

health services there is a high prevalence of individuals with a personality disorder, 

particularly with Emotionally Unstable Personality Disorder (EUPD). Due to the 

challenging nature of working with clients with EUPD, staff can report difficulties and 

poor attitudes towards clients with and towards working with clients with EUPD. Using 

the APDQ, this research aimed to compare the baseline attitudes towards clients with 

EUPD of a recovery team sample of care coordinators, with a CMHT nurse sample and 

a sample of nurses working in a high security setting. The results showed that the 

recovery team’s overall attitude was more like that of the high security nurse sample, 

with differences observed across the sub-scales. This research also aimed to evaluate a 

service intervention, which was aimed at supporting staff to work with clients with 

EUPD. This was done by assessing the attitudes of the recovery team, towards working 

with clients with EUPD, both before and after the implementation of a skills-based 

education programme. The results showed no significant changes in care coordinator 

scores on the total APDQ or any of the five sub-scales pre- and post- the service 

intervention. This suggests that the intervention did not change recovery team members 

attitudes towards working with clients with EUPD. Limitations are discussed.  

Key terms: EUPD; Care Coordinators; Recovery Team; Service Intervention; APDQ 

 

Main Research Project: Illness Perceptions, Fear of Cancer Recurrence and Mental 

Health in Teenage and Young Adult Cancer Survivors 

 

Introduction: The Common-Sense Model of illness self-regulation suggests that 

someone’s cognitive and emotional representations of their illness influence their health 

outcomes and coping strategies. This model is suggested to underpin illness specific 

cognitions (including both illness perceptions and a fear of cancer recurrence; FCR). 

There is evidence in adults of associations between FCR, illness perceptions and mental 

health in adult cancer survivors. However, despite this theoretical underpinning and 

evidence in other age groups, there is limited empirical research examining these 

constructs within the developmentally distinct population of teenage and young adult 
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(TYA) survivors of cancer. The current study aimed to bridge that gap to inform 

potentially modifiable treatment targets in this population.  

 Method: A cross-sectional, correlational design was used to examine the associations 

between illness perceptions, FCR and mental health. A web-based survey was 

completed by a convenience sample of TYA cancer survivors, recruited over 14 months 

(November 2020 - January 2022) via several charities, support groups and social media.  

 Results: The sample consisted of 90 TYA cancer survivors, aged 16-30 years. Overall, 

more negative illness perceptions were associated with more severe FCR and greater 

depressive and anxiety symptomatology (r > 0.4, p ≤ .01). Higher FCR was predictive 

of worse overall mental health. More negative overall illness perceptions predicted the 

relationship between FCR-Depression (β = .110, p = .036), mediating 24.1% of the 

variance (p ≤. 01). Contrastingly, overall illness perceptions did not predict or mediate 

the relationship between FCR-Anxiety. However, the specific illness perceptions 

regarding timeline (β = -.393, p = .023), personal control (β = .409, p = .040), and 

emotional representation (β = .798, p = .004), were predictive of the FCR-Anxiety 

relationship. 

Conclusions: In line with the Common-Sense Model, both illness perceptions and FCR 

were predictive of mental health outcomes. Identifying and therapeutically targeting 

negative illness perceptions in those young adults who have survived teenage cancer 

could therefore be a means of reducing anxiety and depressive symptomatology. Further 

work is needed using longitudinal and experimental methods to develop this 

understanding and inform future clinical interventions.  

Key Terms: FCR; illness perceptions; TYA cancer survivors; Anxiety; Depression 
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Introduction 

With advances in paediatric and neonatal care, more children are now surviving 

disease into adulthood (Nelson, Hexem & Feudtner, 2012; Stoll et al., 2010). An 

estimated 10-20% of children and young people (CYP) will now experience a long-term 

condition (LTC; Jin, An & Wang, 2017), meaning that LTCs have superseded infectious 

diseases as the most common physical illness for CYP (Burns et al., 2010). This high 

prevalence and increased survival mean it is vital to understand the factors associated 

with CYP’s experience of LTCs to better understand their experiences and inform care.   

The changes that a LTC can cause to a young person’s life, can cause significant 

emotional and social difficulties that affect their daily lives and functioning (Drutchas & 

Anandarajah, 2014; Fayed et al., 2014). CYP with LTCs are faced with the additional 

challenges of having to meet the same developmental milestones as their healthy peers 

(Taylor, Gibson & Franck, 2008; Verhoof et al., 2014), while also dealing with and 

learning to manage their illness (Jedeloo et al., 2010; Nylander, Seidel & Tindberg, 

2014). As a result, many experience relational difficulties with their peers (Spencer, 

Cooper & Milton, 2013; Taylor, Gibson & Franck, 2008), have lower self-esteem 

(Pinquart, 2013), may achieve lower grades (Oakley et al., 2020), have a reduced 

quality of life (cardiac disease; Latal et al., 2009; atopic dermatitis; Ben‐Gashir, Seed & 

Hay, 2004; paediatric sickle cell disease; Mougianis et al., 2020) and are more likely to 

develop behavioural problems (Gortmaker et al., 1990). CYP with LTCs are also at 

increased risk of disengaging from their education and having worse educational 

outcomes (Hopkins et al., 2014; Layte & McCrory, 2013; Thies, 1999 ), with the impact 

of these experiences having consequences which continue into adulthood (Juonala et al., 

2011). 

CYP with LTCs are disproportionally affected by mental health problems. 

Research estimates that CYP with LTCs are four times more likely to experience a 

mental health disorder compared to their physically healthy peers (Hysing et al., 2007; 

Pinquart & Shen, 2011), particularly experiencing anxiety and depression (Akimana et 

al., 2019; Cadman et al., 1987; Pinquart & Shen, 2011; Pless & Roghmann, 1971; Tesei 

et al., 2020). While the mechanisms for this increased prevalence are not fully 

understood (Moore et al., 2019), it is likely that the range of increased challenges CYP 

with LTCs face could contribute. Poor mental health is associated with poor treatment 

adherence, which may exacerbate the physical condition, can negatively affect self-

management, and worsen long-term outcomes (Chavira et al., 2008; Lustman & Clouse, 

2005). There is also a long-term impact of this increased prevalence, in which comorbid 
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LTCs and mental health conditions can develop a vicious cycle and exacerbate the other 

(Cottrell, 2015). Therefore, services for CYP with LTCs need to better support 

psychological needs (Barker et al., 2019; Catanzano et al., 2020). 

To know how best to support mental health in CYP with LTCs, we need an 

understanding of potential protective or predictive factors of their mental health. One 

such factor, which is potentially modifiable, is illness perceptions – i.e., how someone 

perceives their illness. Illness perceptions are underpinned by the Common-Sense 

Model (CSM) of illness self-regulation (Leventhal, Meyer & Nerenz, 1980; Leventhal, 

1984; figure 1.1), which suggested that someone’s cognitive and emotional 

representations of their illness, influence their health outcomes and coping strategies 

(McAndrew et al., 2019). The model proposed that beliefs about an illness have five 

core dimensions: cause (the factors an individual believes caused their 

illness/condition); identity (the label an individual assigns to their illness and the 

symptoms associated with that label); perceived control (an individual’s evaluation of 

whether strategies are effective and available to control or cure the illness/condition, 

including both personal control and treatment control); severity of illness consequences 

(the impact an individual perceives that their illness/condition will have on their life); 

and timeline (an individual’s beliefs about the course of the illness/condition; Moss-

Morris et al., 2002). These representations influence how people respond to their illness, 

both physically and psychologically (Petrie & Weinman, 2006). 

Figure 1.1 

Common-Sense Model (CSM) of Illness Self-Regulation (Leventhal, Meyer & Nerenz, 

1980). 
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Due to the potential significance of illness perceptions in supporting CYP with 

their mental health, a collation of what is known about the potential effects and 

associations of illness perceptions in individuals with LTCs is needed. Research has 

suggested that illness perceptions are an important associating factor (such as within 

treatment adherence) in several LTCs in CYP (e.g., Diabetes - Wisting et al., 2016; 

Chronic Fatigue - Haines, Loades & Davis 2019; Cerebral Palsy – Chong et al., 2012), 

and that closely related factors have been found to associate with the mental health 

outcomes of individuals with LTCs (e.g., identity within cancer survivors; Thong et al., 

2018). However, while this suggests that illness perceptions may contribute to the 

mental health outcomes of CYP with LTCs, no review has yet collated what is known 

about this area. 

Due to the increased prevalence of mental health difficulties in CYP with LTCs, 

it is important to understand whether illness perceptions are consistently related to 

mental health, both concurrently and over time in CYP with LTCs. While reviews of 

LTCs in adult populations have identified the importance of illness perceptions in 

relation to mental health and psychological distress (Arat et al., 2018; Dempster, Howell 

& McCorry, 2015), to date, a review of this area has not been completed in CYP.  

 

Review Questions 

This scoping review aimed to summarise the existing evidence about the 

relationship between mental health and illness perceptions in CYP with LTCs. 

Specifically, it addressed the following questions: 

• Are illness perceptions associated cross-sectionally with mental health in LTCs? 

• Are illness perceptions associated longitudinally with mental health in LTCs 

(i.e., with mental health as an outcome variable)? 

Where sufficient information exists, this review compared findings between different 

LTCs. 

 

Method 

Children and Young People (CYP) are defined in this review as individuals aged 

between 4 and 19 years. 

Long-Term Conditions (LTC) are defined in this review, as any diagnosed 

physical health condition, which has an expected duration of >3 months, for which a 

cure is considered unlikely, which results in limitations to usual activities and requires 
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an individual to receive medical care or use services beyond what is typical for someone 

of that age (Moore et al., 2019). Within this definition, mental health conditions are not 

included and therefore long-term conditions do not include any psychiatric disorders 

found in DSM-5 (American Psychiatric Association, 2013). A list of chronic illnesses 

was developed using this definition (see supplementary information).  

Illness perceptions refer to an interaction between someone’s cognitive beliefs 

and emotional representations/responses to their illness (Leventhal, 1984). As such, 

illness perceptions can be thought of as on a continuum, in that perceptions can range 

from negative (e.g., I have no control over my illness) to positive (e.g., I have control 

over my illness) and are commonly measured using quantitative scales (Sawyer, Harris 

& Koenig, 2019). These include the Illness Perception Questionnaire (IPQ; Weinman et 

al., 1996): the Revised Illness Perception Questionnaire (IPQ-R; Moss-Morris et al., 

2002), and the Brief Illness Perception Questionnaire (BIPQ; Broadbent et al., 2006). 

Mental health is defined as common emotional disorders (e.g., anxiety and 

depression), which has been measured by a valid, quantitative assessment method. 

 

Eligibility Criteria 

The population is CYP, with a LTC, whose mental health and illness perceptions 

have also been measured.  

Table 1.1 

Inclusion and Exclusion Criteria 

 

Inclusion • Peer-reviewed  

• Reports primary research 

• Quantitative studies 

• Sample is predominantly children age ≤ 19 (mean age < 19) or 

data is separated out for adults and young people 

• Participants diagnosed with a LTC i.e.: 

o any diagnosed physical health condition, 

o expected duration of >3 months,  

o cure is considered unlikely,  

o results in limitations to usual activities  

o requires medical care or use of health services beyond 

what is typical for someone of that age. 

• Valid assessment of illness perceptions (e.g., questionnaire) 

• Valid assessment of depression, anxiety, mental health, or mental 

wellbeing (e.g., questionnaire/standardised assessment) 
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Exclusion: • Not published in the English language 

• Qualitative studies 

• Unpublished papers/theses 

• Conference abstracts 

• Articles that cannot be accessed in full text after reasonable 

attempts to locate these.  

 

To capture as broad a range of evidence as possible, any study design which met 

the above criteria (e.g., observational, cohort studies, case-control studies, and clinical 

trials) were included. 

 

Search Strategy 

Five databases were searched for the purpose of this review. Three of these were 

searched via the search platform OVID: Psychinfo, Embase and Medline. Two of these 

were individually searched: Web of Science and the Cochrane Library. Collectively, 

these databases include articles from clinical psychology, health psychology, paediatric 

and medical journals.  

The search terms were developed through investigating previous literature 

reviews search terms for CYP, LTCs, illness perceptions and mental health. After 

review of these search terms, the search strategy followed three stages (Briggs, 2015); 

an initial preliminary search using the keywords or index terms suggested, a second 

search using any newly identified keywords or terms, and a final search/screen of the 

reference lists of identified articles. Searches were completed on July 15th, 2021. 

 

Data extraction and synthesis  

The titles and abstracts of all identified studies were screened by the main 

researcher and by a second screener. The full texts of the remaining pool of studies were 

then screened by the main researcher. A random selection of these studies (25.9%) was 

double checked for eligibility by a second screener. At each of these stages, all conflicts 

were resolved via discussion.  

Data was extracted into an excel spreadsheet. This was devised to summarise the 

data, including authors, country of study, LTCs investigated, sample characteristics, 

recruitment information, methodology used, the primary research question, the illness 

perception and mood measure(s) used, the main finding in relation to illness perceptions 

and mood, and any other findings relevant to illness perceptions.  
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A spreadsheet was also devised to summarise the Newcastle-Ottowa Scale 

(NOS; Peterson et al., 2011) quality assessment, which was completed for each included 

study. A second screener quality checked, and data extracted two studies to double 

check the main researcher’s decision making. 

The principles of thematic analysis were applied to the extracted information to 

synthesise the findings, as is advised for scoping reviews (Briggs, 2015). This involved 

familiarisation with the data and grouping studies by methodology and LTC to assist 

with this synthesis and to identify common themes (Braun & Clarke, 2012; Campbell et 

al., 2020). To help synthesise the associations (reported r values) between studies, 

associations were determined by effect size: small (r ≥ 0.10), moderate (r ≥ 0.25) and 

large (r ≥ 0.40; Cohen, 1992). For LTCs with 3 or more studies reporting on them, 

comparisons were made between the different the LTCs.  

 

Results 

The title and abstract of articles retrieved from the searches were screened to 

determine eligibility (n=11898), 205 of which were full text screened. Of these articles, 

thirty-two met the full inclusion criteria (Figure 1.2).   
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Figure 1.2 

 

PRISMA diagram for studies identified, screened and included in this review (Page et 

al., 2021) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

These studies included 4026 young people, aged between 8-25 years old. These 

included both cross-sectional (N=25; table 1.2) and longitudinal studies (N=7; table 

1.3). 27 studies included one type of LTC, while 5 studies included multiple LTCs 

(figure 1.3). Most studies were carried out in the USA (N=14), with others were carried 

out in the UK (N=5), Netherlands (N=3), Australia (N=2), Belgium (N=1), Greece 

(N=1), Portugal (N=1), Spain (N=1), Nigeria (N=1), Saudi Arabia (N=1), Canada 

(N=1), and Singapore (N=1).  

 

Records identified from*: 
Databases (N = 15658) 
 

Duplicate records removed 
(N = 3760) 
 

Records screened 
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Records excluded at title and 
abstract screening stage** 
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Records sought for retrieval 
(N = 193) 
Records sought from screened 
reference lists (N = 15) 

Records not retrieved despite 
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(N = 3) 
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- Wrong age range: 108 
- Conference Abstract: 30 
- No measure of mental 
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Figure 1.3 

 

Pie chart displaying the number of studies included per LTC 

 

Quality Assessment 

Out of the 32 papers included in this review, 25 were assessed as case control 

studies (i.e., cross sectional designs) and 7 were assessed as cohort studies (i.e., 

longitudinal designs). Of the 32 papers, 4 were assessed as being at high risk of bias on 

the NOS (Molzon et al., 2011; Silva, Lima & Lemos, 2018; Valero-Moreno et al., 2020; 

Williams, Sharpe & Mullan, 2014; table 1.4). This was due to limitations in participant 

representativeness, limited use of controls or controlled variables, and exposure 

determinants (i.e., LTC diagnosis) relying solely on self-report measures without 

confirming medical records. Therefore, the findings of these studies should be 

interpreted with additional caution due to the increased risk of these findings not being 

valid or reliable. 

 

Review question 1: Are illness perceptions associated cross-sectionally with mental 

health in LTCs? 

 Most cross-sectional studies examined how illness perceptions were associated 

with anxiety and/or depression (N=21), with two studies reporting on associations with 

psychological distress, and one study each reporting on negative affect, and 

internalising (mood)/externalising (conduct disorder) symptoms. The reported 

associations have been broken down by LTC. 
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Type 1 Diabetes (T1D; N=6). Most of the studies investigating T1D found 

moderate and large associations between illness perceptions and anxiety symptom 

scores (r = .30 - .57). Specifically, the illness perceptions of consequences, personal 

control, and identity have been consistently cross-sectionally associated with anxiety 

(Law et al., 2002; Williams et al., 2014). Similarly, Williams et al. (2014) found that 

greater overall negative perceptions of illness consequences were associated with 

increased depression scores. However, caution should be taken when interpreting the 

findings from this study due to its high risk of bias. Edgar and Skinner (2003) also 

found that the perceptions of perceived impact and identity both moderately associated 

with anxiety and depression scores (i.e., more negative perceptions were associated with 

increased anxiety symptoms). Both increased psychological distress and more negative 

illness perceptions (specifically treatment control) have also been found to largely 

associate with poorer metabolic control (Goh et al., 2016). The one study reporting on 

negative affect symptoms, found that more positive illness perceptions around treatment 

control mediated the relationship between negative affect symptoms and number of 

diabetes related problems (Fortenberry, Wiebe & Berg, 2012). 

Contrary to this, there is some evidence in which mental health and illness 

perceptions do not associate in young people with T1D. Specifically, Law et al. (2002) 

suggested that illness perceptions did not associate with depressive symptoms (but did 

with anxiety). Group differences in the illness perceptions of CYP with chronic fatigue 

syndrome, T1D and arthritis, also did not associate with either anxiety or depression 

score differences (Haines et al., 2019). 

Inflammatory Bowel Disease (IBD; N=5). One study investigated anxiety and 

depressive symptoms and illness perceptions in young people with IBD (Stapersma et 

al., 2019). They found that specifically within Ulcerative Colitus (and not Crohn’s 

disease), more negative illness perceptions and increased anxiety scores moderately 

associated with lower health related QoL. For depressive symptoms, these associations 

were large and were seen in both Crohn’s and Ulcerative Colitus patients.  

Four other studies reported only on the associations between illness perceptions 

and depressive symptoms. Silva et al. (2018) demonstrated a significant moderate 

association between more threatening illness perceptions and increased sadness and 

depression (these findings should be interpreted cautiously due to the studies high risk 

of bias); Gold et al. (2000) found that a more negative illness perception of IBD as a 

problem, was largely associated with increased depression scores; and Roberts et al. 
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(2019) found that attitudes around illness uncertainty were mostly moderately 

associated with depressive symptoms.  

Contrastingly, one study found that illness perceptions were not significantly 

associated with the different depressive subtypes found in young people with IBD 

(Szigethy et al., 2013). 

Epilepsy (N=5). All studies found evidence of moderate and large associations, 

with greater evidence found between illness perceptions and depressive symptoms 

(N=3), compared to illness perceptions and anxiety symptoms (N=1). Significant 

associations were found between total illness perception scores and depression (i.e., 

more negative attitudes associated with greater depression scores; Wagner et al., 2009), 

and specifically within epilepsy patients, compared with youths with juvenile rheumatic 

disease (Ryan et al., 2011). The illness perception of acceptance has also been found to 

associate with both depressive and anxiety symptom scores (i.e., greater acceptance 

associated with lower levels of depressive and anxiety symptoms; Engel et al., 2020). 

Additionally, one study found that more negative illness perceptions moderately 

associated with increased psychological distress (Rizou et al., 2015) and one study 

found large associations between more negative illness perceptions, increased 

internalising and externalising symptoms, and worse school performance (Adewuya, 

Oseni & Okeniyi, 2006). 

Sickle Cell Disease and Autoimmune Liver Disease (N=2). In sickle cell 

disease patients, more negative perceptions of illness related consequences, concerns 

and emotional responses were largely associated with increased anxiety and depressive 

scores (Badawy et al., 2017). Similarly, in autoimmune liver disease patients, more 

negative perceptions of identity, concern and emotional impact were largely associated 

with greater anxiety scores (Hames et al., 2021). The same study found that alongside 

these negative perceptions, a negative perception around illness timeline was also 

largely associated with greater depressive scores. 

Allergy (N=2). Two studies have demonstrated significant moderate and large 

associations between illness perceptions and both anxiety and depressive scores in CYP 

with allergies. LeBovidge et al. (2009) demonstrated that more negative illness attitudes 

were associated with increased anxiety and depressive symptoms. Molzon et al. (2011) 

similarly found that more negative attitudes towards someone’s allergy was associated 

with increased anxiety and depressive symptoms, and that illness attitudes mediated the 

relationship between allergy severity and anxiety. However, this study should be 

interpreted cautiously due to its high risk of bias. 
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Chronic Arthritis (N=1). The only study of CYP with chronic arthritis 

(LeBovidge, Lavigne & Miller, 2005) found that more positive attitudes towards one’s 

illness was significantly largely associated with lower reported anxiety and depressive 

symptoms. Illness attitudes were also found to moderate the relationship between stress 

and adjustment to depressive symptoms. 

Asthma (N=1). The one study of CYP with asthma (McGrady et al., 2010) 

found that the association between anxiety and asthma symptoms, was partially 

mediated by the illness perceptions of consequences, control, and emotional 

representations (i.e., worse perceptions mediating a more negative relationship). There 

were no studies investigating illness perceptions and depressive symptoms. 

Cystic Fibrosis (N=1). The one study of CYP with cystic fibrosis (Leung et al., 

1996) demonstrated a large significant positive association between the perception of 

illness severity and depression scores (i.e., greater perceived severity associated with 

increased depressive symptoms). There were no studies examining illness perceptions 

and anxiety symptoms. 

Chronic Diseases (N=1). The one study investigating chronic diseases (inc. 

chronic respiratory problems; myotonic dystrophy; and short stature in CYP) is a study 

at high risk of bias found (Valero-Moreno et al., 2020) so these findings should be 

interpreted cautiously. This study found that the strongest association with both anxiety 

and depressive symptomology, was the illness perception of perceived level of illness 

threat (i.e., increased threat perception was moderately associated with increased 

anxiety and depressive symptoms).  

Ehlers-Danlos Syndrome (N=1). The only study to investigate CYP with 

Ehlers-Danlos Syndrome found no association between illness perceptions, anxiety or 

depression and the quality of life of participants (Mu et al., 2018). This was the only 

LTC in which no associations between illness perceptions and mental health were found 

by any paper. 

Summary. In general, across a range of LTCs, there was consistent evidence of 

significant cross-sectional associations (p ≤ .05) between mental health and illness 

perceptions of at least a moderate effect size.  
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Review Question 2: Are illness perceptions associated longitudinally with mental health 

in LTCs? 

All longitudinal studies examined how illness perceptions were associated with 

anxiety and/or depression (N=7). These reported associations have been broken down 

by LTC.  

Inflammatory Bowel Disease (IBD; N=2). Both studies in IBD reported 

significant longitudinal associations. Brooks et al. (2019) found that at baseline, all 

illness perceptions (except timeline) significantly associated at moderate and large 

levels with both anxiety and depressive symptoms (i.e., more negative perceptions 

associated with increased anxiety and/or depressive symptom scores). Baseline 

perceptions of more negative illness consequences and of a greater emotional impact, 

also moderately and largely associated with increased depressive and anxiety symptom 

scores at follow-up. More negative perceived treatment control at baseline further 

moderately associated with higher depressive scores at follow-up. Further to these 

associations, Stapersma et al. (2019) found that disease-specific CBT, alongside 

standard medical care, was effective at modifying negative illness perceptions and 

mental health outcomes. This resulted in improved anxiety and depressive scores and 

more positive illness perceptions over a 12-month period. 

Asthma (N=2). The only study to find significant longitudinal associations in 

asthma (Tiggelman et al., 2014), found that more negative perceptions around perceived 

concerns, coherence and emotional impact were associated with increased anxiety, 

depression, and stress symptoms (at small and moderate levels). The same study 

showed that perceptions of treatment control and emotional impact worsened over time.  

Contrastingly, one study reported no associations (Alreshidi et al., 2020). They 

found that a school-based asthma health program did not improve negative illness 

attitudes or co-occurring anxiety symptoms following a school-based intervention.  

Juvenile Rheumatic Diseases (JRDs; N=1). The one study reporting on JRDs 

found large significant longitudinal associations with depressive symptoms, but not 

anxiety symptoms (Ramsey et al., 2012). They found that negative illness attitudes were 

associated with increased depressive symptoms, and that these negative attitudes 

preceded variations in depressive symptoms over time (i.e., there were significant 

longitudinal associations between T1 attitudes and T2 depressive scores). 

Type 1 Diabetes (T1D; N=1). The one study reporting on T1D, focussed on 

depressive symptoms (and not anxiety), and found significant longitudinal associations 

(Rassart et al., 2017). They found that lower illness benefit finding was associated with 
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higher depressive scores. Higher benefit finding at a stable level over time was 

associated with increased perceptions of personal control; moderate benefit finding at a 

decreasing level over time was associated with increased perceptions of treatment 

control; and low benefit finding which continued to decrease over time was associated 

with more negative views about an illness being cyclical in nature (i.e., perceiving an 

illness as constant). 

