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Main Project Abstract 

 

Exploring the Prerequisite Skills for Cognitive Behavioural Therapy: Relationship 

to Emotion Awareness and Treatment Outcome for Young People with Autism 

Spectrum Disorders 

 

Young people (YP) with Autism Spectrum Disorders (ASD) experience high levels of 

anxiety and depression. The NICE guidelines (2013) suggest adapted Cognitive 

Behaviour Therapy (CBT) for such difficulties. Research has identified prerequisites to 

engage in CBT, including the ability to understand thoughts, feelings and behaviours. In 

order to employ these skills, people need to have an awareness of their own emotions, 

and to be socialised to (or understand) the CBT model. However, there is no evidence 

to suggest whether prerequisite skills and emotion awareness are important factors in 

CBT outcome for YP with ASD. This study aimed to explore differences in emotion 

awareness between: 1) YP with ASD and controls; and 2) YP with ASD with and without 

prior experience of CBT; and 3) whether emotion awareness and cognitive competencies 

for CBT were related to treatment outcome. Three groups of YP (aged 11-20 years old) 

took part in the study; those without ASD who had not had CBT (n=50), those with ASD 

who had not participated in CBT (n=23), and those with ASD who had taken part in CBT 

(n=27). All participants completed the Emotion Awareness Questionnaire (EAQ-30). A 

novel CBT skills task was developed and piloted by 14 YP with a diagnosis of ASD who 

had taken part in CBT. They also completed an interview about CBT and 

psychoeducation, and clinicians rated socialisation and therapeutic outcome. On the 

EAQ-30, those with ASD scored significantly lower than the control group on four 

subscales. Those with ASD who had attended CBT scored significantly lower on 

Differentiating Emotions and higher on Attending to Others’ Emotions. On the CBT task, 

participants could identify a greater number of feelings than thoughts or behaviours, and 

could link them together. Performance on the CBT task was not significantly related to 

outcome, socialisation, or psychoeducation. However, 85.7% reported a positive 

experience of CBT. This is the first study to examine the prerequisite skills for CBT and 

recognition of own emotions in adolescents with ASD. It highlights the importance of 

tailoring CBT and ensuring YP are taught about understanding their own emotions.  
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Service Improvement Project Abstract 

 

Promoting Positive Coping and Self-management in Patients Undertaking 

Cardiac Catheterisation: Learning from Health Professionals 

 

Pulmonary Arterial Hypertension (PAH) is a life limiting and debilitating condition 

associated with high levels of anxiety and depression. Cardiac catheterization (CATH) is 

a procedure used to diagnose PAH and to monitor treatment. Research suggests that 

the procedure can be anxiety provoking and stressful for patients, but no research to 

date has examined health professional’s perspectives and the key role they play in 

providing psychological support to patients. This study aimed to explore the way in which 

professionals understand and promote positive coping and self-management in patients 

undertaking CATH, their beliefs around the psychological impact of the procedure, and 

their confidence in providing such support. Based on this information, the study aimed to 

give recommendations for service improvement. Leventhal, Meyer and Narenz’s (1980) 

Self-Regulatory Model (SRM) of illness perceptions was used as a theoretical framework 

to design a semi-structured interview. Ten key health professionals from respiratory 

Pulmonary Hypertension and CATH teams were interviewed. This included Clinical 

Nurse Specialists and Consultant Physicians. Interviews were analysed qualitatively 

using thematic analysis (Braun & Clarke, 2006), resulting in four super-ordinate themes: 

(1) acknowledging individual differences; (2) a journey; (3) the patient/staff relationship; 

and (4) information and understanding. Professionals recognised the importance of 

gauging individuals’ previous experiences of illness and medical procedures, the 

practical and emotional journey experienced by both professionals and patients, the 

importance of developing a positive relationship with the patient, and ensuring openness 

and honesty about the procedure at each stage. Based on these findings specific 

recommendations were made to the service including the development of a patient 

leaflet, a patient ‘passport’, and a hospital based video. This research has important 

implications for increasing patient control, choice and positive coping for patients who 

find the CATH procedure more difficult to cope with. 
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Critical Review of the Literature Abstract 

 

The experience of stigma for older adults with a diagnosis of HIV in the United 

Kingdom: a meta-synthesis 

 

The number of older adults with a diagnosis of HIV has grown significantly in recent 

years. Research suggests that people living with HIV experience high levels of HIV-

related stigma and discrimination (National Aids Trust, 2013). However, how ageing and 

HIV related stigma connect has only recently been examined. This review aimed to 

synthesise the stigma literature on the population of older adults with a diagnosis of HIV 

in the United Kingdom. Electronic databases were searched for published papers, 

resulting in five studies that met the inclusion criteria. Key data was extracted from these 

papers and synthesised using qualitative thematic analysis (Braun & Clarke, 2006). Five 

main themes were identified as important for older adults with a diagnosis of HIV: 1) the 

HIV community; 2) the impact of HIV; 3) discrimination, judgement and managing 

disclosure; 4) age; and 5) the future. These themes are similar to those identified for the 

younger population of people with HIV; however it is proposed that these themes could 

be more pertinent for older adults who may also experience ageism and generally have 

higher levels of isolation, loneliness and health concerns. A conceptual model of 

perceived stigma for older adults with HIV is developed, implications for clinicians 

working with older adults and people with HIV are discussed and key gaps in the 

literature are identified for future research. 
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Introduction 

“… I feel I am the one who has been left to turn the light out at the end of the party.”  

(Single gay white British male, aged 61, diagnosed for 12 years) 

Ageing with HIV 

The number of people living with HIV (PLWH) aged 65 plus “has grown tenfold in the 

past 10 years” (Gebo & Justice, 2009). Public Health England report that in the United 

Kingdom (UK) one in six HIV positive people is now over 55 years of age (Skingsley et 

al., 2015). In 2014, 48% of people receiving care for HIV in the UK were aged 45 and 

over, compared to 25% in the last 10 years (Skingsley et al., 2015). Additionally, new 

diagnoses in the UK have nearly doubled among older adults, from 16% of all new cases 

in 2005 to 30% in 2014 (Skingsley et al., 2015) (see Figure 1). This includes increases 

in newly diagnosed heterosexual men and women aged 50 plus, from 1 in 14 in 2004 to 

1 in 5 in 2013 (Yin et al., 2014). 

 

This significant rise in diagnosis is thought to be due to continued transmission in addition 

to improved survival rates as a result of increasing success of antiretroviral therapy 

(ART) (Skingsley et al., 2015). A person newly diagnosed now could be expected to live 

until 73 years old, whereas in the 1990’s, life expectancy was around 60 years old (The 

Lancet, 2008). Elford et al (2008b) suggest the distinction of two groups of older HIV 

positive men based on time of diagnosis: those who were diagnosed with HIV under the 

age of 50 years old who have aged with the virus, and those who are newly diagnosed 

since turning 50 years old. 

 

Service providers are expecting a ‘grey wave’ of HIV that will lead to increasing demand 

on services (British HIV Association (BHIVA), 2009). Given these significant increases 

in the number of older adults with HIV, Public Health England highlight the need for the 

development of integrated care pathways to treat the comorbidities within the ageing 

population (Beer, James, & Summer, 2014; Skingsley et al., 2015). 

 

Despite this significant increase in diagnoses of HIV, nearly 58% of older adults are 

diagnosed late, compared to 39% of working age adults (Yin et al., 2014). A late 

diagnosis is defined as after the time at which ART should begin (CD4 count <350 

cells/mm3 within three months of diagnosis) (Yin et al., 2014). Older people are also more 

likely to present late, are excluded from educational programmes, and are not considered 

for testing by health workers (Age International, 2014). Routine HIV screening normally 

offered by sexual health and HIV clinics in the UK is not routinely accessed by older 

people (Kohli et al., 2006). Due to this factor, and the common belief that older people 

are not sexually active, educational programs are targeted at the younger generation. 
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Figure 1. HIV care by age group from 2005 to 2014 reported by Public Health England 

(Skingsley et al., 2015). 

 

However, the older generation are more likely to be widowed, divorced or separated, 

meaning they may engage in sexual relationships and potentially have unprotected sex, 

therefore increasing the risk of HIV acquisition (Kohli et al., 2006). Additionally, surveys 

suggests that older people have lower awareness of how HIV is transmitted (National 

Aids Trust (NAT), 2014). People over the age of 75 years old also show less sympathy 

and support for people with HIV, particularly those who are infected through unprotected 

sex (NAT, 2014). 

HIV and Stigma 

Evidence suggests that one in three PLWH has experienced HIV-related discrimination 

at some time in their lives, and 69% of people feel that there is still a great deal of stigma 

in the UK around HIV (NAT, 2013). “Stigma” refers to “a trait (infection with the HIV virus, 

in this case) and being known to possess that trait” and is often linked to negative social 

views (Goffman, 1963). In the 50plus Survey 66% of older PLWH stated that social 

stigma and discrimination was their top concern (Power, Bell, & Freemantle, 2010). 

 

A conceptual model of perceived stigma has been developed for people with HIV 

(Berger, Ferrans, & Lashley, 2001) (see Figure 2). This model was originally developed 

to guide the generation of items for the HIV Stigma Scale. It includes: precursors to HIV, 

perceived stigma of having HIV, and possible responses to this stigmatisation. There is 

no specific model available for older PLWH; it is hypothesised that an adapted model 

may be applicable to older PLWH. 
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Figure 2. Conceptual model of perceived stigma in HIV (Berger et al., 2001). 

Intersectionality 

Concerns around rejection are major stressors for PLWH (Berger et al., 2001). On top of 

this, HIV can exacerbate health inequality within populations who are already vulnerable 

and stigmatised and are potentially at a greater risk of mental health problems (e.g. gay, 

black African) (Petrak & Miller, 2002). However, until recently, how aging and HIV related 

stigma connect has not been examined exclusively.  

 

Research suggests that older PLWH are disadvantaged in a number of additional ways 

to younger PLWH, from social care and housing problems, poorer health, and significant 

financial issues compared to their peers (Power et al., 2010). For example, men who 

were older and had been diagnosed for longer were considered to be at the “lowest rung 

of a contemporary Gay social hierarchy” which “resented and rejected those who were 

classed as ‘dependent on the state’” (Dodds, 2006, p.447). Older PLWH also have 

weaker social support systems which increases their levels of isolation, anxiety and 

Precursors 

 Perception of societal 
attitudes towards people 
with HIV 

 Knowledge of self as HIV 
positive 

Perceived Stigma of Having HIV 

Awareness of actual or potential: 

 Social disqualification 

 Limited opportunities 

 Negative change in social 
identity 

Possible Responses 

 Change in self-concept 

 Emotional reactions towards those who 
stigmatize 

 Use of techniques to avoid or minimize 
stigma 

o Information control 
o Avoidance/Withdrawal 
o Tension reduction 

 “Challenges” to stigmatization 

 Redefined worldview and/or priorities 
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psychosocial distress (Shippy & Karplak, 2005), and means that they experience higher 

overall rates of depression (Health Resources and Services Administration, 2009).  

 

Being an older gay man with HIV therefore brings together a number of issues including 

ageism, racism, homophobia and HIV-related stigma, and thus increases mental health 

challenges (Gorman & Nelson, 2004). Additionally, the impact of the long-term physical 

and psychological burden of HIV significantly increases thoughts of suicide, particularly 

for heterosexual non-UK born men (Sherr et al., 2008). It is proposed that the intersection 

of HIV and being older brings increased discrimination; similar to that experienced by 

men who have sex with men (MSM) who experience discrimination based on both sexual 

and HIV status (NAT, 2013). Older groups of people with HIV are predominantly made 

up of gay males at present, although this is likely to change in the future (Sherr et al., 

2009) to include more heterosexuals and Africans living in the UK. 

Current guidelines and services 

The British Psychological Society (BPS), BHIVA and the Medical Foundation for AIDS 

and Sexual Health (MedFASH) (2011) identify that services providing psychological 

support for PLWH need to recognise the impact of the stigma associated with HIV. 

However, NAT (2010) reports that the psychological needs of PLWH have not been 

served well by the current guidance from the National Institute for Health and Care 

Excellence (NICE) and needs to be improved to focus on older adults. 

 

Within current clinical practice, Clinical Psychologists work with individuals who are 

finding it difficult to adjust to their diagnosis of HIV and/or the medication, worries around 

disclosure, and responses to stigma (Brown, Macintyre, & Truillo, 2003). Clinicians 

working in general HIV services may not have experiences of working with older adults 

with potentially unique difficulties. Similarly, older adult clinicians may not have 

experience of working with HIV. It is therefore expected that this review will be useful for 

clinicians working within both areas to expand their awareness of the issues of stigma 

specific to older adults with HIV. 

Purpose of the review 

Existing reviews in this area have predominantly examined research in the United States 

(US) (e.g. Sankar, Nevedal, Neufeld, Berry, & Luborsky, 2011), have a medical focus 

(e.g. Martin, Fain, & Klotz, 2008) and a very wide scope across both physical and 

psychological functioning (e.g. Chambers et al., 2013; Paparini, 2009). The current 

review will therefore examine the literature specific to aging with HIV in the UK. It will 

focus on psychological well-being, including stigma, discrimination, quality of life, coping, 

and social support. 



14 
 

 

Although this review will focus on age, it is important to note intersectional factors in that 

issues of age, race, gender and sexuality cannot be separated (i.e. the intersecting 

impact of racism, sexism, and ageism) and will be included in the analysis where 

relevant. This is in line with recent HIV report recommendations: The SHIBAH (Sexual 

Health Issues affecting Black Africans living with HIV) report examined the emerging 

difficulties of women approaching the menopause with HIV, and recommended further 

research into the interactions between gender, ageing, HIV and sexual health (Chinouya, 

Ssanyu-Sseruma, & Kwok, 2003). 

Aims 

The key aims of this review were to: 

 synthesise the stigma literature on the UK population of older adults with HIV;  

 develop a conceptual model of perceived stigma in HIV specific to older adults; 

 disseminate findings to clinicians working in the areas of both HIV and with 

older adults; 

 identify key gaps within the literature for future research. 

 

Methodology 

Search strategy 

A search of three electronic databases (APA Psychnet, SCOPUS, and PubMed) was 

conducted on 16th July 2014. Search strategies were created for each database using 

the defined terms in Table 1. The term ‘AIDS’ was not used as this has a different use in 

the US (where it can be used in place of when ‘HIV’ is used in the UK). This was used to 

filter out a number of US papers. Searches specified peer reviewed journals and ‘grey 

material’. No publication date restrictions were set to ensure all relevant literature was 

included in the search. Articles were filtered by age groups and papers affiliated to the 

UK. Reference lists of key papers were also examined to identify related studies. Experts 

in the field were contacted regarding published reports, and current research, including 

UK based HIV charities (e.g. Terrance Higgins Trust). 
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Table 1 

Defined search terms 

  

(“HIV” OR “Human Immunodeficiency Virus*”)  

AND (“aged” OR “elderly” OR “old person*” OR “older person*” OR “old 

people” OR “older people” OR “elder person*” OR “elderly person*” 

OR “elderly people” OR “old adult*” OR “elder adult*”) 

AND (“stigma*” OR “discriminat*” OR “judgemental” OR “prejudic*”) 

AND (“United Kingdom” OR “UK” OR “Great Britain” OR “Northern 

Ireland” OR “Wales”) 

 

Inclusion criteria 

Each article was assessed for inclusion according to key themes raised by the Terrence 

Higgins Trust (Paparini, 2009) in a general review of older adults living with HIV in the 

UK:  

1) Study setting: published in the UK; 

2) Language: English; 

3) Population: older adults with a diagnosis of HIV;  

4) Article focus: stigma; 

5) Study design: published peer-reviewed qualitative studies. 

Process of literature search 

The initial search yielded 598 records (APA Psychnet = 265; SCOPUS = 222; PubMed 

= 111); 456 after being filtered for age (APA Psychnet = 23; SCOPUS = 171; PubMed = 

91); 38 after being screened for country of origin (UK). Studies conducted outside of the 

UK (e.g. US, Australia) were excluded due to the differences in health care system and 

cultural context. For example, heterosexual African Americans are not equivalent to 

heterosexual African people in the UK; they have more difficulties with drugs and less 

problems with immigration status (Power et al., 2010).  

 

The titles and abstracts of remaining papers were screened for inclusion. Where it was 

unclear whether the article met the inclusion criteria, the full-text article was reviewed. 

This lead to 15 eligible studies. These studies were screened independently by the 

author of the meta-synthesis and an experienced qualitative researcher. Ten articles 

were excluded as they did not meet the inclusion criteria: stigma was not mentioned, 

they were not older adult specific, not published in the UK, were medically focussed or 

diagnostically driven, were quantitative (e.g. statistics around people with HIV), focussed 

on standards of care, or were not a research study (e.g. reviews). This resulted in five 
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studies that were eligible for quality assessment (see Figure 3). Although this literature 

review focussed on qualitative studies due to the meta-synthesis methodology, only two 

relevant quantitative papers were found; these were included within the introduction and 

discussion. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 3. Flow of studies through the process of the literature review. 

 

Study quality assessment 

The quality of research was checked using a quality checklist (Dolman, Jones, & Howard, 

2013). The checklist included the previously validated Critical Appraisal Skills 

Programme (CASP, 2014) tool for appraising qualitative research (available from 

http://www.casp-uk.net/) and the British Medical Journal (BMJ) Qualitative Research 

Checklist (BMJ, 2011). The studies were checked against 31 criteria (see Appendix 2). 

This appraisal covered 11 quality issues, resulting in a total score out of 62. Scores for 

the papers ranged from 39 to 47 with an average score of 42 (see Table 2). It is important 

to note that this is a subjective measurement of quality. 

 

Analysis 

A data extraction form was developed to examine each paper in detail (see Appendix 3). 

This included elements of the design, participants (e.g. ethnicity, sexuality, and gender), 

analysis and results. Due to the small number and qualitative nature of these studies, a 

meta-synthesis was conducted. Meta-synthesis is an ideal methodology for interpreting 

qualitative literature and is recognised as a parallel technique to meta-analysis of 

Records identified through 

database searching (n = 598) 

Records screened and assessed 

for eligibility e.g. UK based (n = 38) 

Records 

excluded (n = 23)  

Articles screened in detail by two 

researchers (n = 15) 

Records after being filtered for age 

group (n = 456) 

Eligible studies (n = 5) 

Records 

excluded (n =10)  

http://www.casp-uk.net/
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qualitative papers (Campbell et al., 2003). It is derived from theories developed by Noblit 

and Hare (1988) and aims to assimilate results from related qualitative research studies 

(Walsh & Downe, 2005). Meta-synthesis has been defined as “the aggregating of a group 

of studies for the purpose of discovering the essential elements and translating the 

results into the end product that transforms the original results into a new 

conceptualization” (Schreiber, Crooks, & Stern, 1997, p. 314). 

 

Participant quotations were extracted from each paper to allow them to be analysed 

independently of the papers’ results, using inductive thematic analysis (Braun & Clarke, 

2006).  The quotations were read a number of times by the first author and initial codes 

were noted down. These codes were then compared, combined and renamed into 

themes. Those that were not relevant to the overarching theme of stigma were excluded. 