Cystic Fibrosis (N=1). The one study reporting on the longitudinal associations 

in cystic fibrosis found different associations for anxiety and depressive symptoms 

(Casier et al., 2010). They found that a more positive perception of illness acceptance at 

baseline was significantly moderately associated to less anxiety symptoms at baseline, 

but that there was no significant association over time between acceptance at baseline 

and anxiety at follow-up. Contrastingly, more positive perceptions of acceptance at 

baseline were significantly largely associated with less depressive symptoms at baseline 

and were moderately associated with less depressive symptoms at follow-up. 

Summary. In all but one study, across several LTCs, there was consistent 

evidence of significant longitudinal associations (p ≤. 05) between mental health and 

illness perceptions, of at least a moderate effect size. Compared with the cross-sectional 

evidence, there is fewer longitudinal studies and types of LTCs investigated. 

 

Review Question 3: Are there differences in the associations between LTCs and mental 

health based on the LTC? 

 Four LTCs (T1D; IBD; Epilepsy; Asthma) had three or more studies reporting 

on them. Across the different LTCs, most reported significant associations between 

illness perceptions and mood variables, in which more negative perceptions were related 

to worse mood outcomes: T1D (6 out 7 studies); IBD (6 out of 7 studies); Epilepsy (5 

out of 5 studies); and Asthma (2 out of 3 studies). 
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Table 1.2 

Cross-Sectional Study Characteristics and Results 

Author 

(date). 

Country 

Type 

of LTC 

Sample 

population: 

X (Male; 

Female) 

Range (M; 

SD) 

Primary Research 

Question 

IP 

measure 

MH 

measure Main findings (in relation to IP and MH) 

     
 

 
LeBovidge 

et al. 

(2005).  

USA 

Chronic 

arthritis  

75 (21; 54) 

 

8-18 (M = 

14.0; SD = 

2.65) 

To identify factors 

associated with 

resilience or poor 

adjustment to chronic 

arthritis of childhood, 

with a specific focus 

on the roles of 

children’s experience 

of arthritis-related 

stress and their 

attitudes toward 

arthritis. 

CATIS 

  

BDI-Y; 

RCMAS 
• Attitude toward illness was a significant 

predictor of child adjustment (more positive 

attitude associated with lower levels of 

depressive and anxiety symptoms).  

• Attitude toward illness served as a moderator of 

the relationship between stress and adjustment in 

the case of depressive symptoms, with positive 

attitude demonstrating a protective role against 

the impact of psychosocial stress. 

• IPs individually correlated with depression 

(r=.67***), anxiety (r=–.60***) and parent rated 

adjustment (r=–.28*).  
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McGrady et 

al. (2010). 

USA 

Asthma 151 (60; 91) 

 

11-18 (M = 

15.8; SD = 

1.8) 

To examine the 

possible mediating 

role of illness 

perceptions in the 

anxiety-asthma 

symptoms relationship 

in a sample of urban 

adolescents. 

BIPQ 

  

MASC-10 • The relationship between anxiety symptoms and 

asthma symptoms was partially mediated by 

illness perceptions (consequences, control & 

emotional representation). 

• Higher levels of anxiety were associated with 

feeling that one’s asthma negatively impacted 

one’s life and emotions were difficult to control. 

These negative illness perceptions, in turn, were 

related to greater asthma symptoms. 

• In bivariate analyses, five of the eight individual 

illness perception questions were significantly 

associated with both increased anxiety and 

greater asthma-related impairment (p≤ 05): 

consequences (r=.38); timeline (r=.25); personal 

control (r=-.23); identity (r=.21); and emotional 

representations (r=.29). 

  
Engel et al. 

(2020). 

USA 

Epilepsy 179 (70; 109) 

 

13-24 (M = 

19.2; SD = 

3.6) 

To (1) describe the 

prevalence of 

clinically significant 

elevations in anxiety 

and depressive 

symptoms in a 

geographically diverse 

cohort of AYA with 

epilepsy. (2) examine 

the relative 

contribution of 

demographic and 

medical 

characteristics, illness 

beliefs, and social 

ICQ GAD-7; 

PHQ-9 
• Acceptance was the only strong predictor of 

depression and anxiety scores. 

• Individuals with higher levels of acceptance were 

less likely to report anxiety and depressive 

symptoms. 

• Correlations between the six illness beliefs and 

GAD-7 and PHQ-9 scores showed the highest 

factor correlations were between helplessness 

with acceptance (r=0.6) and connectedness with 

helplessness or acceptance (r=0.4). 
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factors to anxiety and 

depressive symptoms. 

  
Leung et al. 

(1996). 

Australia 

Cystic 

fibrosis 

(CF) or 

insulin-

depende

nt 

diabetes 

mellitus 

(IDDM) 

52 (26; 26) 

 

12-19 (M = 

15.5; SD not 

reported) 

To describe the 

inter-relationships of 

chronic illness 

severity, as 

perceived by 

adolescents, with 

measures of their 

psychosocial well-

being and objective 

indices of medical 

severity (biological 

and physiological 

effects); 2) to 

compare the 

adolescents’ 

perceptions of 

chronic illness 

severity with how 

physicians believe 

that adolescents 

perceive the severity 

of their chronic 

illness. 
  

PSCI BDI • A significant positive relationship was found 

between the adolescents’ total perception of 

illness severity and the Beck Depression 

Inventory (r=0.4, P <0.01).  

• A significant negative correlation was found 

between the total perception of illness severity 

and the Self-Description Questionnaire t-scores (r 

= - 0.55, P < 0.001). 

• In IDDM group, no significant relationships were 

found between adolescents’ total PSCl scores and 

medical measures of illness severity. 

• The perception of illness severity of the 

adolescents with CF was significantly correlated 

with the duration of their illness (r=0.53, 

P~0.01).                                                                                                                                          

• In all three groups (CF, IDDM, combined), the 

physicians’ assumed illness perception scores 

were higher than the adolescents.  

Wagner et 

al. (2009). 

USA 

Epilepsy 77 (35; 42) 

 

To examine self-

efficacy for epilepsy 

management, attitudes 

toward epilepsy, and 

CATIS 

  

CDI • The multivariable linear regression model with 

CATIS, HSC, and SSES-C was significant (p < 

.0001).  
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9-17 (M = 

14.43; SD = 

2.21 

hopelessness in 

children with 

paediatric epilepsy, 

which could provide 

stronger support for a 

psychosocial model of 

depressive symptoms 

as well as specific 

prospective points of 

intervention for future 

mental health 

treatment programs. 

  

• All three independent variables had statistically 

significant parameter estimates (p < .05). On the 

average, after adjusting for total scores on HSC 

and SSES-C, the estimated average raw total CDI 

score is decreased by 3.04 points (95% CI 5.10, 

0.97) for each point increase in the average 

CATIS score mean value (negative attitude = 

increased depression). 

• Self-efficacy did not act as a moderator of the 

relationship between attitude toward illness and 

depression. 

• Hopelessness did mediate the effect of attitude 

toward illness on depressive symptoms after 

adjusting for self-efficacy. 

  
Badawy et 

al. (2017). 

USA 

Sickle 

cell 

disease 

(SCD) 

34 (20; 14) 

 

12-22 (M = 

14.8; SD = 3) 

The objectives of this 

study were to: (1) 

examine patients’ 

perceptions of SCD 

and hydroxyurea 

amongst AYA using 

the Brief Illness 

Perception 

Questionnaire; and (2) 

explore the 

relationship of 

patients’ perceptions 

of SCD and 

hydroxyurea to their 

demographic and 

clinical characteristics, 

domains of HRQOL 

BIPQ PROMIS®-

CAT 

measures of 

depression 

and anxiety. 

• Participants with more SCD related 

consequences, concerns, and emotional response 

reported worse anxiety (r = 0.55, p < 0.01; r = 

0.58, p < 0.001; r = 0.56, p < 0.01), and 

depression (r = 0.64, p < 0.001; r = 0.49, p < 

0.01; r = 0.7, p < 0.001). 

• Participants with less perceived benefits of 

hydroxyurea reported worse anxiety (r = −0.47, p 

< 0.01), and depression (r = −0.62, p < 0.001). 

• Median scores indicated that older participants 

had more positive perceptions of personal control 

of SCD compared to younger ones, while 

females perceived more SCD symptoms 

compared to their male counterparts. An 

increased number of hospitalizations also 

associated with worse illness perceptions. 
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and adherence to 

hydroxyurea. 

 

Hames et 

al. (2021). 

UK 

Autoim

mune 

liver 

disease 

(AILD) 

68 (31; 37) 

 

15-22 

(M=17.9; SD 

= 1.8) 

This study aimed to 

identify young people 

with AILD: 

1. How well self-

reported adherence 

reflects objective 

markers of disease 

status. 

2. The factors 

associated with (non-

)adherence and poor 

treatment response, 

including clinical 

characteristics, anxiety 

and depression, and 

beliefs about illness. 

  

BIPQ 

  

PHQ-2; 

PHQ-9; 

GAD-2; 

GAD-7 

• Depression scores sig. positively correlated with 

timeline, identity, concern, and emotional impact 

scales (r value ranged from .41 to .50) 

• Anxiety scores sig. positively correlated with 

identity, concern, and emotional impact scales (r 

value ranged from .49 to .50) 

• Non remission participants expressed more 

concern about their illness (mean 4.9 vs 4.1, P< 

0.05) but at the same time a better understanding 

of their illness and treatment (mean 8.0 vs 6.9, P 

< 0.01) compared to REM group. Illness 

perceptions were not related to medication 

adherence.  

LeBovidge 

et al. 

(2009). 

USA 

Food 

allergy 

70 

(male/female 

not reported) 

 

8-17 (M = 

11.2; SD = 

2.5)  

The primary goals of 

this study were (1) to 

assess psychological 

distress among 

children with food 

allergy and (2) to 

identify factors 

associated with child 

distress. 

  

CATIS 

  

BASC-2; 

MASC 
• More negative attitudes toward food allergy were 

associated with greater child-reported anxiety 

symptoms (r = –.49***), depressive symptoms (r 

= –.44***), and social stress (r = –.33**) on the 

BASC-2, as well as anxiety symptoms on the 

MASC (r =–.34**).   

Szigethy et 

al. (2013). 

USA 

Inflamm

atory 

Bowel 

226 (105; 121) 

 

To use a person-

centred analysis to 

identify homogeneous 

BIPQ 

  

CDI; CDRS-

R; SCARED 
• Illness perceptions were not significantly 

associated with depression subtype in individuals 

with IBD  
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Disease 

(IBD) 

9-17 (M = 

14.3; SD = 

2.42) 

groups of youth with 

IBD who have similar 

patterns of depressive 

symptoms and to 

assess uniquely 

associated 

demographic and 

clinical features. 

  

• Illness perceptions did not predict group 

membership. 

Law et al. 

(2002). 

UK 

Type 1 

Diabetes 

30 (16; 14) 

 

13-18 (M = 

15.5; SD = 

1.6) 

To explore the 

relationships among 

illness beliefs, diabetes 

self-management 

behaviours, 

psychological well-

being, and blood-

glucose control. 

IPQ-R 

  

Well-Being 

Questionnair

e (inc. 

depression & 

anxiety 

subscale) 

• Illness beliefs components accounted for 52% 

and 32% of the variance in anxiety (r=.53**) and 

positive well-being, respectively. 

• Consequences and personal control were 

significant positive predictors for anxiety and 

positive well-being, respectively. 

• Regression analysis found positive well-being to 

be significantly predicted by both self-

management and illness beliefs. 

• Prediction of depression and positive well-being 

was not significantly enhanced by the addition of 

illness beliefs. 

  
Mu et al. 

(2018). 

USA 

Ehlers-

Danlos 

Syndro

me 

(EDS)/ 

Hyperm

obility 

Spectru

m 

Disorder

s (HSD) 

47 (9; 38) 

 

10-20 (M = 

16.1; SD = 

2.9) 

This present study 

aimed to investigate 

complications, 

HRQOL predictors 

and important 

additional HRQOL 

factors, such as daily 

function, sleep, school 

attendance, sense of 

wellness, and illness 

representation, in 

BIPQ 

  

Select 

questions for 

anxiety and 

depression 

agreed upon 

via Delphi 

method. 

• Neither illness perceptions or mental health 

predicted quality of life in a paediatric and 

adolescent EDS/HSD population. 

• In response to what caused their illness, 95% of 

patient participants reported an intrinsic factor 

(outside of their realm of control) and 51% 

reported an extrinsic factor (within their locus of 

control). 
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children and 

adolescents with 

EDS/HSD, as 

perceived by both the 

affected individuals as 

well as their parents. 

  
Stapersma 

et al. 

(2019). 

Netherland

s 

Inflamm

atory 

Bowel 

Disease 

– split 

into 

Crohn’s 

disease 

(CD) 

and 

Ulcerati

ve 

Colitis 

and IBD 

unclassi

fied 

(UC/IB

D-U). 

  

262 (122; 140) 

 

10-20 (M = 

16.74; SD = 

2.77) 

Aims to clarify the 

association of a 

combination of 

psychological factors 

(illness perceptions, 

cognitive coping, 

anxiety, and 

depression) with 

HRQOL, over and 

above demographic 

and disease factors. 

BIPQ 

  

CDI; 

SCARED 
• In both disease groups, more negative illness 

perceptions (ß = − .412; ß = − .438, p < .001) and 

more depression (ß = 

− .454; ß = − .279, p < .001) were related to 

lower HRQOL.  

• In the UC/IBD-U group, more anxiety was 

related to lower HRQOL (ß = − .201, p = .001).  

• The model with the psychological variables 

explained a large and significant amount of 

variance in both groups: 74% and 83%, 

respectively (p < .001). 

  

Rizou et al. 

(2015). 

Greece 

Epilepsy 100 (59; 41) 

 

10-18 (M = 

13.9; SD = 

2.21) 

Aimed to explore, 

apart from 

demographic and 

disease characteristics, 

the role of more 

malleable determinants 

such as youngsters 

BIPQ 

  

RCADS • Illness perceptions predict psychological distress. 

The final model (model 3: R2 = 0.436, adjusted 

R2 = 0.379, F = 7.716, df = 9, P b 0.001) 

suggested that believing that epilepsy will last for 

a long time, feeling that one has less personal 

control over one’s disease, believing that 

treatment can help, and feeling that epilepsy will 
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illness perceptions, 

autonomous 

motivation towards 

treatment, and parents 

autonomy 

supportiveness on 

psychological distress 

and quality of life of 

youngsters with 

epilepsy.  

have a high emotional impact predict higher 

levels of distress. 

• Illness perceptions predict QoL (model 3: R2 = 

0.366, adjusted R2 = 0.303, F = 5.77, df = 9, P b 

0.001), Treatment control and emotional 

representation were the only significant 

predictors of quality of life. 

Silva et al. 

(2018). 

Portugal 

Inflamm

atory 

Bowel 

disease 

(IBD) 

36 (22; 14) 

 

12-18 (M = 

14.75; SD = 

1.9) 

Aims of this study 

were: 

• To describe illness 

perceptions, distress 

and well-being of 

adolescents with IBD. 

• To associate illness 

perceptions with 

distress and well-being 

of adolescents with 

IBD. 

BIPQ 

  

HBSC • Positive statistically significant correlations were 

found between a more threatening perception of 

illness and sadness and depression (r = .376, p < 

.05).  

• Significant correlations were found between a 

poorer perception of an illness being a barrier to 

doing things (r = .458, p < .05); less satisfaction 

with life (r = .587, p < .01); and increased feeling 

of unhappiness (r = .498, p < .01). 

• When grouped into two sub-samples on disease 

activity (active or in remission), statistically 

significant differences were found in illness 

perceptions referring to self-control, concern, 

emotional impact, threat perception, and self-

perception of illness as a barrier to do things. 
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Fortenberry 

et al. 

(2012). 

USA 

Type 1 

Diabetes 

209 (97; 112) 

 

10-15 

(M=13.0; SD 

= 1.54) 

The goal of this study 

was to examine how 

adolescents’ views of 

diabetes control 

interfaced with the 

daily relationship 

between emotions and 

diabetes management.  

IPQ 

 

  

A modified 

version of 

the Positive 

and Negative 

Affect 

Schedule 

 

• Negative affect was associated with more self-

reported daily diabetes-related problems. 

• Adolescents’ perceptions of their treatment’s 

ability to control their diabetes moderated the 

association between negative affect and number 

of diabetes-related problems. 

• No moderation affect was found for personal 

control. 

Valero-

Moreno et 

al. (2020). 

Spain 

Chronic 

diseases 

(chronic 

respirato

ry 

problem

s; 

Myotoni

c 

Dystrop

hy; short 

stature) 

489 (267; 222) 

 

9-16 (M = 

12.03; SD = 

2.05) 

The main objective of 

the study was to 

analyse the 

psychometric 

properties of BIPQ in 

a sample of 

chronically ill 

adolescents, while 

studying the 

dimensionality of the 

scale and the effect of 

age, sex and medical 

diagnosis, and to offer 

interpretative scales. 

 

BIPQ; IPQ-

R 

 

 

HADS • The main predictor of anxiety-depressive 

symptomatology was the level of perception of 

illness threat (anxiety: β=0.18, p ≤.001; 

depression: β=0.20, p≤.001), followed by age. 

• Significant differences were found between all 

diagnostic groups (F=26.09, p≤.001), with 

moderate to large effect sizes, with diabetics 

showing greater threat perception (M=24.39, 

SD=9.54) than those with short stature 

(M=13.97, SD=9.80, d=1.08) and respiratory 

disease (M=18.69, SD=9.74, d=0.59), and a 

greater threat perception among respiratory 

patients with short stature (d=0.49). 

 

Adewuya et 

al. (2006). 

Nigeria 

Epilepsy 73 (46; 27) 

 

12-18 (M = 

14.47; SD = 

2.10) 

The purpose of the 

present study is to 

assess the school 

performance in a 

population of Nigerian 

adolescents with 

epilepsy and examine 

the variables that 

CATIS 

 

 

Caretaker 

scores for the 

adolescent 

on the RA2. 

• Adolescents’ attitude toward the illness (r 

=−0.433; p < 0.001) and adolescents internalizing 

symptoms (r = −0.618; p < 0.001) and 

externalizing symptoms (r = −0.375; p = 0.001) 

were significantly associated with school 

performance of adolescents with epilepsy.  

• Predictors of poor overall school performance 

included both adolescents’ attitude toward the 
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correlate with 

academic difficulties 

in these adolescents. 

illness and adolescents’ externalizing symptoms 

(mood symptoms). 

 

Molzon et 

al. (2011). 

USA 

Allergy 214 (57;157) 

 

17-25 (M = 

19.52; SD = 

1.50) 

To investigate the 

impact of attitude 

toward illness on 

psychosocial outcomes 

in AYAs with 

allergies. 

CATIS 

 

 

CES-D; SAS • AYAs who reported more severe symptoms had 

more negative attitudes toward their illness 

(t(213) = −3.59, P<.001) 

• AYAs with more negative attitudes toward their 

illness reported more depressive symptoms 

(t(213) = −6.44, P<.001) (95% CI = .56 to 2.34). 

• AYAs who reported more severe symptoms had 

more negative illness attitudes (t(213) = −3.59, P 

<.001) 

• AYAs with more negative attitudes toward their 

illness reported more anxious symptoms (t(213) 

= −6.70, P<.001). 

• Illness attitudes mediated the relation between 

allergy severity and anxious symptoms (F(3, 210) 

= 24.36, P<.001). (95% CI = .52 to 2.23). 

• Female AYAs reported higher levels of 

depressive and anxious symptoms and had more 

negative attitudes toward their illness than male 

AYAs. 

 

Gold et al. 

(2000). 

Canada 

Inflamm

atory 

Bowel 

Disease 

(IBD) 

and 

Functio

nal 

Gastroin

62 (39; 23) 

 

8-18 (M = 12; 

SD not 

reported) 

(a) What is the mental 

health profile of 

children with IBD and 

FGI? 

(b) What 

sociodemographic or 

variables, if any, are 

associated with 

depression, with poor 

Piers-

Harris 

Children’s 

Self-

concept 

Scale 

 

 

CDI • The only statistically significant with CDI was 

whether the patient saw his or her illness as a 

problem (r = -0.43; i.e., larger perceived problem 

= increased depression score). 

• Only 7 (19%) of the children with IBD stated that 

their illness was a problem in contrast to 17 

(65%) of those with FGI. The latter also 

perceived themselves to be significantly sicker. 



34 
 

testinal 

Complai

nts 

(FGI) 

self-concept and/or 

social maladjustment 

in this population? 

(c) Are there 

significant differences 

between these two 

groups on any of the 

above dimensions of 

mental health. 

 

Roberts et 

al. (2019). 

USA 

Inflamm

atory 

Bowel 

Disease 

(IBD) 

107 (51; 56) 

 

10-18 (M = 

14.73; SD = 

2.38) 

To investigate the role 

of youth and parent 

subjective perceptions 

of illness uncertainty 

and illness 

intrusiveness in both 

youth and parent 

adjustment outcomes 

in paediatric IBD.  

CUIS; IIS-

C 

 

  

CDI-2 

 
• Initial partial regression results indicated that 

youth perceptions of both illness uncertainty and 

intrusiveness were associated to increased youth 

depressive symptoms.  

• Subsequent regression analyses revealed that 

youth uncertainty was more closely associated 

with youth depressive symptoms (.157**), 

relative to youth intrusiveness. 

• Youth appraisals of uncertainty and intrusiveness 

made significant contributions to youth 

depressive symptoms beyond the influence of 

both parent illness appraisal variables. 

  
Williams et 

al. (2014). 

Australia 

Type 1 

Diabetes 

62 (20; 42) 

 

13-17 (M = 

14.6; SD = 

1.33) 

To examine the role of 

developmental issues, 

while controlling for 

other relevant 

psychological 

variables, such as 

illness beliefs, in 

adolescents with 

diabetes. 

IPQ 

  

CDI; SCAS • Correlation analysis: adolescents who viewed 

their diabetes as having serious consequences 

was associated with higher levels of both 

depression and anxiety. 

• Regression analysis: 

1) Depression - Illness consequences (r=.43) 

were sig. associated with depression scores. 

However, there was a non-significant trend for 

identity to predict depression.  
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2) Anxiety - sig. model when illness perceptions 

were added (F(5,50) = 3.43 and p = .01), with 

identity (r=.23) predicting higher levels of 

anxiety.  
Ryan et al. 

(2011). 

USA 

Epilepsy

; 

Juvenile 

Rheuma

tic 

Disease 

147 (57; 90) 

 

7-19; Epilepsy 

(M = 13.98; 

SD = 2.18); 

JRD (M = 

13.24; SD = 

2.79) 

To explore the 

relationship of youth 

age and sex to 

depressive symptoms 

and attitudes toward 

illness in 2 similarly 

challenging but 

understudied 

paediatric chronic 

illnesses. 

  

CATIS 

  

CDI • Youth diagnosed with epilepsy, reported higher 

depressive symptoms than youth diagnosed with 

juvenile rheumatic diseases (however, there was 

a significant group x sex x age interaction).                    

• Youth diagnosed with epilepsy, reported more 

negative attitudes toward their illness than youth 

diagnosed with a juvenile rheumatic disease. 

• No direct interaction between mood and illness 

perception reported. 

  

Haines et 

al. (2019). 

UK 

Chronic 

Fatigue 

Syndro

me 

(CFS); 

Type 1 

Diabetes 

(T1D); 

Juvenile 

Idiopath

ic 

Arthritis 

(JIA)  

143 (52; 91) 

 

11-18; CFS 

(M = 15.29; 

SD = 1.67); 

T1D (M = 

14.58; SD = 

1.85); JIA (M 

= 13.86; SD = 

1.95). 

Aimed to compare 

illness perceptions 

across adolescents 

with CFS, JIA and 

T1D.  

BIPQ 

  

RCADS • Group differences in illness perceptions remained 

even when controlling for fatigue, physical 

functioning, depression and anxiety. 

• Between-group comparisons on BIPQ subscales 

identified significant differences in consequences 

(CFS highest), timeline (T1D highest), personal 

control (T1D highest), treatment control (T1D 

highest), identity (CFS highest) and 

understanding (T1D highest) subscales. There 

were no significant differences in concern or 

emotional response subscales. 
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Edgar & 

Skinner 

(2003). 

UK 

Type 1 

Diabetes 

70 (40; 30) 

 

11-18; Girls 

(M = 14.1; SD 

= 2.2); Boys 

(M = 14.1; SD 

= 2.0) 

Explore the role of 

coping in the 

Leventhal et al. (1980) 

self-regulatory model 

by testing whether 

coping mediated the 

relationships between 

illness representations 

and emotional well-

being. 

DIPQ  

  

Well-being 

Questionnair

e 

• The greater the perceived impact of diabetes, the 

higher were participants’ identity scores (i.e., the 

more symptoms they reported). 

• The more participants reported using cognitive 

restructuring as a coping strategy, the less 

depressive symptomatology was reported.  

• For anxiety, the greater the perceived impact of 

diabetes (32**) and the higher participants’ 

identity scores (.30**; i.e., the more symptoms 

they reported), the more anxiety they reported. 

• Treatment effectiveness beliefs mediated the 

association between cognitive restructuring and 

positive well-being.  

  
Goh et al 

(2016). 

Singapore 

Type 1 

Diabetes 

(T1D) 

41 (19; 22) 

 

14-20 (M = 

16.78; SD = 

2.02) 

To explore the 

relationship between 

self-care, illness 

perceptions and 

psychological distress 

with metabolic control 

in Singaporean 

adolescents with T1D. 

 

BIPQ 

 

 

K10 • Higher HbA1c levels (worse metabolic control) 

were associated with lower beliefs in treatment 

control (rs = −.570, p < .01) and higher levels of 

psychological distress (r = .422, p < .01).  

• Only general diet and perceived treatment control 

were significant predictors of HbA1c levels. 

Key: AYA – Adolescent and Young Adult; BASC-2 – Behaviour Assessment System for Children; BDI – Beck Depression Inventory; BDI-Y – 

Beck Depression Inventory-Youth; BIPQ – Brief Illness Perceptions Questionnaire; CATIS – Children and Adolescents’ Attitude Towards Illness 

Scale; CDI – Children’s Depression Inventory; CDRS-R – Children’s Depression Rating Scale-Revised; CES-D – Centre of Epidemiology 

Studies Depression Scale; CUIS – Children’s Uncertainty in Illness Scale; DIPQ – Diabetes Illness Perception Questionnaire; GAD-2/GAD-7 – 

Generalised Anxiety Disorder Scale; HADS – Hospital Anxiety and Depression Scale; HBSC – Health Behaviour in School-aged Children Scale; 

HRQOL – Health Related Quality of Life; HSC – Highly Sensitive Child Scale; ICQ – Illness Cognitive Questionnaire; IIS-C – Illness 

Intrusiveness Scale-Child; IP – Illness Perceptions; IPQ – Illness Perception Questionnaire; IPQ-R – Illness Perception Questionnaire-Revised; 

IRQ-R – Irritability Questionnaire-Revised; K10 – Kessler Psychological Distress Scale; MASC/MASC-10 – Multidimensional Anxiety Scale for 

Children; PHQ-9/PHQ-2 – Patient Health Questionnaire; PROMIS-CAT – Patient Reported Outcomes Measurement Information System-
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Computer Adaptive Tests; PSCI – Perception of Severity of Chronic Illness; RA2 – Rutter’s Parent Questionnaire; RCADS – Revised Children 

Anxiety and Depression Scale; RCMAS – Revised Children’s Manifest Anxiety Scale; SAS – Sport Anxiety Scale; SCARED – Screen for Child 

Anxiety Related Disorders; SCAS – Spence Children’s Anxiety Scale; SSES-C – Seizure Self Efficacy Scale for Children and Adolescents; * - p < 

.05, ** - p < .01. 

 

Table 1.3 

Longitudinal Study Characteristics and Results 

 

Author 

(date). 

Country  

Type 

of LTC 

Sample 

population: 

X (Male; 

Female) 

Range (M; 

SD) 

Time points and 

Primary Research 

Question 

IP 

measure 

MH 

measure Main finding (in relation to IP and MH) 

     
 

 
Ramsey et 

al (2012). 

USA 

Juvenile 

rheumat

ic 

diseases 

(JRDs) 

30 (8; 22) 

 

7-18 (M = 

12.90; SD = 

3.14) 

2 time points; 1 year 

apart; 43% completion 

rate at T2.  

 

Examine the nature of 

the association 

between illness-

specific appraisals and 

depressive symptoms 

in a sample of youths 

with JRDs. 

  

CATIS 

  

CDI • Children’s negative attitudes toward illness were 

reliably associated with increased depressive 

symptoms (r=-0.76). 

• Illness attitudes preceded variations in depressive 

symptoms over time (individual cross-lagged 

correlations revealed a significant longitudinal 

association between Time 1 CATIS and Time 2 

CDI (A1D2), r-0.76, p<.01). 
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Casier et al 

(2010). 

Belgium 

Cystic 

Fibrosis 

40 (23; 17) 

 

14-22 (M = 

18.4; SD = 

2.87) 

2 time points; 6 

months apart; 70% 

completion at T2. 

 

To investigate the 

long-term effects of 

acceptance on well-

being (anxiety, 

depression & 

HRQoL). 

ICQ 

(acceptance 

scale only) 

  

HADS • More acceptance was significantly related to less 

anxiety symptoms at Time 1 (r=.29). However, 

there were no significant association found 

between acceptance at Time 1 and anxiety 

symptoms at Time 2.  

• More acceptance was significantly related to less 

depressive symptoms at Time 1 (r=.65*), and less 

depressive symptoms at Time 2 (r2=.22*).  

• Acceptance was not related to physical 

functioning at both time 1 and 2. 

• More acceptance was related to better role 

functioning at Time 1, but not Time 2. 

• More acceptance was related to better emotional 

functioning at Time 1, but not Time 2. 

• More acceptance was also related to better social 

functioning at Time 1, but not Time 2. 

  
Brooks et 

al (2019). 

UK 

Inflamm

atory 

Bowel 

disease 

121 (60; 61) 

 

16-22.7 

(Median = 

19.33; No M 

or SD 

reported) 

2 time points; 12 

months apart; 83% 

completion at T2. 

 

Aimed to describe the 

prevalence and 

severity of 

psychological 

morbidity (anxiety, 

depression HRQoL) 

over a 12-month 

period in a UK cohort 

of young people aged 

16–21 years, with 

IBD. The study also 

aims to examine 

IPQ-R 

  

HADS • At baseline, all illness perceptions dimensions 

(except for timeline) were significantly correlated 

with psychological morbidity (r ranged from -

0.22 to 0.66) 

• Perceived negative consequences of IBD and a 

greater emotional response to IBD at baseline 

correlated with follow-up anxiety, depression, 

and HRQoL.  

• Treatment control at baseline correlated with 

follow-up depression and HRQoL and personal 

control at baseline correlated with follow-up 

HRQoL (r ranged from -0.21 to 0.43). 

• Perceived emotional impact was an independent 

predictor of all measures of psychological 

morbidity. 



39 
 

relationships between 

clinical risk factors 

and illness 

perceptions, assessed 

at baseline, and 

psychological 

morbidity at baseline 

and 12-month follow-

up. 

  

• Female patients had more negative illness 

perceptions compared with males.  

• Patients defined as having active disease 

compared with those in remission had a greater 

perceived emotional impact of IBD and a lower 

perception of personal control. 

  

Stapersma 

et al 

(2019). 

Netherland

s 

Inflamm

atory 

Bowel 

Disease 

70; Care as 

usual 33 (12; 

21); CBT 37 

(10; 27) 

 

10-25; Care as 

usual (M = 

17.69; SD = 

4.82); CBT (M 

= 18.62; SD = 

4.27) 

3 time points; 6 and 12 

months; very low 

attrition rates. 

 

Aimed to test the 

effectiveness of a full 

disease-specific CBT 

protocol in addition to 

standard medical care, 

at improving anxiety 

and depressive 

symptoms, and other 

psychological 

outcomes, in youth 

with IBD (10–25 years 

old), compared to 

standard medical care 

only. 

  

BIPQ 

  

SCARED; 

HADS; CDI 
• For all outcomes (except sleep problems; 

p=.070), the average effect of time was 

significant, indicating that over the course of 12 

months, youth in both groups had improved on 

their psychological outcomes (anxiety, 

depression, HRQOL, social functioning, coping, 

and illness perceptions).  

• No significant time-group interaction was found 

for anxiety, depression or illness perceptions 

(i.e., no group differences over time). 

Tiggelman 

et al 

(2014). 

Asthma 261 (155; 106) 

 

3 time points; 1 year 

and 2 years; 98.5% 

completion at T2; 

BIPQ 

  

HADS • More perceived concerns about asthma, less 

coherence, and more perceived influence of 

asthma on emotional well-being were associated 
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Netherland

s 

10-15 (M = 

11.9; SD = 

1.0) 

96.9% completion at 

T2. 

 

The aim of the study 

was to examine 

whether the illness 

perceptions of 

adolescents with 

asthma predicted 

changes in their 

asthma control and 

emotional problems 

(i.e., anxiety, 

depression, stress). 

  

to increased anxiety, depression, stress (r ranged 

from 0.13 to 0.35).  

• Perceptions of less treatment control and more 

concern predicted increased emotional problems 

over time.  

• Perceiving more personal control and attributing 

fewer complaints to asthma (identity) were 

associated with better actual asthma control. 

  

Alreshidi et 

al (2020), 

Saudi 

Arabia 

Asthma 228 (122; 106) 

 

7-12 (no M or 

SD reported) 

3 time points; 1 month 

and 3 months; attrition 

rate below 2%. 

 

The aim of the study 

was to establish the 

impact of a school-

based asthma health 

education program on 

outcomes for 

asthmatic children in 

KSA as indicated by 

changes in quality of 

life, school absences, 

anxiety, knowledge of 

asthma, and attitude to 

asthma. 

  

AAQ 

  

SCAS • The intervention showed no significant 

differences in either attitude or anxiety scores:  

1) There was no statistically significant 

differences in the total SCAS score between 

either pre- or post-test in both groups.  

2) Neither the intervention group nor the control 

group showed any significant change in attitude 

toward asthma over the three phases of 

assessment (p > .05).   
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Rassart et 

al (2017). 

USA 

Type 1 

Diabetes 

252 (116; 136) 

 

10-14 (M = 

12.49; SD = 

1.53) 

4 times points; every 6 

months; attrition rates 

not reported. 

 

The study had four 

objectives. 1) to chart 

the development of 

benefit finding across 

adolescence. 2) to 

identify trajectory 

classes of benefit 

finding. 3) to examine 

whether these 

trajectory classes of 

benefit finding were 

related to trajectories 

of depressive 

symptoms, self-care, 

metabolic control, and 

several illness 

perceptions. 4) to 

investigate prospective 

associations with 

depressive symptoms, 

self-care, and 

metabolic control. 

  

IPQ-R 

  

CDI • Depression scores fit the model of benefit finding 

(lower BF, higher depressive scores).  

• Illness perceptions - no significant differences 

between the three benefit finding classes for 

chronicity, consequences, coherence, and 

emotional representations. However, adolescents 

in the high stable class reported stronger feelings 

of personal control; adolescents in the moderate 

decreasing and high stable classes reported 

stronger feelings of treatment control; and 

adolescents in the low decreasing class reported 

lower views of the illness as being cyclical in 

nature. 

Key: AAQ – Asthma Attitudes Questionnaire; BIPQ – Brief Illness Perception Questionnaire; CATIS – Children and Adolescents’ Attitude 

Towards Illness Scale; CBT – Cognitive Behavioural Therapy; CDI – Children’s Depression Inventory; HADS – Hospital Anxiety and 

Depression Scale; HRQOL – Health Related Quality of Life; ICQ – Illness Cognition Questionnaire; IPQ-R – Illness Perception Questionnaire-

Revised; SCARED – Screen for Child Anxiety Related Disorders; SCAS – Spence Children’s Anxiety Scale; * - p < .05, ** - p < .01. 
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Table 1.4 

 

Quality Assessment 

 

     

CASE CONTROL 

STUDIES (inc. cross 

sectional studies)        

Study  

Total 

Stars 

(out of 

9)  

Selection 

    

Comparability 

 

Exposure 

  

First 

Author 

and year    

Is the case 

definition 

adequate? 

2) 

Representative

ness of the 

cases 

3) 

Selection 

of 

Controls 

4) 

Definiti

on of 

Controls 

 

Comparability 

of cases and 

controls on the 

basis of the 

design or 

analysis  

1) 

Ascertain

ment of 

exposure 

2) Same 

method of 

ascertainment 

for cases and 

controls 

3) Non-

Response 

rate 

              
LeBovid

ge et al., 

2005 

 
6 

           

McGrad

y et al., 

2010 

 
6 

           

Engel et 

al., 2020 

 
6 

           

Leung et 

al., 1996 

 
6 
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Wagner 

et al., 

2009 

 
6 

           

Badawy 

et al., 

2017 

 
5 

           

Hames 

et al., 

2021 

 
6 

           

LeBovid

ge et al., 

2009 

 
6 

           

Szigethy 

et al., 

2013 

 
6 

           

Law et 

al., 2002 

 
6 

           

Mu et 

al., 2018 

 
6 

           

Stapers

ma et 

al., 2019 

 
5 

           

Rizou et 

al., 2015 

 
6 

           

Silva et 

al., 2018 

 
3 

           

Fortenb

erry et 

al., 2012 

 
5 
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Valero-

Moreno 

et al., 

2020 

 
4 

           

Adewuy

a et al., 

2006 

 
6 

           

Molzon 

et al., 

2011 

 
3 

           

Gold et 

al., 2000 

 
6 

           

Roberts 

et al., 

2019 

 
6 

           

William

s et al., 

2014 

 
3 

           

Ryan et 

al., 2011 

 
6 

           

Haines 

et al., 

2019 

 
5 

           

Edgar & 

Skinner, 

2003 

 
6 

           

Goh et 

al., 2016 

 

  

 
6 
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COHORT STUDIES 

(longitudinal) 

       

  
Total 

Stars 

(out of 

9) 

 
Selection 

    
Comparability 

 
Outcome 

  

First 

Author 

and year 

   
1) 

Represent

ativeness 

of the 

exposed 

cohort 

2) Selection of 

the non-

exposed cohort 

3) 

Ascertain

ment of 

exposure 

4) 

Demons

tration 

that 

outcome 

of 

interest 

was not 

present 

at start 

of study 

 
1) 

Comparability 

of cohorts on the 

basis of the 

design or 

analysis 

 
1) 

Assessme

nt of 

outcome  

2) Was follow-

up long 

enough for 

outcomes to 

occur 

3) Adequacy 

of follow up 

of cohorts 

              

Ramsey 

et al., 

2012 

 
6 

           

Casier et 

al., 2010 

 
5 

           

Brooks 

et al., 

2019 

 
7 

           

Stapers

ma et 

al., 2019 

 
8 

           

Tiggelm

an et al., 

2014 

 
7 
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Alreshid

i et al., 

2020 

 
7 

        

 

  

Rassart 

et al., 

2017 

 
6 

           

Red = Risk of bias; * = criteria met to earn point. 
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Discussion 

 Overall, this broad scoping review found that more negative illness perceptions 

have consistently been at least moderately associated, both cross-sectionally and 

longitudinally (up to two years), with poorer mental health outcomes in CYP with a 

range of LTCs.  

 Specifically, this review suggests that illness perceptions and mental health are 

consistently cross-sectionally associated across a range of LTCs. While this finding is 

novel in the context of CYP with LTCs, it is consistent with the associations found in 

adult populations (Arat et al., 2018; Dempster, Howell & McCorry, 2015) and suggests 

that illness perceptions are an important factor for CYP with LTCs as well. This finding 

is perhaps not surprising due to illnesses perceptions theoretical underpinning, in which 

the CSM of illness self-regulation (Leventhal, 1984), emphasised the importance of 

someone’s emotional representation of their illness on their health outcomes 

(McAndrew et al., 2019). Negative emotional representations within illness perceptions 

may therefore be the important factor which associates with the worse mental health 

outcomes seen in this review. While causation cannot be established due to the single 

time-point in which these associations occur, this suggests that the interactions between 

a CYPs illness perceptions and their mental health may be an important factor in how 

they experience their LTC. Across the ten LTCs which reported on cross-sectional 

associations, only one LTC (Ehlers-Danlos Syndrome; Mu et al., 2018) found no 

association between illness perceptions and mental health, which suggests that the 

cross-sectional interactions seen between illness perceptions and mental health may be 

generalisable across a range of LTCs. 

 Our review also suggests that illness perceptions and mental health are 

consistently longitudinally associated within several LTCs, with all but one study 

(Alreshidi et al., 2020), finding significant associations. This suggests that not only do 

illness perceptions and mental health interact at a single time-point but continue to 

interact over time and that negative illness perceptions may precede a deterioration in 

mental health in CYP with LTCs (e.g., within cystic fibrosis; Casier et al., 2010). This is 

in line with the CSM of illness perceptions, which suggests that someone’s cognitive 

and emotional representations of their illness precede and influence their physical and 

emotion coping responses (McAndrew et al., 2019) and may explain why negative 

illness perceptions were therefore found to precede poorer mental health outcomes. This 

preceding or predictive nature of illness perceptions is important due to the high 

prevalence of mental health disorders seen in CYP with LTCs (Hysing et al., 2007; 
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Pinquart & Shen, 2011). It suggests that targeting how CYP perceive their LTC early on 

(i.e., viewing illness perceptions as a modifiable and/or protective factor), may reduce 

the future likelihood of developing a mental health difficulty. However, more research 

is needed to develop the generalisability of this claim, due to the comparatively fewer 

studies and LTCs currently investigating this relationship longitudinally.  

We identified two studies which did attempt to modify illness perceptions and 

mental health, with mixed effectiveness. Stapersma et al. (2019) reported that disease-

specific CBT positively improved both mental health and illness perceptions, while 

Alreshidi et al. (2020) found that a school-based asthma health program did not improve 

negative illness attitudes or co-occurring anxiety symptoms. Based on the current 

evidence, little can therefore be concluded about how to effectively modify negative 

illness perceptions, to also improve mental health outcomes. However, with an 

increasing understanding that illness perceptions and mental health are associated in 

CYP with LTCs (both cross-sectionally and longitudinally), more research is needed. 

By identifying how to effectively improve illness perceptions, this could then protect 

CYP with LTCs from experiencing significant mental health difficulties. This could in 

turn reduce the co-occurring negative impacts of a LTC and mental health difficulties 

on a CYP (e.g., on school performance; Oakley et al., 2020; or quality of life; Pinquart, 

2013).  

Strengths and Limitations 

 A strength of this review is the use of two screeners which reduces the 

likelihood of human error and increases the confidence in our findings (Waffenschmidt 

et al., 2019). Similarly, this review included five databases, which maximised the 

chances of finding all relevant papers and is in line with the range suggested to be 

optimal (Bramer et al., 2017). Despite this, it is possible that articles may still have been 

missed due to missed search terms and because this review only included articles 

written in the English language.  

A strength of the studies included in this review is that most were assessed as 

not being at high risk of bias, meaning that most findings on which this review is based 

can be reliably interpreted. However, because we aimed to map and understand a broad 

range of evidence, we included studies that were lower in quality. Although, the use of a 

quality assessment tool was used to inform this risk and the subsequent presentation of 

our findings. The range of included countries (N=12) is also a strength as this offers 

wider generalisability and increases the diversity of this review’s findings. However, the 

diversity of the included research remains limited with most studies coming from 



49 
 

 

western, educated, industrialised, rich and democratic cultures (WEIRD; Henrich, Heine 

& Norenzayan, 2010), demonstrating the need for more diverse future research. The 

variety of LTCs included (N=12) is an additional strength, however it is worth noting 

that the greatest evidence lies within four LTCs (T1D; IBD; Epilepsy; Asthma). These 

four LTCs are among the most common LTCs experienced by CYP which likely 

explains why research has focussed more on building an understanding in these 

conditions. However, understanding the interaction between illness perceptions and 

mental health is more limited outside of these four LTCs.  

There are limitations within the longitudinal studies found in this review. Firstly, 

the range of time between assessments varied from 3 months to 2 years, which limits 

how reliably comparisons can be made between studies and reduces the generalisability 

of the longitudinal findings. This is because time may act as a significant confounding 

variable which could have impacted on how illness perceptions and mental health 

associated. Secondly, the studies did not all control for mental health at time 1, which 

limits the causal understanding of how illness perceptions and mental health associate 

over time. More longitudinal research is needed to develop this causal understanding 

and to develop the evidence of how illness perceptions and mental health interact at 

different time points in CYP with LTCs. 

A final limitation of this review is the wide age range used to define CYP 

(between 4 and 19 years old). Due to the normative cognitive and emotional 

development that occurs in young people as they transition from childhood to 

adolescence, it is possible that younger children (e.g., someone aged 5), form and hold 

illness perceptions about their LTC differently to an adolescent (e.g., someone aged 15). 

Therefore, caution should be taken when interpreting these results and generalising 

findings across the CYP age range and suggests more age specific research or reviews 

would be helpful. 

Implications for research and clinical practice 

Future research needs to build on the existing evidence base and further explore 

the associations between mental health and illness perceptions in a range of LTCs. This 

needs to be done cross-sectionally, particularly focussing on un- and less explored LTCs 

(e.g., chronic arthritis; N=1) to increase the generalisability of cross-sectional findings 

across conditions. This also needs to be done longitudinally for several reasons. Firstly, 

to develop the comparatively small longitudinal evidence base, to better understand how 

illness perceptions and mental health interact over time, in a range of LTCs. Within this, 

it may be important to investigate how illness stage may interact with the associations 



50 
 

 

between illness perceptions and mental health. And secondly, to longitudinally 

investigate the effectiveness of different interventions, targeted at improving both 

illness perceptions and mental health. Developing an understanding of how intervention 

programmes and/or psychological therapies can improve both illness perceptions and 

mental health in CYP with LTCs will help inform future clinical practice, policy, and 

guidelines. 

Our findings suggest that it is important for clinicians to hold illness perceptions 

in mind when working with CYP with LTCs. This could be at several levels. Firstly, 

when using routine outcome measures (ROMs) to ensure illness perceptions are 

measured in clinical practice. This will make data available for future research and will 

ensure illness perceptions are identified and monitored as a contributing factor to the 

experience of a CYPs LTC. Secondly, as suggested within adults (Arat et al., 2018), 

clinical practice may benefit from thinking about illness perceptions as a potentially 

modifiable factor and targeting interventions/therapy at improving negative perceptions. 

This may protect CYPs mental health and protect against the associated difficulties 

(e.g., reduced quality of life). 

Conclusion 

 Consistent evidence of predominantly moderate to large cross-sectional and 

longitudinal associations was found between negative illness perceptions and poorer 

mental health outcomes in CYP with LTCs. This suggests that illness perceptions may 

be an important factor in understanding how CYP experience their LTC and suggests 

illness perceptions may act as potentially modifiable and or/protective factor against co-

morbid mental health difficulties. However, we acknowledge that there are many LTCs 

which remain un- or less researched, questions remain around the cultural diversity and 

generalisability of the existing literature, and potentially important areas remain 

unexplored (e.g., the influence of illness stage). We therefore conclude that while illness 

perceptions and mental health are associated in CYP across a range of LTCs, further 

research is needed to continue to explore this relationship and the potentially modifiable 

nature of this relationship, to inform future care for CYP with a range of LTCs. 
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Introduction 

Personality disorders are defined within the DSM-5 as impairments in 

someone’s personality (self and interpersonal) functioning, alongside the presence of 

pathological personality traits (e.g., disinhibition or compulsivity; Shedler et al., 2010). 

Within this definition, personality disorders are clustered into three categories: ‘Cluster 

A’ (odd/eccentric personality types, e.g., paranoid), ‘Cluster B’ (dramatic/erratic 

personality types, e.g., borderline) and ‘Cluster C’ (anxious/fearful personality types, 

e.g., dependant; American Psychiatric Association, 2013). Within the UK population, 

there is suggested to be a 3.4% prevalence for females and a 5.4% prevalence for males 

of any ‘type’ of personality disorder, as well as a 4.8/6.6% (male/female) prevalence for 

personality disorders ‘unspecified’ (Coid et al., 2006). Moran et al. (2000), suggested 

people with personality disorders were more likely to have psychiatric morbidity, 

particularly individuals with a ‘Cluster B’ personality disorder. This high psychiatric 

morbidity translates to a high proportion of individuals in secondary mental health care 

experiencing a personality disorder, with studies estimating that 40% of all patients in 

secondary care suffer from at least one personality disorder (Newton-Howes, 2010).  

Within ‘Cluster B’ personality disorders, ‘Borderline Personality Disorder’ 

(BPD), otherwise known as Emotionally Unstable Personality Disorder (EUPD), is 

particularly associated with increased psychiatric comorbidity and high use of mental 

health services (Swartz et al., 1990), with an estimated prevalence of 22.6% in 

psychiatric outpatients (Korzekwa et al., 2008). Despite the high prevalence within 

services, Swartz et al. (1990), suggest that between just 1-2% of the general population 

experience EUPD, while the NICE guidelines (NICE, 2009) suggest a prevalence of just 

under 1%. However, EUPD is still commonly diagnosed in services, often in early 

adulthood and is more prevalent in women than men (NICE, 2009). Within those 

diagnosed, there is strong links between a diagnosis and the experience of both 

adulthood and childhood trauma (Battle et al., 2004; McGlashan et al., 2000; Venta, 

Kenkel-Mikelonis & Sharp, 2012; Zanarini, 2000). EUPD is characterised by a 

significant instability in maintaining and monitoring interpersonal relationships, self-

image and mood and is often driven by a fear of abandonment and rejection (Paris, 

2018). Due to rapid fluctuations between confidence and despair, patients diagnosed as 

having an EUPD can present as very impulsive (Barker et al., 2015) and are at higher 

risk of aggression, self-harm, and suicidality (Goodman & New, 2000; Gunderson & 

Ridolfi, 2001; Kjellander, Bongar & King, 1998).  
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Staff perceptions of the characteristics and behaviours of EUPD clients can lead 

to staff experiencing negative attitudes towards and report difficulties working with this 

client group (Dickens, Lamont & Gray, 2016). Research suggests that patients with 

EUPD present as one of the most challenging groups of patients within mental health 

services (Cleary, Siegfield & Walter 2002), which can result in patients with EUPD 

receiving less sympathetic, empathetic, and optimistic care (Markham, 2003). Deans 

and Meocevic (2006) found that nurses often experience EUPD patients as 

manipulative, that EUPD patients can make staff feel angry and that staff were often 

unsure how to care for people with EUPD. These negative attitudes and assumptions are 

seen both within inpatient mental health settings (Bodner et al., 2015; Weight & 

Kendal, 2013) and community settings (Webb & McMurran, 2007). These negative 

attitudes can influence care, can lead to individuals feeling powerless and due to the 

high prevalence of trauma in individuals with EUPD can even have retraumatising 

effects (Scholes, 2020). 