The themes were then synthesised into common themes across all five papers to reach 

new interpretations and conceptual understanding (Noblit & Hare, 1988). The analysis 

was verified by an experienced qualitative researcher at each stage to ensure inter-rater 

reliability and analytic rigour (Mays & Pope, 2000). The perspectives and positions of the 

researchers were taken into account within this analysis; both are heterosexual women, 

one with a wealth of clinical experience of working with people with a diagnosis of HIV. 

Summary of papers 

Sample sizes of the key papers reviewed ranged from eight to 76 participants. Given that 

they are all using qualitative methodology, samples need to be large enough to achieve 

saturation, and small enough to allow a deep and rich understanding of the data 

(Sandelowski, 1995). Participants were recruited through a range of methods, some of 

which were biased in terms of the participants they would likely recruit, for example 

through gay press and gay bars (Flowers et al., 2011), or a specific London charity 

(Lawrence & Cross, 2013). Owen and Catalan (2012) take a wider approach, recruiting 

through HIV out-patient clinics, patient forums and drop-in centres, however they do not 

detail how such recruitment took place, and again all participants were London based. 

In a much larger national study, Power et al. (2010) recruited through charities and the 

media. They also held ‘survey completion parties’ to encourage African women to 

participate, and a large number of African men were invited to take part in the interview, 

ensuring minority groups were equally represented. Rosenfeld et al (2014) also ensure 

that their sample reflected the current demographic for older PLWH in the UK, although 

they report that target numbers of white heterosexuals were difficult to recruit. 
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Table 2 

Summary of papers included in the review 

Note: MSM = Men who have sex with men; IPA = Interpretative Phenomenological Analysis; HAART = Highly Active Antiretroviral Therapy

Study  Population characteristics Data  

Authors Title Recruitment 
method 

Sample size/ 
Sexuality & 
gender   

Mean 
age 
(range) 

Mean 
years with 
HIV 
(range) 

Mean age 
at 
diagnosis 

Ethnicity Data 
collection 

Analysis Bias Quality 
appraisal 
score 

Flowers, 
Davis, 
Larkin, 
Church & 
Marriot 
(2011) 

Understanding the impact of 
HIV diagnosis amongst gay 
men in Scotland: An 
interpretative 
phenomenological analysis 
 

Adverts in gay 
press, positive 
press & gay 
bars/clubs 

Total = 14 Gay 
males  

36  
(22-54) 
younger 
age 
group 
excluded  

4 29 White 
Scottish 

Open-ended 
qualitative 
interviews. 

IPA 
Coded 
manually & 
NVivo - 
inter-rater 
reliability.  

Reflexive 
statement 
about 
researcher 
role/ 
identity 

39 

Lawrence 
& Cross 
(2013) 
 

Life transition with HIV: Some 
observations of the 
phenomenon of growing older 
with the infection 

Adverts through 
a London HIV 
charity 

Total = 8 
(7 gay males, 1 
heterosexual 
female) 

50  
(40-70) 

11  
(6 – 28) 

Not 
specified 

Not 
specified 

One-to-one 
semi-
structured 
interviews. 

IPA No 
mention – 
used peer 
review 

40 

Owen & 
Catalan 
(2012) 

‘We never expected this to 
happen’: narratives of ageing 
with HIV among gay men living 
in London, UK 

HIV out-patient 
clinic, patient 
forum, drop-in 
centre 

Total = 10 MSM 60  
(50 – 78) 

14  
(6 – 23) 

4 
diagnosed 
before 
HAART,  
3 during,  
3 after 
HAART 

9 white 
other/ 
white 
British &  
1 Black 
Caribbean 

Biographical 
narrative 
approach 

Narrative 
analysis 
 
 

Participant 
reviewed 
transcripts 
to reduce 
researcher 
bias 

41 

Power, Bell 
& 
Freemantle 
(2010) 
 

A national study of ageing and 
HIV (50 plus) 

Terrance 
Higgins Trust, 
NSM’s HIV 
treatment 
update, gay & 
HIV media 

Total = 40  
(20 gay/ bisexual 
men,  
4 heterosexual, 
19.8% female ) 

50 plus Not 
specified 

Not 
specified 

16 Black 
African  
4 White 

40 in depth 
interviews & 
410 online & 
paper 
questionnaires  

Thematic 
analysis of 
interviews - 
focus on 
‘at risk’ 
groups 

Open 
about 
researcher 
position 

47 

Rosenfeld, 
Ridge & 
Von Lob 
(2014) 
 

Vital scientific puzzle or lived 
uncertainty? Professional and 
lived approaches to the 
uncertainties of ageing with 
HIV 

London based 
NHS clinics & 
HIV-specific 
support 
organisations 

Total = 76  
(21 long term 
diagnosed, 22 
MSM, 28 
heterosexual men, 
5 heterosexual 
women) 

(50-86) 
 

1-28 (21 
diagnosed 
> 10 years, 
55 
diagnosed 
<10 years) 

Not 
specified 

Black 
African 
 
White 

Open-ended 
interviews 

Thematic 
analysis – 
inductive & 
deductive 

Reflexive 
statement  
about 
researcher 
role/ 
identity 

41 
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The five papers analysed included a total of 148 participants (see Table 3 for a 

summary). This included 95 males, 28 females, and 25 where gender was not specified 

within the paper. Sexual orientation was varied including MSM, gay men, and 

heterosexual males and females. However, the majority of participants were gay males 

or MSM, and a number did not specify sexuality. Ethnicity included White other/White 

British and Black African/Caribbean, with both being equally represented. However, 

nearly half of the participant’s ethnicity was not specified. Out of the 148 participants, 29 

are specified as being from London, and 14 of the gay men as White Scottish. Given that 

certain groups (e.g. females, heterosexual non-Africans) are often underrepresented 

within HIV research, it is imperative for authors to report such characteristics. 

 

The age range of the participants was from 22 to 86. Quotations from younger people in 

one paper (Flowers et al., 2011) were excluded from the meta-synthesis, meaning that 

the age range in this review is 50 to 86 years old. Across the papers, the number of years 

diagnosed with HIV ranged from one year to 28 years. Only one paper (Flowers et al., 

2011) stated mean age at diagnosis (age 29). Another paper (Owen & Catalan, 2012) 

mentioned relationship status (3 with partners and 7 single) and diagnosis in relation to 

the arrival of Highly Active Antiretroviral Therapy  (HAART; 4 diagnosed before, 3 during, 

3 after).  

 

The majority of papers used open-ended and semi-structured qualitative interviews to 

collect data, with one using a biographical narrative approach (Owen & Catalan, 2012). 

Analysis consisted of a mixture of Interpretative Phenomenological Analysis (IPA), 

narrative analysis, and thematic analysis. Qualitative methodologies have the advantage 

of building a rich account of individual experiences, whilst recognising the influence of 

societal and cultural perspectives. This is an appropriate methodology for understanding 

individual’s experiences in relatively unexplored areas. The subjective nature of 

qualitative research should also be noted, including the influence of the researcher, the 

importance of reflexivity, and the difficulty in generalisability. To increase reliability of the 

analysis, Flowers et al. (2011) rated interviews separately to ensure inter-rater reliability, 

whilst also acknowledging the influence of their own positions (e.g. as a gay man or 

heterosexual women). Lawrence and Cross (2013) refer to use of supervision and peer 

review, but do not state their own position in relation to the data. Owen and Catalan 

(2012) invited participants to review their own interview transcripts and be involved in the 

analysis, ensuring transcripts were not misinterpreted by the researchers. The larger 

study by Power et al. (2010) does not include a reflexive statement. Rosenfeld et al 

(2014) focus more on themes deducted by the interview data, alongside inductive 
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readings of the data. This variation in approaches and openness about researcher 

stance highlights the variability within qualitative methodology. 

 

Table 3 

Summary of participant characteristics for all papers included in the meta-synthesis 

Gender Sexual 

orientation  

White other/ 

White British 

Black 

African/ 

Caribbean 

Ethnicity 

not 

specified 

Total 

 

Male  

(n = 95) 

 

MSM 

 

9 

 

1 

 

22 

 

32 

Gay 14  7 21 

Gay/bisexual   20 20 

Heterosexual 8 9  17 

Not specified 

 

 5  5 

Female  

(n = 28) 

Heterosexual  5 11 1 17 

Not specified 

 

 11  11 

Not specified    (n 

= 25) 

Heterosexual 4   4 

Not specified 

 

  21 21 

  

Total 

 

40 

 

37 

 

71 

 

148 

Note: MSM = Men who have sex with men 

 

 

Table 4 

Summary of themes 

 

Main theme 

 

Subthemes 

 

HIV community 

 

Loss 

Isolation and rejection 

Support 

Social demographic 

 

Impact of HIV Financial 

Work 

Emotional 

 

Discrimination, judgement and managing 

disclosure 

Societal 

Family and friends 

Professional 

 

Ageing with HIV Comparison to normal ageing 

Old before time 

Care 

HAART 

Lazarus Syndrome 

 

Future Uncertainty, apprehension and unpredictability 

Fear 

Optimism 
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Main findings 

The meta-synthesis resulted in five main themes and 18 subthemes (see Table 4 for a 

summary of the themes and Appendix 4 for a theme map). The main themes included 

‘HIV community’, the ‘impact of HIV’, ‘discrimination, judgement and managing 

disclosure’, ‘ageing’ with HIV and the ‘future’. These will be discussed in turn using 

quotations to illustrate them. Participant characteristics will be given where this 

information is available in the original article. 

HIV community 

Participants described a strong theme of there being an HIV community in terms of both 

positive and negative experiences. Within the HIV community, older adults talked about 

the loss of friends who had died from HIV, resulting in the eventual loss of the HIV 

community they once knew: 

 

I don’t have a circle of friends like I used to. They all went, all of them. I never 

replaced them. (Single gay white British male, aged 54, diagnosed for 16 years) 

 

There was also a strong feeling of isolation and rejection from both HIV communities 

(e.g. anger at disclosure) and those outside the HIV community (e.g. family), leaving 

older people feeling ‘forgotten’ and lonely in their old age. This is combined with the 

difficulty of making new friends as an older person with HIV: 

 

…they (HIV positive people) are already quite isolated and they are not adjusted 

very well. They didn’t find a group to hang out with or some alternative to do…they 

are quite frightened because they operate quite well in their circle but not outside 

of it…I just felt a little bit like a loner really. (Older gay male) 

 

Other older people described support from the HIV community, including support groups, 

which was linked to an optimism about the future and is a potential buffer against stigma: 

 

I was just at peace and I can go to support and meeting other people and I thought 

to myself, you know this is a new life for me, I am living again. Why do I want to 

take this off? (Black African, aged 51) 

 

People’s social demographic (e.g. being female, heterosexual, gay) impacted on their 

feelings of discrimination from outside the HIV community, as well as isolation and 

difficulty with fitting in with the HIV community: 
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The worst discrimination I have faced is from others with HIV. I have been … 

shunned and denied their support…others with HIV have actually been very angry 

about my being so public about my HIV... Many are scared of their own status 

being disclosed by association with me. (White heterosexual female, age 57) 

Impact of HIV 

Participants talked about a second theme around the impact of being an older person 

with a diagnosis of HIV, including the practical and emotional aspects. Some participants 

described the financial impact, for example the guilt and stigma around claiming benefits, 

and difficulty in considering themselves as ‘disabled’: 

 

I mean, I couldn’t do a full-time job now… there’s this tension – you are terrified 

you’re going to lose Disability Living Allowance – and there is this guilt thing for 

claiming benefits as well. (Single gay white British male, aged 57, diagnosed for 

20 years) 

 

The impact of not being able to work was also important, particularly in relation to 

isolation, and feeling left out of social interaction with others or the ‘…daily activities 

what’s going on in the world’ (older gay male). Discrimination was also experienced 

within the workplace, for example being regarded as ‘obstructive’, ‘unhelpful’ and 

‘difficult’ (gay male, aged 58) and unsupported: 

 

Told my boss at work my HIV status … was given a year off … without pay, which 

I requested. On my return a year later I was made to feel unwelcome, unsupported, 

undervalued. I left after four days of returning. (Gay male, aged 50) 

 

There was also an emotional impact of being diagnosed and living with HIV (e.g. ‘hurt’, 

‘pain’, ‘anxiety’, ‘guilt’, ‘shock’, ‘dirty’, ‘embarrassed’, ‘overwhelmed’, ‘vulnerable’), which 

included an element of self-blame and a difficulty in seeing an end to the pain: 

 

I thought I could come out of this without being hurt, but the hurt’s never gone 

away…deep down inside I’m not happy at all… it’s like someone cutting my skin, 

so deep you can’t reach to the bottom, and the pain just keeps oozing and oozing 

and oozing out, never stops, that’s how it feels: not nice. (Older gay male) 

 

This emotional reaction also impacted on how people managed disclosure: 
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I went through a lot of stress. Did not know how my family would react. My doctor 

knew, my friends didn’t. I kept myself secluded. Would not go out, would not mix. 

(Gay male, aged 53) 

 

Discrimination, judgement and managing disclosure 

A third theme around discrimination, judgement and difficulties managing disclosure was 

described. This included the difficulties when discrimination is “often so subtle…and it is 

difficult to do anything about ‘subtle’” (gay male, aged 61). This was mentioned in relation 

to discrimination from the societal reaction, and the stigma felt from the outside world 

‘looking at me’ and ‘mocking’ as a result of having HIV: 

 

I noticed when I recycle rubbish I tear all my name off the cardboards, because, 

you know, there is lots of cartons on all that anti-retrovirals…It takes me ages to 

destroy any evidence so no one can see my name on HIV boxes in the recycling 

bin outside my flat. (Older gay male) 

 

Judgements made about HIV status were also combined with discrimination due to 

sexual orientation: 

 

… I was asked to leave (employment at a school) as a result of homophobic hatred 

stirred up by one colleague…the guy had whipped up so much hatred that I had to 

leave. Five teaching agencies have refused to put me on their books because of 

HIV status. (Gay male, aged 59) 

 

Discrimination was also felt from family and friends: 

 

…when I had my brain haemorrhage, and the hospital had to get in touch with my 

brother, and the response that I got from him was ‘we don’t want to know. Just 

when he dies put him in a bin bag and burn him’... (Older gay male) 

 

Participants also felt judged and like they were treated differently by medical 

professionals who were ‘freaked out’ about them being HIV positive. This theme was 

particularly relevant for heterosexual females from which most of the quotes for this 

theme came. Disclosure within the medical setting was also difficult, leading to 

professionals being over precautious or unthoughtful in their approach. This also links to 

the theme about a comparison to normal ageing: 
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I asked the consultant what could I do in terms of hot flushes and feeling 

exhausted…and was quite shocked at his response which was ‘I don’t really know 

much about middle-aged women with HIV; my area of expertise is black Africans 

and the gay community.’ I just found that so dismissive. …There are a lot of doors 

that are shut for people whose face doesn’t fit. (Heterosexual female, aged 51) 

 

This felt discrimination and judgement from doctors was also identified by participants 

across settings with other professionals including dentists: 

 

Dental care was a nightmare to get. [I got] ridiculed and embarrassed due to my 

disclosure. (Gay male, aged 57). 

 

Ageing with HIV 

The fourth theme was age itself. Participants talked about their experience of ageing with 

HIV and the importance of the time at which they were diagnosed. Participants also made 

a comparison to normal ageing, including the similarities and differences. For example, 

some participants described difficulties in knowing whether physical issues are 

‘specifically HIV-related or just related to ageing’ (Single gay white older male, aged 57, 

diagnosed for 18 years) and the uncertainties around this because ageing with HIV is ‘a 

new phenomenon’ (58-year old MSM): 

 

Am I feeling tired because I’ve got HIV, or because of the side-effects of the drugs, 

or because of type 2 diabetes, or because of a stressful job or is it because I am 

60? (White British male, aged 60) 

 

Some participants felt that HIV had made them old before time, relating to a feeling of 

premature or accelerated ageing, being able to better identify with individuals older than 

themselves (e.g. joining elders groups), and a feeling of being ‘invisible’ in a gay 

community that is ‘about youth and beauty’: 

 

Gosh, right now, err… its living a life like an old person in what appears to be a 

young man’s body… being quite debilitating in many ways. (Older gay male) 

 

A number of participants expressed concerns about care and ‘fitting in’ to a care home 

as they got older. This included worries around stigma in the ‘older generations’ (cohort 

effects), and from care staff both towards being gay and HIV positive: 
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I fear hugely going into a home…I fear the attitudes towards HIV that I may find 

and ignorance from care staff. One of our HIV charity trustees died last year and a 

private care agency actually refused to provide him with care at home when he 

was dying of cancer … they did not want to come into contact with his bodily fluids 

… and if I get dementia … I may not be able to fight this disrespect and stigma or 

educate them on my care. (White heterosexual female, aged 57) 

 

Within this was a subtheme of HAART, differences were identified between participants 

who had been diagnosed before and after HAART was introduced. This varied from 

HAART being a ‘miracle’, to concerns about the side effects of the drugs ‘accelerating’ 

the ageing process, and the physical effects of lipodystrophy causing people to ‘stare’: 

 

With lipodystrophy you might as well have AIDS tattooed on your 

forehead…people just stare at me all the time, that I become frightened to leave 

the house … also, old and wrinkly is not a good look, so the chances of meeting 

anyone who fancies you decrease with time and combined with the death of most 

of my friends in the ’80s and ’90s, means that there is no one left alive to be friends 

with. (Gay male, aged 59) 

 

Related to HAART was the theme of Lazarus syndrome: participants described the 

difficulty in getting their head around the prospect of a longer life when they thought they 

would die young, the ‘missed opportunities’ having not made plans for old age (e.g. a 

pension), and losing the reason for living on: 

 

So it wasn’t an easy process, coming to terms with thinking about your future again 

when you felt previously it had been closed off to you. And it’s thrown a lot of people 

into a tail spin…It’s almost like you missed opportunities to make the best plans for 

future old age…you’ve got to give yourself reasons for going on because the 

paradox here is that while you’ve been given the means of living on, in a lot of 

cases, the reasons, the rationale, has been taken away. (Single gay black male, 

aged 69, diagnosed for 23 years) 

Future 

The final theme participants talked about was the future. Uncertainty, apprehension and 

unpredictability was a big part of this, including the difficulty seeing a future and having 

not made plans because they had not expected to live (related to Lazarus syndrome). 

The unknowns of living into old age with HIV were also a concern, such as the reactions 

of care home staff to an older person with HIV as previously discussed, and the effects 

of HAART: 
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…uncharted waters, as until relatively recently HIV people didn’t grow old. (White 

British male, aged 58) 

 

Related to this was a fear of the future and what it would bring. This included fears that 

are common for older adults in general (e.g. financial, care, family and children), as well 

as specific fears around a future with HIV: 

 

… but I might have ten more years of being okay. No one knows, so that’s a fear. 

Because I’ve had this virus for so long that it’s got to end. It’s like it hangs over you. 