Specific research into what behaviours or aspects of EUPD cause difficulties for 

staff have found a range of factors. Bodner, Cohen-Fridel & Lancu (2011) found that 

that it was mainly the suicidal tendencies of EUPD patients that explained the negative 

emotions and difficulties felt by staff (including psychologists, psychiatrists, and 

nurses). Whilst Treloar (2009) found that it was the chaotic and time-consuming nature 

of EUPD clients which caused negative attitudes and difficulties.  

One study reported that 80% of nurses viewed clients with EUPD as more 

challenging to care for than other clients, but that 81% of nurses also believed that the 

care these clients received was inadequate (James & Cowman, 2007). However, this 

was not due to the presentations of EUPD patients but was a result of a lack of 

appropriate services or targeted service improvement. It is therefore important to 

acknowledge the role of other factors that can make it difficult to work with this client 

group; namely therapeutic pessimism (King, 2014), staff desire for training and a 

therapeutic framework to work within (Dickens, Lamont & Gray, 2016), and pre-

existing stigma and service limitations (e.g., time constraints or work pressure; Weight 

& Kendal, 2013),  

Due to the challenges of working with and caring for individuals with EUPD, 

services often try to support staff through skills training and education programmes, 

targeted at improving staff confidence, knowledge, and attitudes towards patients with 

EUPD. Shanks et al. (2011) found that by attending a one-day educational programme 

(focussed on a specific EUPD treatment program), staff reported increased empathy 
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towards patients with EUPD, as well as reporting a greater awareness of the difficulty’s 

patients with EUPD face. There was also a significant improvement in attitudes toward 

patients with EUPD, desires to work with these patients and a feeling of increased 

competency to do so. Educational programmes have also been shown to be beneficial in 

improving attitudes towards the deliberate self-harm often seen in individuals with 

EUPD (Commons Treloar & Lewis, 2008). However, it is important to note that in both 

studies, questionnaires were administered directly before and after the education 

sessions and therefore do not inform long-term changes in attitudes. Dickens, Hallett & 

Lamont (2016) conducted a systematic review which demonstrated that while this is an 

under-researched area, service interventions (e.g., training) can be associated with 

improved skills, attitudes, and knowledge of mental health nurses. The largest effect 

sizes were demonstrated with cognitive attitudes (e.g., knowledge), while smaller effect 

sizes were seen in influencing outcomes. 

This research was designed to build on this existing literature and therefore had 

two primary aims. Firstly, it wanted to assess care coordinator attitudes in a Community 

Recovery Team (a service within the Gloucestershire Health and Care NHS Foundation 

Trust) towards clients with EUPD and compare the team’s attitudes with attitudes from 

samples within previous research (e.g., community mental health nurses, Webb & 

McMurran, 2007; inpatient psychiatric nurses, Carr‐Walker et al., 2004). Secondly, the 

research aimed to evaluate the effectiveness of the service’s skills-based education 

programme, in relation to staff attitudes towards clients with EUPD and working with 

this client group. 

 

Method 

Participants  

 Participants were recruited from a Recovery Team within the Gloucestershire 

Health and Care NHS Foundation Trust. Participants were all care coordinators (n = 16 

at baseline) with at least one client with a diagnosis of EUPD on their caseload. Care 

coordinators within the service were mental health nurses, social workers, or support 

workers. No participant information was taken to maintain confidentiality of the 

participants and to alleviate perceived fears of participants over consequences of their 

responses. 

Outcome Measure  

 The Attitude to Personality Disorder Questionnaire (APDQ; Bowers, 2003) was 

used to measure staff’s attitudes towards clients with EUPD. The questionnaire is a self-



64 
 

 

report measure including 37 items, in which participants rate statements on a Likert 

scale from 1-6: ‘never’, ‘seldom’, ‘occasionally’, ‘often’, ‘very often’, ‘always’. 

Example statements included “I like PD people” or “I feel manipulated or used by PD 

people”. The APDQ provides a total score, as well as measuring attitudes towards 

individuals with a personality disorder on five factors. Factor one measured participants 

warmth, liking and interest (‘enjoyment vs loathing’); factor two measured fears, 

anxieties, and helplessness (‘security vs vulnerability’); factor three measured anger 

towards (‘acceptance vs rejection’); factor four measured pessimism (‘purpose vs 

futility’); and factor five measured work effort (‘exhaustion vs enthusiasm’). Factor 

names demonstrate the dimensional nature of attitudes and allow both positive and 

negative attitudes to be expressed. The APDQ demonstrates high internal consistency 

(Cronbach’s α = 0.94) and test-retest reliability across its total (r = 0.84) and individual 

five factor scores (Bowers & Allan, 2006). The Cronbach’s α for this study was 0.93, 

suggesting high internal reliability of the scores in this research. 

Design 

 The project incorporated an A-B design. It investigated staff attitudes towards 

clients with EUPD at baseline (A), the service’s skills-based education intervention was 

then implemented, and staff attitudes were re-investigated post the implementation of 

this intervention (B).  

Procedure  

 Ethical approval was granted for the project by the Gloucestershire Health and 

Care NHS Foundation Trust Research and Development Committee (Local Reference: 

20/001/GHCSE). 

 Care coordinators in the Recovery Team were approached by the researcher 

either within the office or at Multidisciplinary Team (MDT) meetings and were invited 

to take part in the project and complete the APDQ. Staff were informed that they were 

being invited to take part in a project investigating attitudes towards clients with EUPD 

and were provided with an information sheet, detailing the study aims, what the study 

involved, explaining confidentiality and anonymity, and informing that all participation 

was voluntary. If participants chose to take part in the study, a consent form was 

completed. Participants were allocated anonymised identification codes to allow data to 

be paired at baseline and follow-up.  

 At baseline, attitude scores were compared to those within pre-existing literature 

that had used the APDQ, to investigate the attitudes held towards clients with EUPD 

within the Recovery Team. Specifically, the scores were compared against a community 
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mental health nurse sample (CMHT; Webb & McMurran, 2007) and an inpatient 

psychiatric nurse sample (Carr‐Walker et al., 2004). 

 Participants were invited to complete the APDQ again at an 18-month follow-

up. This was delayed due to COVID-19, which not only impacted on how the recovery 

team worked (e.g., home working) but also delayed the implementation of the 

intervention. Once the service’s skills-based education programme had been 

implemented for 6 months, the follow-up was completed to assess if the service’s 

intervention was associated with any changes in staff attitudes towards and working 

with clients with a diagnosis of EUPD. At follow-up, an additional tick box question 

was used which asked staff if they had used the pack with a client. 

Intervention  

 Following an away day between the Recovery and Complex Psychological 

Intervention (CPI) Teams, the recovery team identified five areas they felt they would 

benefit from support with when working with clients with EUPD: To better understand 

the emotional impact of EUPD for clients, to feel more confident when working with 

clients with EUPD, to better understand the diagnosis of EUPD, to feel like their 

practice with clients with EUPD was worthwhile and evidence-based, and to better 

accept and tolerate the distress and uncertainty they felt when working with people with 

EUPD. 

This led to the service developing a skills-based educational programme, as an 

intervention to try and support staff. This included a pack to help structure sessions and 

provide ideas for care coordinators to work through with clients, with a diagnosis of 

EUPD, when they came into the service (e.g., including different coping strategies). 

Alongside this pack, there were monthly reflective practice sessions and 

psychoeducation/skills training sessions (the content of these was planned to be decided 

with the team closer to the sessions). These were delivered by a Clinical Psychologist 

from the CPI team at the end of MDT meetings. This offered a space to reflect on 

difficulties with clients and to learn about coping strategies (e.g., anxiety management). 

Statistical analysis 

Statistical analysis was done using SPSS Version 27. To investigate the baseline 

attitudes held within the Recovery Team, the mean scores were calculated from the total 

APDQ scores and across the five factor scores. These scores were compared to the 

results found in the Webb and McMurran (2007) and Carr‐Walker et al. (2004) studies.  

 The Shapiro-Wilk test for normality of distribution was completed on this 

sample’s baseline and follow-up data to inform appropriate statistical analysis. The 
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Sharpiro-Wilk test indicated that the scores for the total APDQ and all factors, except 

‘Enthusiasm’ at follow-up ((W (13) = .859, p=.038)), met assumptions for normal 

distribution. Therefore, to investigate if there were differences found in staff’s pre- and 

post- intervention scores on the APDQ, t-tests were used to make comparisons. A non-

parametric test (Wilcoxen signed-rank) was used to test for differences between pre- 

and post- scores on the ‘Enthusiasm’ factor. 

Results 

 At baseline, 16 members of the recovery team completed the APDQ. Due to 

maternity leave and staff turnover, 3 staff did not complete the follow-up. The 

remaining 13 members of the recovery team did re-complete the APDQ at follow-up, 

resulting in a total re-completion rate of 81%. 

Baseline attitudes within the Recovery Team were compared with samples from 

Webb and McMurran (2007) and Carr‐Walker et al. (2004; see table 2.1). Compared 

with the CMHT nurse sample, the recovery team reported a more positive overall 

attitude (total APDQ score) towards working with individuals with a personality 

disorder. This included higher feelings of enjoyment, security, acceptance, and purpose, 

but lower feelings of enthusiasm.    

Compared with nurses in a high security setting, the recovery team reported a 

similar but slightly more positive overall attitude (total APQD score). However, the 

recovery team only reported higher levels of enjoyment, alongside lower levels of 

security, acceptance, purpose, and enthusiasm. 

 

Table 2.1 

Baseline APDQ attitudes 

 

 Recovery Team 

Sample (n=16) 

CMHT nurse sample 

(n=117)* 

Nurses in high 

security setting 

(n=645)** 

 M                 SD M                  SD M                  SD 

Enjoyment 3.80             0.55 3.16              0.66 2.67              0.78 

Security 3.67             0.49 2.86              0.96 4.66              0.76 

Acceptance 4.28             0.43 2.78              1.35 4.45              0.84 

Purpose 3.65             0.54 3.13              0.97 3.79              1.05 

Enthusiasm 2.31             0.81 3.41              0.81 3.45              1.05 

Total 137.13         16.1 107.94          20.43 133.73          23.30 

*Data from Webb and McMurran, 2007 

**Data from Carr-Walker et al. (2004) 
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At follow-up, 12 out of 13 (92%) participants reported having used the pack 

with clients. Scores within the recovery team were then compared pre- and post- the 

implementation of the intervention. There were no statistical differences found between 

the total APDQ score or any of the five factors at the pre- and post- time points (see 

table 2.2).  

Table 2.2 

Pre- and Post- Package Recovery Team APDQ attitudes 

 

 Recovery Team 

Sample T1 (n=16) 

Recovery Team 

Sample T2 (n=13) 

Difference 

 M                 SD M                 SD  

Enjoyment 3.80             0.55 3.87             0.60 t (27) = -.309, p = 

.760 

Security 3.67             0.49 3.71             0.48 t (27) = -.216, p = 

.831 

Acceptance 4.28             0.43 4.02             0.53 t (27) = 1.452, p = 

.158 

Purpose 3.65             0.54 3.36             0.87 t (27) = 1.094, p = 

.284 

Enthusiasm* 2.31             0.81 2.35             0.59 Z = -.439, p = .660 

Total scores 137.13         16.1 136.15         17.06 t (27) = .157, p = .876 

Total factor 

scores 

17.70           2.18 17.29           2.50 t (27) = .469, p = .643 

* Calculated using non-parametric (Wilcoxen signed-rank) 

Discussion 

The study initially compared the attitudes towards working with clients with 

EUPD of care coordinators in a recovery team, to the attitudes of a CMHT nurse sample 

and a sample of nurses working in a high security setting.  

The results showed that compared with the CMHT nurse sample, the recovery 

team reported a more positive overall attitude. Within this, the recovery team sample 

reported more enjoyment working with these clients, higher degrees of security and 

stronger feelings of acceptance and purpose. However, the recovery team sample 

reported lower feelings of enthusiasm to working with clients with EUPD. This suggests 

that the recovery team had more positive attitudes towards working with clients with 

EUPD than this contrasting nurse sample. Due to the similar settings of these samples 

(i.e., community mental health teams), these differences are unlikely to be due to setting 

alone (e.g., presumably having similar levels of risk management etc) and may instead 

reflect differences between the samples (e.g., training level and containment within the 



68 
 

 

services). The differences could also be accounted for due to the variety of professional 

roles within the recovery team (i.e., mental health nurses, social workers, or support 

workers) and the potential differences this may have had on their interactions with 

clients with EUPD (e.g., differences in case load or type of therapeutic work), compared 

to a solely nurse CMHT sample. 

    The results also showed that compared with the high security nurse sample, 

the recovery team reported a similar but slightly more positive overall attitude towards 

clients with EUPD. However, within this overall score the recovery team only reported 

higher levels of enjoyment, with the high security sample reporting higher levels of 

security, acceptance, purpose, and enthusiasm. This suggests that the recovery team 

have a more positive overall attitude towards working with clients with EUPD but that 

within this there are distinct areas where their attitude is less positive. These differences 

may be more indicative of the difference between the nature of the services and the 

subsequent training, identity, and purpose of the service provision. For example, it is 

likely that working in a high security environment may bring more risk management 

training and the parameters around being a secure service and patients not being able to 

leave, would understandably link with greater feelings of security. With the high levels 

of risk behaviours patients with EUPD can exhibit (Gunderson & Ridolfi, 2001), the 

more negative security attitudes of the recovery team, highlights the issue of managing 

risk and feeling unsafe within community care provision, and is an area that staff need 

support in. The higher domain factor scores of the high security sample, demonstrate 

areas which can be targeted in training in community teams to try and improve 

knowledge and attitudes towards patients with EUPD (Miller & Davenport, 1996; 

Krawitz, 2004).  

Further to this cross-sample comparison, this study then compared the attitudes 

of the care coordinators in a recovery team prior to and following a service’s skills-

based education intervention. This was to investigate potential associations between the 

service intervention and staff members attitudes towards clients with EUPD pre- and 

post- this intervention. The results found that there were no statistical differences found 

between team members overall attitude towards working with clients with EUPD or 

across any of the five factors, at the pre- and post- time points. This suggests that the 

service’s intervention did not associate with an overall change in staff attitude towards 

working with clients with EUPD. Specifically, the intervention did not associate with 

staff feeling more enjoyment, more security, or more acceptance when working with 

EUPD clients, and did not feel an improved sense of purpose or enthusiasm. Due to the 
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nature of the intervention being malleable and led by staff’s perceived needs (i.e., no 

pre-defined content for skills-sessions), it is difficult to hypothesis what aspects of the 

intervention contributed to it not being effective – however, this lack of structure, may 

have been a contributing factor. 

Clinical Implications 

These findings suggest that this skills-based educational service intervention is 

not effective in improving staff attitudes towards working with clients with EUPD and 

should therefore not be implemented in services targeted at improving staff attitudes. 

This contrasts with previous findings, which have suggested that service interventions 

and educational programmes (Dickens et al., 2016) can be associated with improved 

skills, attitudes, and knowledge of mental health nurses and staff in working with clients 

with EUPD. However, the findings of this research should be interpreted in relation the 

following: 

 Firstly, a major critique of the ‘pack’ used in this intervention is that it should 

have followed a more evidence-based development. Namely, it did not focus enough on 

education, despite this being suggested to be the strongest facilitator of change in 

previous interventions (Commons Treloar & Lewis, 2008; Shanks et al., 2011). It is 

possible that this more skills-based approach (i.e., using a pack to structure and inform 

sessions) did not provide the underlying foundations (e.g., in staff confidence or 

understanding) that may then have facilitated a change in attitudes. Further research is 

therefore needed further investigating education only programmes, as well as education 

and skills-based interventions, to help inform targeted service and attitude change in the 

future. 

 Secondly, COVID-19 had a large impact on the implementation of this 

intervention. Not only was the intervention delayed in its delivery, but the increased 

nature of home working meant the pack was less available to clinicians and the 

additional elements of the intervention (i.e., reflective practice and 

psychoeducation/skills training sessions) were more difficult to implement and facilitate 

(as the service adapted). This meant that there was a greatly reduced number of 

reflective practice and psychoeducation/skills training sessions than planned in the 

intervention and attendance was limited when they did run. It is possible that the 

reduced frequency of these additional elements, alongside difficulties in staff 

attendance, meant that more of the education and confidence building elements of the 

intervention were lost. Without this educational element, this would align with the 

existing research as to why change was not seen in participants attitudes. It may 
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therefore be interesting to re-evaluate staff attitudes following a period of more 

consistent and stable implementation of this intervention.  

It is also important to note the additional pressures COVID-19 has placed on 

staff (e.g., social distancing, not seeing family/friends, increased service pressures, 

increased psychological morbidity of staff; Foye et al., 2021; Maben & Bridges, 2020; 

Tsamakis et al., 2020) and the impact this may have had on staff’s capacity for the 

intervention. With staff’s own capacity already reduced due to COVID-19 and its 

impact, it is possible that there was a reduced likelihood for the intervention to be 

effective in supporting staff to change their attitudes. However, in the context of 

working in COVID-19, this also provides key lessons around understanding the 

additional difficulties and obstacles when implementing service interventions. This 

research suggests that future research should directly consider and investigate the most 

efficacious and effective ways to deliver service interventions via remote working 

methods, which considers staff context and the accessibility of any intervention. 

Limitations 

One limitation of this research is that the findings are based on a recovery team 

sample from one team, within one NHS trust. While it is unlikely that other team 

attitudes would differ hugely in other trusts (e.g., due to the consistent difficulties staff 

face when working with clients with EUPD), it does limit the generalisability of this 

research.  

Similarly, because the sample used in this research only represents one recovery 

team, its sample is significantly smaller (N = 16), in comparison to the sample sizes of 

the CMHT (n = 117) and secure service samples (N = 645) used when comparing 

baseline attitudes. This difference in sample size may contribute to the differences seen 

between the sample attitudes, as the reduced numbers in this study, may have produced 

a specific or less varied overall attitude compared to the attitudes of a wider number of 

people. The small sample size also reduces the power of the pre- and post- intervention 

attitude analysis and so the conclusions around this intervention and attitude change 

should be interpreted accordingly. 

A final limitation is that it was not possible to collect personal information about 

participants. This was done to maintain anonymity and to try and support participants to 

respond as truthfully as possible, without fear of ramification. However, future research 

could benefit from the inclusion of personal information, to inform possible strengths or 

needs of different professionals, in relation to their own personal or professional graces, 

such as age, gender and professional experience. 
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Conclusion 

 This research has shown that a recovery team sample of care coordinators, 

reported more similar attitudes towards working with clients with EUPD, as a sample of 

high security nurses, compared to a CMHT nurse sample. However, within this, areas 

such as security were more positively reported in the high security sample, highlighting 

areas of need which training could potentially target to improve community staff 

attitudes towards working with clients with EUPD. This research also found that a 

skills-based education programme did not improve staff attitudes towards working with 

clients with EUPD. Further research is needed to clarify the efficacy of education alone 

vs education with skills-based service interventions in supporting staff to work with 

clients with EUPD and improve their attitudes. Consideration is also required for how 

service interventions should be designed and delivered in the context of COVID-19 and 

the impact COVID-19 has had on how community team’s work. 
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Introduction 

In the UK, around 2,500 adolescent and young adults (aged 15-24) are 

diagnosed with cancer every year (Cancer Research UK, n.d). While this accounts for 

<1% of all new cancer cases, over the last decade, incidence rates for cancers in young 

people have increased by 10%. Survival rates are also increasing; in the 1990’s, around 

75% of people aged 15-24 survived their cancer beyond five years, which is now >80% 

(Cancer Research UK, n.d.). Age ranges used to define adolescent, or Teenage and 

Young Adult (TYA) cancer patients/survivors have varied in existing research but 

typically range from 13 to 30 years old (Kosir, 2020). This is because TYA cancer 

survivors include adult survivors of childhood cancer (individuals diagnosed <18; and 

who are now ≤ 26 years). This group of patients is distinct because of the impact cancer 

can have on several factors (e.g., identity development and cognitive factors – such as 

illness understanding and metacognition; Tutelman & Heathcote, 2020). Clinically 

however, TYA services often refer to the population as those aged 13 to 24 (Košir, 

2020), with young adult survivors then transitioning to adult services.  

 The TYA population is important to investigate separately to other age groups. 

Whilst navigating the unique challenges associated with their cancer, TYAs are also 

undergoing considerable normative development as they transition from adolescence to 

adulthood. Specifically, adolescents undergo significant psychological, emotional, 

physical, and cognitive development (Abrams, Hazen & Penson, 2007; Blakemore & 

Choudhury, 2006). Compared with children, TYAs are expected to become more 

autonomous (Zimmer-Gembeck & Collins, 2008) and take increased control and 

responsibility for their own healthcare (Paone, Wigle & Saewyc, 2006). Compared with 

adults, TYAs have significantly different psychosocial needs (e.g., experiencing higher 

emotional, informational, physical, and financial distress; Smrke, 2020) and different 

perceptions towards life (Arnett, 2001). It is, therefore, unsurprising that facing cancer 

as a teenager is associated with significant distress (Sansom-Daly & Wakefield, 2013), 

including poorer mental health and other psychosocial outcomes (e.g., missing school or 

work; Lauer, 2015; Park & Rosenstein, 2022; Zebrack, 2011). Cancer treatment and its 

side effects can be all consuming for patients but when treatment stops, survivors can 

report feeling insecure, isolated, and afraid (Halldórsdóttir & Hamrin, 1996; Lagerdahl, 

Moynihan & Stollery, 2014). For some TYAs, the period following treatment is 

associated with unfavourable psychosocial outcomes (Moss et al., 2021; Parsons et al., 

2012; Tai et al., 2012), and up to 34% experience post‐traumatic stress disorder (PTSD), 

13% clinical depression, and 8% anxiety (Kosir er al, 2019).  
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 One factor associated with mental health outcomes in adults (e.g., Simard et al., 

2013) and TYAs (e.g., Lane et al., 2019) is the ‘Fear of Cancer Recurrence’ (FCR). 

FCR can be defined as the fear or worry that a cancer will return or progress in the same 

organ or in another part of the body (adopted following Vickberg, 2003) and while it is 

common in cancer survivors (≤ 70% in adults; Thewes et al., 2012; ≤ 62% in TYAs; 

Thewes et al., 2018), its severity varies greatly (Simard, Savard & Ivers, 2010). FCR 

has been shown to be the primary psychological concern in young adult cancer 

survivors (Li & Cheng, 2021) and for some, these fears can become chronic and 

disabling (Simard & Savard, 2007).  

Within adult populations, a high FCR has been found to be common in 

survivors, their partners, and caregivers (Braun et al., 2021; Hu et al., 2021; Nilsson et 

al., 2021). A high FCR is associated with younger adult age, female gender (Gormley et 

al., 2022; Palas et al., 2021; Rogers et al., 2021), increased psychological distress 

(Simard et al., 2013), reduced psychological resilience (Koral & Cirak, 2021) and has 

negative effects on social relationships and quality of life (Ellis et al., 2021; Hart et al., 

2008; Hodges & Humphris, 2009; Parsons et al., 2012). A high FCR is also associated 

with higher clinical costs, for example through increased use of health services (Lebel et 

al., 2013; Vachon et al., 2021), is persistent and does not decrease in severity over time 

in cancer survivors of ≥5 years (Koch et al., 2013).  

Less is known about FCR in TYAs. FCR is also common in adolescents (Lane, 

2021; Sun et al., 2019; Vandraas et al., 2020), with one previous study finding that 62% 

of TYAs reported high FCR (Thewes et al., 2018). Qualitative work has found that 

TYAs experiencing FCR have concerns around their treatment completion and their 

future ongoing health (Thompson, Palmer & Dyson, 2009). Similarly, a high FCR can 

negatively impact one’s transition from paediatric to adult services (Granek et al., 2012) 

and can affect how young people experience their identity transitioning from a patient to 

survivor (Jones, Parker-Raley & Barczyk, 2011). Quantitatively, high FCR in TYAs has 

been found to be associated with previous illness recurrence and worse mental health 

(Fonseca et al., 2010; Lane et al., 2019; Sun et al., 2019), cancer type (e.g., higher in 

breast cancer and malignant melanoma survivors; Vandraas et al., 2019), lower health 

related quality of life (Thewes et al., 2018), and increased surveillance scan anxiety 

(Heathcote et al., 2022).  Therefore, it is important to develop a better understanding of 

how FCR presents within TYAs to help inform targeted interventions. 