I do feel that a lot more as I become older. … So I think it’s the fear of how much 

longer have I got? (White male, aged 52) 

 

Positively, participants also expressed a sense of optimism for the future as a result of 

being HIV positive and linked to HAART, ‘living in the present’ and ‘living again’: 

 

It’s the only thing I’m hanging on because I’ve got my life back, at least I can walk 

tall, I don’t have to be scared. I discovered that I am not going to die soon, I am 

going to live… (Black African, aged 51) 

 

Discussion 

This is the first meta-synthesis to bring together the experiences of stigma for older 

people living with a diagnosis of HIV in the UK. Key themes will be discussed, a 

conceptual model of perceived stigma specific to older adults will be described, and 

implications for services and future research will be explored. 

 

Key themes arising from this meta-synthesis include: the positive (e.g. support) and 

negative experiences (e.g. rejection) from both within and outside of the HIV community;  

the practical and emotional impact of HIV; difficulties with discrimination, judgement and 

managing disclosure both within society, personal lives and with professionals; ageing 

with HIV including a comparison to normal ageing, perceived cohort stigma and the 

impact of medication; and future uncertainty and fear, as well as an element of optimism. 

A number of the themes identified for older adults (e.g. discrimination) are also shared 

with younger PLWH in the UK (Elford, Ibrahim, Bukutu, & Anderson, 2008a). However, 

these may be even more pertinent for older adults who generally have significantly higher 

rates of social isolation, loneliness, health concerns, and suicidal ideation (Davidson & 

Rossall, 2015; Vance, Struzick, & Raper, 2008). Additionally, a number of risk factors 

are associated with increased likelihood of mental health difficulties for older adults. 
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Given that people with HIV generally have a higher risk of psychiatric illness (Kohli et al., 

2006), these risk factors are particularly pertinent for older adults with HIV, including: 

impaired health, and experiencing stressful life events (Wolitzky-Taylor, Castriotta, 

Lenze, Stanley, & Craske, 2010).  Given these significant risk factors, suicidal ideation 

is likely to be even higher in stigmatised older PLWH (Parker & Aggleton, 2003; 

Robertson, Parsons, Van der Horst, & Hall, 2006). 

 

There is an important intersection between HIV and ageing which leads to increased 

discrimination. Research in the US describes a ‘double jeopardy’ of ageism and HIV 

stigma, which leads to experiences of rejection, social isolation, discrimination and 

stereotyping (Emlet, 2006). This process appears to be similar in the UK population, as 

found in this meta-synthesis and in Sherr et al.’s (2009) study of British older people with 

HIV reporting increased physical and psychological burden than younger people. 

 

Whilst these experiences were described by older adults with a diagnosis of HIV, it is 

important to consider other factors, including race, gender, sexuality and ethnicity. These 

cannot be separated and are intersectional. This is reflected in the social demographic 

subtheme that found that stigma is often context specific, and is different for a 

heterosexual woman to a gay man, for example. 

 

The conceptual model of perceived stigma older adults with HIV 

Given the research findings, the conceptual model of perceived stigma in HIV (Berger et 

al., 2001) has been adapted to comprise  elements specific to older adults (see Figure 

4). The impact of social demographic includes a number of elements specifically relevant 

to older adults, including age and time since diagnosis. It also includes components 

relevant to the general population with HIV, including health concerns, ethnicity and race, 

gender and sexuality. It is the intersection of these components which can increase the 

impact of stigma and discrimination for older PLWH. For example a mix of ageism, racism 

and sexism.  

 

Stigma and discrimination was felt from both within and outside the HIV community (e.g. 

family and friends, professionals). These are all potentially increased by cohort effects; 

individuals born before the 1960’s (who are likely to be peers to the older PLWH) hold 

more homophobic and HIV phobic attitudes (Lyons, Pitts, Grierson, Thorpe, & Power, 

2010). Changes to self-concept was not raised by older PLWH specifically. The original 

model separated out self and society whereas this meta-synthesis found them to be 

interconnected, e.g. old before time is relevant both to ageism and the self as older.  
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The impact of stigma can be widespread, including future uncertainty, social and 

emotional functioning, and psychological burden. As previously discussed, some 

elements are similar to those experienced by younger PLWH, but may be magnified 

through ageism, isolation and increased health difficulties (Davidson & Rossall, 2015). 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 4. Conceptual model of perceived stigma in HIV for older adults. 

Service implications 

A strong theme within the papers reviewed was around stigma and discrimination from 

health care professionals. Research suggests that there are a number of barriers to 

General Practitioners (GPs) and practice nurses discussing sexual health with older 

people (Gott, Galena, Hinchliff, & Elford, 2004; Gott, Hinchliff, & Galena, 2004). These 

include: sexual health not being seen as relevant for older people; health professionals 

not wanting to cause offense and feeling uncomfortable approaching the subject; and 

feeling that they have not received appropriate training to do so (Gott, Hinchliff, et al., 

2004). Other barriers include talking to people of the opposite gender, from a different 

culture (i.e. Black and ethnic minority groups as the majority of health care professionals 

are white), and of a different sexuality (i.e. non-heterosexual patients).  

 

This literature review did not aim to make a direct comparison to US research, however 

evidence from the US proposes that social isolation and depression could be reduced 

through increasing strategies to make disclosure of HIV status easier for older adults 

(Vance & Burrage, 2006; Vance et al., 2008). This suggests health professionals working 

Social demographic 
 

The intersection between: 

 HIV status 

 Age 

 Time since diagnosis 

 Health concerns 

 Ethnicity & race 

 Gender & sexuality 

Sources of stigma 

 Within or outside the HIV community 

 Family and friends 

 Professionals (e.g. medics, dentists) 

 Cohort effects 

Impact 

 Future – uncertainty 

 Emotional – fear, loss 

 Psychological – anxiety, depression 

 Social – isolation, rejection, financial, work  
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with older adults and/or people with HIV would benefit from additional training to increase 

their confidence in this area. Given that primary care was the area showing the highest 

levels of HIV discrimination in the past year (Power et al., 2010), further research to 

understand health practitioner’s attitudes towards and understanding of older adults with 

HIV specifically would be of great value. 

 

Additionally, older adults described the support and rejection they had experienced from 

both within and outside the HIV community and the impact this had on their emotional 

wellbeing. Older PLWH have a number of disadvantages from social care and housing 

problems, poorer health and significant financial issues (Power et al., 2010) as well as 

weaker social support systems (Shippy & Karplak, 2005). Opportunities to attend support 

groups set up by supportive services specifically for older people could be beneficial with 

the aim of increasing self-efficacy and decrease stigma (Beer et al., 2014). This has been 

shown to increase resilience and have a positive impact on long term health and 

wellbeing for older people (Ong & Bergeman, 2004). The Health, Wealth and Happiness 

pilot project run by the Terrance Higgins Trust (2015) offered support, advice and 

counselling to older PLWH with positive results, including improved mental health and 

reduced social isolation. A number of forums (e.g. Positively Ageing Forum 

http://www.pafhiv.org.uk/) are also aiming to support older PLWH. Despite the growing 

need, funding for HIV care has been cut significantly in recent years (NAT, 2015).  

Policies for the future care of older gay men need to go beyond the ‘heterosexual 

assumption’ to ensure positive support (Heaphy & Yip, 2006). 

Research implications 

Given the significant increase in the number of adults ageing with HIV (BHIVA, 2009), 

the substantial increase in new diagnoses in recent years (Aghaizu, Brown, Nardone, 

Gill, & Delpech, 2013) and the increased risk of HIV acquisition for older adults (Kohli et 

al., 2006) further research in this area is imperative. This meta-synthesis has identified 

significant gaps in the literature with regards to the stigma experienced by older adults 

with HIV in the UK, with the majority of research focused on gay males.  

 

Further research in the UK with more diverse groups including females, heterosexuals 

and older black and minority ethnic groups is required. This is particularly important given 

that the social demographic of older groups of people with HIV is likely to change in the 

future to more representation from these ‘forgotten’ groups (Sherr et al., 2009). This 

meta-synthesis identified limitations in recruitment methodology, which was often limited 

to specific groups (e.g. gay males) and regions (e.g. London). Expanding recruitment 

strategies and engaging minority groups (e.g. Powers et al., 2010 ‘survey completion 

parties’) will be beneficial. 

http://www.pafhiv.org.uk/
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A number of barriers to the lack of research with older adults with HIV have been 

identified, including variations in the definition of ‘older adults’, time of diagnosis, and 

research methodologies. The definition of ‘older adults’ within the HIV literature 

(generally age 50) is different to the age the National Health Service (NHS) considers 

‘older’ (generally age 65 and above). This is due to the precedent set by the US Centers 

for Disease Control’s original age stratification of HIV/AIDS (Poindexter & Emlet, 2006). 

Elford et al. (2008b) identified possible differences between those diagnosed with HIV 

before or after they turned 50. It is therefore important for research to include time since 

diagnosis and chronological age, as also suggested by Owen and Catalan (2012). In 

addition, a large amount of HIV research is conducted online (e.g. Sigma) and therefore 

potentially only attracts the younger population. 

 

It is important to note that this review focussed on stigma and discrimination and some 

older adults with HIV were optimistic about the future. These more optimistic voices are 

underrepresented in the papers analysed, thus it would be worthwhile conducting an 

investigation into the resilience and acceptance that might be created by living with HIV 

over decades. It could be hypothesised that research is biased by professionals’ own 

judgements about the difficulties experienced by older adults living with HIV. 

 

This literature review did not aim to make a direct comparison between research from 

the UK and the US. Therefore future research directly examining the similarities and 

differences, including how US research may or may not be applicable to older adults with 

HIV living in the UK is required. 

 

Limitations of review 

The small amount of research in this area and the strict inclusion criteria used in this 

meta-synthesis produced only a small number of research articles for analysis. The data 

that was available were the quotes selected by study authors in their papers to best 

represent their analysis. For example, the quotes presented are likely to be those that 

best represent the resulting themes of the paper and best support the authors’ 

understanding of the data. Additionally, it is possible that the authors of the original 

papers identified dominant themes from occasional comments that were given equal 

weight to those about which many participants spoke, thus potentially biasing the meta-

synthesis. However, it is also acknowledged within qualitative research that the number 

of instances a theme occurs does not necessarily equate to its importance (Braun & 

Clarke, 2006). 
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Given these limitations, quotes from all 142 participants from across the studies were 

not included within this meta-synthesis. It is recognised that when conducting a meta-

synthesis the researchers will be limited in this way, and only able to analyse the data 

already interpreted by the original paper authors. It is possible that by contacting the 

authors, original data may have been available. However, it was beyond the scope of 

this study to approach the authors to request access to their transcription data. 

Additionally, this may not have been possible because of the original ethical approval of 

previous studies protecting participant confidentiality. Therefore, other themes relating 

to being an older adult living with HIV may have been missed by conducting a meta-

synthesis.  

 

The literature search itself may have been limited by the parameters of the search terms 

used, for example using ‘AIDS’ as a search term, and including region ( e.g. “United 

Kingdom” OR “UK” OR “Great Britain” OR “Northern Ireland” OR “Wales”). It is possible 

that papers published in these geographical locations may not have specific this in the 

paper title or abstract, therefore restricting the search. However, secondary searches 

using reference lists of key papers, and through contacts with experts in the field did not 

reveal any additional studies.  

 

Summary 

This is the first meta-synthesis to bring together the experiences of stigma for older 

people living with a diagnosis of HIV in the UK. The key themes identified have 

implications for health professionals working within both services for older adults and 

HIV, including the need for additional staff training and support for older people with HIV. 

Important directions and considerations for future research were identified.   
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Background 

Pulmonary Arterial Hypertension (PAH) is a rare, life limiting and debilitating condition 

which ultimately leads to right heart failure and premature death (Galiè et al., 2009). 

Symptoms include dyspnoea, fatigue, chest pain, syncope, and peripheral oedema (Rich 

et al., 1987). Unsurprisingly, prevalence rates for anxiety (20-40%; Löwe et al., 2004; 

Shafazand, Goldstein, Doyle, & Gould, 2004; White, Hopkins, Glissmeyer, Kitterman, & 

Elliot, 2006) and depression (21-55%; Badesch et al., 2010; Looper, Piere, Dunkley, 

Sigal, & Langleben, 2009; McCollister et al., 2010; White et al., 2006) are high for patients 

with a diagnosis of PAH. Recent research has also highlighted difficulties with everyday 

functioning including relationships, finances, and social isolation (Guillevin et al., 2013).  

Other challenges include a perceived lack of understanding from others, uncertainty 

about the future, and coping with invasive treatment regimes (Yorke, Armstrong, & 

Bundock, 2014). There is preliminary evidence to suggest that interventions such as 

progressive muscle relaxation can effectively reduce levels of anxiety and depression 

and improve quality of life for patients with PAH (Li et al., 2015). 

 

Cardiac catheterization (CATH) is an outpatient procedure used to confirm the diagnosis 

of PAH, evaluate the severity of impairment, and indicate when specific drug therapy is 

required (Galiè et al., 2009). The procedure involves the insertion of a catheter into the 

right atrium of the heart through a cannula in the femoral vein. Research suggests that 

the procedure can be highly anxiety provoking and stressful due to practicalities such as 

long waiting times, insertion of the catheter, and needing to lie still for long periods of 

time (Harkness, Morrow, Smith, Kiczula, & Arthur, 2003; Peterson, 1991). Other key 

psychological factors identified are a lack of perceived control, the possibility of an 

uncertain future and medical complications, beliefs about the competence of health 

professionals and efficacy of the technology used, and a range of personal coping 

strategies (Caldwell, Arthur, Natarajan, & Anand, 2007). Patients can also perceive the 

procedure as a traumatic event, with a risk of serious complications including death 

(Beckerman, Grossman, & Marquez, 1995). Notably, research suggests that patients are 

often poorly informed about the procedure and its risks (Fraser, 1984), and view 

themselves as being ‘passive participants’ in the procedure (Caldwell et al., 2007). 

Illness representations 

Accordingly, therefore, it seems important to better understand patients’ subjective 

beliefs about CATH and their preparedness to undertake it, not least in view of the 

inescapable necessity to integrate the procedure into their lives at regular intervals.  A 

number of models of illness representations deconstruct and make sense of illness in 

different ways. Leventhal, Meyer and Narenz’s (1980) Self-Regulatory Model (SRM) 

offers a theoretical framework to help formulate subjective beliefs, representations and 
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coping responses in the face of health threats (see Figure 1). The model posits that 

individuals’ cognitive and emotional mental representations of an illness or health threat 

is based on concrete and abstract information of illness stimuli, including: 1) ‘lay’ sources 

(e.g. cultural knowledge and social communications); 2) external social environment 

(e.g. parents or doctors) and; 3) current experience of illness (e.g. somatic and 

symptomatic information). It is the interpretation of this information that forms the process 

of help seeking, coping strategies and illness management (Bishop & Converse, 1996). 

The content of a cognitive illness representation can be ordered into a number of belief 

dimensions: causal attributions (biological, emotional, environmental, psychological); 

perceived consequences (impact on quality of life/function); coherence (knowledge and 

understanding of the condition); identity (beliefs about the illness label and knowledge of 

symptoms) and timeline (course/timescale of illness) (Linz, Penrod, & Leventhal, 1982; 

Meyer, Leventhal, & Gutmann, 1985).  

 

The illness representation acts as a ‘filter’ for available information and impacts on coping 

strategies and styles; for example in a meta-analysis, Hagger and Orbell (2003) suggest 

that perceiving the illness as controllable is related to active or problem-focused coping 

and adaptive psychological well-being. On the other hand, low perceived control has 

been associated with avoidance coping and denial and increased psychological distress 

(Hagger & Orbell, 2003). Illness perceptions are also key in guiding coping strategies 

and illness related behaviours including treatment and medication (Petrie & Weinman, 

2006). 

 

Figure 1. Leventhal et al (1980) SRM of Illness Representations. 
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Alongside an assessment of patients’ subjective beliefs and coping responses, it is 

crucial to draw upon the beliefs and experiences of the health professionals seeking to 

support people undertaking this challenging procedure. Research suggests that 

clinicians can have very different views to the patients experiencing illness; for example, 

health care professionals can underestimate quality of life, and overestimate 

psychological difficulties (Lampic & Sjoden, 2000). It is important for professionals to 

understand their own biases and the individual preferences of each patient (Wessels et 

al., 2010). The dimensions of the SRM offer theoretical utility in framing an understanding 

of professionals’ perspectives in relation to their patients’ experiences. A shared 

understanding between patients and professionals is vital to promote collaboration, trust 

and a culture of mutual learning to ultimately benefit the service and patients (Foot et al., 

2014). Moreover, it seems likely that patients’ psychological coping responses will be 

contingent, in significant part, upon the attitudes, beliefs and interventions of the 

healthcare professionals seeking to support them through these procedures 

(Greenhalgh, 2009). 

Self-management 

The Department of Health (DoH, 2006) guidance for supporting people with long-term 

conditions emphasises the importance of the patient developing a coherent 

understanding of their condition, thereby facilitating self-management skills and 

enhanced quality of life. A key focus, therefore, is on the shift in the role of the health 

professional from the ‘professional expert’ (instructing and deciding) to ‘guide’ 

(supporting and advising) (Greenhalgh, 2009). Healthcare professionals are key in using 

their skills to enable the patient to feel engaged, empowered and motivated (The Health 

Foundation, see Figure 2). 

 

Figure 2. The Health Foundation, Self-management support diagram. 
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The current study 

In preliminary discussions, nurses and medical Consultants at the PAH service at the 

Royal United Hospital (RUH) Bath talked about their understanding of patients’ concerns 

around the CATH procedure. These included worries and fears about exposing their 

body, how the procedure will feel and if it will hurt, what effect it might have on their heart, 

lying flat for a long time, being left alone after the procedure, and the risk of dying. When 

patients are referred for the procedure they receive a leaflet explaining it and can talk to 

the nursing staff over the telephone. Nurses within the department routinely spend 

considerable periods on the telephone to patients helping them prepare emotionally for 

the procedures, often confronted with high levels of anxiety. Accordingly, the nursing 

team and medical Consultants have a vital role to play in terms of providing psychological 

and emotional support, with a view to promoting patients’ coping and self-management 

skills. 

Aims 

The main aims of this research were to offer recommendations for service improvement 

through the exploration and understanding of: 

 professionals’ beliefs and perspectives in relation to patients’ positive coping 

strategies for the CATH procedure; 

 professionals’ role in promoting adaptive self-management amongst their 

patients, how they support preparation for the procedure and their confidence in 

providing psychological support; 

 professionals’ beliefs about the psychological impact of the procedure, their own 

training needs and self-care, care-pathways and when to refer to Clinical 

Psychology. 

 

Method 

Ethical approval was given by the University of Bath ethics committee for this project 

(Reference Number: 14-162). It was also registered on the RUH Bath NHS Foundation 

Trust audit database (ID number: 2385, see Appendix 7). 

Participants 

Health professionals from the respiratory Pulmonary Hypertension (PH) team (8 staff 

members), CATH lab team (17 staff members), and Medical Therapies Unit (MTU; 12 

staff members) were invited to participate. Ten key professionals involved in the CATH 

procedure took part. This included: 
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 Respiratory PH team (six professionals): 

o three PH Clinical Nurse Specialists 

o two PH Respiratory Consultants 

o one PH Coordinator 

 CATH lab team (four professionals): 

o three Cardiac Nurses 

o one Cardiac Consultant 

One of the PH Clinical Nurse Specialists also worked at the MTU. No other professionals 

from this team participated. 