 Another important construct related to FCR is illness perceptions. Illness 

perceptions have not been investigated specifically within TYA cancer survivors but are 
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known to be associated with FCR within child and adult cancer survivors (Fonseca et 

al., 2010; Kaptein et al., 2015). Illness perceptions can be thought of as on a continuum, 

in that perceptions can range from negative (e.g., I have no control over my illness) to 

positive (e.g., I have control over my illness). These representations influence how 

people respond to their illness, both physically and psychologically (Petrie & Weinman, 

2006). For example, children with cancer who have more threatening illness perceptions 

may have a lower quality of life because of the influence their perceptions have on their 

behaviours and emotions (Fonseca et al., 2010). In adult cancer survivors, studies have 

found that more negative illness perceptions are associated with worse FCR, increased 

cancer worry and other negative psychosocial outcomes (Corter et al., 2013; Freeman-

Gibb et al., 2017; Kaptein et al., 2015; Phillips et al., 2013). 

There is also a strong theoretical rationale for investigating FCR and illness 

perceptions, with the association between illness perceptions and FCR also 

demonstrated in the Common-Sense Model (CSM) of illness self-regulation (Leventhal, 

Meyer & Nerenz, 1980; Leventhal, 1984). Specifically, the CSM suggests that 

someone’s cognitive beliefs and emotional representations/responses to their illness 

influence their health outcomes and coping strategies (McAndrew et al., 2019). The 

model proposed that beliefs about an illness have five core dimensions: cause; identity; 

perceived control; severity of illness consequences; and timeline. The CSM stipulates 

that FCR is comprised of someone’s cognitive representations (e.g., perceived risk of 

recurrence, influenced by factors such as past experiences and beliefs about cancer) and 

emotional representations of their cancer (e.g., the level of worry that the cancer will 

return; Fardell et al., 2016; Lee‐Jones et al., 1997; see figure 2.1). More negative 

cognitive representations, alongside more negative emotional representations therefore 

lead to increased FCR. Similarly, the CSM predicts that illness perceptions are 

comprised of someone’s cognitive representations (e.g., about the timeline of their 

illness, perceived control over their illness and how big a role an illness plays in their 

identity development), alongside their emotional representation (e.g., illness-related 

distress; Hagger & Orbell, 2003). The CSM suggests that more negative cognitive 

representations, alongside more negative emotional representations lead to more 

negative illness perceptions. 
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Figure 2.1 

Example of the Common-Sense Model Applied to the Experience of FCR 

 

Illness perceptions may therefore serve as an important modifiable treatment 

target when trying to address FCR and its negative associated outcomes. The qualitative 

accounts of TYAs highlight that illness perceptions are important to TYA cancer 

survivors (e.g., around control over, or emotional representations of their cancer; 

Kameny & Bearison, 2002; and how they identify with their cancer; Jones, Parker-

Raley & Barczyk, 2011). However, despite the indication that these constructs are of 

relevance to the TYA cancer experience, no research has empirically investigated the 

association between illness perceptions and FCR in this developmentally distinct 

population. 

Like FCR, illness perceptions have also been linked to mental health outcomes 

(e.g., between negative illness perceptions and increased stress; Miceli et al., 2019; and 

between negative illness perceptions and higher depression levels; Sansom-Daly et al., 

2018; Thong et al., 2018, Wroot et al., 2020). Husson et al. (2020) demonstrated there 
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were significant differences between TYAs and older populations of thyroid cancer 

survivors in their illness perceptions but that regardless of age, more negative illness 

perceptions (particularly illness timeline) were still associated with more distress. 

Including illness perceptions, alongside FCR when exploring mental health outcomes in 

TYA cancer survivors is therefore important.  

 Despite the theoretical rationale and evidence of associations between FCR, 

illness perceptions and mental health in other age groups, and indications that FCR and 

illness perceptions are relevant to TYAs, there is limited empirical research examining 

these constructs within this developmentally distinct population. The current study 

aimed to bridge that gap and investigate the associations between FCR, illness 

perceptions and mental health in TYAs. Based on the emerging TYA literature and 

findings in other age groups, we hypothesised that: 

1. High FCR would be associated with more negative illness perceptions.  

2. High FCR and more negative illness perceptions would be associated with 

poorer mental health (depression and anxiety). 

3. The association between high FCR and poorer mental health (depression and 

anxiety) would be mediated by illness perceptions. 

Method 

Design and Sample 

We used a cross-sectional, correlational design to examine the associations 

between variables of interest. A web-based survey was used, administered via Qualtrics 

Survey Software®. Participants were a convenience sample of TYA cancer survivors, 

recruited over 14 months (November 2020 to January 2022), via several charities (e.g., 

Shine), support groups (e.g., Trekstock) and social media (e.g., Instagram) and were 

included/excluded based on specific criteria (Table 3.1). We relied on the CHERRIES 

checklist to improve the quality of the web-based survey (Eysenbach, 2004; see 

supplementary information). 

Table 3.1 

Inclusion/Exclusion Criteria and Rationale 

 

Inclusion Criteria Rationale 

1) Aged between 16-30 

years old. 
• To avoid capturing part of the ‘pre-pubescent 

children’ population (i.e., 13-16; Košir, 2020). 
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• Developmentally 16-24 is a unique period when 

adolescents are individuating from their families 

of origin and becoming autonomous adults, 

including taking responsibility for their 

healthcare. 

• 24–30-year-olds were also included because of 

the impact cancer can have on several 

developmental and life-stage factors (e.g., 

identity development and cognitive development; 

Tutelman & Heathcote, 2020). 

 

2) Completed active cancer 

treatment (e.g., 

chemotherapy), are in 

remission from any type of 

cancer and/or are receiving 

maintenance treatment 

(e.g., hormone therapy). 

• 6+ months post treatment, in remission and 

finished ‘active’ treatment to ensure FCR 

occurred post treatment. 

• Individuals using maintenance treatments aimed 

at reducing relapse or managing related 

symptoms were included within this post active 

treatment bracket.  

• Any type of cancer was included due to the 

exploratory nature of the research (controlled for 

during analysis).  

 

3) Treated for cancer as a 

TYA (aged 13-24). 
• To ensure inclusion of participants who may 

have been diagnosed as a child but continued to 

receive active cancer treatment as a TYA.  

• Important due to the potentially long-term nature 

of cancer that some individuals experience.  

 

Exclusion Criteria 

 

1) Currently receiving 

active treatment for cancer. 
• Including treatments actively aimed at removing 

or stopping a cancer (e.g., chemotherapy, 

radiotherapy, or surgery). 

 

2) Intellectual or physical 

disabilities which would 

prevent participants from 

completing the 

questionnaires.  

 

• Unable to complete the research questionnaires. 

3) Insufficient English 

language ability precluding 

participants from 

completing the 

questionnaires. 

• Unable to complete the research questionnaires. 
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Measures  

 Several self-report questionnaires were used to capture the different variables measured within the study (Table 3.2). 

Table 3.2 

Description of Measures Used 

 

Construct Measure Number of Items and 

Administration 

Reliability and Validity Additional Information 

Demographic/ 

Clinical 

Information 

Demographic 

Information and 

Clinical 

Characteristics  

 

• Demographic information: participants age, gender, ethnicity, marital status, education level and 

whether they are in education or work.  

• Clinical characteristics: cancer type and stage at diagnosis, duration of cancer since diagnosis, what 

treatments participants received, participants age whilst receiving active treatment, if participants 

were currently receiving any ongoing treatment and any physical health comorbidities. 

 

Illness 

Perceptions 

The Brief Illness 

Perception 

Questionnaire 

(BIPQ; 

Broadbent, 

Petrie, Main & 

Weinman, 2006). 

• Nine-item scale developed to 

assess the cognitive and 

emotional representations 

someone holds about their 

illness.  

• Rate a 0-10 Likert scale: e.g., 

‘no affect at all’ to ‘severely 

affects my life’. 

• Suggested to show good 

test–retest reliability. 

• Concurrent validity with 

other relevant measures. 

• Good predictive validity in 

terms of recovery. 

• Good discriminant validity 

between conditions 

(Broadbent et al., 2015).  

• This study: α = 0.77. 

• Each item captures a different 

aspect of someone’s illness 

perceptions: ‘illness 

consequences’; ‘timeline’; 

‘personal control’; ‘treatment 

control’; ‘identity’; 

‘coherence’; ‘emotional 

representation’; ‘illness 

concern’. 

• Participants completed the 

BIPQ when thinking of their 

cancer. 
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Fear of Cancer 

Recurrence 

Fear of Cancer 

Recurrence 

Inventory - Short 

Form (FCRI-SF; 

Simard & 

Savard, 2009). 

• Nine-item FCRI-SF is 

comprised of the ‘severity’ 

subscale from the FCRI full 

scale measure. 

• Measures the presence and 

severity of intrusive thoughts 

associated with FCR.  

• Items rated on a 0-4 Likert 

scale: e.g., ‘not at all’ or 

‘never’ to ‘a great deal’ or 

‘all the time’. 

 

• Suggested to show strong 

correlation with the total 

FCRI score (r = .84). 

• High internal consistency 

(α = 0.89). 

• Good convergent validity 

with other measures of FCR 

(r = .59–.77; Simard & 

Savard, 2009). 

• This study: α = 0.81. 

• Short form version chosen to 

reduce question load. 

• Clinical cut off suggested at ≥ 

13. 

Depressive 

Symptoms 

PHQ-9 (Kroenke 

& Spitzer, 2002). 

Continuous 

variable. 

• Nine-item measure of 

depressive symptoms. 

• Maps closely with the DSM-

IV’s depressive symptom 

criteria (Kroenke & Spitzer, 

2002).  

• Statements rated on a 0-3 

Likert scale: e.g., ‘not at all’ 

to ‘nearly every day’, with 

higher total scores suggesting 

more depressive symptoms. 

 

• Suggested to have good 

reliability (α = 0.89) and 

validity. 

• Good sensitivity in 

measuring depressive 

symptoms (Kroenke, Spitzer 

& Williams, 2001).  

• This study: α = 0.90. 

 

• Used commonly in clinical 

practice (e.g., within IAPT; 

Clark, 2011) 

• Clinical cut offs in this 

research: minimal (≤4), mild 

(5-9), moderate (10-14), 

moderately severe depression 

(15-19), severe (≥20) 

depression (Permanente, 2016). 
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Anxiety 

Symptoms 

GAD-7 (Spitzer 

et al., 2006). 
• Seven-item measure of 

generalised anxiety 

symptoms.  

• Statements rated on a 0-3 

Likert scale: e.g., ‘not at all’ 

to ‘nearly every day’, with 

higher scores suggesting 

more anxiety symptoms. 

 

• Suggested to have good 

reliability (α = 0.92) and 

validity (Spitzer et al., 

2006).  

• This study: α = 0.92. 

 

• Used commonly in clinical 

practice (e.g., within IAPT; 

Clark, 2011). 

• Clinical cut offs in this 

research: minimal (≤4), mild 

(5-9), moderate (10-14), severe 

(≥15) anxiety (Plummer et al., 

2016). 

Quality of Life World Health 

Organization 

Quality of Life 

Assessment Brief 

(WHOQOL-

BREF; Whoqol 

Group, 1998).  

• 26-item measure of quality of 

life (QOL). 

• From the full-scale WHO-

QOL-100 quality of life 

assessment.  

• Statements rated on a range 

of 1-5 Likert scales: e.g., 

‘very poor’ to ‘very good’. 

• Suggested to correlate 

highly (0.89 or above) with 

the WHOQOL-100 domain 

scores. 

• Good discriminant validity, 

content validity, internal 

consistency, and test–retest 

reliability.  

• This study: α = 0.93. 

 

• Short form version chosen to 

reduce question load. 

• Measures QOL across four 

domains: ‘physical health’, 

‘psychological’, ‘social 

relationships’ and 

‘environment’. 

• Provides an overall quality of 

life and general health score.  

 

Functioning Work and Social 

Adjustment Scale 

(WSAS; Mundt, 

Marks, Shear & 

Greist, 2002). 

• Simple measure of 

functioning. 

• Rates five areas of 

functioning on how impaired 

they are.  

• Uses a 0-8 Likert scale: e.g., 

‘not at all’ to ‘very severely’. 

• Suggested to show good 

internal reliability (α = 0.70 

to 0.94). 

• Good test–retest reliability 

(0.73). 

• This study: α = 0.83. 

 

• Sensitive to patient differences 

in disorder severity and 

treatment-related change. 

Note: It is acknowledged as a limitation that measures were validated for participants aged 18+, and not 16+.
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Procedure  

Social media study adverts were posted on Twitter, Facebook, Instagram, and 

TikTok which included a video of the researcher and a person with personal experience 

of cancer (PPE) discussing the research or a picture of the project poster. Adverts were 

also shared by charities and support groups. Those who were interested could directly 

follow an anonymous Qualtrics link from the advertisement or could email the 

researcher. 

 After following the research link, participants were taken to the online research 

platform. They were presented with an information sheet detailing the purpose of the 

study and given the researcher’s contact details to enable them to ask questions if 

needed. This was followed by a consent form. The study took between 15-30 minutes to 

complete. Participants had one week to complete study responses due to unique IP 

addresses ensuring participants could only participate once. 

Participants were asked questions about their demographic information and 

clinical characteristics. These questions ensured the inclusion/exclusion criteria were 

met before a participant proceeded to fill in the remaining questionnaires (see measures 

section). Qualtrics was set to ensure all questions were completed. Although they could 

not skip items, participants could review and change responses before submission. 

Participants were able to leave their email address to be entered into a prize draw to 

receive an online voucher (one of five, £20 amazon vouchers), and could email the 

researcher to ask to receive a summary of the research findings. 

Ethical approval was gained from the University of Bath Psychology Research 

Ethics Committee (reference number: 20-213). The following ethical issues were 

considered; The research was anonymous (with an email address recorded only if 

participants chose to leave it) and confidential with all information relating to research 

participants and their data obtained and stored in line with EU General Data Protection 

Regulations (2018). It was not expected that completion of the questionnaires would 

have any negative effects for participants. However, following responses to question 9 

on the PHQ-9 (which refers to suicidal/self-harm ideation) and at study completion, 

participants were signposted to various mental health resources (e.g., Mind, Samaritans, 

and Macmillan cancer support). Throughout each stage of the research (e.g., project 

development, recruitment, data collection and analysis), we consulted with people with 

personal experience to discuss the research and ensure changes reflected service-user 

perspectives. Changes made based on feedback from people with personal experience 
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included altering the wording within the demographic questions (i.e., around gender), 

altering study inclusion age and the flow of the study. 

Statistical analysis 

The data analysis plan was pre-registered on 16th December 2021 

(https://osf.io/xec57/; see supplementary information). Statistical analyses were done 

using SPSS Version 27. Descriptive statistics were performed for participant 

demographic information, clinical characteristics and for all the outcome measures. 

Tests for normality of distribution were performed to inform appropriate analysis. Due 

to variables not being normally distributed Spearman’s correlations were used to 

examine the association between variables (e.g., FCR and illness perceptions). A 

hierarchical multiple linear regression, with mental health as the dependent variable, 

and FCR and illness perceptions as the independent variables, including covariates (age 

and gender) then examined the proportion of the variance in mental health accounted for 

by FCR and illness perceptions. Gender and age were first added to the regression 

models, followed by FCR and finally illness perceptions. Additional to the pre-

registered protocol, post-hoc linear regressions were completed, which included the 

illness perception sub-scales, instead of overall illness perception scores. Sub-scales 

were added to the regression models one at a time. Mediation analyses (using the 

PROCESS macro) finally investigated if any associations found between FCR, and 

depression/anxiety were mediated by illness perceptions. The final dataset was retrieved 

from Qualtrics on 18th January 2022. 

Results 

Participant Characteristics 

 Of the 214 participants who accessed the survey, 124 did not meet inclusion 

criteria or were excluded for not fully completing the survey. The final sample consisted 

of 90 (42% completion rate) TYA cancer survivors, aged 16-30 (Table 3.3). The mean 

age was 22.42 years (SD = 2.98), most participants identified their ethnicity as from the 

UK (91.1%), the majority identified as single (67.8%), and the most frequent highest 

education achieved was A-Levels (41.1%). Additionally, participants were most 

frequently recruited via Instagram (53.3%). Descriptive statistics for illness perceptions, 

FCR, anxiety, depression, quality of life and functioning impairment can be found in 

table 3.4. 
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Table 3.3 

Participant Characteristics 

 Total (N=90) 

 

Age, mean (SD; range) years 22.42 (2.98; 16-30) 

Gender women, n (%) 65 (72.2) 

Ethnic Group, n (%) 

 UK or Irish 

 White (other) 

 Indian 

 Pakistani 

 Asian (other) 

 

82 (91.1) 

1 (1.1) 

2 (2.2) 

3 (3.3) 

2 (2.2) 

Marital Status, n (%) 

 Single 

 Married 

 With a partner 

 

61 (67.8) 

1 (1.1) 

28 (31.1) 

Highest Education Status, n (%) 

 No qualification 

 GCSE’s 

 A-Levels 

 Undergraduate 

 Postgraduate 

 Other 

 

2 (2.2) 

10 (11.1) 

37 (41.1) 

30 (33.3) 

5 (5.6) 

6 (6.7) 

Current Occupation, n (%) 

 School student 

 University student 

 Full time employment 

 Part time employment 

 Unemployed 

 

6 (6.7) 

24 (26.7) 

27 (30) 

22 (24.4) 

11 (12.2) 

Recruited from, n (%) 

 Charity 

 Twitter 

 Facebook 

 Instagram 

 Other  

 Missing 

 

6 (6.7) 

4 (4.4) 

9 (10) 

48 (53.3) 

7 (7.8) 

16 (17.8) 
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Table 3.4 

Descriptive Statistics of Key Study Variables 

  Total (N=90) 

BIPQ, mean (SD) scores 

 Consequences 

 Timeline 

 Personal Control 

 Treatment Control 

 Identity 

 Illness Concern 

 Coherence 

 Emotional Representation 

 Total score 

 

5.47 (2.48) 

4.82 (3.26) 

6.92 (2.48) 

2.39 (2.42) 

4.71 (2.62) 

6.28 (2.42) 

3.29 (2.44) 

7.34 (2.23) 

41.22 (12.76) 

FCRI-SF, mean (SD) scores 

 Total score 

 Clinical Levels, yes (%) 

 

22.57 (5.62) 

84 (93.3%) 

GAD-7, mean (SD) scores 

 Total score 

GAD-7 clinical level 

 Minimal anxiety, n (%) 

 Mild anxiety, n (%) 

 Moderate anxiety, n (%) 

 Severe anxiety, n (%) 

 

8.76 (5.47) 

 

21 (23.3) 

34 (37.8) 

16 (17.8) 

19 (21.1) 

PHQ-9, mean (SD) score 

 Total score 

PHQ-9 clinical level 

 Minimal depression, n (%) 

 Mild depression, n (%) 

 Moderate depression, n (%) 

 Moderately severe depression, n 

(%) 

 Severe depression. n (%) 

 

9.61 (6.21) 

 

19 (21.1) 

30 (33.3) 

26 (28.9) 

6 (6.7) 

9 (10) 

WHOQOL-BREF, mean (SD) scores 

 Physical QoL 

 Psychological QoL 

 Social Relationships QoL 

 Environmental QoL 

 

12.17 (1.90) 

12.11 (2.42) 

13.60 (3.36) 

15.07 (2.35) 

WSAS, mean (SD) scores 

 Total Impairment score 

 

12.53 (7.63) 

Key: BIPQ – Brief Illness Perception Questionnaire; FCRI-SF – Fear of Cancer 

Recurrence Inventory-Short Form; GAD-7 - Generalised Anxiety Disorder Assessment; 

PHQ-9 – Physical Health Questionnaire; WHOQOL-BREF - World Health 

Organization Quality of Life Assessment Brief; QoL – Quality of Life; WSAS – Work 

and Social Adjustment Scale. 



90 
 

 

Clinical Characteristics 

 Most participants had experienced either Lymphoma (46.7%) or Leukaemia 

(20%). The most common stage of cancer at diagnosis was stage 2 (35.6%), with most 

participants having received chemotherapy as treatment (93%; Table 3.5). 

Table 3.5 

Participant’s Clinical Characteristics 

 Total (N=90) 

Type of cancer, n (%) 

 Brain and other CNS tumours 

 Breast 

 Cervical 

 Germ Cell Tumours 

 Leukaemia 

 Lymphoma 

 Melanoma 

 Bone 

 Soft Tissue Sarcoma 

 Uterine Sarcoma 

 Testicular 

 Thyroid 

 Other 

 

4 (4.4) 

1 (1.1) 

4 (4.4) 

4 (4.4) 

20 (22.2) 

42 (46.7) 

1 (1.1) 

2 (2.2) 

3 (3.3) 

1 (1.1) 

2 (2.2) 

2 (2.2) 

4 (4.4) 

Stage at diagnosis, n (%) 

 Stage 1 

 Stage 2 

 Stage 3 

 Stage 4 

 Other/unknown 

 

14 (15.6) 

32 (35.6) 

13 (14.4) 

19 (21.1) 

12 (13.3) 

Time from diagnosis to remission, n 

(%) 

 Under 1 year 

 1-2 years 

 2-3 years 

 3-4 years 

 4-5 years 

 Over 5 years 

 

52 (57.8) 

26 (28.9) 

9 (10) 

1 (1.1) 

0 (0) 

2 (2.2) 

Types of treatment received, n (%) 

 Chemotherapy 

 Immunotherapy 

 Radiation therapy 

 Stem cell transplants 

 Surgery 

 Targeted therapy 

 

84 (93.3) 

9 (10) 

29 (32.2) 

10 (11.1) 

36 (40) 

2 (2.2) 
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 Hormone therapy 

 Other 

6 (6.7) 

3 (3.3) 

Length of time received active 

treatment, n (%) 

 Under 1 year 

 1-2 years 

 2-3 years 

 3-4 years 

 4-5 years 

 Over 5 years 

 

 

58 (64.4) 

24 (26.7) 

5 (5.6) 

2 (2.2) 

0 (0) 

1 (1.1) 

Age during treatment, n (%) 

 13-24 years 

 ≥12 years and between ages 13-

24 

 

87 (96.7) 

3 (3.3) 

Approx. when treatment finished, n (%) 

 6-12 months ago 

 12-24 months ago 

 Over 24 months ago 

 

19 (21.1) 

23 (25.6) 

48 (53.3) 

Time in remission, n (%) 

 Under 1 year 

 1-2 years 

 2-3 years 

 3-4 years 

 4-5 years 

 Over 5 years 

 

19 (21.1) 

18 (20) 

15 (16.7) 

12 (13.3) 

10 (11.1) 

16 (17.8) 

Other physical health conditions, n (%) 

 Yes 

 No 

 

21 (23.3) 

69 (76.7) 

Note: Participants could choose multiple responses for types of treatment received. 

Additionally, participants had to state any other physical health conditions. 

 

Question 1: What are the associations between FCR, Illness Perception and Mental 

Health? 

 

i) Correlation Analysis  

 Tests for normality of distribution were conducted, which indicated that the data 

was not normally distributed. Therefore, Spearman’s correlations were performed to 

analyse the associations between the studies target variables. Significant associations 

were seen between all the target variables. Specifically, high FCR associated with more 

negative overall illness perceptions (r ≥ 0.6), with the specific perceptions of 

consequences, illness concern, and emotional representation being particularly strongly 

associated with high FCR (r ≥ 0.5). Both a high FCR and more negative illness 
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perceptions were also associated with poorer mental health on the GAD-7 and PHQ-9 (r 

≥ 0.4; Table 3.6).
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Table 3.6 

Spearman’s Correlations  Between Age, Gender, Illness Perceptions, FCR, Anxiety and Depression  

 

 1 2 3 4 5 6 7 8 9 10 11 12 13 14 

1. Age 1.00              

2. Gender .12* 1.00             

3. BIPQ - 

Consequences 

.37** .09 1.00            

4. BIPQ – Timeline -.12 -.05 .52** 1.00           

5. BIPQ – Personal 

Control 

-.00 -.05 .31** .21* 1.00          

6. BIPQ – 

Treatment Control 

.01 -.17 .28** .42** .21* 1.00         

7. Identity -.26* .13 .64** .54** .01 .22* 1.00        

8. Illness Concern -.31** .05 .63** .26* .23* .22* .42** 1.00       

9. Coherence -.09 -.13 .06 .10 .12 .50** -.04 .16 1.00      

10. Emotional 

Representation 

-.32** .19 .53** .05 .31* .10 .22* .58** .04 1.00     

11. BIPQ Total -.26* -.04 .79** .70** .45** .62** .64** .68** .39** .50** 1.00    

12. FCRI-SF Total -.18 .08 .62** .28** .37** .20 .33** .59** .12 .62** .62** 1.00   

13. GAD-7 Total -.32** .13 .53** .06 .36** .06 .23* .45** .11 .68** .44** .60** 1.00  

14. PHQ-9 Total 

 

-.30** .20 .55** .16 .32** .21* .29** .47** .10 .60** .49** .57** .82** 1.00 

Key: BIPQ – Brief Illness Perception Questionnaire; FCRI-SF – Fear of Cancer Recurrence Inventory-Short Form; GAD-7 - Generalised 

Anxiety Disorder Assessment; PHQ-9 – Physical Health Questionnaire; * Correlation is significant at the 0.05 level; ** Correlation is 

significant at the 0.01 level. 



94 
 

 

ii) Regression analysis 

 Hierarchical multiple regression analyses were conducted to investigate the 

potential interaction of illness perceptions on the FCR–mental health association. The 

data was checked and met the eight assumptions needed for completing a multiple 

hierarchical linear regression (see supplementary information). 

 

Anxiety. The first set of regression models explored the potential interaction of 

overall illness perceptions on FCR–Anxiety (GAD-7). Model 2, which included total 

FCR score, age, and gender, explained 41.1% of the variance in total GAD-7 scores. 