Measures 

Semi-structured interviews were designed in parallel with a joint project which was 

focussing on patient experiences of positive coping with the CATH procedure. The aim 

of the interviews was to understand how best to support people psychologically and 

emotionally, from a professional and patient perspective. The design of the interviews 

was guided by the belief dimensions in the SRM (see Appendix 8 for draft questions and 

Appendix 9 for the finalised staff interview schedule). The interview itself consisted of 22 

questions in the following areas: timeline, beliefs and decision-making about the 

procedure, perceived control, coping and self-management skills, consequences 

(physical, psychological, social, and economic), illness identity, coherence, and 

emotional representations.  

Procedure 

Meetings were set up with the respiratory PH team and the CATH lab team to inform 

them of the research though a short presentation and information sheets (see Appendix 

10). The MTU were invited but were not available to attend these meetings. 

Professionals were given the option of giving informed consent at the meeting or taking 

the information away to consider. The consent form (see Appendix 11) asked for their 

contact details which were used to arrange appointments to conduct the interview, at a 

time and place suitable for the staff member. They were also asked to consent to the use 

of audio recording equipment to record the interview. The option of focus groups was 

offered, however due to staffing constraints, interviews were conducted on a one-to-one 

basis, all within the hospital setting. The interviews were conducted by the first author 

between June and September 2014 and lasted between 15 minutes and 40 minutes. 

 

Data analysis 

Interviews were transcribed verbatim, and analysed qualitatively using thematic analysis 

(Braun & Clarke, 2006). The analysis was theoretically driven and aimed to look at a 

detailed account of one aspect of the data; self-management and positive coping around 
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the CATH procedure, based on the SRM. A semantic approach was used to look 

explicitly at what was said by the professionals, and interpreted in relation to the 

literature. An essentialist/realist approach looked at the direct relationship between 

meaning and experience and language. Although the SRM of illness perceptions had 

been used to develop the interview schedule, the interview questions and structure was 

taken away for the analysis. This meant that the findings were iterative rather than being 

rigidly constrained by the framework of the model. 

 

Once the interview responses had been fully transcribed and read repeatedly, initial 

codes and points of interest were noted down. Each transcript was then coded in a 

systematic fashion, collated into potential themes, reviewed, and further defined and 

named. This resulted in main (super-ordinate) and underlying (sub-ordinate) themes. At 

this stage, a second researcher who had not been immersed in the data coded the 

transcripts into main themes to ensure inter-rater reliability. A number of themes were 

merged or removed, depending on their relevance to self-management and positive 

coping. The themes were cross checked and triangulated with an experienced qualitative 

researcher to ensure analytic rigour. 

 

Findings 

The analysis resulted in four super-ordinate themes and six sub-ordinate themes (see 

Table 1 for a summary of themes and Appendix 12 for the map of themes). The super-

ordinate themes were: acknowledging individual differences, a journey, the patient/staff 

relationship, and information and understanding. These themes will be discussed in turn 

using direct quotations to illustrate them (see Appendix 13 for the complete set of super-

ordinate and sub-ordinate themes identified and additional illustrative quotes). 

 

Table 1 

Summary of super-ordinate and sub-ordinate themes 

 
Super-ordinate  

 
Sub-ordinate 
 

 
Acknowledging individual differences 

 
Past experiences 
Personal coping style 
 

A journey Patient journey 
Staff journey and service constraints 
 

Patient/staff relationship 
 
 

 

Information and understanding 
 

Information giving 
Openness around the procedure 
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Acknowledging individual differences 

This super-ordinate theme ran throughout all of the other themes described by health 

professionals. They commented on the importance of individual past experiences, 

particularly in relation to health difficulties and procedures. Professionals described how 

these experiences and preconceptions impacted on patients’ perception and coping 

around the CATH procedure, both in the present and in the future. 

 

Past experiences. Within the theme of acknowledging individual differences was 

the sub-ordinate theme of past experiences. An initial theme of stories/knowledge from 

others was merged into past experiences as these stories were considered to become 

part of the individual’s overall past experience. Professionals described how patients’ 

view of the CATH procedure was dependent on their individual previous experiences of 

the procedure and other medical difficulties and procedures they had been through: 

 

I think it helps when people have been through, have had experience of medical 

things before, so usually people who cope fairly well are people who have perhaps 

had other things done to them and don’t necessarily expect things to run smoothly, 

but they can cope with it.  (Consultant Cardiologist 1) 

 

Hearing about other people’s experiences and stories, such as family members and 

meeting others on the ward were also important: 

 

If they know someone who’s had it done that can be helpful, I suppose it depends 

on the experience of that person it could be good or bad, but assuming the person 

they speak to has had a good experience then often that can be reassuring as well. 

(Consultant Cardiologist 2) 

 

Generally, if patients had had a positive first experience, then coming back again caused 

‘far less anxiety’, although this often ‘depends on the patient’ (Consultant Cardiologist 1). 

 

Personal coping style. Another sub-ordinate theme within acknowledging 

individual differences was personal coping style. Health professionals acknowledged 

that despite patients’ previous experiences, their coping style also had a big impact on 

how they managed the procedure (e.g. ‘avoidant’, ‘laughing and joking’, ‘wanting all the 

details’, ‘laid back’, ‘tense’) and it was therefore important to treat them as an individual: 

 

Some people want to know all the information and some would rather not know, 

you know…it’s the same when they go into the CATH labs, some people will be 



 

45 

really interested in what going on in the procedure and want to watch it on the 

screen and things like that, and some people just want to block it out. (Respiratory 

Nurse Specialist 1) 

 

A journey 

This second super-ordinate theme represents the patients and the professionals’ journey 

through and within each of the different teams (e.g. Respiratory, MTU, CATH lab). This 

includes the practical and emotional issues and consequences for both health 

professionals and patients, before, during and following the procedure.  

 

Patient journey. Professionals described the patient’s journey through the teams 

and the emotional and practical consequences of each of these stages. Emotional 

consequences covered a huge range and included feeling ‘scared’, ‘apprehensive’, 

‘frustrated’, ‘traumatised’, ‘upset’ and ‘shocked’, as well as ‘hope’, ‘acceptance’ and 

‘relief’. Practical consequences included the impact of the procedure on the day (e.g. 

travelling), the fear of the results and a potential diagnosis, a gateway to treatment, the 

impact on daily life (e.g. work), and uncertainty for the future: 

 

I’m sure they must think about it a lot before the procedure, and then when they 

come in they will be thinking about it, so it’s really important they get a good first 

impression and they feel relaxed…they probably also worry about the results, 

what’s it then going to lead to…and any worry about dying and serious illness is 

bound to bring other emotions up as well, so when they go home I’m sure there 

are a lot of thoughts going round their heads. (Respiratory Nurse Specialist 2) 

 

Staff journey and service constraints. Professionals described their journey 

alongside the patient (e.g. giving reassurance, holding their hand), and the 

communication between their team and the other teams the patient would meet along 

the way (e.g. Respiratory, MTU, CATH lab). They also talked about some of the 

constraints to meeting patient needs (e.g. cancelations, time): 

 

…there are several tiers of service that actually work with this procedure and that’s 

sort of again a necessary problem, because in terms of the sort of preparation of 

the test it used to be done by the pre assessment nurses who actually work 

upstairs. They weren’t really adequately resourced to provide this, and it was extra 

work for them. (Respiratory Nurse Specialist 3) 
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Patient/staff relationship 

Health professionals described the importance of the relationship and bond between 

themselves and the patient, including a sense of ‘duty’ to care for them, to reassure them, 

and to keep them safe. They talked about the support they give around practicalities (e.g. 

details of the procedure) and to promote dignity: 

 

… it’s more how you rapport with them, it’s not what you say it’s how you say it, 

they want to trust the health care profession, the health worker, and if they trust 

them, and if they come across as honest, if they come across as sincere, caring, 

empathizing, then it’s easy to win them over…so the key is that relationship 

building. (Staff Nurse 1) 

 

The sub-ordinate theme of ‘family’ was removed as professionals only briefly mentioned 

practicalities around family bringing patients to appointments and staying with them, 

alongside their own lack of capacity to support family members. This response was 

directly in answer to the question asked about family support and not in relation to any 

other questions. 

 

Information and understanding 

The final theme highlights professionals wanting to give as much information as possible 

to patients (e.g. verbally and through leaflets) and ensuring they understand specific 

details of the procedure. 

 

Information giving. Within this super-ordinate theme was the sub-ordinate 

theme of information giving. Professionals were keen to give as much information to 

patients about the procedure as possible; from being told they need to have the 

procedure, to having it explained in more detail along their journey through the teams, 

being honest about what to expect, and being given information leaflets to take home: 

 

…we’ve got written information as well, we’ve got leaflets, and we just talk through 

it all and see if there are any questions…I  think it’s just important to keep them 

updated, so if there are delays and things like that, you know, tell them and be 

honest with them, and give them a realistic expectation. (Respiratory Nurse 

Specialist 1) 

 

Openness around the procedure. Another sub-ordinate theme was openness 

around the procedure. The initial sub-ordinate theme of ‘normalising’ the procedure was 

merged within this theme. Professionals promoted honesty towards their patients, 
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particularly in relation to the details of the procedure itself. Again this was gauged 

depending on individual wants and needs: 

 

Sometimes it can be the smallest thing, one thing for instance is when they are on 

the table, you know the table moves, and that’s an odd sensation, you know if you 

don’t warn them beforehand that it’s going to move, moving when their lying flat 

that’s a bit of a surprise… (Consultant Cardiologist 2) 

 

The sub-ordinate theme of ‘choice’ was removed altogether due to limited examples in 

the data, and because choice was not always possible to offer. Professionals promoted 

choice as far as possible in terms of allowing patients to make an informed decision. 

However, patients were sometimes told that they need to have the CATH procedure to 

help to give them a diagnosis or to offer treatment options. Despite professional’s best 

efforts and intentions, practicalities such as time pressure often limited the amount of 

choice that could be offered to patients. 

 

Discussion 

This is the first research study that has explored health professionals’ perspectives and 

beliefs on positive coping strategies and self-management for patients with PAH 

undertaking the CATH procedure. It has important implications for the PH and CATH 

service in increasing patient control, choice and positive coping for those patients who 

find the procedure more difficult. 

 

Previous research had suggested that patients can find the CATH procedure anxiety 

provoking due to waiting times, needing to lie still for long periods, and insertion of the 

catheter (Harkness et al., 2003; Peterson, 1991). Additionally, patients’ perception of an 

uncertain future, possible medical complications and personal coping strategies play a 

key role (Caldwell et al., 2007). The current study has shown some similar findings in 

healthcare professionals’ perceptions of the importance of their ability to identify and 

acknowledge patient’s past experiences and personal coping style. Professionals also 

identified the importance of the practical and emotional journey they and the patient 

experience on the day of the procedure itself and following the procedure (e.g. diagnosis 

and treatment). A central element to this journey is the relationship between patients and 

professionals, and staff’s ability to gain the patients trust and build a positive rapport with 

them.  

 

It is also important to note that despite the questions asked (e.g. Can you describe the 

emotional impact that the procedure has upon patients and upon you as clinicians 
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supporting the patients?), emotional issues were not openly discussed by professionals. 

This could be due to the busy and pressurised hospital environment in which they are 

working, with much more focus on the practicalities of care, as well as staff becoming 

more familiar with and perhaps more blunted to anxiety provoking procedures such as 

CATH. It is also possible that staff were avoiding the emotional impact of the procedure 

upon both themselves as clinicians supporting patients through the procedure, as well 

as the emotional impact on the patients themselves. 

 

Despite the structure of Leventhal et al’s (1980) SRM of illness representations being 

taken away for the analysis, a number of the findings fit well with the model. The model 

proposes that the patients view of the procedure is based on ‘lay’ sources of information 

and coherence (information and understanding), social communication and causal 

attributions (past experiences), the external environment (staff/patient relationship) and 

current experience of illness. Identity (personal coping style) and perceived 

consequences and timeline (the patient journey) are also important attributions (Linz et 

al., 1982; Meyer et al., 1985). This suggests that acknowledging individual differences, 

promoting the patient/relationship, and increasing patient knowledge and understanding 

will impact on the individual’s subjective mental representation of their illness, the 

procedure and possible treatment outcomes. 

Self-management and positive coping 

A number of the themes described by professionals were similar to those which emerged 

from the parallel patient interviews (see Appendix 14 for a summary of patient themes). 

Both professionals and patients talked about the importance of interpersonal factors and 

the staff/patient relationship, including the value of informal chat, comfort and kindness 

(e.g. hand holding), being alongside the patient, and normalising their anxiety. Both 

groups also talked about the importance of recognising patients’ individual differences 

and experiences and the benefit of hearing about how other people had coped positively 

with the procedure. This shared understanding of interpersonal factors between patients 

and health professionals is important in promoting collaboration, trust and mutual 

learning, and shifting the role of the health professional from the ‘professional expert’ 

(instructing and deciding) to ‘guide’ (supporting and advising) (Greenhalgh, 2009). 

 

Healthcare professionals are key in using their skills to enable the patient to feel 

engaged, empowered and motivated, and to support self-management. The Health 

Foundation framework for self-management (de Silva, 2011) suggests that proactive 

initiatives which seek to increase self-efficacy and support behaviour change work best; 

for example, active provision of information, goal setting and telephone coaching (see 
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Figure 3). Higher perceived control has been found to be related to active or problem-

focused coping and better psychological outcome (Hagger & Orbell, 2003). 

 

 

Figure 3. Continuum strategies to support self-management. 

 

Recommendations and service implications 

Given the findings, key service improvements were proposed with the aim of promoting 

positive coping, self-management, involvement, choice, and control amongst patients 

undertaking the CATH procedure: 

 

 Individualised information provision – whilst patients need key information to allow 

them to make an informed choice about the procedure, it is recognised that some 

patients may like to know more and to have an opportunity to ask questions (e.g. by 

phoning the nurses). 

 Interpersonal factors – the value of the patient/staff relationship was acknowledged 

in promoting positive coping. This included informal chat and comfort, and being 

alongside the patient to normalise anxiety. A recommendation was made for this to 

be continued. 

 Learning from peers – the benefit of sharing patients’ experiences of coping with the 

CATH could be expanded through providing accounts from others, and reliable online 

resources. 

 Consultation with Clinical Psychology – patients reported that when they perceived 

something to have gone wrong with the procedure (e.g. something getting 

stuck/panic), this caused increased anxiety for future procedures. A recommendation 

was made to flag such cases to the team Clinical Psychologist. 
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 Practical recommendations – patients and professionals suggested practical 

recommendations to improve coping. This included distraction and a choice of music 

in the CATH lab, and magazines in the waiting areas. 

 Service constraints – is it important to acknowledge the impact of service pressures 

on health professionals and the differences between ‘ideal world’ solutions (e.g. 

having a specific staff member to follow the patient through each step of their journey 

through the teams) and what is practical within service constraints. 

 

Meetings were set up with the PH and CATH lab teams at the RUH to feedback and 

provide an improved understanding of optimal healthcare team interventions. The MTU 

were not able to attend this session, therefore written feedback was shared with them 

(see Appendix 16) and followed up by the team Clinical Psychologist. Health 

professionals were positive about the key themes and recommendations, which were in 

line with their expectations. They acknowledged that having additional resources to 

promote positive coping would be beneficial for the service, resulting in the development 

of the following: 

 

 Patient leaflet – direct accounts of patient experiences alongside photos (e.g. 

staff teams, CATH lab), to show the journey through the service, normalise 

anxiety, give practical advice (e.g. bring a book/music) and reliable information 

resources (see Appendix 16 for a draft leaflet). 

 Patient passport – a simple checklist of preferences which will accompany the 

patient through each step the service so that interventions can be tailored to 

reduce their anxiety. It includes questions about previous traumatic procedures 

(CATH or other), and their personal coping style (e.g. distraction/chatting/prefer 

to be left alone). It was agreed with the staff teams that the passport was not 

needed for every patient, but as a resource for those who were experiencing 

more difficulty (see Appendix 17 for a draft passport). 

 Video – professionals suggested producing a short video about what to expect at 

the hospital, the procedure itself, the CATH lab, and the teams. This will be 

available for patients who choose to access further information about CATH. 

 

It is important that implemented strategies are followed up on by health professionals 

within the service and that patients are central in this feedback. Service improvements 

will continue to be supported by the team Clinical Psychologist through on-going 

education and support for staff. 
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Limitations 

Qualitative methodology was used to collect the data meaning that it may therefore not 

be generalised to the wider population or applied in other health settings. This 

methodology does however give a very rich and detailed understanding of positive 

coping and self-management within the PH service at the RUH; an understanding which 

would have not been gained through quantitative methodology. Despite the limitations of 

qualitative research, staff teams thought that the findings may provide insights into how 

to support other groups of patients undertaking the CATH procedure. 

 

Two teams (respiratory PH and CATH lab) were primarily involved in this research. It 

was difficult to recruit members of the MTU team to participate, which may be in part due 

to the team being unable to attend the initial meetings to discuss the research. This 

shows the importance of face-to-face contact in the later recruitment of participants, 

particularly within the context of a busy hospital setting. The MTU also provides care for 

patients undergoing a wide range of procedures from different medical specialties (e.g. 

Respiratory, Gastroenterology, and Neurology). Therefore, attending meetings and 

participating in research related to a specific procedure (i.e. CATH) for patients with PAH 

is not likely to be a priority for them and may have impacted on recruitment. It is possible 

that the MTU team would have talked more about the immediate preparation and 

recovery from the CATH procedure because this is where patients are placed during this 

period. 

 

This research focussed on positive coping strategies, however professionals also talked 

about some individuals who do not cope so well with the procedure. Future research 

examining how the suggested recommendations impact on those who do not cope so 

well with the CATH, and understanding the impact of different coping styles in relation to 

this, would be worthwhile. It was also noted that staff did not talk specifically about 

emotional issues for themselves or patients in response to the CATH procedure. This 

was not something that was directly discussed in the feedback session with them, and 

is important to further consider. For example, discussing this with the team Clinical 

Psychologist and co-facilitating a session with staff to reflect on emotional issues not 

being discussed openly within the team, and how the team could think about this more 

within their day to day work. 

Conclusion 

This is the first study to examine health professionals’ perspectives on positive coping 

and self-management for patients with PAH undergoing the CATH procedure. It has 

important implications for patients who find the procedure more difficult, in increasing 

their sense of control, choice and positive coping. It has also given insight into the support 
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given by the health professionals in the PH service at the RUH Bath, and has relevant 

learning for other PH departments and patients undergoing CATH.  