However, adding overall illness perception scores did not significantly increase the 

amount of variance explained (Model 3; Table 3.7). 

Table 3.7 

Hierarchical Linear Regression for Anxiety, including Age, Gender, FCR Scores and 

Total Illness Perception Scores 

Key: BIPQ – Brief Illness Perception Questionnaire; FCRI-SF – Fear of Cancer 

Recurrence Inventory-Short Form; ** Significance at the 0.01 level. 

 

Model 3 (which included overall illness perception scores, total FCR scores, 

age, and gender) was a significant predictor of anxiety scores, F (4,85) = 15.20, p = 

.000. Within this, higher FCR (β = .49, p = .000) and younger age (β = -.32, p = .045) 

showed a significant main effect, with gender (β = 1.18, p = .246) and BIPQ total not 

showing significance (β = .04, p = .373). This indicates that FCR predicted anxiety 

scores above and beyond gender and overall illness perceptions.  

Despite the total illness perception score not being a significant predictor of the 

anxiety and FCR association, the correlational analysis showed associations between the 

illness perception sub-scales and both anxiety scores and FCR scores. A post-hoc 

regression was therefore completed to investigate if any of the specific illness 

perception sub-scales explained any variance in the FCR-Anxiety relationship. Model 9 

(which included the 8 individual BIPQ sub-scales scores, total FCRI scores, age, and 

gender) was significant and explained 57.1% of the variance in total GAD-7 scores 

(Table 3.8).  

 

Model b SE b β R² 

Model 3.  

   Age 

   Gender 

   FCRI-SF Total 

   BIPQ Total 

 

-.32 

1.18 

.49 

.04 

 

.16 

1.01 

.10 

.05 

 

-.18 

.10 

.51 

.10 

 

 

 

 

.42 
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Table 3.8 

Hierarchical Linear Regression for Anxiety, including Age, Gender, FCR Scores and 

Individual Illness Perception Sub-Scale Scores 

Key: FCRI-SF – Fear of Cancer Recurrence Inventory-Short Form; * Significance at 

the 0.05 level; ** Significance at the 0.01 level. 

 

Model 9 (which included the 8 individual BIPQ sub-scales scores, total FCRI 

scores, age, and gender) was a significant predictor of anxiety scores, F (11,78) = 9.42, 

p ≤ .000. Within this, higher FCR had a significant main effect (β = .28, p = .008), as 

did the illness perceptions of timeline (β = -.39, p = .023), personal control (β = .41, p = 

.040), and emotional representation (β = .80, p = .004). This indicates that these 3 

specific illness perceptions predicted the relationship between FCR-Anxiety. 

 

Depression. The second regression models explored the potential interaction of 

illness perceptions on the FCR–Depression (PHQ-9) link. Model 3 (which included 

total FCR scores, overall illness perception scores, age, and gender) was significant and 

explained 41.9% of the variance in total PHQ-9 scores (Table 3.9). 

 

 

 

 

 

 

 

 

 

Model b SE b β R² 

Model 9.  

   Age 

   Gender 

   FCRI-SF Total 

   Consequences 

   Timeline 

   Person control 

   Treatment control 

   Identity 

   Illness concern 

   Coherence 

   Emotional rep. 

 

-.13 

.73 

.28 

.51 

-.39 

.41 

-.32 

.14 

.26 

.33 

.80 

 

.16 

.94 

.10 

.30 

.17 

.20 

.22 

.23 

.24 

.20 

.27 

 

-.07 

.06 

.29 

.23 

-.23 

.19 

-.14 

.06 

-.11 

.15 

.33 

 

 

 

 

 

 

 

 

 

 

 

.57 
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Table 3.9 

Hierarchical Linear Regression for Depression, including Age, Gender, FCR Scores 

and Total Illness Perception Scores 

Key: BIPQ – Brief Illness Perception Questionnaire; FCRI-SF – Fear of Cancer 

Recurrence Inventory-Short Form; * Significance at the 0.05 level; ** Significance at 

the 0.01 level 

 

Model 3 (which included total FCR scores, total BIPQ scores, age, and gender) 

was a significant predictor of depression scores, F (4,85) = 15.34, p = .036. Within this, 

higher FCR (β = .45, p = .000), BIPQ total (β= .11, p = .036) and female gender (β = 

2.35, p = .044) showed a significant main effect, with age (β = -.25, p = .173) not 

showing significance. This indicates that both overall illness perceptions and gender 

predicted the relationship between FCR-Depression. 

A post-hoc regression was completed to investigate whether any specific illness 

perceptions were significant predictors of FCR-Depression. Model 3 (which included 

total FCR scores, the consequence illness perception subscale, age, and gender) 

significantly explained 42.3% of the variance in total PHQ-9 scores. However, 

individually adding the other 7 illness perception sub-scales did not significantly 

increase the amount of variance explained (Model 9; Table 3.10).  

 

 

 

 

 

 

 

 

 

 

 

 

 

Model b SE b β R² 

Model 3.  

   Age 

   Gender 

   FCRI-SF Total 

   BIPQ Total 

 

-.25 

2.35 

.45 

.11 

 

.18 

1.17 

.12 

.05 

 

-.12 

.17 

.40 

.23 

 

 

 

 

.42 
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Table 3.10 

Hierarchical Linear Regression for Depression, including Age, Gender, FCR Scores 

and Individual Illness Perception Sub-Scale Scores 

Key: FCRI-SF – Fear of Cancer Recurrence Inventory-Short Form; * Significance at 

the 0.05 level; ** Significance at the 0.01 level 

 

Model 9 (which included the 8 individual BIPQ sub-scales scores, total FCRI 

scores, age, and gender) was a significant predictor of depression scores, F (11,78) = 

6.56, p = .000. However, within this, only higher FCR had a significant main effect (β = 

.31, p = .021), with no significant effects for gender, age, or any of the BIPQ subscales. 

Thus, indicating that none of the specific illness perception domains, predicted the 

relationship between FCR-Depression. 

 

Question 2: Do illness perceptions mediate the association between high FCR and 

poorer mental health? 

 Anxiety. A mediation analysis was completed to investigate whether there was 

an indirect effect of illness perception scores, within the total effect seen between FCRI 

scores and GAD-7 scores (Figure 2.2). 

 

 

 

 

 

 

 

 

 

Model b SE b β R² 

Model 9.  

   Age 

   Gender 

   FCRI-SF Total 

   Consequences 

   Timeline 

   Person control 

   Treatment control 

   Identity 

   Illness concern 

   Coherence 

   Emotional rep. 

 

-.16 

2.08 

.31 

.59 

-.34 

.32 

.22 

.10 

-.01 

.05 

.47 

 

.19 

1.17 

.13 

.38 

.21 

.25 

.27 

.29 

.30 

.25 

.34 

 

-.08 

.15 

.28 

.24 

-.18 

.13 

.08 

.04 

-.01 

.02 

.17 

 

 

 

 

 

 

 

 

 

 

 

.48 
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Figure 2.2 

Illness Perceptions Mediation Model of FCR-Anxiety 

 

 

 

  

 

 

 

  

The indirect effect of illness perceptions on the FCR-Anxiety interaction was not 

significant, due to the bootleg confidence intervals including 0 [Effect = .05, 95% C.I. (-

.07, .19)]. Illness perceptions therefore do not significantly mediate the total effect (β = 

.55) seen between FCRI total scores and GAD-7 total scores. 

Depression. A mediation analysis was completed to investigate whether there 

was an indirect effect of illness perception scores, within the total effect seen between 

FCRI scores and PHQ-9 scores (Figure 2.3). 

Figure 2.3 

Illness Perceptions Mediation Model of FCR-Depression 

 

 

 

 

 

 

The indirect effect of illness perceptions on the FCR-Depression interaction was 

significant, due to the bootleg confidence intervals not including 0[Effect = .14, 95% 

C.I. (.02, .28)]. Illness perceptions therefore significantly mediate the total effect (β = 

.59) seen between FCRI total scores and PHQ-9 total scores. Specifically, FCRI scores 

 

 

 

  

 a = 1.2981** b = .1100** 

 

 

 c’ = .4499** 

M = Total BIPQ 

Score 

Y = PHQ-9 

Total Score 

X = FCRI Total 

Score 
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account for 75.9% of PHQ-9 scores in TYA cancer survivors, but 24.1% is accounted 

for through the illness perceptions of these TYAs.  

Discussion 

This study aimed to investigate the associations between illness perceptions, 

FCR and mental health in TYA cancer survivors. We found that more negative illness 

perceptions were associated with a higher FCR and more severe anxiety and depression. 

Within this, the illness perceptions of illness concern, consequences, and personal 

control were most strongly associated with all outcome variables. High FCR was further 

shown to be predictive of worse mental health outcomes, with illness perceptions 

interacting differently within the FCR-anxiety and the FCR-depression associations. For 

depression, total illness perceptions predicted the relationship between FCR-depression, 

and significantly mediated the relationship between FCR and depression. Contrastingly, 

for anxiety, total illness perceptions did not predict the relationship between FCR-

Anxiety, but the specific illness perceptions of timeline, personal control, and emotional 

representation did.  

Our novel finding that high FCR was associated with more negative illness 

perceptions in TYA cancer survivors (hypothesis 1 supported) fits with findings about 

FCR and illness perceptions in adult populations (e.g., Kaptein et al., 2015; Phillips et 

al., 2013). Due to the shared theoretical underpinning of the CSM (Leventhal, Meyer & 

Nerenz, 1980; Leventhal, 1984) of both illness perceptions and FCR, this association is 

perhaps not surprising. It is likely that the cognitive representations that underpin FCR 

(e.g., around cancer timeline or perceived control) overlap with the cognitive 

representations that underpin illness perceptions (e.g., around illness timeline or 

personal control). Consistent with this, we found significant positive correlations 

between individual illness perceptions and FCR scores which suggests that these 

constructs may be conceptually partially overlapping. 

Our second hypothesis was supported by our finding that high FCR and more 

negative illness perceptions were both associated with worse mental health outcomes, 

and by the novel finding, that high FCR was predictive of worse mental health 

outcomes, namely anxiety and depression. Additional to this, our third hypothesis was 

supported by the finding that illness perceptions predicted and mediated the association 

between FCR and mental health outcomes. This builds on the emerging evidence base 

(Sun et al., 2019; Thong et al., 2018; Wroot et al., 2020) and suggests that both illness 

perceptions and FCR are important and potentially contributing factors in the mental 

health outcomes of TYA cancer survivors. This finding is of particular importance when 
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considering the increased vulnerability TYAs already have for mental health difficulties 

following cancer treatment (Kosir er al, 2019; Moss et al., 2021), at a time when they 

are also undergoing distinct psycho-emotional changes (Abrams, Hazen & Penson, 

2007; Blakemore & Choudhury, 2006). 

The finding that high FCR was associated with worse mental health outcomes is 

not surprising, particularly with anxiety. FCR is defined as the fear or worry that cancer 

will return (Vickberg, 2003), while anxiety is defined as the experience of persistent, 

excessive, and unfocused worry and anxiety (NICE, 2011; Tyrer & Baldwin, 2006). It is 

likely that this experience of excessive worry is consistent across the constructs of FCR 

and anxiety. However, the links between FCR and anxiety need exploring further to 

understand how these constructs interact. I.e., do TYAs who are anxious fear most 

things, including cancer recurrence? Or is the experience of anxiety related to FCR 

different and so needs specific understanding and informed care? 

 Whilst overall illness perceptions did not predict the relationship between FCR-

anxiety, the individual illness perceptions of timeline, personal control, and emotional 

representation, were shown to be predictive (more negative perceptions predicting a 

more negative interaction). The CSM of illness self-regulation suggests that someone’s 

cognitive and emotional representations of their illness precede and influence their 

physical and emotional coping responses (McAndrew et al., 2019). In line with this, it is 

possible that these individual cognitive and emotional illness perceptions (i.e., thinking 

you have no control; thinking that cancer will last for longer; experiencing a greater 

emotional impact due to having cancer), may more directly associate with the emotional 

response of experiencing anxiety and uncertainty. However, while these individual 

perceptions may play a predictive role and could be used to predict TYA FCR-Anxiety 

levels, overall illness perceptions did not significantly mediate the total effect seen 

between FCR and anxiety. This suggests that while a potential clinical marker, targeting 

overall illness perceptions may not reduce FCR and anxiety. Therefore, FCR and 

anxiety may need to be targeted more directly, through evidence-based approaches, 

such as cognitive-behavioural therapy (CBT) for anxiety (NICE, 2014).  

Contrastingly, we found that more negative overall illness perceptions were 

predictive of the association between high FCR-depression, mediating the relationship 

seen between FCR and depression, and accounting for 24.1% of the variance. It may be 

that more negative illness perceptions associate directly with factors associated with 

depression. For example, more negative cognitive and emotional perceptions may 

contribute to a negative thinking bias or a feeling of hopelessness, which are common 
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symptoms and perpetuating factors of depression (Beck, 1979). With the CSM model in 

mind, this would suggest that more negative illness perceptions and higher FCR (both 

underpinned by negative cognitive and emotional representations of cancer), influence 

depressive thinking styles and feelings to predict depression (i.e., they influence worse 

emotional coping responses). However, it is also possible that the reverse interaction 

could be true and that a negative thinking bias could influence the development of more 

negative illness perceptions, or that the interaction is bi-directional. It may be that 

overall illness perceptions are an important factor in the association between FCR and 

depression and could act as a potentially modifiable treatment target, as a way of 

reducing FCR and improving depression. However, further longitudinal research is 

needed to develop a causal understanding. 

Strengths and Limitations 

 Following our pre-registered data analysis plan increases the replicability of our 

findings and prevented ad-hoc decisions, minimising the risk of bias or false positives 

(Moore, 2016). We also controlled for important covariates which were decided upon a 

priori (gender and age) to further minimise the risk of bias. We acknowledged that there 

is a potential conceptual overlap between emotional representations (within illness 

perceptions), anxiety and FCR, owing to the nature of worry/fear in all three constructs. 

Therefore, tests for multicollinearity were conducted to increase the reliability of this 

analysis. These tests demonstrated that the data did not show multicollinearity, 

suggesting distinct functions in each construct. However, future research exploring the 

conceptual similarities and differences of these constructs would be helpful. The use of 

the CHERRIES checklist (Eysenbach, 2004) additionally improved the quality of the 

web-based survey. 

However, our research was cross-sectional in nature, which means that causality 

cannot be established (Fiedler, Schott & Meiser, 2011). Therefore, while illness 

perceptions were found to mediate the relationship between FCR-depression, we cannot 

say which variable precedes another in this relationship (i.e., whether more negative 

illness perceptions precede worse FCR). Although cross-sectional exploration does not 

allow us to determine the direction of these relationships, a mediation analysis allowed 

inferences to be made about the potential dual roles of illness perceptions, as both a 

potential cause and effect of high FCR and lower mood. Given the lack of prior research 

on how illness perceptions, FCR and mental health link in TYA cancer survivors, this 

initial investigation within a cross-sectional design provides useful information to 

inform future longitudinal research. 
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While we endeavoured to recruit across the UK to increase generalisability, our 

sample predominantly identified as British (91.1%). This is higher than the national 

figure, which suggests that 13.4% of people living in England and Wales were born 

outside the UK (Census Data, 2011). Furthermore, limiting recruitment to the UK 

means that we had a western, educated, industrialised, rich and democratic cultural 

sample (WEIRD; Henrich, Heine & Norenzayan, 2010). Particularly because illness 

perceptions may be culturally and contextually specific, we cannot assume that these 

findings would generalise to other cultures. Due to the design and ethical approval of 

this study, we were unable to compare full data responders with partial completers. This 

additionally makes it difficult to comment on how representative the sample of TYA 

cancer survivors was, as there may have been differences in the social graces of 

completers vs partial completers. It is an acknowledged limitation that online surveys 

are at greater risk of a self-selection bias (Bethlehem, 2010), however an online survey 

was used due to offering a convenient and cost-effective way of reaching young 

populations from a broad range of regions. 

Despite using the CHERRIES checklist (Eysenbach, 2004) to increase the 

quality of the survey, it is important to note the limitations of the study design. One 

limitation was that the questionnaires were presented to all participants in a fixed order, 

which increases the possibility of carry over effects. It is possible that completing a 

questionnaire on FCR, made participants feel lower in mood or more anxious, which 

could have influenced how they then rated the mood questionnaires. Therefore, it may 

be helpful for future studies to avoid this by presenting questionnaires in a randomised 

order. A second limitation is that there was a high number of analyses conducted on a 

single dataset, which can increase the likelihood of Type 1 errors. Therefore, to increase 

the reliability of this study, more research is needed to explore if these findings are 

replicated.  

Implications for research and clinical practice 

Based on our findings, it could be that interventions targeted at improving illness 

perceptions may be a way to target both FCR and depression in TYAs. Interventions 

targeting illness perceptions tend to include psychoeducation around illness perceptions 

and individual-specific plans aimed at adjusting unhelpful individual negative 

perceptions, and have shown promise in other populations (e.g., diabetes; Keogh et al., 

2007; myocardial infarction; Petrie et al., 2002) but needs exploration within cancer and 

young people. Discovering effective and efficacious ways of improving illness 
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perceptions, while also improving FCR levels and mental health, would not only be 

clinically effective, but also time and cost effective. 

As well as the potential for targeted future interventions, our findings suggest 

that it is important for clinicians to hold FCR and illness perceptions in mind when 

working with TYA cancer survivors now. Our findings suggest that illness perceptions 

and FCR can help clinicians understand and formulate TYAs experience of anxiety and 

depressive symptomatology. For young people who are anxious, the illness perceptions 

that may be most helpful to explore are their perceptions around cancer timeline, 

personal control, and emotional representation. While for young people who are 

depressed, it may be helpful to explore overall illness perceptions. Although our 

findings are cross-sectional, this still suggests that based on the formulation generated, 

interventions (e.g., cognitive and behavioural strategies – such as thought challenging) 

may be a helpful way to target perceptions and begin to improve outcomes. Clinicians 

could also routinely measure FCR (using the FCRI-SF) and illness perceptions (using 

the BIPQ), to aid in the assessment, formulation, and intervention related to illness 

perceptions, FCR and mental health. Although TYA services within the UK do not 

discharge patients when they enter remission, the frequency of clinical contact 

significantly reduces. This currently means that TYAs are having to deal with the 

challenges of high FCR and poor mental health largely on their own. It may therefore be 

helpful for services to be expanded to ensure young people are supported for longer 

and/or more intensely when in remission, or for a new service provision to be provided, 

specifically for TYA survivors. 

Importantly, future research needs to explore the association between FCR and 

illness perceptions and their effect on mental health longitudinally. This will help 

establish better understanding within this relationship and investigate how this 

relationship changes or adapts over time. By building an understanding of what comes 

first (i.e., negative illness perceptions, more severe FCR or worse mental health) or if in 

fact this relationship is bi-directional, research can help inform both where and when 

clinical intervention should be targeted. It may be that cancer health care professionals 

could focus on tackling specific illness perceptions and FCR as a way of also targeting 

anxiety/depression. This would be a more efficient and efficacious way of supporting 

young people, who would likely have to wait longer to access a specific mental health 

service for support. 

Longitudinal research also needs to explore and further conceptualise FCR and 

its relationship to mental health outcomes. Our research found that cross-sectionally 
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high FCR associated with worse mental health outcomes. However, a question remains 

as to when FCR reaches a level that it begins to predict poor mental or physical health 

outcomes. For example, it is possible that a certain level of FCR could be considered 

adaptive, as a low level of anxiety around recurrence could help TYAs make helpful 

health related decisions (e.g., attend check-ups). Longitudinal research is needed to 

explore this possibility and investigate if there is a point in which FCR transitions from 

adaptive to maladaptive. Understanding when FCR becomes problematic and starts to 

predict poorer mental health, could inform future clinical practice as to when 

intervention and support is required. Building this conceptual understanding of FCR 

over time and how it associates with both illness perceptions and mental health, will be 

important in informing future clinical practice, policy, and guidelines.  

Conclusion 

 We found that illness perceptions and FCR are significantly associated, and both 

predict mental health outcomes. Overall illness perceptions predict depression, while 

the specific illness perceptions of timeline, personal control, and emotional 

representation predict anxiety. Additionally, overall illness perceptions mediate the 

relationship between FCR and depression, but do not mediate the relationship between 

FCR and anxiety. This suggests that FCR and illness perceptions are important factors 

in the experience of TYA cancer survivors, which could help explain their vulnerability 

to mental health difficulties and should be considered within clinical interventions and 

services. We highlight the need for longitudinal and cross-cultural investigations to 

explore these relationships further, to improve understanding and inform future clinical 

practice and care.  
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Executive Summary 

Literature Review 

Long-Term Conditions (LTCs) are the most common physical illness that 

children and young people (CYP) experience. Compared to physically healthy peers, 

children and young people with LTCs are four times more likely to experience mental 

health difficulties. To best support young people with LTCs, it is important to 

understand what factors might predict or protect their mental health. This review was 

conducted to explore if illness perceptions (how someone views their illness), might act 

as one of these factors. Literature was identified which looked at the links between 

illness perceptions and mental health in children and young people with LTCs. The 

literature showed that there were consistent links between more negative illness 

perceptions and worse mental health outcomes, across a range of LTCs. Further 

research is needed to continue to explore the relationship between illness perceptions 

and mental health in young people with LTCs, to better understand if and how illness 

perceptions could predict or protect against mental health difficulties.  

 

Service-Related Project 

 Within mental health services there is a high number of people with personality 

disorders, particularly with Emotionally Unstable Personality Disorder (EUPD). 

Individuals with EUPD can present with challenging behaviour, such as being very 

impulsive, more aggressive, and can show higher levels of ‘risky’ behaviours (e.g., self-

harm and suicidality). Due to the challenging nature of working with clients with 

EUPD, mental health staff can report poor attitudes both towards clients and working 

with clients with EUPD. Following an away day between the Recovery Team and 

Complex Psychological Interventions (CPI) Team in a community mental health 

service, the recovery team identified five areas they felt they would benefit from support 

with: To better understand the emotional impact of EUPD for clients, to feel more 

confident when working with clients with EUPD, to better understand the diagnosis of 

EUPD, to feel like their practice with clients with EUPD was worthwhile and evidence-

based, and to better accept and tolerate the distress and uncertainty they felt when 

working with clients with EUPD. This project aimed to evaluate the subsequently 

designed skills-based education programme, which was aimed at supporting staff to 

work more confidently with clients with EUPD. The programme included a resource 

pack, alongside reflective practice, and education/skills training sessions. The results 

showed no significant changes in care coordinator attitude scores pre- and post- the 
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service intervention, suggesting that the intervention did not improve the recovery team 

members attitudes towards working with clients with EUPD. The results generate the 

need for considerations around how service interventions should be designed and 

delivered in the context of Covid-19. 

 

Main Research Project  

In the UK, around 2,500 teenage and young adults (aged 15-24) are diagnosed 

with cancer every year, with survival rates increasing to 80% over the last decade. 

Teenagers and young adults are a unique population because they must navigate the 

challenges associated with their cancer, while also undergoing the same development as 

any other adolescent. Therefore, it is unsurprising that facing cancer as a teenager is 

associated with difficulties, including worsening mental health. These difficulties with 

mental health can continue and even get worse when cancer treatment stops. One factor 

associated with this is the ‘Fear of Cancer Recurrence’ (FCR), which is described as a 

fear or worry that cancer will return or progress. To best support young adult cancer 

survivors, it is important to understand what factors might predict or protect their 

mental health. In other age groups, there is evidence that one such factor might be 

illness perceptions. However, there is limited research examining the links between 

FCR, illness perceptions and mental health in teenage and young adult cancer survivors, 

which is what this study aimed to do. An online study was completed by 90 cancer 

survivors, aged 16-30 years. The study highlighted three main findings. Firstly, more 

negative illness perceptions were linked with higher FCR and worse depressive and 

anxiety symptoms. Secondly, higher FCR was predictive of worse mental health. 

Thirdly, more negative illness perceptions could influence the relationship between 

FCR and mental health. This suggests that both illness perceptions and FCR are 

important factors in teenage and young adult cancer survivors experience of mental 

health. There is a need for further research to understand these links better, to help 

inform future care. The theoretical and clinical implications of these findings were also 

discussed.  
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Appendices 

Appendix 1: Literature Review: Example Search Terms 

 

Children and Young People Search Terms 

 

“Adolescent” OR “Child” OR “Preschool Child” OR “Infant” OR “Minors” OR 

“Pediatrics” ti,ab,id 

(adolesc* or preadolesc* or pre-adolesc* or boy* or girl* or child* or infan* or 

preschool* or pre-school* or juvenil* or minor* or pe?diatri* or pubescen* or pre-

pubescen* or prepubescen* or puberty or teen* or young* or youth* or school* or 

high-school* or highschool* or schoolchild* or school child*) ti,ab,id 

 

Long Term Conditions Search Terms 

 

Long Term Condition  Keywords/search terms 

Allergic rhinitis  “Allergic Rhinitis”/exp 

Allergy/anaphylaxis Allerg* (af.) OR anaphyl* (af.) OR Allergic disorders (af.) 

OR Allergic skin disorders (af.) 

Anaemia/Fanconi Anaem* (af.) OR “Fanconi Anaemia” (af.) OR Anem* (af.) 