 

Learning from key health professionals involved in the procedure at different stages, this 

study emphasises the importance of health professionals gauging an individual patients 

previous experiences and personal coping style, and ensuring openness and honesty 

about the procedure. It also highlights the emotional and practical journey experienced 

by professionals alongside the patients through the service, and the imperative role of a 

positive relationship between the patient and staff. 
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Background 

Autism Spectrum Disorders (ASD) are neurodevelopmental disorders characterised by 

qualitative impairments in social communication, and a restricted, repetitive pattern of 

interests and behaviours (American Psychiatric Association, 2013). It is estimated that 

1% of children and young people (YP) have ASD (Baird et al., 2006). Additionally, around 

70% of YP with ASD also experience high prevalence rates of anxiety disorders and 

depression (Kim, Szatmari, Bryson, Streiner, & Wilson, 2000; White, Oswald, Ollendick, 

& Scahill, 2009). The National Institute for Health and Clinical Excellence (NICE, 2013b) 

recommend adapted Cognitive Behavioural Therapy (CBT) for anxiety for YP with 

autism. Adaptations include training in emotion recognition, a structured approach (e.g. 

multiple-choice), regular breaks, involving parents/carers, and incorporating their special 

interest into therapy. There is emerging evidence supporting CBT to treat anxiety in YP 

with ASD (Ung, Selles, Small, & Storch, 2015). 

Prerequisites for CBT 

CBT is underpinned by the notion that thoughts, feelings, and behaviours (T-F-B) are 

linked. Emotional problems can arise when unhelpful thoughts or avoidance behaviours 

maintain negative affect. As part of CBT, people gather information about their T-F-B. 

Thus the ability to discriminate effectively amongst these phenomena, and understand 

the relationship between them is an essential or prerequisite competence for successful 

engagement (Reynolds, Girling, Coker, & Eastwood, 2006).  

 

Research proposes that typically developing children can identify key cognitions and 

emotions needed for CBT. For example; Quakely, Coker, Palmer and Reynolds (2003) 

found that 80% of children aged 7-8 years, and 100% of 10-11 year olds, could 

differentiate between thoughts and behaviours. Further, Quakely, Reynolds, and Coker 

(2004) found that using cues (e.g., puppets) with children aged 4-7 years improved their 

ability to make this discrimination. Additionally, children aged 5-7 years reported post-

event attributions, and linked thoughts and emotions (Doherr, Reynolds, Wetherly, & 

Evans, 2005). It is important to note, however, that this research focussed on non-clinical 

samples. To develop this further, Reynolds et al. (2006) found that children ‘at risk’ of 

developing a mental health problem were less able to discriminate between T-F-B than 

children at ‘low risk’. Notably, the authors suggest that metacognitive ability (i.e. to 

recognise, and to be able to think about the process of thinking) should be measured 

prior to engagement with CBT. 

 

Research suggests that children with ASD perform as well as typically developing 

children (age 7-12 years old) in their ability to differentiate between T-F-B, and cognitive 

mediation, but do not perform so well on emotion recognition (Lickel, MacLean, Blakeley-
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Smith, & Hepburn, 2012). This study, however, administered tasks designed for adults 

with an intellectual disability, meaning that scores were at ceiling level, and the task was 

therefore less sensitive at detecting group differences. Their task also focussed on 

emotion recognition in others, rather than internal emotion awareness; an important skill 

for CBT. Additionally, the children had not undertaken CBT. Lickel et al (2012) highlight 

the need for further research examining how performance on CBT skills tasks predict 

treatment outcome. 

Emotion Awareness 

Self-awareness is assumed not to be a unitary concept, spanning across both the 

psychological and physical self, as well as the relationship between the two; for example, 

‘theory of own mind’ refers to the ability to understand one’s own emotions, thought 

processes and beliefs, and make sense of our behaviours (Williams, 2010). Children with 

ASD are known to struggle with introspection, awareness of their own and others 

emotions (Tanaka et al., 2012; Williams & Happé, 2010). Emotion awareness has been 

defined as “an attentional process that serves to monitor and differentiate emotions, 

locate their antecedents, but ignore the physical arousal that is part of the emotion 

experience” (Rieffe et al., 2011, p. 656). Conversely, alexithymia is the limited ability to 

recognise, differentiate, and verbalise an individuals’ own emotions (Kooiman, 

Spinhoven & Trijsburg, 2002).  

 

Research with typically developing YP suggests that alexithymia and difficulties with 

emotion awareness (e.g. differentiating between emotions, communicating them to 

others, identifying their causes, and a focus on bodily arousal) are related to increased 

levels of depression, anxiety, and somatic complaints (Rieffe, Oosterveld, & Meerum 

Terwogt, 2006; Rieffe, Oowterveld, Miers, Terwogt, & Verena, 2008; Rieffe et al., 2010). 

In addition to this, groups of non-clinical YP with ASD show a number of differences 

when compared to typically developing YP. On an emotion identification task, children 

with ASD (mean age 10 years 2 months) have greater difficulty identifying and 

differentiating between their own emotions, as well as understanding the antecedents to 

their emotions (Rieffe, Meerum Terwogt & Kortonopoulou, 2007). Evidence from self-

report questionnaires also suggests that for YP with ASD (mean age 11 years 5 months), 

viewing emotions as important information in helping analyse a problem, and the 

awareness of bodily symptoms during emotional experiences contribute less strongly to 

the prediction of internalizing symptoms (Rieffe et al., 2011). Additionally, this study 

found that worry and rumination were less strongly predicted by a tendency to hide 

emotions from others for YP with ASD.  
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It is important to note, however, that measures of internalizing symptoms (such as 

depression, anxiety, worry and rumination) are dependent on emotion awareness itself, 

and may therefore be biasing the results of these studies. These studies also do not 

includes clinical samples of YP. Training in emotion recognition is recommended by 

NICE (2013) and can be improved with children with autism (e.g. Golan et al. 2010). 

However, no research to date has examined emotion awareness with YP with ASD who 

have attended CBT, or linked emotion awareness to the ability to identify thoughts, 

feelings, and behaviours. 

Socialisation to the CBT Model  

Alongside emotion awareness and the cognitive abilities to engage in CBT, YP need to 

be socialised to the model, i.e. to be able to: 1) apply principles; 2) express concordance; 

3) demonstrate explicit understanding and; 4) make active plans in accordance with the 

model (Daniels & Wearden, 2011; Roos & Wearden, 2009). Within the adult literature, 

socialisation to the CBT model had been defined as: 

 

“…the process by which a service user and clinician negotiate a shared 

understanding of the presenting difficulty. During the process, the clinician 

presents hypotheses and a formulation of the service-user’s symptoms and 

experience in terms of the model to be used for intervention. The therapist provides 

information concerning the practical implications of the chosen model of 

therapeutic intervention, to allow the service-user to fully engage with and 

understand both the therapeutic process and the rationale for intervention.” (Roos 

& Wearden, 2009, pp.343). 

 

Central to CBT is the concept of collaborative empiricism; working alongside the young 

person and their parents to develop a shared understanding of their difficulties, and a set 

of tools and principles which allow them to become a ‘self-therapist’ (Stallard, 2005). 

The Current Study 

The growing awareness of ASD and the high rates of comorbid disorders mean there is 

a greater need for effective treatments and to better understand treatment mechanisms 

(Wing & Potter, 2009). However, there is no evidence to suggest whether prerequisite 

skills for CBT, emotion awareness, or socialisation to the model are important in CBT 

with YP with autism. The current study therefore aims to assess emotion awareness and 

the prerequisites skills for CBT for YP with ASD, and how these elements relate to 

treatment outcome. 
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Aims 

This study aims to consider the emotional and cognitive prerequisites for CBT in YP with 

ASD by: 

1) Comparing levels of emotion awareness in YP with and without autism, and YP 

with autism who have attended CBT 

2) Developing a task to assess the cognitive prerequisites for CBT in YP with ASD 

without an intellectual disability 

3) Exploring whether the following are important in treatment outcome: 

a) Ability to distinguish T-F-B 

b) Emotion awareness 

c) Socialisation to CBT 

d) Psychoeducation 

Hypotheses 

 There will be significant differences on a task of emotion awareness between 

typically developing YP and YP with ASD. 

 There will be significant differences on a task of emotion awareness between YP 

with ASD who have not attended CBT, and YP with ASD who have attended 

CBT. 

 For YP with ASD who have completed CBT, there will be a significant positive 

association between ability to distinguish between and link T-F-B, therapy 

outcome, emotion awareness, psychoeducation, and socialisation. 

 

Method 

An independent-measures design was used with three participant groups to compare 

scores on an emotion awareness task. A within-subjects design was employed to 

investigate the association between prerequisite skills for CBT, emotion awareness, 

socialisation, psychoeducation and treatment outcome for the group with ASD who had 

attended CBT. Ethical approval was granted by the West of Scotland Research Ethics 

Service (ref. 15/WS/0111), the University of Bath Ethics Committee (ref. 15-156/15-107) 

and local NHS sites (see Appendix 19). 

Participants 

Three groups of YP aged 11-20 years old were recruited: 1) a control group of 242 YP 

(190 female, 52 male) without ASD and no prior experience of CBT were recruited 

through local schools and University open days; 2) 23 YP with ASD who had no prior 

experience of CBT were recruited through charities and social media; 3) 27 YP with ASD 

who had attended CBT. Thirteen of this group were recruited through local schools and 

University open days and only completed the emotion awareness task. The other 14 
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were recruited through clinicians within local NHS Trusts providing Child and Adolescent 

Mental Health Services (CAMHS). Inclusion criteria were: 1) a clinical diagnosis of an 

ASD (including Asperger’s syndrome) as assessed by the relevant local paediatric or 

CAMHS team, based on the ICD-10 criteria; and 2) receiving or had completed CBT 

informed therapy for an emotional disorder within the last 12 months. Exclusion criteria 

were: 1) currently an inpatient; and 2) a documented or suspected intellectual disability. 

Measures 

Emotion awareness. This was measured using the Emotion Awareness 

Questionnaire-30 item version (EAQ-30; Rieffe et al., 2008) (see Appendix 20). This self-

report questionnaire consists of 30-questions which aim to identify how YP (aged 9-16 

years) feel or think about their feelings. The EAQ-30 has good psychometric properties, 

criterion and concurrent validity and has been validated with YP with and without ASD 

(Rieffe et al., 2008; 2011). It has a six-factor structure of emotional functioning: 1) 

Differentiating Emotions; 2) Verbal Sharing of Emotions; 3) Bodily Awareness of 

Emotions; 4) Not Hiding Emotions; 5) Analyses of Emotions; 6) Attention to Others' 

Emotions. Each question is rated on a three-point scale (1=not true, 2=sometimes true, 

3=often true). A higher score represents a higher presence of this ability, apart from 

Bodily Awareness where higher scores indicate less attention to bodily symptoms. 

 

Prerequisite skills for CBT. A novel CBT skills task was designed for this study 

in collaboration with a young person’s participation group (YPPG; see Appendix 21). 

Participants were asked to read a short story about a boy with Generalised Anxiety 

Disorder and to answer four questions: 1) what T-F-B might Alex have? (score range 0-

9); 2) draw arrows to show how the circles above could be connected (score range 0-6); 

3) what needs to change for Alex to get better? (score range 0-2); 4) design an activity 

to help with Alex’s worry and tell us why it might help him (score range 0-3). The YPPG 

gave advice on the design to ensure it was pitched at the appropriate developmental 

level. They chose how many stories were included, and which made the most sense, 

therefore enhancing ecological validity. A number of changes were made including 

adding more colour, the story being laid out on a separate page to the questions, and 

giving the option to read the story in their head or for it to be read aloud to them. To 

assist with language, the YPPG and clinicians were asked about the words they used to 

describe elements of the CBT model. 

 

The scoring criteria for the CBT task were developed in relation to socialisation: 1) explicit 

understanding (e.g. identifying and linking T-F-B), 2) making active plans (e.g. homework 

task), and 3) evidence of applying principles congruent with the model (e.g. identifying 

what needs to change) (Daniels & Wearden, 2011; Roos & Wearden, 2009). 
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Concordance could not be scored as this relates to agreement between the therapist 

and the client. The scoring criteria identifies the range of possible answers and scores, 

allowing a total score out of 20 (see Appendix 22). The CBT task was piloted with 14 

clinicians trained in CBT, and one YP with ASD. The aim of this pilot was: 1) to check 

that the task could be understood by CBT experts who were expected to achieve high or 

ceiling level scores; 2) as a training exercise in scoring the task for the researchers and; 

3) to check inter-rater reliability between the researchers for the scoring of the task. 

Clinicians scored an average of 17.43, with a number reaching ceiling level, as expected 

(see Appendix 23). The pilot resulted in the scoring criteria for question 3 being altered 

(to a maximum score of 2 instead of 3) because no CBT experts achieved the maximum 

score on this question. It was therefore assumed that this question would be too difficult 

for young people with ASD. 

 

Inter-rater reliability was ensured by each of 34 tasks (20 YP, 10 of which were from 

another study using the task, and the 14 clinicians who had piloted the task) being scored 

independently by two researchers (ICC=0.937). Given the high inter-rater reliability, the 

remaining tasks were scored by one researcher only. 

 

Treatment outcome. The Revised Child Anxiety and Depression Scale 

(RCADS; Chorpita & Ebesutani, 2014) is used as a routine outcome measure in CAMHS 

(see Appendix 24). Total scores from YP’s baseline and post-intervention self-report 

RCADS were collated from clinicians. The RCADS consists of 47-items rated on a 4-

point Likert scale (‘Never’–‘Always’). It is used to assess depression and anxiety for YP 

aged 8-18 years. The RCADS has high internal consistency (α=0.78–0.88), and good 

convergent/divergent, discriminant, and factorial validity (Chorpita, Moffitt, & Gray, 

2005). For this research, only the ‘total anxiety and depression’ score was collected. 

Based on normative data, T-scores are calculated where T>70 indicates clinical 

impairment, and reliable change is considered to be at least five points. Clinicians and 

YP also rated the YP’s improvement since attending therapy using the Clinical Global 

Impression–Improvement (CGI-I) scale (Busner & Targum, 2007). The CGI-I is a 7-point 

scale from 1 (‘very much improved’) to 7 (‘very much worse’). Scores of 1 or 2 are 

considered to represent successful treatment. 

 

Socialisation. An adapted version of the socialisation interview was used 

(Mahoney-Davies, in preparation; see Appendix 25). This aimed to get a better 

understanding of what participants had learned from CBT, and whether they had 

received psychoeducation. Each utterance from the interview is scored against the 

socialisation criteria (see Appendix 26). Responses to the open questions were subject 
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to thematic analysis to capture YP’s experience of CBT (see Appendix 27). Clinicians 

were also asked to rate how ‘socialised’ to the CBT model they thought the young person 

was on a scale of 0 (not at all socialised) to 10 (very well socialised) (see Appendix 28). 

Procedure 

Prior to taking part in the research, all participants and parents/guardians were given 

information sheets (see Appendix 29 and 30). Informed consent was sought from those 

over 16 years old (see Appendix 31). For those under 16 years old, consent was sought 

from their parent/guardian (see Appendix 32) or school (see Appendix 33) and assent 

sought from the YP (see Appendix 34). They were informed that their participation was 

voluntary, information would be securely stored, and that they could withdraw at any 

time. All participants were assigned an identification number which is only associated 

with their name on a password protected database in accordance with the Data 

Protection Act (1998). 

 

All three groups completed the EAQ-30 in person or via post. For those returning it by 

post, additional telephone calls and emails took place to ensure their understanding. All 

participants were given a debrief sheet, including contact numbers for support services, 

and details of the researcher (see Appendix 35). Those with ASD who had completed 

CBT within local CAMHS were seen at a convenient location away from CAMHS to 

complete the EAQ-30, socialisation interview and CBT task, taking 30-40 minutes in total. 

The YPPG felt it was important to include a ‘pass’ card so participants could move onto 

the next question if they wanted to, and they were given the option to end the session 

with a fun activity (e.g. card game). Two participants were seen at the University, and 

twelve were seen at home. Nine chose to have their parent present at the interview and 

five chose not to. Once they had taken part, all participants were also given a debrief 

sheet and received a £5 voucher to thank them for their time. With the consent of the 

YP, their clinician was contacted and asked to complete the socialisation scale, CGI-I, 

and give RCADS scores. 

Data analytic strategy 

Mixed analysis of covariance (ANCOVA) was planned to address the primary hypothesis 

(that there will be significant differences on a task of emotion awareness between 

typically developing YP and YP with ASD) and the secondary hypothesis (that there will 

be significant differences on a task of emotion awareness between YP with ASD who 

have not attended CBT, and YP with ASD who have attended CBT). The independent 

variable is the group (control vs. ASD, and CBT vs. no CBT). The dependent variable is 

the score on the six subscales of the EAQ-30. The covariate, age, is controlled for within 

this analysis. Where group x EAQ-30 scale interactions are significant, simple main 
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effects are carried out using univariate analyses. Bonferroni corrections are applied 

where multiple analyses are conducted. 

 

The two groups with ASD were combined (n=50; 16 females, 34 males) to address the 

primary hypothesis. Given that the ASD group contained a greater proportion of males 

and the control group consisted a large number of females (n=242; 190 female, 52 male), 

fifty of the control group were matched by gender to those with ASD. Additionally, as age 

is known to impact on emotion awareness (Lickel et al., 2012), the control group were 

also matched to the ASD group by age. Matching was carried out using a database 

containing the age and gender of the participants with ASD alongside a database of the 

control group, each ordered by age. The first participant from the control group that 

matched the age and gender of each participant in the ASD group was chosen, resulting 

in a total of 16 females and 34 males of the same age in each group (total n=50). 

 

Due to the exploratory nature of this study and the lack of previous research in this area, 

a large effect size is acceptable. A power analysis using G*power indicated that to 

examine the difference between two independent means, with a large effect size (d=0.8, 

α err prob=0.05, power=0.8), 21 participants were required in each group.  

 

The final hypothesis for the 14 YP with ASD who had completed CBT in a local CAMHS 

service was addressed using non-parametric Spearman’s correlation analyses. 

Variables included their total score on the CBT skills task, therapeutic outcome (CGI-I), 

EAQ-30, psychoeducation, and socialisation score. Due to RCADS data only being 

available for 11 participants, these scores were excluded from the analysis. 

 

Results 

Participant Demographics 

Three groups took part in the study: 1) A control group of YP without ASD and no 

experience of CBT (total n=242, matched sample n=50); 2) YP with ASD who had no 

experience of CBT (n=23); 3) YP with ASD who had attended CBT (n=27) (see Table 1). 