OR “Fanconi Anemia”/exp OR Anemia/exp 

Angina  Angina pectoris/exp OR Heart Diseases/exp OR Angina 

(af.) 

Arrhythmia Arrhythm* (af.) OR Arrhythmias (Cardiac)/exp 

Asthma Asthma* (af.) OR Asthma/exp 

Atrial Fibrillation Atrial fibrillation/exp  

Autoimmune Diseases  Autoimmune diseases/exp OR “Autoimmune disease” (af.) 

OR “immunologic disorders” (af.) 

Blood Disorders “Blood disorders” (af.) OR “blood disorder” (af.) 

Burn Injuries Burns/expb OR burn (af.) OR “burn injuries” (af.) 

Cancer  Neoplasms/exp OR Cancer* (af.) OR oncolog* (af.) OR 

Oncology (af.) 

Childhood constipation Constipat* (af.) OR Fecal Incontinence/exp OR Colon 

disorders (af.) OR Constipation/exp 

Crohn’s disease/ 

Ulcerative colitis 

crohn’s (af.) OR Crohn Disease/exp OR Ulcerative 

colitis/exp OR Inflammatory Bowel Disease/exp OR IBD 

(af.) OR “Colon Disorders” (it.) OR Gastrointestinal 

Diseases/exp 

Chronic Fatigue 

Syndrome/ME 

“chronic fatigue” (af.) OR CFS (af.) OR “Myalgic 

encephalomyelitis” (af.) OR “Chronic Fatigue 

Syndrome”/exp 

Chronic Gout Gout/exp OR Gouty (af.) OR “Gouty arthritis”/exp 

Chronic Kidney 

Disease  

“Kidney disease” (af.) OR “Kidney failure” (af.) OR 

“Kidney diseases”/exp 

Chronic Obstructive 

Pulmonary Disease 

(COPD) 

COPD (af.) OR “chronic pulmonary disease” (af.) OR 

“chronic obstructive pulmonary disease”/exp OR “Lung 

Diseases”/exp 

Chronic Pain “chronic pain” (af.) OR “Chronic Pain”/exp 

Chronic Sarcoidosis Sarcoidosis/exp OR sarcoid* (af.) 
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Coeliac Disease “Coeliac disease” (af.) OR Coeliac* (af.) OR Celiac* OR 

“Celiac Disease”/exp 

Connective Tissue 

Diseases  

“Connective tissue disease” (af.) OR “Connective tissue 

diseases”/exp OR Arthritis/exp OR “Juvenile arthritis”/exp 

OR Lupus (af.) OR “Rheumatoid Arthritis”/exp OR 

Arthritis (af.) 

Coronary Heart disease “Coronary Heart Disease” (af.) OR “Coronary disease”/exp 

OR “Heart Disease” (af.) OR “Heart Diseases”/exp OR 

“Heart Disorders” (af.) OR “Cardiovascular Diseases”/exp 

Cystic Fibrosis “Cystic Fibrosis” (af.) OR CF (af.) OR “Cystic 

Fibrosis”/exp OR Lung Diseases/exp 

Diabetes (type 1) Diabet* (af.) OR Diabetes (af.) OR “Diabetes Mellitus”/exp 

Eczema Eczema* OR Eczema/exp OR Dermatitis (Atopic)/exp 

Endocrine disorders Endocrine (af.) OR “Endocrine Diseases” (af.) OR 

“Endocrine disease” (af.) Thyroid Diseases/exp OR 

Adrenal (af.) OR “Endocrine System”/exp OR Endocrine 

System Diseases/exp 

Endometriosis Endometri* OR Endometriosis/exp 

Epilepsy Epilep* (af.) OR Epilepsy/exp OR “Epileptic Seizures” 

(af.) OR Seizures/exp 

Fibromyalgia Fibromyalgia (af.) OR Fibromyalgia/exp 

Haemophilia   Haemophil* (af.) OR Hemophil* (af.) OR Hemophilia (af.) 

OR Blood disorders (af.) 

Heart Failure “Heart Failure”/exp OR Heart Diseases/exp OR 

Cardiovascular diseases/exp 

Hepatitis B “Hepatitis B”/exp OR Hepatitis/exp OR Toxic hepatitis 

(af.) 

HIV HIV/exp OR “Human Immunodeficiency Virus” (af.) OR 

HIV (af.) 

Hives Hives (af.) OR Urticaria/exp 

Hyper/hypotension Hypertens* (af.) OR Hypotens* OR “High Blood Pressure” 

(af.) OR Hypertension/exp OR Hypotension/exp OR Blood 

pressure disorders (it.) 

Incontinence   Incontinen* (af.) OR “Urinary Incontinence” (it.) 

Lung disease “Lung diseases” (af.) OR “Lung disease” (af.) OR “Lung 

disorder” (af.) OR “Lung disorders” (af.) OR “Lung 

fibrosis” (af.) OR Lung disorders (af.) 

Migraine “Migraine-neuralgia” (af.) OR Migraine (af.) OR “Migraine 

Disoders”/exp “Migraine Headache” (af.) OR “Muscle 

Contraction Headache” (af.) OR Tension-Type 

Headache/exp OR Headache/exp 

Muscular Dystrophy Muscular diseases/exp OR Muscular dystrophies/exp OR 

Neuromuscular diseases/exp 

Neuralgia Neuralg* (af.) OR Neuralgia/exp OR Trigeminal 

neuralgia/exp 

Peripheral Arterial 

Disease  

"Peripheral Arterial Disease"/exp OR "peripheral vascular 

diseases"/exp OR PAD (af.) 

Polycystic Ovary 

Syndrome 

"polycystic ovary syndrome"/exp OR “polycystic ovaries” 

(af.) OR PCOS (af.) 

Psoriasis Psoriasis/exp OR Psoria* (af.) OR “Skin conditions” (af.) 
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Sickle Cell Disease “Sickle cell” (af.) OR Sickle cell disease (af.) OR Sickle 

Cell Anemia/exp 

Sjörgen’s Syndrome  Sjorgen* (af.) OR Sjorgen’s syndrome/exp 

Sleep disorders “Sleep disorder” (af.) OR “Sleep disorders” (af.) OR “Sleep 

apnoea” (af.) OR Narcolepsy/exp OR Sleep wake 

disorders/exp OR Insomnia (af.) OR Sleep Initiation and 

Maintenance Disorders/exp 

Spina Bifida “Spina bifida” (af.) OR “Spina Dysraphism/exp  

Spinal Injuries “Spinal cord”/exp OR “Spinal disease” (af.) OR “Spinal 

diseases”/exp OR “Spinal injury” (af.) OR “Spinal 

injuries”/exp OR Spinal cord injuries/exp 

Thalassemia Thalassemia/exp OR thalassemia* (af.) 

Thyroid Disease Thyroid (af.) OR Hyperthyroid* (af.) OR Hypothyroid* 

(af.) OR Hypothyroidism/exp OR Hyperthyroidism/exp OR 

Thyroid diseases/exp 

 

 

Illness Perceptions Search Terms 

 

Illness* 

AND percep* OR expect* OR belie* OR represent* OR cognit* OR attitud* 

 

Mental Health Search Terms 

 

“Anxiet*” (af.) or “Anxious*” (af.) or “Anxiety”/exp OR "Anxiety Disorders"/exp 

“Depress*” (af.) OR “Depression”/exp OR "Internal* Disord*” (af) OR "Low Mood" 

(af) OR “Depressive Disorder”/exp 

“Adjustment Disorder*” (af) OR “Adjustment Disorders”/exp 

“Obsessive-Compulsive Disorder”/exp 

“Stress disorders” (af.) OR “Stress disorders, Traumatic”/exp OR “Stress disorders, 

Post-Traumatic”/exp 

“trauma*” (af) 

(((post-trauma* or posttrauma*) adj (stress)) or PTSD) (af). 
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Appendix 2: Confirmation of Approval for a Service-Related Project Received 

from Research and Development 

 

From: Walker Mark (Mark.Walker@ghc.nhs.uk) 

Sent: 17 January 2020 15:13 
To: Horwood Mike (Mike.Horwood@ghc.nhs.uk) 

Subject: RE: Service Evaluation Project Proposal. 

 

Dear Mike 

 

RE: Does a skills-based education programme for care coordinators change their 

attitudes towards and confidence in working with clients with Emotionally 

Unstable 

Local Ref: 20/001/GHCSE 

 

Thank you for sending the final version of the protocol for the above study. This email 

confirms trust approval for your service evaluation on behalf of Gloucestershire Health 

and Care NHS Foundation Trust. 

 

If you have any questions about the approval, please let me know. 

 

Otherwise, good luck with the study. 

 

Kind regards 

 

Mark 

 

 

Mark Walker 
Head of Research and Development 
Gloucestershire Health and Care NHS Foundation Trust 
The Fritchie Centre 
Charlton Lane Centre 
Cheltenham, GL53 9DZ 
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Appendix 3: Service-related project: Information sheet 

 

PARTICIPANT INFORMATION SHEET 

TITLE OF PROJECT 

 

A service evaluation project of a skills-based education programme for care 

coordinators in the Cheltenham recovery team to support working with clients with 

Emotionally Unstable Personality Disorder. Do care coordinators in the recovery team 

have better attitudes towards and feel more confident in working with clients with 

Emotionally Unstable Personality Disorder after engaging in a skills-based education 

programme? 

You are being invited to take part in a service evaluation study. Before you decide it is 

important for you to understand why the study is being done and what it will involve. 

Please take time to read the information carefully and please ask if you would like any 

more information or if something is not clear. 

 

THE PURPOSE OF THE STUDY 

 

Following an away day between the Cheltenham Recovery and Complex Psychological 

Interventions teams, the recovery team identified 5 key areas they felt they would like 

support with when working with clients with an Emotionally Unstable Personality 

Disorder (EUPD): 

1) Staff wanted to better understand the emotional impact of EUPD. 

2) To feel more confident when working with patients with EUPD. 

3) Wanted to better understand the diagnosis of EUPD. 

4) Wanted to feel like they were doing something worthwhile and evidence-based 

when working with people with EUPD. 

5) Wanted to better accept and tolerate the distress and uncertainty they felt when 

working with people with EUPD. 

Following this a pack has been created for care co-ordinators to work through with 

clients with a personality disorder. Alongside this pack, there will be monthly reflective 

practices and psychoeducation/skills training at the end of MDT meetings. This study 

aims to evaluate this “package” and establish whether there is a change in staff 

confidence when working with clients with a personality disorder. 

 

WHY YOU HAVE BEEN CHOSEN 

 

You have been asked to take part in the study because you are a care coordinator within 

the recovery team. 

 

WHAT ARE YOU BEING ASKED TO DO 

 

We would like you to complete a questionnaire prior to the implementation of the pack 

and skills trainings and 6 months following the implementation. You may be asked for 
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some brief feedback on what you found useless and less useful at the 6-month follow 

up. 

 

DO YOU HAVE TO TAKE PART? 

 

You do not have to take part. Once you have read this information sheet and had a 

chance to ask questions about the study, it is completely up to you whether you would 

like to take part. 

If you do decide to take part, you will be asked to complete a consent form. You can 

pull out from the study at any time without having to provide a reason. 

 

WHAT ARE THE POSSIBLE RISK OR DISADVANTAGES OF TAKING 

PART? 

 

We hope that by taking part in the study that your views and experience can inform the 

continued development of the package to best support staff when working with clients 

with a personality disorder. We do not expect any disadvantages or risks from taking 

part in the study. If you do have any concerns, please discuss them with the project lead.  

 

WILL TAKING PART IN THE STUDY BE KEPT CONFIDENTIAL? 

 

Your data in terms of scores from the measures and your feedback on the “package” 

will be kept in a secure place on Trust property. Only the lead researcher and supervisor 

will have access to it. Initially, an ID code will be used, consisting of initials and year of 

birth (e.g. MH1994). However, this is to allow responses to the questionnaire be paired 

at the different time points. Once the responses have been paired, the ID will be 

removed, and the responses will be completely anonymous. Any data, comments or 

quotes used in write ups will be anonymised. 

 

WHAT WILL HAPPEN TO THE RESULTS OF THE STUDY? 

 

The results will be fed back to everyone who has taken part in the study. The write up 

will be submitted to the University of Bath as part of the requirements for completing 

the Doctorate in Clinical Psychology. Others inside and outside the NHS who may find 

it useless to learn from this experience will also receive the final write up and we may 

seek publication in a relevant journal. 

 

None of the people taking part in the study will be identified in any way. 

 

WHO IS ORGANISING AND FUNDING THE STUDY? 

 

The project is being organised by Michael Horwood (Trainee Clinical Psychologist). 

The study is not funded but is supported by the GHC NHS Trust and University of Bath. 

 

WHO HAS REVIEWED THE STUDY? 

 

The study has been checked by the Trust and given approval to take place under NHS 

Governance and Data Protection procedures. 
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WHO CAN I CONTACT FOR FURTHER INFORMATION? 

 

Please contact Michael Horwood or Dr Amy Lawson if you need any further 

information. Thank you for reading the information sheet. 

Michael Horwood (Trainee Clinical Psychologist)    

Email - mike.horwood@ghc.nhs.uk or mh2534@bath.ac.uk    

Working days – Tuesday and Wednesday 

Dr Amy Lawson (Counselling Psychologist)     

Email – amy.lawson@ghc.nhs.uk      

Telephone – 01242 634300 

Working days – Monday-Thursday 

Complex Psychological Interventions Service 

Leckhampton Lodge, Charlton Lane, Cheltenham, GL53 9DZ 
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Appendix 4: Service-related project: Consent Form 

 

 

 

 

 

 

PARTICIPANT CONSENT FORM    Complex Psychological 

Interventions Team 

Leckhampton Lodge 

Charlton Lane 

Cheltenham 

Gloucestershire 

GL53 9DZ 

 

Title of Project 

A service evaluation project of a skills-based education programme for care 

coordinators in the Cheltenham recovery team to support working with clients with 

Emotionally Unstable Personality Disorder. Do care coordinators in the recovery team 

have better attitudes towards and feel more confident in working with clients with 

Emotionally Unstable Personality Disorder after engaging in a skills-based education 

programme? 

Name of Project Lead: Mr Michael Horwood 

   Trainee Clinical Psychologist 

 

Supervised by:  Dr Amy Lawson     Tel No. 

01242 634300 

   Counselling Psychologist 

   Complex Psychological Intervention Service 

   Leckhampton Lodge 

   Charlton Lane  

Please Initial Box 

 

1. I confirm that I have read and understand the participant information sheet  

for the above service evaluation and have had the opportunity to ask questions. 

2. I understand that my participation is voluntary and that I am free to withdraw 

at any time without giving a reason. 

 

3. I agree to allow the researcher to use anonymous quotes in the results. 

 

4. I agree to take part in the above study.  
One copy of the consent form to be kept by Project Lead and one copy to be given to the participant. 

 

 

. . . . . . . . . . . . . . . . . . . . . . . . . . .   . . . . . . . . . . .   . . . . . . . . . . . . . . . . . 

. . . . . . . . . . 

Name of Participant   Date   Signature  

  

 

. . . . . . . . . . . . . . . . . . . . . . . . . . .   . . . . . . . . . . .   . . . . . . . . . . . . . . . . . 

. . . . . . . . . . 

Name of Person taking consent  Date   Signature  

(If different from Project Lead)   
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Appendix 5: Service-related project: Attitude to Personality Disorder 

Questionnaire (APDQ) 

ID code (e.g. MH1994):  
(First letter of first name, surname and year of birth) 
 
Date of completion:  
 
Now please take a moment to reflect upon your experience of working with 
people with personality disorder (PD). 
 
By PD we mean personality disorder by any commonly used diagnostic system, 
including PD combined with other conditions, e.g. Learning Disability, 
Schizophrenia, etc. We recognise that PD patients vary a lot, but these difficult 
people do exist and we do have to manage and treat them. The behaviours typical 
of PD people are impulsive, histrionic, antisocial, immature and paranoid. 
 
For the purposes of this questionnaire we would like you to think about your 
feelings towards PD patients overall. We realise that you may have different 
mixtures of feelings about different PD patients you have come across in the past. 
For this questionnaire we would like to you try and average those out and tell us 
what your responses are in general towards PD people as a whole. 
 
For each response listed below please indicate the frequency of your feelings 
towards people with a personality disorder. Please circle your choice quickly, 
rather than spending a long time considering it.  We want to know your honest, 
gut feelings. 
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1 I like PD people 1 2 3 4 5 6

2 I feel frustrated with PD people 1 2 3 4 5 6

3 I feel drained by PD people 1 2 3 4 5 6

4 I respect PD people 1 2 3 4 5 6

5 I feel fondness and affection for PD people 1 2 3 4 5 6

6 I feel vulnerable in PD people company 1 2 3 4 5 6

7 I have a feeling of closeness with PD people 1 2 3 4 5 6

8 I feel manipulated or used by PD people 1 2 3 4 5 6

9
I feel uncomfortable or uneasy with PD 

people
1 2 3 4 5 6

10 I feel I am wasting my time with PD people 1 2 3 4 5 6
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Thank you for taking the time to complete our questionnaire. Please return it to 
the person who gave it to you. 
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11 I am excited to work with PD people 1 2 3 4 5 6

12 I feel pessimistic about PD people 1 2 3 4 5 6

13 I feel resigned about PD people 1 2 3 4 5 6

14 I admire PD people 1 2 3 4 5 6

15 I feel helpless in relation to PD people 1 2 3 4 5 6

16 I feel frightened of PD people 1 2 3 4 5 6

17 I feel angry towards PD people 1 2 3 4 5 6

18 I feel provoked by PD people behaviour 1 2 3 4 5 6

19 I enjoy spending time with PD people 1 2 3 4 5 6

20
Interacting with PD people makes me 

shudder
1 2 3 4 5 6

21 PD people make me feel irritated 1 2 3 4 5 6

22 I feel warm and caring towards PD people 1 2 3 4 5 6

23 I feel protective towards PD people 1 2 3 4 5 6

24 I feel oppressed or dominated by PD people 1 2 3 4 5 6

25
I feel that PD people are alien, other, 

strange
1 2 3 4 5 6

26 I feel understanding towards PD people 1 2 3 4 5 6

27
I feel powerless in the presence of PD 

people
1 2 3 4 5 6

28
I feel happy and content in PD people 

company
1 2 3 4 5 6

29
I feel cautious and careful in the presence of 

PD people
1 2 3 4 5 6

30 I feel outmanoeuvered by PD people 1 2 3 4 5 6

31
Caring for PD people makes me feel 

satisfied and fulfilled
1 2 3 4 5 6

32 I feel exploited by PD people 1 2 3 4 5 6

33 I feel patient when caring for PD people 1 2 3 4 5 6

34 I feel able to help PD people 1 2 3 4 5 6

35 I feel interested in PD people 1 2 3 4 5 6

36
I feel unable to gain control of the situation 

with PD people
1 2 3 4 5 6

37
I feel intolerant.  I have difficulty tolerating 

PD people behaviour
1 2 3 4 5 6



126 
 

 

Appendix 6: Confirmation of Approval for a Main Research Project Received 

from University of Bath Psychology Research and Ethics Committee 

 

From: psychology-ethics@bath.ac.uk 
Sent: 13 November 2020 18:10 
To: Mike Horwood (mh2534@bath.ac.uk) 
Cc: Maria Loades (mel26)@bath.ac.uk 
Subject: 20-213 

 

Dear  Mike  

Full title of study:  Illness perceptions, fear of cancer recurrence and mental health in 

teenage and young adult cancer survivors  

PREC reference number:  20-213  

   

   

   

On behalf of the Committee, I am pleased to confirm that you have received a 

favourable ethical opinion for the above proposal from the Psychology Research Ethics 

Committee.   

   

However please be aware that a researcher (or supervisor in the case of UG or Masters 

students) is responsible for ensuring full GDPR compliance. Please seek further advice 

from dataprotectionqueries@lists.bath.ac.uk if you have any concerns.   

Under current Covid restrictions, if you are proposing lab based or field research 

involving in-person testing you will also need to get approval from the Psychology 

Research Restart Group (PRRG) before you can start to gather data. More information 

can be found here:   

   

https://wiki.bath.ac.uk/display/PC/Psychology+COVID-19+Home   

   

If you intend to display recruitment posters/materials, please ensure you obtain the 

appropriate permission to do so from those who manage the location(s) you choose.   

Please inform PREC about any substantial amendments made to the study if they have 

ethical implications.   

   

Please make sure you quote your unique PREC code, 20-213, in any future 

correspondence.   

   

  

Rebecca Wise   

On behalf of Psychology Research Ethics Committee   
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Appendix 7: Main Research Project: Information sheet 

 

Participant Information Sheet. 
Thinking about a fear of cancer recurrence and illness perceptions, as well as 

mental health in young people who have survived cancer.  

 

You are being invited to take part in a research study. Before deciding to take part, you 

should understand what the research is about and what you will be doing. Please read 

this information. Let us know if you have any questions by emailing 

FCRresearch@bath.ac.uk. 

This research will take between 20-30 minutes to complete. Please ensure you have 

enough time to complete it. 

 

Why are we doing this research? 
Many people who have survived cancer can experience a fear that it will return, which 

we call ‘fear of cancer recurrence’. Previous studies have found that in both adults and 

children, fear of cancer recurrence can get in the way of their general lives and is related 

to their mental health. However, we don’t yet know very much about fear of cancer 

recurrence in teenage and young adult cancer survivors.  

We want to understand more about fear of cancer recurrence in young people who have 

survived cancer. We think that fear of cancer recurrence might be connected to illness 

perceptions (i.e. how we think about our illness) and to mood. To investigate this, we 

are asking young people, aged 16-30, who survived cancer to fill in questionnaires. 

These measure fear of cancer recurrence, illness perceptions, mood, quality of life, 

fatigue and general functioning.  

 

Do I have to take part? 
No, you do not have to take part.  

If you decide not to take part, you can stop doing the questionnaires at any time before 

you finish. If you choose to stop taking part before you finish, all your information will 

be deleted. You do not have to tell anyone why you do not want to take part or why you 

decided not to finish the questionnaires.  

 

However, if you do finish the questionnaires at the end of the study you will be asked if 

you are happy for your answers to be sent to the research team: 

· Saying “no” means you don’t want your answers to be in the study. This means your 

answers will be deleted. 

 

 

· Saying “yes” means you would like your answers to be used in the study. Ticking this 

means your answers won’t be able to be deleted anymore. 

 

What will I be asked to do if I decide to take part? 

 

1.      If you decide to take part, next you will be asked to fill in a consent form, a 

demographic questionnaire, a clinical information questionnaire and the seven 

questionnaires online.  

2.     Once you have finished the questionnaires online, that is all you need to do.  

If you want to find out more about taking part in the research, you can contact the 

researcher at FCRresearch@bath.ac.uk 
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Do I need to worry about taking part?  
In this study you will fill in questionnaires about your beliefs about whether your cancer 

may recur, and around your thoughts and feelings. Answering questions like this can be 

upsetting. If you feel upset when taking part, you can stop.  

If you do feel sad or worried during or after taking part, it is important to talk to 

someone about this. You can tell loved ones or speak to your GP, school/work 

nurse/counsellor, or support services. Researchers will not tell your GP if you take part 

in this study. Therefore, it might be helpful to let your GP know that you took part in 

the research if you decide to contact them about how you are feeling. 

 

Feeling down or worried?  
If you feel upset after taking part in this project, it is important to think about talking to 

someone. This could be a GP, a school nurse/counsellor or through workplace support. 

These people can help you get support for how you are feeling.  

There are also lots of places that help young people when they are feeling upset. Below 

are some places where you can access more information about mental health difficulties 

and think about accessing support: 

 www.mind.org.uk 

 www.samaritans.org 

www.macmillan.org.uk/cancer-information-and-support/get-help 

 

 

Are there any benefits to taking part?  
Taking part in this study will help us to understand fears about cancer recurring, illness 

perceptions and mental health difficulties in young adults. We hope this will lead to 

better support for young people in the future.  

If you choose to, taking part means you will be entered into a prize draw for a chance to 

win one of five £20 amazon gift vouchers. In order to be entered into the prize draw, 

you will be asked to leave your email address. Your email address would be collected 

and stored separately to any data you have provided in the research to ensure your 

responses remain anonymous. This will be kept until the study ends in May 2022, after 

which your email address will be deleted. You can contact the research team to have 

your information removed at any point before then. 

There is also the opportunity to take part in future studies if you wanted to. If you wish 

to do so, you will similarly be asked to leave your email address. Your email address 

would be kept by Dr Maria Loades (Research Supervisor) until this study ends in May 

2022. After this your email address would be deleted.  

You would only be contacted by researchers involved in this study about future studies. 

That would be Michael Horwood, Dr Maria Loades or Dr Cara Davis.  

If at any point in the future, you decided you no longer wished to be contacted by 

follow up studies you can contact Dr Maria Loades to have your information removed. 

Dr Maria Loades – mel26@bath.ac.uk 

 

Will my answers be confidential?  
Information you provide in this study will be confidential. This means it is kept private. 

All the answers you give will be kept with a number rather than your name. This 

number means that only the research team will be able to link your answers to you. 
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What will happen to my answers after I take part?  
Your answers will be put on to a secure computer file where it will be kept privately 

(with a number not your name). They will be stored online at the University of Bath for 

10 years.  

After this your answers will be securely stored in the University of Bath Archives. 