As previously described, the two groups with ASD were combined (n=50) to address the 

primary hypothesis. Pearson’s chi-square showed no significant difference between the 

three groups for gender, X2 (2) = 2.061, p=.357.  A One-Way Analysis of Variance 

(ANOVA) found no significant differences between the three groups for age, 

F(2,97)=.710, p=.494. 
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Table 1 

Participant age and gender for the groups 

 Number of 

participants 

Gender 

n (%) 

Mean age  

(SD) 

Age range 

Matched 

Control 

group 

 

 

n = 50 

16 female (32%) 

34 male (68%) 

15 years 9 months  

(2 years 5 months) 

11 years 2 months –  

19 years 7 months 

 

Combined 

ASD group 

 

 

n = 50 

 

16 female (32%) 

34 male (68%) 

 

 

15 years 9 months 

(2 years 6 months) 

 

11 years – 20 years 

4 months 

 ASD, no CBT 

n = 23 

 

5 female (21.74%) 

18 male (78.26%) 

15 years 4 months  

(2 years 7 months) 

11 years 1 month –  

19 years 8 months 

 ASD + CBT 

n = 27 

 

11 female (40.74%) 

16 male (59.26%) 

16 years 1 month  

(2 years 5 months) 

11 years –  

20 years 4 months 

 
Local 
CAMHS 
 
 

 

n = 14 

 

6 female (42.86%) 

8 male (57.14%) 

 

15 years 2 months 

(2 years 3 months) 

 

11 years –  

18 years 3 months 

Note. ASD = autism spectrum disorder; SD = Standard Deviation 

 

Out of the group with ASD who had attended CBT, 14 had been seen within local 

CAMHS. A total of 35 YP who were attending CBT at CAMHS were invited to participate, 

and 14 (40%) consented to take part. Reasons for not partaking included pending exams 

and it not being appropriate in terms of their current mental health. Presenting problems 

for CBT included generalised anxiety, social anxiety, obsessional compulsive disorder, 

depression, and anger. Eight participants had completed CBT in the last 12 months. Six 

were still engaged in sessions, but had completed more than six sessions. 

 

Hypothesis 1: There will be significant differences on a task of emotion awareness 

between typically developing YP and YP with ASD 

 

A mixed ANCOVA examined the group x EAQ-30 interaction for the control group 

(n=50) and YP with ASD (n=50), with age as the covariate. Given that the assumption 

of sphericity was violated, X2(14)=49.88, p=.001, and as estimates of sphericity are 

ε>0.75, Huynh-Feldt corrected values are reported. 
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The main effect of the EAQ-30 subscales was not significant within-subjects, 

suggesting that irrespective of group, average ratings on the EAQ-30 subscales were 

similar, F(4.40,426.95)=2.07, p=.077. The covariate, age, significantly interacted with 

the EAQ-30, indicating that when group is not considered, scores on the EAQ-30 are 

affected by age, F(4.40,426.95)=3.91, p=.003. However, the main effect of age 

between-subjects was not significant, suggesting age was similar across groups, 

F(1,97)=0.14, p=.708. 

 

The group x EAQ-30 interaction was significant, suggesting that the profile of ratings 

across the scales are different for the groups, F(4.40,426.95)=5.02, p=.001. There 

was also a significant main effect of group between-subjects, with the ASD group 

scoring significantly lower overall on the EAQ-30, F(1,97)=22.32, p=.001 (Figure 1). 

 

 

Figure 1. Interaction between group and the EAQ-30 subscales for the ASD and 

control groups 

 

 

Given the significant group x EAQ-30 interaction, simple main effects were analysed 

using univariate analyses. Participants with ASD scored significantly lower on 

Differentiating Emotions, Verbal Sharing of Emotions, Attending to Others’ Emotions, 

and Analyses of Own Emotions. There were no significant differences between the 

groups for Not Hiding Emotions, or Bodily Awareness of Emotions (see Table 2). 
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Table 2 

Mean scores and simple main effects of group for each subscale of the EAQ-30 for 

the control group and whole ASD group 

 Mean Scores (SD) Simple main effects 

EAQ-30 scales Control group 

(n=50) 

Whole ASD group 

(n=50) 

Control vs ASD group 

Differentiating 

Emotions 

 

2.27 (0.42)** 1.95 (0.57) F (1, 97) = 10.26, p = .002 

Verbal Sharing of 

Emotions 

 

2.04 (0.60)** 1.70 (0.57) F (1,97) = 8.54, p = .004 

Not Hiding 

Emotions 

 

1.90 (0.50) 1.85 (0.46) F (1,97) = .22, p = .644 

Bodily Awareness 

of Emotions 

 

1.80 (0.51) 1.75 (0.50) F (1,97) = .29, p = .594 

Attending to 

Other’s Emotions 

 

2.77 (0.24)** 2.20 (0.58) F (1,97) = 41.63, p= .001 

Analyses of Own 

Emotions 

2.48 (0.45)**  2.19 (0.50) F (1,97)=10.06, p= .002 

Note. ASD = autism spectrum disorder; EAQ-30 = Emotion Awareness Questionnaire; SD = Standard 

Deviation;**p<0.01, *p<0.05, p values adjusted for multiple comparisons using -Bonferroni corrections 

 

Hypothesis 2: There will be significant differences on a task of emotion awareness 

between YP with ASD who have not attended CBT, and YP with ASD who have 

attended CBT. 

 

Within the ASD groups, a mixed ANCOVA examined the group x EAQ-30 interaction for 

the CBT group (n=27) and the no CBT group (n=23), with age as the covariate. Given 

that the assumption of sphericity was violated, X2(14)=27.81, p=.015, and as estimates 

of sphericity are ε>0.75, Huynh-Feldt corrected values are reported. 

 

The main effect of the EAQ-30 subscales was not significant within-subjects, indicating 

that if group is ignored, average scores on the EAQ-30 were similar, 

F(4.68,219.98)=0.80, p=.545. 

 

The covariate, age, did not significantly interact with the EAQ-30, suggesting that when 

group is not taken into consideration, scores on the EAQ-30 scales are not affected by 

age, F(4.68,219.98)=0.97, p=.431. The main effect of age between-subjects was also 

not significant, indicating that age was similar across groups, F(1,47)=0.002, p=.967. 
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There was a significant group x EAQ-30 interaction, showing that the scales are 

differently affected by group F(4.68,219.98)=5.44, p=.001. The main effect of group 

between-subjects was not significant, indicating that the scores from the groups were 

generally similar, F(1,47)=1.21, p=.277 (Figure 2). 

 

 

 

Figure 2. Interaction between group and the EAQ-30 subscales for the CBT and no 

CBT groups 

 

 

Given the significant group x EAQ-30 crossover interaction, simple main effects were 

analysed using univariate analyses. Participants who had attended CBT scored 

significantly lower in their ability to Differentiate Emotions and significantly higher on 

Attending to Other’s Emotions. There were no significant differences between the groups 

for Verbal Sharing of Emotions, Analyses of Own Emotions, Not Hiding Emotions, or 

Bodily Awareness of Emotions (see Table 3). 
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Table 3 

Mean scores and simple main effects of group for each subscale of the EAQ-30 for 

the CBT and no CBT groups 

 Mean Scores (SD) Simple main effects 

EAQ-30 scales ASD + CBT  

(n=27) 

ASD, no CBT 

(n=23) 

CBT vs no CBT 

Differentiating 

Emotions 

 

1.75 (0.49)** 2.19 (0.57) F(1, 47) = 10.16, p= .003 

Verbal Sharing of 

Emotions 

 

1.59 (0.48) 1.83 (0.64) F(1, 47) = 1.80, p= .187 

Not Hiding 

Emotions 

 

1.74 (0.42) 1.98 (0.48) F(1, 47) = 3.14, p= .083 

Bodily Awareness 

of Emotions 

 

1.66 (0.43) 1.86 (0.57) F(1, 47) = 1.61, p= .211 

Attending to Other’s 

Emotions 

 

2.36 (0.43)* 2.00 (0.67) F(1, 47) = 5.38, p= .025 

Analyses of Own 

Emotions 

2.26 (0.49) 2.11 (0.52) F(1, 47) = 0.95, p= .336 

Note. ASD = autism spectrum disorder; EAQ-30 = Emotion Awareness Questionnaire; SD = Standard 

Deviation; **p<0.01, *p<0.05, p values adjusted for multiple comparisons using Bonferroni corrections 

 

Hypothesis 3: For YP with autism who have completed CBT, there will be a 

significant positive association between ability to distinguish between and link T-F-

B, therapy outcome, emotion awareness, psychoeducation, and socialisation. 

 

Ability to Distinguish Between and Link T-F-B 

For the group with ASD who had completed CBT in a local CAMHS (n=14), YP scored 

higher on the feelings element than thoughts and behaviours. Seven (50%) of the YP 

could identify three feelings, whereas seven (50%) could identify only one thought. The 

majority (76.8%) could identify either one or two behaviours. Over half (57.1%) could link 

T-F-B, although only two participants (14.3%) could link them bi-directionally. 

Participants appeared to find it difficult to identify what needed to change, with 85.8% 

scoring 0 or 1 point. They found it easier to design an activity, however only 21.4% could 

describe why this activity might help (see Table 4). 
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Table 4 

Mean, median, range, and frequency of scores on each segment of the CBT task 

CBT task Thoughts 

(max=3) 

Feelings 

(max=3) 

Behaviours 

(max=3) 

Linking 

(max=6) 

Change 

(max=2) 

Activity 

(max=3) 

Total 

(max=20) 

Mean  

(SD) 

1.17  

(0.83) 

2.07 

(0.10) 

1.57  

(0.85) 

3.29 

(1.49) 

0.71 

(0.73) 

1.5 

(1.16) 

10.79 

(3.77) 

Median  

 

1.5 2.5 1.5 3 1 2 10.5 

Min – max 

(range) 

1 – 3  

(2) 

1 – 3  

(2) 

0 – 3  

(3) 

0 – 6  

(6) 

0 – 2  

(2) 

0 – 3  

(3) 

3 – 18 (15) 

 

Score frequency (number, %) 

0 0 0 1 (7.1%) 1 (7.1%) 6 (42.9%) 4 (28.6%)  

1 7 (50%) 6 (42.9%) 6 (42.9%) 0 6 (42.9%) 2 (14.3%)  

2 4 (28.6%) 1 (7.1%) 5 (35.7%) 1 (7.1%) 2 (14.3%) 5 (35.7%)  

3 3 (21.4%) 7 (50%) 2 (14.3%) 8 (57.1%)  3 (21.4%)  

4    2 (14.3%)    

5    0    

6    2 (14.3%)    

Note. SD = Standard Deviation 

CBT Competencies, Socialisation and Relationship to Therapeutic Outcome 

Due to the data not being normally distributed, non-parametric Spearman’s correlations 

examined the relationships between therapeutic outcome (CGI-I), emotion awareness, 

CBT skills, socialisation, and psychoeducation. Where multiple correlations are carried 

out using the same variable, p-values have been adjusted using Holm-Bonferroni 

corrections (see Table 5). 

 

Table 5 

Spearman’s correlational analyses: CBT competencies, socialisation and therapeutic 

outcome 

 YP CGI-I CBT task Psychoed Socialisation 

score 

Bodily 

awareness 

Therapeutic outcome 

(Clinician CGI-I) 

 

r=.567  

p=0.085 

r=. 252 

p=0.576 

r= -.156  

p=0.576 

r= -.193 

p=0.576 

r=. -.399 

p=0.316 

 

CBT task - - r= -.027 

p=0.770 

r= 0.86 

p=0.770 

r=-.237 

p=0.621 

Note. CGI = Clinical Global Impression–Improvement Scale 
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Therapeutic Outcome. Based on their overall experience of CBT, twelve 

participants (85.7%) reported a positive experience, and two (14.3%) reported a negative 

experience. On the CGI-I, four participants (28.6%) rated themselves as 1=‘very much 

improved’, five (35.7%) rated themselves as 2=‘much improved’ and five (35.7%) rated 

themselves as 3=‘minimally improved’. None rated themselves as having experienced 

4=‘no change from baseline’ or getting any worse. Two clinicians (14.3%) rated the 

young person as 1=‘very much improved’, six (42.9%) as 2=‘much improved’, five 

(35.7%) as 3=‘minimally improved’, and one (7.1%) as 4=‘no change from baseline’. 

Spearman’s correlations showed a non-significant relationship between clinician and YP 

rated improvement on the CGI-I. 

Emotion awareness. There was a nonsignificant relationship between the EAQ-

30 Bodily Awareness scale and the CBT task or clinician CGI-I score. 

CBT skills task. The correlation between the total score on the CBT task and 

clinician CGI-I score was not significant. 

Socialisation. Clinician socialisation scores were widely spread, with six (42.9%) 

describing the YP as ‘not socialised at all’ to ‘somewhat socialised’, and eight (57.1%) 

from ‘somewhat socialised’ to ‘very well socialised’. Total socialisation score was not 

significantly correlated with the total score on the CBT task, or clinician CGI-I. 

Psychoeducation. Three YP (21.4%) reported to have not received 

psychoeducation. Five (35.7%) described psychoeducation specific to their presenting 

problem. Six (42.9%) reported psychoeducation related to their presenting problem and 

more general psychoeducation. Psychoeducation was not significantly correlated with 

the CBT task or clinician CGI-I score. 

 

Discussion 

This research aimed to consider the prerequisite skills for CBT for YP with ASD through 

an emotion awareness measure, and a novel CBT skills task. A new task was developed 

and piloted with a group of YP with ASD who had attended CBT. The study explored 

whether the ability to distinguish T-F-B, emotion awareness, socialisation, and 

psychoeducation are important in treatment outcome. 

 

In line with initial hypotheses, participants with ASD scored significantly lower than 

typically developing participants on a number of factors of emotion awareness: 

Differentiating Emotions, Verbal Sharing of Emotions, Attending to Others’ Emotions, 

and Analyses of Own Emotions. There were no significant differences between the 

groups for Not Hiding Emotions, or Bodily Awareness of Emotions. This finding is similar 

to previous research which showed that children with ASD (mean age 11 year 5 months) 
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have more difficulty than typically developing YP in identifying and differentiating 

between their emotions (Rieffe et al., 2007). The current study also extends this finding 

to older adolescents (mean age 15 years 9 months). 

 

Research suggests that recognition of others’ emotions is significantly related to age for 

YP with ASD, but not for typically developing YP (Lickel et al., 2012). Typically 

developing adolescents experience an increase in complex emotion regulation which is 

influenced by social context (Zeman, Cassano, Perry-Parrish, & Stegall, 2006). 

Conversely, adolescents with ASD struggle with awareness of their own and others’ 

emotions (Tanaka et al., 2012; Williams & Happé, 2010), and have reduced social 

networks, which is a risk factor for mental health difficulties in itself (Koning & Magill-

Evans, 2001). The differences across a number of domains of emotion awareness are 

therefore unsurprising. 

 

Within the ASD group, those who had attended CBT scored significantly lower on 

Differentiating Emotions and significantly higher on Attending to Others’ Emotions. It 

could be hypothesised that a difficulty differentiating between emotions could contribute 

to the development or maintenance of problematic emotional responses, such as anxiety 

disorders and depression, precipitating CAMHS referrals. Previous research with a non-

clinical group of children with ASD suggested that difficulties differentiating between 

emotions, communicating them, and identifying their causes is related to increased 

internalizing disorders such as anxiety and depression (Rieffe et al., 2006; 2008; 2010). 

Additionally, meta-analyses of clinical and normative samples in the general population 

have found significant links between dysregulated emotion and psychopathology (Aldao, 

Nolen-Hoeksema, & Schweizer, 2010). It is therefore recommended that in addition to 

psychoeducation in line with NICE guidelines (2013b), clinicians also recognise and build 

upon YP’s ability to differentiate between emotions in CBT (e.g. rather than more broadly 

“feeling bad”, identifying specific emotions such as “angry” or “sad”). 

 

In terms of Attending to Others’ emotions, it is possible that YP with ASD who have 

attended CBT are focussing on how other people are feeling at the expense of their own 

internal state. This is similar to findings with adults with ASD, who focus more on external 

events than on inner experiences (Hill, Berthoz, & Frith, 2004). Within their CBT, and in 

line with NICE guidelines (2013b), YP may have received psychoeducation around 

understanding others’ emotions (e.g. reading facial expressions). However, they may 

have been taught less about understanding their own emotions. It is therefore 

recommended that clinicians recognise and build upon YP’s internal emotion recognition. 
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On the CBT task, YP were better at identifying feelings than thoughts or behaviours, and 

over half could make links between T-F-B. Thinking about what needed to change, and 

identifying why an activity might help was more difficult. Against hypotheses, the CBT 

task was not significantly related to Bodily Awareness on the EAQ-30, outcome on the 

CGI-I, psychoeducation, or socialisation. This could be due to the lack of sensitivity of 

the new CBT skills measure which needs further refinement with larger numbers of 

participants. Several mean scores on the task were relatively low, suggesting that the 

task may be too difficult. However, the task did result in a good range of scores, 

suggesting that it could measure improvement. It is important to note that this study was 

piloting a new task and it is therefore positive that YP with ASD could complete the task 

and talk about their experiences of CBT. 

 

Similarly, outcome on the CGI-I was not related to Bodily Awareness, socialisation, or 

psychoeducation. Again this could be due to the small numbers of participants. It is 

important to note, however, that 85.7% of YP reported a positive experience of CBT. 

Both YP and clinicians reported at least minimal change, with only one clinician reporting 

‘no change from baseline’. None reported their difficulties getting worse. This is important 

information given the high prevalence rates of anxiety disorders and depression for YP 

with ASD (Kim et al., 2000; White et al., 2009), and adds to the emerging evidence for 

CBT for YP with ASD (Ung et al., 2015). 

 

Other factors that may be important in therapeutic outcome were not measured or 

controlled for in this study, including therapeutic alliance and therapist factors (Messer & 

Wampold, 2002). Successful completion of CBT tasks has also been associated with 

cognitive ability and age (Doherr et al., 2005; Quakely et al., 2003; Quakely et al., 2004). 

Further, ability to recognize and distinguish between T-F-B for YP with ASD had been 

associated with verbal intelligence (Lickel et al., 2012). Additionally, it has been 

suggested that the effectiveness of CBT may be impacted upon by core features of ASD 

(Puleo & Kendall, 2011). Measuring such factors were beyond the scope of the current 

study. However, it is important for future research to control for these, as well as other 

factors including the number of CBT sessions they had attended, the time since their 

CBT, and the quality of the CBT. 

Limitations and Future Research 

It is important to note the exploratory nature of this research and that these preliminary 

findings warrant replication with larger samples. This is particularly true in relation to the 

novel CBT skills task which was developed specifically for this research. The task 

involved answering questions about another person’s T-F-B. Parents of YP completing 

this measure commented on how this may have been challenging for those with ASD 
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who have difficulties with Theory of Mind (Hill et al., 2004). Future research to pilot the 

task with YP with ASD who have not attended CBT, or are considered ‘at risk’ of 

developing a mental health difficulty is recommended to see whether the task 

differentiates between these groups. Moreover, this study did not compare the group 

with ASD to typically developing YP who have attended CBT. It could be hypothesised 

that those with ASD, and those ‘at risk’ of mental health difficulties are less able to 

discriminate T-F-B (Reynolds et al., 2006). 

 

In terms of the sample itself, CAMHS clinicians were asked to identify YP who had 

attended CBT. It is possible that they may have been biased in their selection and chose 

YP who they thought responded well to therapy, or with whom they were doing ‘proper’ 

CBT. Participants then needed to make initial contact with the researcher, meaning that 

they would need to be motivated to engage in the research and therefore possibly more 

likely to be motivated to have been engaged in CBT. It would be worthwhile examining 

whether YP had attended CBT first and then received a diagnosis of ASD, or vice versa, 

as this may influence the way the CBT is delivered or adapted for ASD and therefore 

impact on understanding and socialisation to the model. 

 

The EAQ-30 was developed for YP aged 9-16 years old (Rieffe et al., 2011; Rieffe et al., 

2008). It was used with YP up to the age of 20 years old in this research, and therefore 

requires careful interpretation. There has also been some criticism of the use of self-

report questionnaires for YP; however, evidence also suggests that YP are actually 

better at identifying their own internalising symptoms than informants (e.g. parents or 

teachers) (Achenback, McConaught, & Howell, 1987; DiBartolo & Grills, 2006; Jellesma, 

Rieffe, & Meerum Terwogt, 2007). 

Clinical Implications and Conclusion 

Given the high prevalence rates of anxiety disorders and depression for YP with ASD, 

having a better understanding of the mechanisms behind treatment is imperative. This 

is the first research study to examine the prerequisite skills for CBT and internal emotion 

awareness in YP aged 11-18 with a diagnosis of ASD. This research highlights the 

importance of clinicians tailoring CBT to individuals with ASD. It demonstrates how it is 

imperative for clinicians to teach YP with ASD about differentiating between and 

understanding the antecedents to their own feelings and emotions. It also shows the 

complexities of research within this area, and the need for larger research studies to 

build our understanding of the mechanisms behind CBT. 
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Executive summary 

 

Background 

Autism Spectrum Disorders (ASD) are neurodevelopmental disorders in which people 

have difficulties with social communication, and restricted, repetitive patterns of interests 

and behaviours. Research shows that young people with ASD have high levels of anxiety 

and depression. The National Institute for Health and Clinical Excellence (NICE, 2013) 

guidelines suggest using adapted Cognitive Behaviour Therapy (CBT) for young people 

with autism and anxiety difficulties. Recommended adaptations include training in 

understanding emotions, using a clear structure, taking breaks, involving parents/carers 

in sessions, and using a young person’s special interest in therapy sessions. 

 

Skills to take part in CBT have been identified in the research literature, including the 

ability to understand thoughts, feelings, and behaviours. In order to use these skills, 

people need to have an awareness of their own emotions, and to be socialised to (or 

understand) the CBT model. However, there is currently no evidence to tell us whether 

understanding CBT skills (e.g. thoughts, feelings, and behaviours) and emotion 

awareness are important for therapy outcome for young people with a diagnosis of 

autism. Given the growing awareness of ASD and the high rates of difficulties this group 

experience, we need to get a better understanding of how treatments like CBT work. 

 

Aims of this study 

This study wanted to explore and get a better understanding of: 

 differences in emotion awareness between young people with ASD and young 

people without ASD 

 differences in emotion awareness between young people with ASD who had not 

had CBT, and young people with ASD who had taken part in CBT 

 whether emotion awareness and CBT skills were related to therapy outcome 

 young people’s with ASD’s experiences of CBT 

 

Participants and Measures 

Three groups of young people (aged 11-20 years old) took part in the study: 1) a group 

of 50 young people without a diagnosis of ASD who had not had CBT; 2) 23 young 

people with a diagnosis of ASD who had not attended CBT, and; 3) 27 young people 

with ASD who had attended CBT. 

 

All three groups of participants filled in the Emotion Awareness Questionnaire (EAQ-30). 

This questionnaire asks 30 questions about how young people feel or think about their 
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feelings in six different areas: 1) Differentiating Emotions; 2) Verbal Sharing of Emotions; 

3) Bodily Awareness of Emotions; 4) Not Hiding Emotions; 5) Analyses of Emotions; 6) 

Attention to Others' Emotions. A new CBT skills task was developed and completed by 

14 of the young people with a diagnosis of ASD who had attended CBT at a local Child 

and Adolescent Mental Health Service (CAMHS). They also took part in an interview 

about their experiences of CBT. Their relevant CAMHS clinician rated the young persons’ 

understanding of CBT, and shared their answers on routine CAMHS questionnaires. 

 

Results 

The main results were: 

 Emotion awareness 

o The young people with ASD scored lower than the group without ASD on a 

number of areas of the EAQ-30: Differentiating Emotions, Verbal Sharing of 

Emotions, Attending to Others’ Emotions, and Analyses of Own Emotions. 

 

o Within the ASD group, the young people who had taken part in CBT scored 

lower on Differentiating Emotions and higher on Attending to Others’ 

Emotions than those who had not attended CBT. 

 

 CBT skills 

o On the CBT skills task, participants could identify more feelings than 

thoughts or behaviours, and could link them together. They found it harder 

to describe what might need to change.  

 

o Their ability on the CBT skills task was not related to therapy outcome, 

socialisation (understanding) to the CBT model, or psychoeducation (e.g. 

learning about what thoughts and feelings are in therapy). 

 

 Experience of CBT 

o Young people generally had a positive experience of CBT (85.7%), and 

neither the young people nor their clinicians felt that their difficulties had 

become any worse having attended CBT.  

 

o Qualitative analysis of the interviews resulted in six main themes: 1) CBT is 

helpful; 2) learning CBT skills; 3) developing an understanding of their 

difficulties; 4) the importance of therapist characteristics; 5) the pros and 

cons of family involvement; and 6) potential barriers to CBT. 

 



 

82 

Conclusion 

This is the first study to look at the skills needed to understand and engage in CBT, as 

well as recognition of own emotions in adolescents with ASD. This study shows the 

importance of tailoring CBT to individuals and making sure that young people are taught 

to understand their own emotions in therapy sessions. More research is needed with 

larger groups of young people with ASD to find out more about how emotion awareness 

and CBT skills impact on therapy outcome. 
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Connective Narrative 

 

Throughout my doctoral training in Clinical Psychology, my research and clinical work 

have developed across the lifespan. This narrative overview will describe the 

development of my research, how these projects are related to my clinical experiences 

on placement, and what I have learned from these experiences. 

 

Children and Young People 

My main research project and two of my case studies have involved working with children 

and young people. This is an area that I have been interested in since my first Assistant 

Psychologist posts in Child and Adolescent Mental Health Services (CAMHS), and an 

area in which I would like to work on completion of the course. 

 

I was keen to conduct research with children and young people, and had initial research 

ideas involving siblings of young people with a physical health condition, and 

perfectionism with young people with Chronic Fatigue Syndrome (CFS). Due to course 

and service restrictions it was not possible to continue with either of these research 

ideas; for example the research needed to be primarily quantitative or mixed methods 

and involve a clinical population. This was frustrating at the time, and it was challenging 

to balance interests against the course requirements. However, I learned about some of 

the challenges of conducting research within a clinical setting, the importance of clear 

research questions and hypotheses, and good communication with services. These are 

skills I was able to build on in developing my research. 

 

Following useful discussions with Dr Maria Loades (CAMHS tutor) and Dr Ailsa Russell 

(Clinical Director), we developed the idea of research into the prerequisites for Cognitive 

Behavioural Therapy (CBT) for young people with autism spectrum disorders (ASD). This 

was an area that I was keen to learn more about, particularly given previous clinical 

experiences of conducting and adapting CBT for young people with autism. This project 

was linked to a project conducted by a fellow trainee, Gerwyn Mahoney-Davies who was 

looking at whether socialisation to CBT is important for typically developing young 

people. 

 

It was important to include young people in the development of the project to ensure that 

it was designed in a way that was young people friendly. I met with the Action for Children 

participation group to gather feedback on the language and layout of the proposed 

participant information sheets and consent form, and the overall research design. It 

always surprises me that no matter how ‘young people friendly’ you try to make things, 
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the young people themselves have a much better way of presenting or describing the 

information! This experience taught me how vital service user consultation is, and the 

importance of taking on board the views of young people. For example, advertising the 

study using a brightly coloured poster, using understandable language, and to include 

an option of a fun task at the end of the study. I will ensure that any future research I 

conduct also involves service users in each stage of the research development. 

 

Once all of the research documents had been amended to fit with the young people’s 

input, the process of applying for NHS ethical approval began. The application itself was 

confusing and frustrating at first, particularly as the process appeared to change on a 

fairly regular basis. This was made easier with support from peers within my cohort who 

were at different stages of the process and could share their knowledge of the system. 

Sharing information between us helped to overcome some of the barriers (for example, 

who to contact, which ethics board to use) and make the process slightly more 

straightforward. 

 

As my research was focussing on young people, the approval went to a full ethics panel 

with whom the project was discussed over a teleconference. This was a daunting 

process, particularly given that the majority of the panel had backgrounds in medicine or 

statistics. However, they were surprisingly supportive of the research. Research and 

Development (R&D) clearance was applied for with two NHS Trusts initially, each of 

which had different processes and required different information; again this was 

frustrating. Due to slow recruitment given my strict inclusion criteria, a third Trust was 

brought on board with the research later in the process. Part way through the research 

the Trust was up for tender, meaning further R&D approval, and a number of difficulties 

in contacting clinicians within the new service. It was important within this process that 

the senior managers within the Trusts were aware of and on board with the research. 

Although I had left plenty of time to go through the process of ethical and R&D approval, 

and had previous experience of this process, I was surprised about how long it took in 

the end, and will bear this in mind when conducting research in the NHS in future. 

 

Overall there were a total of 12 CAMHS services involved in my research. Liaising with 

each of these services was challenging at times, particularly knowing who was in what 

role, when team meetings were, and keeping on top of the different systems used within 

each team. For example, whether they had a specific CBT clinic and which routine 

outcome measures were used. Differences between teams became apparent throughout 

the recruitment process, resulting in a number of minor ethical amendments (for 

example, to use the outcome measure used by the service rather than a specific 
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measure). I learned how imperative organisation was in this process. It was useful to 

have a key contact within each service, and clinicians within the CAMHS services were 

particularly helpful in directing me to appropriate contacts and team meetings. This 

includes Anne Booth (Consultant Clinical Psychologist) and Dr Kate Cooper (Clinical 

Psychologist). Kate had also been a previous trainee on the Bath training course and 

therefore had a good understanding of the course requirements and difficulties of 

recruitment. 

 

One of the toughest parts of the research has been recruitment, given that the eligibility 

criteria are relatively strict; young people age 11-18, with a diagnosis of ASD, and who 

have attended CBT. Clinicians were understandably busy with their clinical work and 

research was not a top priority for them, some commented on how they were not doing 

‘proper’ CBT, or that the young person did not have good outcomes which appeared to 

put the clinicians off inviting them to take part, despite encouragement that this did not 

matter. Within teams, it appeared that there were individual clinicians who were more 

likely to see this group of young people (due to a specific interest or their own confidence 

in adapting CBT). Meeting face-to-face and keeping in regular contact with these 

individuals was especially helpful, and the research would have not happened without 

them. 

 

Meeting up with young people who wanted to take part in the research has been really 

rewarding and it has been fascinating to hear their stories. I have felt honoured to be 

invited into their homes, and I respect their ability to talk so honestly with a total stranger. 

A challenge for me was switching roles from a clinician (e.g. wanting to as more 

questions, reflect and summarise back) to a researcher (e.g. just asking the research 

questions). This was particularly challenging when young people spoke about some of 

the difficulties they had been experiencing and I felt I had the clinical skills to be able to 

support them. I have learned about the importance of keeping clear boundaries in 

research, and the importance of communicating with young people’s clinicians around 

specific difficulties raised (e.g., risk). Practising research questions within fellow trainees 

in role plays was helpful, and is something I could build on in the future. Regular research 

supervision was also helpful, including discussions with Dr Jo Daniels (Clinical Tutor) 

who had conducted similar interviews for her own research. Research supervision with 

Ailsa and Maria has been invaluable in reflecting on these experiences and problem 

solving difficulties along the way, drawing on both of their experiences as researchers 

and clinicians. 
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These experiences of developing a realistic research proposal, involving young people 

in the design process, NHS ethics and R&D approval, and recruitment have taught me 

about the challenges and rewards of research within a clinical setting. I will take this 

learning forward in my career as a Clinical Psychologist. My case studies have also 

taught me about being a scientist-practitioner, in thinking about how individual cases can 

also be used to build the evidence base. 

 

My core CAMHS placement in training was split between a community service and a 

child learning disabilities (LD) service. My experience in community CAMHS enabled me 

to focus specifically on developing my core skills in CBT. My case study demonstrated 

the positive outcomes of CBT for a young person with health anxiety and obsessional 

compulsive disorder. My placement in the child LD service gave me a totally different 

range and depth of experiences. This included working from more of an attachment 

based model, conducting complex assessments, and learning about consultation with 

staff and carers. 

 

Using attachment theory and consultation models was a key part of my elective 

placement within the Thinking Allowed team. This is a brilliant service for looked after 

children, where the team are really passionate about their work. My case study in this 

service explored a young person’s ambivalence to therapy and the use of consultation 

models and team formulation within a residential care setting. This taught me about the 

importance of working with the network and systems around the young person (e.g. 

carers, social care). It also raised questions for me about what it means for a young 

person to turn 18, and the difficulties that they can face around the time of transition to 

adult services and independent living. 

 

Adults 

My service improvement project and two of my case studies focussed on adults of 

working age. I had some research experience of working with adults within a clinical 

health setting prior to clinical training, specifically around mindfulness for adults with 

Pulmonary Hypertension. I had had some contact during this project with Dr Jackie 

MacCallam (Clinical Psychologist) at the Royal United Hospital in Bath, and was keen to 

continue part of my research within a clinical health setting. The project examined 

positive coping and self-management for patients with Pulmonary Hypertension 

undergoing the Cardiac Catheterisation procedure. I was not familiar with this procedure, 

however a number of the medical staff had noticed that some patients found the 

procedure especially difficult and anxiety provoking. This project was initially supervised 

by Dr Andrew Medley who has a wealth of knowledge having worked in clinical health. 
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We felt that it was important to get a better understanding of both the staff and patients 

perspectives; the research was therefore developed jointly alongside a fellow trainee, 

Cate Anderson, who interviewed the patients for the project. 

 

Through discussions with Jackie and Andrew, it felt important that the focus was on 

positive coping strategies, and that this information was gathered qualitatively to allow a 

better understanding of staff and patient experiences. Cate and I developed a parallel 

interview schedule for patients and professionals. It was important to find out about staff 

confidence about providing psychological support, staff beliefs about the psychological 

impact, training needs, self-care, care-pathways and when to refer to psychology. 

 

It was important to check with the Trust R&D department regarding whether the project 

counted as ‘research’ or audit. They agreed that it could be registered as an audit so 

NHS ethical approval was not required, however this proved to be somewhat of a grey 

area. The R&D department were also helpful in checking the interview was written using 

lay language. University ethical approval was sought, which was a fairly straightforward 

process compared to full NHS ethics. Once the approvals had been processed, Jackie 

played a key role in facilitating meetings between us as the researchers and the clinicians 

within three teams involved in the Cardiac Catheterisation procedure. This taught me the 

importance of having a key staff member on board with a research project (e.g., as a 

research ‘champion’). 

 

Given the busy hospital environment and nursing shift patterns, it was important for us 

to be flexible in joining meetings that were already happening, and changing meeting 

times if needed (e.g. due to an emergency). This was also valuable when meeting 

individuals for interviews. Only two of the three teams were able to attend meetings prior 

to individual interviews being carried out. Of the team who were unable to attend 

meetings, only one staff member took part. On reflection, this has taught me the 

importance of meeting clinicians face-to-face when involving them in research and 

allowing them to feel part of the process. 

 

Following the data collection stage, Dr Andrew Medley left the course for another job. Dr 

Cathy Randle-Phillips was the new supervisor for the project. It was really helpful to have 

a number of cross-over meetings between supervisors to ensure Cathy was aware of 

the processes we had been through already. Having Cathy on board at this stage was 

really helpful as she is a highly competent qualitative researcher who was able to give 

invaluable input to the qualitative analysis stage. The key themes resulted in specific 

recommendations for the teams, including the development of a leaflet and a ‘patient 
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passport’. It has been really pleasing to see staff putting the recommendations into 

practice and benefitting from the project, having been so positive and encouraging 

throughout the research process. On reflection, however, the emotional impact of the 

procedure on staff themselves or their patients was not discussed openly by staff, despite 

being directly asked about it during the interview. This was also something I did not 

discuss with the staff during my feedback of recommendations to the team. This may be 

something that I avoided talking about with them due to my own uncertainties or anxieties 

about how to broach the subject with the team, potentially perpetuating the team’s 

avoidance of emotion. This is something that I will reflect back to the team Clinical 

Psychologist for further discussion with the team. 

 

My two case studies with adults of working age have resulted in positive outcomes, 

despite being within quite different contexts. Both used a cognitive behavioural approach; 

one was using a more structured CBT approach with a female with depression, and the 

other was using adapted CBT for a female with a learning disability who was 

experiencing high levels of anxiety. Despite their different contexts, the CBT model was 

useful with both cases. This demonstrates the importance of adapting an approach to an 

individual, both in terms of the difficulties they are experiencing and their cognitive ability, 

resulting in positive outcomes. Working within the context of people with a learning 

disability also brought up questions for me around the stigma and discrimination 

experienced by these individuals, and the importance of treating them with respect whilst 

also taking their cognitive ability into consideration. 

 

Older adults 

My older adult case study also used a cognitive behavioural approach for anxiety, 

adapted within the context of Alzheimer’s disease. This was a difficult but rewarding 

piece of work, in which developing the therapeutic relationship and coming to terms with 

the diagnosis of Alzheimer’s disease was a key component.  

 

Whilst on my older adult placement I observed a cognitive assessment of a lady who had 

been living with HIV for a number of decades. She described the impact that living with 

HIV had had on her family life, the experience of new medications and learning to live 

again, and the stigma she often felt, particularly as an older female living with HIV. This 

was an area in which I had very little knowledge but really fascinated me and made me 

want to understand more about how older adults with HIV experienced stigma. Following 

a number of discussions with my supervisor, Dr Catherine Butler, and exploration of 

charity websites for people living with HIV, I chose this as the topic for my literature 

review. 
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The process of the literature search itself was challenging, particularly as the area had 

very little research to date. Contacting researchers in the field, and charities (e.g. the 

Terrance Higgins Trust) was essential in the process to find relevant papers. A large 

number of papers on stigma for older adults with HIV are written by researchers in the 

United States or Australia. A key part of my literature review was to focus specifically on 

older adults within the United Kingdom. This was important given the differences in 

health care systems. Given the strict criteria for the literature search, very few relevant 

research papers were found. These were mainly qualitative papers so I therefore decided 

to use a meta-synthesis approach to get a better understanding of how older adults 

experience stigma around their HIV. A number of the resulting themes were similar to 

those described in the literature for adults of working age, with the intersection of ageing, 

time since diagnosis, and health concerns. This is particularly important given the ageing 

population. Despite the relatively small numbers of papers included in this review, it has 

taught me about the importance of being persistent with research within such areas in 

order to develop a better understanding for the future. 

 

Summary 

My experiences of research within clinical training have taught me how a wide range of 

approaches can be used within a clinical setting, from larger research project across 

many sites, to individual case studies.  

 

The course has taught me the value in single case studies, particularly using an 

experimental design and when there is a lack of current research within a specific area. 

My placements have given me a huge variety of experiences, and have allowed me to 

practice the skills taught through the course and through supervision. This had allowed 

me to consolidate my ability to apply theory to practice, at the same time as developing 

the evidence base through my clinical work. My case studies have taught me the 

importance of adapting each intervention to the individual, including the use of 

idiosyncratic formulations and standardised measures. 