Archives are a place where information that has been collected in the past is stored so 

that it can be looked at again by researchers if needed.  

If you want a summary of the study results after it has finished, you can ask the 

researcher for this after taking part. Any results from the study that are published will 

not include any identifiable information. 

 

What if I have any questions or if I have a problem? 
If you have questions about this study, you can contact the researchers. Firstly, you 

should contact the main researcher. But you can also contact the research supervisor if 

needed. They will aim to get back to you within two weeks.  

Main researcher – Michael Horwood                     

Email: FCRresearch@bath.ac.uk                                                                                      

Researcher Supervisor - Dr Maria Loades        

 

Who is organising this study?  
This study is being completed by a Clinical Psychologist in training at the University of 

Bath. It is closely supervised by members of staff in the department of Clinical 

Psychology at the University of Bath.  

 

Who has approved this study?  
This study has been given ethical approval by the University of Bath ethics committee. 

If you are unhappy with the way the research is carried out and would like to complain, 

you can do this by contacting Bath University Research Ethics Committee (Email: 

psychology-ethics@bath.ac.uk)  

  

Thank you for taking the time to read this. 
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Appendix 8: Main Research Project: Consent form 

 

Thinking about a fear of cancer recurrence and illness perceptions, as 

well as mental health in young people who have survived cancer.  

Consent Form.     

You will have had a chance to read the Information Sheet. Please select yes in each box 

to indicate that you understand and agree with the statement. If you have any questions 

whilst completing this form, please contact the main researcher by emailing 

FCRresearch@bath.ac.uk. 

 

I confirm that I have read and understand the information sheet for the 

above project  

Yes No 

I have had time to ask any questions I had about the study and am 

happy with the answers 

Yes No 

I have been given enough information about the project to make an 

informed decision about whether I would like to be involved 

Yes No 

I understand that I can stop filling out the questionnaires at any time 

before my answers are submitted, without giving a reason, and my data 

will be withdrawn 

Yes No 

I understand that because the information I provide as part of the study 

is completely confidential, once I have completed the study I will no 

longer be able to withdraw my data 

Yes No 

I agree to the researcher using information I provide to be reported as a 

study and I understand that all my data will be made anonymous 

Yes No 

I understand that researchers from the University of Bath may need to 

look at the anonymous data to make sure that the study is being 

completed properly. I give permission for my anonymous data to be 

looked at if needed 

Yes No 

I give permission for the information I provide to be stored securely at 

the University of Bath for the duration of 10 years after the study is 

completed and then archived in the University of Bath data archive with 

no identifiable data 

Yes No 

I understand that researchers from outside the University of Bath may 

request to have access to the anonymised research data once it has been 

archived. I understand that the data that they have access to will not 

include any information that will allow me to be identified 

Yes No 

I agree to participate in the above named study Yes No 

 

I hereby fully and freely consent to my involvement in this study  

I understand why I am participating in this study and have read the information sheet 

with this form. 

I understand the information I provide will be confidential. No link will be made 

between my name or other identifying information and the information I provide.  

 

 

Date:  

 

If you have any concerns related to your participation in this study please direct them to 

the Department of Psychology Research Ethics Committee (Email: psychology-

ethics@bath.ac.uk). 

Yes No 
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Appendix 9: Main Research Project: Debrief sheet 

 

 

Debrief form 

Fear of cancer recurrence & illness perceptions study 

 
This study is designed to examine the links between beliefs about a fear of cancer 

recurrence, illness perceptions and mood. A fear of cancer recurrence is relatively 

common in survivors and might not lead to any difficulties. However, in other age 

groups, research has shown that a more severe fear of cancer recurrence is linked to 

several negative outcomes (e.g. missing school or work or experiencing poorer mental 

health). Despite this, there has been relatively little research investigating a fear of 

cancer recurrence in young people. Therefore, we wanted to explore the fear of cancer 

recurrence, specifically within this population.  

Particularly in adult research, a fear of cancer recurrence has been associated with 

illness perceptions, i.e. the more negative someone’s beliefs are about their cancer, the 

more likely they are to believe that their cancer will return. While this is useful to know, 

this has not been investigated in young people. This research wanted to focus 

specifically on young people to see if this association occurs.  

Similar to a fear of cancer recurrence, illness perceptions have also been shown to be 

linked to poorer mental health in cancer survivors. Therefore, this research wanted to 

explore if these 3 factors were linked in adolescents and young adults specifically, to 

help inform the care they receive.  

We additionally measured factors, such as quality of life or fatigue, as research has 

shown that these factors may also be related to the mental health of adolescent and 

young adult cancer survivors. 

 

Thank you for participating in our study. If you have found participating in this research 

upsetting or distressing in any way, here is some contact information for sources that 

can provide support:  

·         NHS 111 

·         Samaritans 116 123 / www.samaritans.org  
·         Mind / 0300 123 3393 / www.mind.org.uk 

·         Your GP, school counsellor or university/employee counselling/support service 

·         Macmillan Cancer Support / www.macmillan.org.uk/cancer-information-and-

support/get-help 

 

 

 

Are you happy for your answers to be sent to the researchers running the study? 

·         Saying “no” means you do not want your answers to be in the study. This means 

your answers will be deleted. 

·         Saying “yes” means you would like your answers to be used in the 

study. Ticking this means your answers won’t be able to be deleted 

anymore. 

 

 

If you would like or consent to any of the following, please follow the links below to 

leave your email address. 

 

 

Yes No 
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I would like to be entered into a prize draw to receive one of five £20 amazon vouchers. 

Qualtrics link to leave email. 

 

I consent to being contacted in the future for follow up studies. 

Second Qualtrics link to leave email. 

 

If you consent to being contacted in the future for follow up studies, your email address 

will be kept by Dr Maria Loades (Research Supervisor) until this study ends in May 

2022. After this your email address would be deleted..  

On reasonable request to Dr Maria Loades, this would be made available to colleagues 

or subsequent students.  

If at any point in the future, you decide you no longer wish to be contacted by follow up 

studies you can contact Dr Maria Loades to have your information removed. 

Dr Maria Loades – mel26@bath.ac.uk 

 

If you would like to receive a summary of the study’s main findings, please contact the 

researchers on the below email address. 

Contact: Michael Horwood - FCRresearch@bath.ac.uk  

 

If you are unhappy with the way the research was carried out and would like to 

complain, you can do this by contacting Bath University Research Ethics Committee 

(Email: psychology-ethics@bath.ac.uk). 
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Appendix 10: Main Research Project: Recruitment Poster 
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Appendix 11: Main Research Project: CHERRIES Checklist 

Checklist for Reporting Results of Internet E-Surveys (CHERRIES)   

  

  

  

Item 

category  

Checklist Item  Explanation  Page  

  
Design  

  

Describe survey 

design  

Describe target population, sample 

frame. Is the sample a convenience 

sample? (In “open” surveys this is most 

likely.)  

 81 

IRB 

(Institutional 

Review 

Board) 

approval and 

informed 

consent 

process  
  

IRB approval  
Mention whether the study has been 

approved by an IRB   87 
Informed consent  Describe the informed consent process. 

Where were the participants told the 

length of time of the survey, which data 

were stored and where and for how long, 

who the investigator was, and the 

purpose of the study?  

 87; 

supplementary 

material 

Data protection  If any personal information was collected 

or stored, describe what mechanisms 

were used to protect unauthorized access.  

 87; 

supplementary 

material 
Development 

and pre-

testing  
  

Development and 

testing  
State how the survey was developed, 

including whether the usability and 

technical functionality of the electronic 

questionnaire had been tested before 

fielding the questionnaire.  

Supplementary 

material 

Recruitment 

process and 

description of 

the sample 

having access 

to the  
questionnaire  
  

Open survey versus 

closed survey  
An “open survey” is a survey open for 

each visitor of a site, while a closed 

survey is only open to a sample, which 

the investigator knows (password 

protected survey).  

 87 

Contact mode  Indicate whether or not the initial contact 

with the potential participants was made 

on the Internet. (Investigators may also 

send out questionnaires by mail and 

allow for Web-based data entry.)  

 87 

Advertising the 

survey  
How/where was the survey announced or 

advertised? Some examples are offline 

media (newspapers), or online (mailing 

lists – If yes, which ones?) or banner ads 

(Where were these banner ads posted and 

what did they look like?).   

It is important to know the wording of 

the announcement, as it will heavily 

influence who chooses to participate. 

Ideally the survey announcement should 

be published as an appendix.  

 87 

Survey 

administration  
  

Web/E-mail  State the type of e-survey (eg, one posted 

on a Web site, or one sent out through e-

mail). If it is an e-mail survey, were the 

responses entered manually into a 

database, or was there an automatic 

method for capturing responses?  

 87 



135 
 

 

Context  Describe the Web site (for mailing 

list/newsgroup) in which the survey was 

posted. What is the Web site about, who 

is visiting it, what are visitors normally 

looking for? Discuss to what degree the 

content of the Web site could pre-select 

the sample or influence the results. For 

example, a survey about vaccination on 

a anti-immunization Web site will have 

different results from a Web survey 

conducted on a government Web site  

 87 

Mandatory/voluntary  

  

Was it a mandatory survey to be filled in 

by every visitor who wanted to enter the 

Web site, or was it a voluntary survey?  

 87 

Incentives  

  

Were any incentives offered (e.g., 

monetary, prizes, or non-monetary 

incentives such as an offer to provide the 

survey results)?  

 87 

Time/Date  In what timeframe were the data 

collected?  
 81 

Randomization of 

items or 

questionnaires  

To prevent biases items can be 

randomized or alternated.  

  

 N/A 

Adaptive 

questioning  
Use adaptive questioning (certain items, 

or only conditionally displayed based on 

responses to other items) to reduce 

number and complexity of the questions.  

 87; 

supplementary 

material 

 

 Number of Items  What was the number of questionnaire 

items per page? The number of items is 

an important factor for the completion 

rate.  

 

Supplementary  

material 

Number of screens 

(pages)  

Over how many pages was the 

questionnaire distributed? The number of 

items is an important factor for the 

completion rate.  

 

Supplementary 

material 

Completeness check  It is technically possible to do 

consistency or completeness checks 

before the questionnaire is submitted. 

Was this done, and if “yes”, how (usually 

JAVAScript)? An alternative is to check 

for completeness after the questionnaire 

has been submitted (and highlight 

mandatory items). If this has been done, 

it should be reported. All items should 

provide a nonresponse option such as 

“not applicable” or “rather not say”, and 

selection of one response option should 

be enforced.  

 87 

Review step  State whether respondents were able to 

review and change their answers (e.g., 

through a Back button or a Review step 

which displays a summary of the 

responses and asks the respondents if 

they are correct).  

 87 

Response 

rates  Unique site visitor  

  

If you provide view rates or participation 

rates, you need to define how you 

determined a unique visitor. There are 

different techniques available, based on 

IP addresses or cookies or both.  

 87; 

supplementary 

material 
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View rate (Ratio of 

unique survey 

visitors/unique site 

visitors)  

Requires counting unique visitors to the 

first page of the survey, divided by the 

number of unique site visitors (not page 

views!). It is not unusual to have view 

rates of less than 0.1 % if the survey is 

voluntary.  

 N/A 

  
Participation rate 

(Ratio of unique 

visitors who agreed 

to participate/unique 

first survey page 

visitors)  

Count the unique number of people who 

filled in the first survey page (or agreed 

to participate, for example by checking a 

checkbox), divided by visitors who visit 

the first page of the survey (or the 

informed consents page, if present). This 

can also be called “recruitment” rate.  

 87 

  Completion rate 

(Ratio of users who 

finished the 

survey/users who 

agreed to 

participate)  

The number of people submitting the last 

questionnaire page, divided by the 

number of people who agreed to 

participate (or submitted the first survey 

page). This is only relevant if there is a 

separate “informed consent” page or if 

the survey goes over several pages. This 

is a measure for attrition. Note that 

“completion” can involve leaving 

questionnaire items blank. This is not a 

measure for how completely 

questionnaires were filled in. (If you need 

a measure for this, use the word 

“completeness rate”.)  

 87 

Preventing 

multiple 

entries from 

the same 

individual  

Cookies used  

  

Indicate whether cookies were used to 

assign a unique user identifier to each 

client computer. If so, mention the page 

on which the cookie was set and read, 

and how long the cookie was valid. Were 

duplicate entries avoided by preventing 

users access to the survey twice; or were 

duplicate database entries having the 

same user ID eliminated before analysis? 

In the latter case, which entries were kept 

for analysis (e.g., the first entry or the 

most recent)?  

 87; 

supplementary 

material 

  IP Check  Indicate whether the IP address of the 

client computer was used to identify 

potential duplicate entries from the same 

user. If so, mention the period of time for 

which no two entries from the same IP 

address were allowed (e.g., 24 hours). 

Were duplicate entries avoided by 

preventing users with the same IP 

address access to the survey twice; or 

were duplicate database entries having 

the same IP address within a given period 

of time eliminated before analysis? If the 

latter, which entries were kept for 

analysis (e.g., the first entry or the most 

recent)?  

 87 

  Log file analysis  Indicate whether other techniques to 

analyse the log file for identification of 

multiple entries were used. If so, please 

describe.  

 NA 
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  Registration  

  

In “closed” (non-open) surveys, users 

need to login first and it is easier to 

prevent duplicate entries from the same 

user. Describe how this was done. For 

example, was the survey never displayed 

a second time once the user had filled it 

in, or was the username stored together 

with the survey results and later 

eliminated? If the latter, which entries 

were kept for analysis (e.g., the first entry 

or the most recent)? 

 NA 

Analysis  
  

Handling of 

incomplete 

questionnaires  

Were only completed questionnaires 

analysed? Were questionnaires which 

terminated early (where, for example, 

users did not go through all questionnaire 

pages) also analysed?  

 87 

  Questionnaires 

submitted with an 

atypical timestamp  

Some investigators may measure the time 

people needed to fill in a questionnaire 

and exclude questionnaires that were 

submitted too soon. Specify the 

timeframe that was used as a cut-off point 

and describe how this point was 

determined.  

 87 

  Statistical correction  

  

Indicate whether any methods such as 

weighting of items or propensity scores 

have been used to adjust for the non-

representative sample; if so, please 

describe the methods.  

 N/A 
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Appendix 12: Main Research Project: Pre-Registered Data Analysis Plan 

 Illness Perceptions, Fear of Cancer Recurrence and Mental Health  

in Teenage and Young Adult Cancer Survivors 

PRE-REGISTRATION of NETWORK ANALYSIS  

 

Author and primary investigator: Michael Horwood, DClinPsy Candidate, 

Department of Clinical Psychology, University of Bath, mh2534@bath.ac.uk 

 

Doctoral supervisors: Dr Maria Loades, Department of Clinical Psychology, 

University of Bath  

 

Statement of integrity: The authors on this pre-registration confirm no conflicts of 

interest, and to the best of their knowledge disclose all the relevant information about 

the study and the proposed analysis. There is no other pre-registration of similar 

analysis with the same data set.  

 

Description: 

This study is exploratory and is investigating if there are associations between illness 

perceptions, fear of cancer recurrence and mental health in teenage and young adult 

cancer survivors. This is an online cross-sectional observational cohort study of teenage 

and young adult cancer (TYA) survivors (aged 16-30) who experienced and received 

care for their cancer between the ages of 13-24. They can have been diagnosed with any 

type of cancer, must have completed their ‘active’ cancer treatment (e.g., 

chemotherapy), be at least 6 months+ in remission. and must have received care within 

the UK. The research involves completing several questionnaires about their illness 

perceptions, fear of cancer recurrence, mood, quality of life and day-day functioning. 

The data collection began in November 2020 and will continue through January 2022. 

We hope that the analysis will reveal if there are any associations between the target 

variables to try and better understand the experiences of TYA’s post treatment and 

inform the future care of this group. This document contains the analytical plan for the 

thesis chapter and article on the exploration of associations between illness perceptions, 

a fear of cancer recurrence (FCR) and mental health in TYA cancer survivors. 

 

Background and Rationale: 

Around 2,500 teenage young adults (TYA) are diagnosed with cancer in the UK every 

year (Cancer Research UK, n.d), however the number of individuals surviving cancer is 

increasing. Surviving cancer itself is a huge achievement, however it is common for 

individuals to then experience a fear of cancer recurrence (FCR; Braun et al., 2021; Sun 

et al., 2019; Wroot et al., 2020). This FCR can be associated with significant distress 

and poor psychosocial outcomes (e.g., worse mental health; Simard et al., 2013; Sun et 

al., 2019). However, research has largely focussed on investigating a FCR in adult 

populations, with minimal research specifically investigating FCR in TYA’s. 

It is important to understand the factors associated with FCR. One such factor may be 

illness perceptions, which refer to how people cognitively and emotionally interpret 

their illness (Leventhal, 1984), with more negative perceptions commonly associated 

with worse outcomes in a range of physical and mental health conditions. Within adult 

cancer survivor’s, negative illness perceptions are associated with increased FCR (e.g., 

Kaptein et al., 2015; Freeman‐Gibb et al., 2017), however the relationship between 

illness perceptions and FCR has not been investigated within TYA’s.  

TYA’s are distinct from other age groups (e.g., due to the significant psychological, 

emotional, physical and cognitive development they are undergoing (Abrams, Hazen & 
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Penson, 2007; Blakemore & Choudhury, 2006) and so it is important for research 

specific to TYA’s to be completed and inform clinical practice.  

Both FCR (i.e., greater FCR) and illness perceptions (i.e.., more negative perceptions) 

have shown associations with worse mental health in TYA’s (Fonseca et al., 2010; Sun 

et al., 2019) and so mental health is an important additional variable to include in this 

research. Additional confounding variables (e.g., QoL and functioning) will be 

measured to be controlled for in the analysis. 

 

Sample: 

This study will use a convenience sample, recruited via social media, support groups 

and cancer charities. The sample will be cross-sectional. A priori power analysis using 

G*power 3.1 (Faul, Erdfelder, Buchner & Lang, 2009) indicated that a sample of at 

least 82 participants would be required to detect a small effect size (ES=.3; Cohen, 

1992). This was calculated using a two-tailed hypothesis, 80% power and an α value of 

0.05. 

 

Objectives: 

- To investigate associations between FCR and illness perceptions in TYAs.  

- To investigate if FCR and illness perceptions associate with mental health outcomes 

(anxiety and depression) of TYA cancer survivors. 

 

Hypotheses: 

- High FCR will be associated with more negative illness perceptions.  

- High FCR and more negative illness perceptions will associate with worse mental 

health. 

- A high FCR will be predictive of worse mental health. This relationship will be 

mediated by illness perceptions.  

 

The following questionnaires will be used: 

1) Demographic information 

2) Clinical Characteristics 

3) The Brief Illness Perception Questionnaire (BIPQ) 

➢ The BIPQ is a nine-item scale which was developed to assess the cognitive and 

emotional representations someone holds about their illness. Participants rate 

items on a 0-10 point Likert scale: e.g. ‘no affect at all’ to ‘severely affects my 

life’ (Broadbent et al., 2006). 

4) Fear of Cancer Recurrence Inventory - Short Form (FCRI-SF) 

➢ The FCRI-SF is a nine-item scale comprised of the ‘severity’ subscale from the 

FCRI full scale measure, which measures the presence and severity of intrusive 

thoughts associated with FCR. Items are rated on a 0-4 Likert scale: e.g., ‘not at 

all’ or ‘never’ to ‘a great deal’ or ‘all the time’. A total score is obtained by 

summing the items, with higher scores indicating higher levels of FCR (Simard 

& Savard, 2009). 

5) Physical Health Questionnaire-9 (PHQ-9) 

➢ The PHQ-9 is a nine-item measure of depressive symptoms which maps closely 

with the DSM-IV’s depressive symptom criteria (Kroenke & Spitzer, 2002). 

Statements are rated on a 0-3 Likert scale: e.g., ‘not at all’ to ‘nearly every day’, 

with higher total scores suggesting more depressive symptoms. A threshold 

score of 10 has been proposed to indicate the presence of clinical level of 

depressive symptoms (Kroenke & Spitzer, 2002). 
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6) Generalised Anxiety Disorder-7 (GAD-7) 

➢ The GAD-7 is a seven-item measure of generalised anxiety symptoms, in which 

statements are rated on a 0-3 Likert scale: e.g., ‘not at all’ to ‘nearly every day’, 

with higher scores suggesting more anxiety symptoms. A sum score of 7 or 

above can indicate the presence of clinical anxiety (Spitzer et al., 2006). 

7) World Health Organization Quality of Life Assessment Brief (WHOQOL-

BREF)  

➢ The WHOQOL-BREF is a 26-item measure of quality of life (QOL), comprised 

from the full-scale WHO-QOL-100 quality of life assessment. The WHOQOL-

BREF measures QOL across four domains: physical health, psychological, 

social relationships and environment, as well as providing an overall quality of 

life and general health score. Statements are rated on a range of 1-5 Likert 

scales: e.g., ‘very poor’ to ‘very good’ (Whoqol Group, 1998). 

8) Work and Social Adjustment Scale (WSAS)  

➢ The WSAS is a simple measure of functioning which rates five areas of 

functioning on how impaired they are. It uses a 0-8 Likert scale: e.g., ‘not at all’ 

to ‘very severely’ (Mundt et al., 2002). 

 

Data analysis: 

 

Descriptive statistics 

Baseline data of self-reported socio-demographic (age, gender, ethnicity, marital status, 

education level and whether they are in education or work) and clinical characteristics 

(cancer type and stage at diagnosis, duration of cancer since diagnosis, what treatments 

participants have received, participants age whilst receiving active treatment, time since 

active treatment finished, if participants are currently receiving any ongoing treatment, 

and any physical health comorbidities) will be reported in a table.  

All analysis will be performed using SPSS. The version and syntax code will be 

available on the project repository upon completion of the project (will be posted on 

OSF - https://osf.io/bf5at/) 

 

Descriptive statistics (using means, SDs, and 95% Cis) will be used to explore the 

primary outcomes of illness perceptions, FCR and mental health outcomes. Normality 

assumptions will be checked for each outcome, prior to conducting further analyses.  

 

Regression analysis 

 

Initial associations will be investigated between FCR and illness perceptions. This study 

will then conduct a hierarchical multiple linear regression, with mental health scores as 

the dependent variable, and FCR and illness perceptions as the independent variables.  

 

The first model will investigate anxiety scores (continuous variable). This will 

investigate if FCR scores (controlling for the covariates of age and sex) associate with 

anxiety scores. It will then be investigated if any association found between FCR, and 

anxiety are mediated by illness perceptions (IPs): 

 

 

 



141 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The second model will investigate depression scores (continuous variable). This will 

investigate if FCR scores (controlling for the covariates of age and sex) associate with 

depressive symptom scores. It will then be investigated if any associations found 

between FCR, and depression are mediated by illness perceptions (IPs): 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Prior to performing the regression analysis, a sensitivity analysis will be performed on 

the covariates for both models. If there is adequate power, this research will consider 

controlling for cancer type as an additional covariate. 

 

Missing data  

The online platform will be set up so that participants cannot skip items. It is therefore 

not anticipated that missing data will be an issue. If a participant drops out while 

completing the research, data will be included if it has 80%+ meaningful completion 

rate. 
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Ethical Committee Judgement: 

 

Ethical approval was gained from the Psychology Research Ethics Committee at the 

University of Bath (reference number: 20-213). 
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Appendix 13: Main Research Project: Regression Assumptions 

Assumption Description of Checks 

Conducted/Evidence 

Assumption 

met? 

1. Dependent variable 

measured on a continuous 

scale. 

GAD-7 and PHQ-9 total scores 

are continuous scales. 

 
 

2. Presence of two or more 

independent variables. 

Gender, Age, Illness 

perceptions and FCR. 

 
 

3. Independence of 

observations 

Durbin-Watson Test completed 

and between the normal range 

of 1.5 – 2.5. 

 

 

4. There is a linear 

relationship between (a) the 

dependent variable and each 

of your independent variables, 

and (b) the dependent variable 

and the independent variables 

collectively. 

 

Visual inspection of scatterplots 

confirmed linearity.  
 

5. Data shows 

homoscedasticity. 

Graph of homoscedasticity 

generated on SPSS – for both 

anxiety and depression 

regressions, variances along the 

line of best fit remain similar as 

you move along the line. 

 

 

6. Data does not show 

multicollinearity 

Test for multicollinearity 

included within SPSS 

regressions. 

- For both Anxiety and 

Depression variables: all VIF 

values between 1-10 (indicating 

no multicollinearity). 

 

 

7. There are no significant 

outliers, high leverage points 

or highly influential points. 

Visual inspection of histograms 

confirmed that there were no  

data points falling away at the 

extremes. 
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8. Residuals (errors) are 

approximately normally 

distributed. 

Visual inspection of a Normal 

P-P Plot confirmed. 
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Appendix 14: Main Research Project: Illness Perceptions Measure – Brief Illness 

Perceptions Questionnaire (BIPQ) 
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Appendix 15: Main Research Project: Fear of Cancer Recurrence Measure – Fear 

of Cancer Recurrence Inventory – Short Form (FCRI-SF) 
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Appendix 16: Main Research Project: Depression Measure – Patient Health 

Questionnaire (PHQ-9) 
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Appendix 17: Main Research Project: Anxiety Measure – Generalised Anxiety 

Disorder Assessment (GAD-7) 

 

 

 