 

My main research, service improvement project and literature review have taught me the 

importance of having a clear research question. On reflection, I have also learned the 

value of persistence in overcoming frustrations and barriers when carrying out larger 

research projects. I will also take away the importance in service user involvement, 

clinically informed and relevant research, at the same time as keeping the individuals 

concerned at the heart of the research. 
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I believe that larger research projects, service improvements and single case studies are 

all as important as each other in developing the evidence base in clinical psychology. I 

will take this learning forward into my future career as a Clinical Psychologist. 
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Appendix 1: AIDS Care Instructions to Authors 

This journal uses ScholarOne Manuscripts (previously Manuscript Central) to peer review 

manuscript submissions. Please read the guide for ScholarOne authors before making a 

submission. Complete guidelines for preparing and submitting your manuscript to this journal 

are provided below.  

Use these instructions if you are preparing a manuscript to submit to AIDS Care. To explore 

our journals portfolio, visit http://www.tandfonline.com/, and for more author resources, 

visit our Author Serviceswebsite. 

 

AIDS Care considers all manuscripts on the strict condition that 

 the manuscript is your own original work, and does not duplicate any other previously 

published work, including your own previously published work. 

 the manuscript has been submitted only to AIDS Care; it is not under consideration or 

peer review or accepted for publication or in press or published elsewhere. 

 the manuscript contains nothing that is abusive, defamatory, libellous, obscene, 

fraudulent, or illegal. 

  

Please note that AIDS Care uses CrossCheck™ software to screen manuscripts for unoriginal 

material. By submitting your manuscript to AIDS Care you are agreeing to any necessary 

originality checks your manuscript may have to undergo during the peer-review and 

production processes. 

Any author who fails to adhere to the above conditions will be charged with costs which AIDS 

Care incurs for their manuscript at the discretion of AIDS Care’s Editors and Taylor & Francis, 

and their manuscript will be rejected. 

 

This journal is compliant with the Research Councils UK OA policy. Please see the 

licence options and embargo periods here. 

 

Manuscript preparation 

1. General guidelines 

 Manuscripts are accepted in English. Any consistent spelling and punctuation styles may 

be used. Please use double quotation marks, except where “a quotation is ‘within’ a 

quotation”. Long quotations of 40 words or more should be indented without quotation 

marks. 

 You should prepare and upload two versions of your manuscript. One should be a 

complete text; the other should have all information identifying the author removed from 

files to allow them to be sent anonymously to referees. Upload the anonymised version 

as a "Main Document" and the complete text as a "File not for Review". 

 Manuscript format should be in the style of the American Psychological Association (6th 

edition). Manuscripts should be double spaced, with ample margins of at least one inch. 

Footnotes to the text should be avoided wherever this is reasonably possible. All 

identifying information should be removed from the Manuscript Files for Review prior to 

submission, as detailed above. 

http://journalauthors.tandf.co.uk/submission/ScholarOne.asp
http://www.tandfonline.com/
http://journalauthors.tandf.co.uk/
http://www.crossref.org/crosscheck.html
http://journalauthors.tandf.co.uk/permissions/Green-OA-AAM-embargo-periods.pdf
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 Captions for figures should be provided and should make interpretation possible without 

reference to the text. Captions should include keys to symbols. 

 Units in tables should appear in parentheses in the column heading but not in the body of 

the table. Words or numerals should be repeated on successive lines; 'ditto' or 'do' 

should not be used. 

 Proofs including proofs of illustrations are supplied for checking and making essential 

corrections, not for general revision or alteration. Proofs should be corrected and 

returned within 3 days of receipt. 

 Manuscripts can be in these formats: (i) Short reports not exceeding 1500 words; (ii) 

Original articles of 1,500-3,000 words. The word count does not include the abstract, 

references, captions, endnotes, figures and tables. Manuscripts that greatly exceed this 

will be critically reviewed with respect to length. Authors should include a word count 

with their manuscript. 

 Manuscripts should be compiled in the following order: title page (including 

Acknowledgements as well as Funding and grant-awarding bodies); abstract; keywords; 

main text; references; appendices (as appropriate); table(s) with caption(s) (on 

individual pages); figure caption(s) (as a list).  

Please supply all details required by any funding and grant-awarding bodies as an 

acknowledgement in a separate Funding paragraph as follows:  

For single agency grants   

This work was supported by the <Funding Agency> under Grant <number xxxx>.  

For multiple agency grants  

This work was supported by the <Funding Agency #1> under Grant <number xxxx>; 

<Funding Agency #2> under Grant <number xxxx>; and <Funding Agency #3> under 

Grant <number xxxx>. 

 Abstracts of 300 words are required for all manuscripts submitted. 

 Each manuscript should have 5 to 6 keywords. 

 Search engine optimization (SEO) is a means of making your article more visible to 

anyone who might be looking for it. Please consult our guidance here. 

 Section headings should be concise. 

 All authors of a manuscript should include their full names, affiliations, postal addresses, 

telephone numbers and email addresses on the cover page of the manuscript. One 

author should be identified as the corresponding author. Please give the affiliation where 

the research was conducted. If any of the named co-authors moves affiliation during the 

peer review process, the new affiliation can be given as a footnote. Please note that no 

changes to affiliation can be made after the manuscript is accepted. Please note that the 

email address of the corresponding author will normally be displayed in the article PDF 

(depending on the journal style) and the online article. 

 All persons who have a reasonable claim to authorship must be named in the manuscript 

as co-authors; the corresponding author must be authorized by all co-authors to act as 

an agent on their behalf in all matters pertaining to publication of the manuscript, and 

the order of names should be agreed by all authors. 

 Biographical notes on contributors are not required for this journal. 

http://journalauthors.tandf.co.uk/preparation/writing.asp
http://journalauthors.tandf.co.uk/preparation/writing.asp
http://journalauthors.tandf.co.uk/preparation/writing.asp
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 Please supply all details required by any funding and grant-awarding bodies as an 

Acknowledgement on the title page of the manuscript, in a separate paragraph, as 

follows: 

 For single agency grants: "This work was supported by the [Funding Agency] under 

Grant [number xxxx]." 

 For multiple agency grants: "This work was supported by the [Funding Agency 1] 

under Grant [number xxxx]; [Funding Agency 2] under Grant [number xxxx]; and 

[Funding Agency 3] under Grant [number xxxx]." 

 Authors must also incorporate a Disclosure Statement which will acknowledge any 

financial interest or benefit they have arising from the direct applications of their 

research. 

 For all manuscripts non-discriminatory language is mandatory. Sexist or racist terms 

must not be used. 

 Authors must adhere to SI units. Units are not italicised. 

 When using a word which is or is asserted to be a proprietary term or trade mark, 

authors must use the symbol ® or TM. 

 

2. Style guidelines 

 Description of the Journal’s article style. 

 Description of the Journal’s reference style. 

 Guide to using mathematical scripts and equations. 

 Word templates are available for this journal. If you are not able to use the template via 

the links or if you have any other template queries, please 

contact authortemplate@tandf.co.uk. 

 Authors must not embed equations or image files within their manuscript 

 

3. Figures 

 Please provide the highest quality figure format possible. Please be sure that all imported 

scanned material is scanned at the appropriate resolution: 1200 dpi for line art, 600 dpi 

for grayscale and 300 dpi for colour. 

 Figures must be saved separate to text. Please do not embed figures in the manuscript 

file. 

 Files should be saved as one of the following formats: TIFF (tagged image file format), 

PostScript or EPS (encapsulated PostScript), and should contain all the necessary font 

information and the source file of the application (e.g. CorelDraw/Mac, CorelDraw/PC). 

 All figures must be numbered in the order in which they appear in the manuscript (e.g. 

Figure 1, Figure 2). In multi-part figures, each part should be labelled (e.g. Figure 1(a), 

Figure 1(b)). 

 Figure captions must be saved separately, as part of the file containing the complete text 

of the manuscript, and numbered correspondingly. 

 The filename for a graphic should be descriptive of the graphic, e.g. Figure1, Figure2a. 

 

4. Graphical Abstracts 

http://journalauthors.tandf.co.uk/permissions/reusingOwnWork.asp#link3
http://www.bipm.org/en/si/
http://www.tandf.co.uk/journals/authors/style/layout/tf_3.pdf
http://www.tandf.co.uk/journals/authors/style/reference/tf_APA.pdf
http://www.tandf.co.uk/journals/authors/style/Mathematical-Scripts.pdf
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AIDS Care authors now have the option of including a graphical abstract in their paper. The 

purpose of a graphical abstract is to give the reader a clear idea of the content of the article 

by means of an appropriate image. 

 The graphical abstract should have a maximum width of 525 pixels. If your image is 

narrower than 525 pixels we recommend placing this on a white background 525 pixels 

wide to ensure the dimensions are maintained. 

 Graphical abstracts must be saved separate to text. Please do not embed graphical 

abstracts in the manuscript file. Files should be saved as one of the following formats: 

.jpg, .png, or .gif. 

 The file name for a graphical abstract should be descriptive, e.g. GraphicalAbstract1 

 

5. Publication charges 

Submission fee 

There is no submission fee for AIDS Care. 

Page charges 

There are no page charges for AIDS Care. 

Colour charges 

Colour figures will be reproduced in colour in the online edition of the journal free of charge. 

If it is necessary for the figures to be reproduced in colour in the print version, a charge will 

apply. Charges for colour figures in print are £250 per figure ($395 US Dollars; $385 

Australian Dollars; 315 Euros). For more than 4 colour figures, figures 5 and above will be 

charged at £50 per figure ($80 US Dollars; $75 Australian Dollars; 63 Euros). 

Depending on your location, these charges may be subject to Value Added Tax. 

 

6. Reproduction of copyright material 

If you wish to include any material in your manuscript in which you do not hold copyright, 

you must obtain written permission from the copyright owner, prior to submission. Such 

material may be in the form of text, data, table, illustration, photograph, line drawing, audio 

clip, video clip, film still, and screenshot, and any supplemental material you propose to 

include. This applies to direct (verbatim or facsimile) reproduction as well as “derivative 
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a copyrighted source). 
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For further information and FAQs on the reproduction of copyright material, please consult 

our Guide. 

7. Supplemental online material 

Authors are encouraged to submit animations, movie files, sound files or any additional 

information for online publication. 

 Information about supplemental online material 
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Appendix 2: Quality Appraisal Form (Dolman et al., 2013) 

 

APPRAISAL  

Please grade the answers to each question by ticking 0, 1 or 2.  

Unless otherwise specified, questions should be scored as follows: 

0 – study does not meet criteria/answer question  

1 – study partially meets criteria/gives a partially satisfactory answer to the question  

2 – study fully meets criteria/gives a fully satisfactory answer to the question 

If a question is not applicable to a particular study, please mark “n/a”  

 

1.  The research presents clearly stated aims  

Is the study question focused in terms of the population studied? 0, 1, 2 

Is the study question focused in terms of the outcomes considered? 0, 1, 2 

 

Q1 Subtotal  ………………..  

 

2.  A qualitative methodology is appropriate for this research (e.g., does the 

research seek to interpret or illuminate the actions and/or subjective experiences 

of research participants?)  

Was a qualitative methodology appropriate? 0, 1, 2 

 

Q2 Subtotal  ………………..  

 

Continue only if score on each of questions 1 and 2 is one or more 

3.  The context of the research was clearly described  

Was the context of the research clearly described? 0, 1, 2 

 

Q3 Subtotal  ………………..  

 

4.  The research design was appropriate to meet the aims of the research  

Was the research design appropriate to address the aims of the research? 0, 1, 2 

 

Q4 Subtotal  ………………. 

 

5.  Was the recruitment/sampling strategy appropriate to the aims of the 

research?  

Does the study have clear inclusion criteria? 0, 1, 2 

Does the study have clear exclusion criteria? 0, 1, 2 

Was the sampling strategy appropriate for the aims of the research? 0, 1, 2 

Were the subjects appropriate for the aims of the research? 0, 1, 2 

Was the study sample representative of the research setting? 0, 1, 2 

Does the study report on the level of nonparticipation? 0, 1, 2 

 

Q5 Subtotal  ………………..  

 

Author Name: 

Paper title: 
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6.  Was the data collected in a way that addressed the research issue?  

Is the study setting appropriate to the aims of the research? 0, 1, 2 

Is the method of data collection clear? 0, 1, 2 

Is the method of data collection appropriate to the aims of the research? 0, 1, 2 

Is the process of data collection clear? 0, 1, 2 

Were study instruments piloted? 0, 1, 2  

Is data saturation discussed? 0, 1, 2 

 

Q6 Subtotal  ………………..  

 

7.  Is the data verifiable?  N.B. Data is audio or video taped (=2), researcher makes 

notes during data collection (=1). 0, 1, 2 

 

Q7 Subtotal  ………………..  

 

8.  Were ethical considerations appropriately considered?  

Did researchers obtain informed consent from all participants? 0, 1, 2 

Was data collected in a private setting? 0, 1, 2 

Was data sufficiently aggregated during presentation to ensure anonymity? 0, 1, 2 

 

Q8 Subtotal  ………………..  

 

9.  Was data analysis sufficiently rigorous?  

Is the analytical process described in detail? 0, 1, 2 

Were steps taken to identify data that was contrary to the main findings and 

hypotheses of the study? 0, 1, 2 

Were multiple analysts used to increase the rigour of the research? 0, 1, 2 

Does the study report on level of inter-rater reliability? 0, 1, 2 

 

Q9 Subtotal  ………………..  

 

10. Was there a clear statement of findings?  

Does the study clearly report its findings? 0, 1, 2 

 

Q10 Subtotal ………………..  

 

11. How valuable was the research?  

Were service users, providers or advocates involved in the development of the study? 

0, 1, 2 

Were study participants invited to receive feedback on the research? 0, 1, 2 

Were the study findings disseminated beyond the academic community? 0, 1, 2 

Did the study articulate clear recommendations for future policy and/or practice? 0, 1, 2 

Did the study articulate clear recommendations for future research? 0, 1, 2 

 

Q11 Subtotal ………………..  

 

Total Score (out of a maximum of 62 points) …..................... 
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Appendix 3: Data extraction form 

 

 

 

Study design 
 
 

 

Aims of the study 
 
 

 

Geographic location of 
study and setting 
 
 

 

Participant 
characteristics 
(inclusion/exclusion) 
 
 

 

Method of recruitment 
 
 

 

Research methodology 
 
 

 

Reflexivity – researcher 
role/bias 
 
 

 

Ethical issues 
 
 

 

Data analysis 
 
 

 

Results 
 
 

 

 

  

Date appraised: 

Study authors/year:  

Title:  

Journal:  

Publication type:  
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Appendix 4: Theme map showing links between themes and subthemes 
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Appendix 5: Social Science & Medicine Instructions to Authors
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Social Science and Medicine - Guidelines for Qualitative Papers 
 

There is no one qualitative method, but rather a number of research approaches which fall 
under the umbrella of ‘qualitative methods’. The various social science disciplines tend to have 
different conventions on best practice in qualitative research. However SS&M has prepared 
the following general guidance for the writing and assessment of papers which present 
qualitative data (either alone or in combination with quantitative methods). General principles 
of good practice for all research will also apply. 
 
Fitness for purpose 
Are the methods of the research appropriate to the nature of the question(s) being asked, i.e. 

 Does the research seek to understand social processes or social structures &/or to 
illuminate subjective experiences or meanings? 

 Are the settings, groups or individuals being examined of a type which cannot be pre-
selected, or the possible outcomes not specified (or hypothesised) in advance? 

Methodology and methods 

 All papers must include a dedicated methods section which specifies, as appropriate, 
the sample recruitment strategy, sample size, and analytical strategy.  

 
Principles of selection 
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Qualitative research is often based on or includes non-probability sampling. The unit(s) of 
research may include one or a combination of people, events, institutions, samples of natural 
behaviour, conversations, written and visual material, etc. 
 

 The selection of these should be theoretically justified e.g. it should be made clear how 
respondents were selected 

 There should be a rationale for the sources of the data (e.g respondents/participants, 
settings, documents) 

 Consideration should be given to whether the sources of data (e.g people, 
organisations, documents) were unusual in some important way 

 Any limitations of the data should be discussed (such as non response, refusal to take 
part) 

 
The research process 
In most papers there should be consideration of 

 The access process 

 How data were collected and recorded 

 Who collected the data 

 When the data were collected 

 How the research was explained to respondents/participants 
 

Research ethics  

 Details of formal ethical approval (i.e. IRB, Research Ethics Committee) should be 
stated in the main body of the paper. If authors were not required to obtain ethical 
approval (as is the case in some countries) or unable to obtain attain ethical approval 
(as sometimes occurs in resource-poor settings) they should explain this. Please 
anonymise this information as appropriate in the manuscript, and give the information 
when asked during submission. 

 Procedures for securing informed consent should be provided 
 

Any ethical concerns that arose during the research should be discussed. 
 
Analysis 
The process of analysis should be made as transparent as possible (notwithstanding the 
conceptual and theoretical creativity that typically characterises qualitative research).  For 
example 

 How was the analysis conducted 
 How were themes, concepts and categories  generated from the data 
 Whether analysis was computer assisted (and, if so, how) 
 Who was involved in the analysis and in what manner 

 Assurance of analytic rigour. For example  
 Steps taken to guard against selectivity in the use of data 
 Triangulation 
 Inter-rater reliability  
 Member and expert checking 
 The researcher’s own position should clearly be stated. For example, have they 

examined their own role, possible bias, and influence on the research 
(reflexivity)? 

 
Presentation of findings 
Consideration of context 
The research should be clearly contextualised. For example 
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 Relevant information about the settings and respondents/participants should be 
supplied 

 The phenomena under study should be integrated into their social context (rather than 
being abstracted or de-contextualised) 

 Any particular/unique influences should be identified and discussed 
 
Presentation of data: 

 Quotations, field notes, and other data where appropriate should be identified in a 
way which enables the reader to judge the range of evidence being used 

 Distinctions between the data and their interpretation should be clear 

 The iteration between data and explanations of the data (theory generation) should be 
clear 

 Sufficient original evidence should be presented to satisfy the reader of the 
relationship between the evidence and the conclusions (validity) 

 There should be adequate consideration of cases or evidence which might refute the 
conclusions 
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Appendix 6: Lay summary of the research 

 

Background: Pulmonary Arterial Hypertension (PAH) is a rare and life limiting condition. 

Symptoms include breathlessness, fatigue, chest pain, and feeling faint. Cardiac 

catheterization (CATH) is a procedure used to diagnose PAH and to monitor treatment. 

The procedure involves inserting a catheter into a blood vessel in the thigh which is 

threaded into the right atrium of the heart. Research shows that the procedure can make 

patients feel anxious, but no research has looked at NHS staff’s views on this, and how 

they support patients. 

 

Aims: This study was designed to understand how staff provide positive support for 

patients undertaking the CATH procedure. Based on this information, the study aimed to 

give recommendations for service improvement. 

 

Methods: A short interview was designed based on the ‘Self-Regulatory Model’ of illness 

perceptions (Leventhal, Meyer & Narenz, 1980). Ten key staff members from respiratory 

Pulmonary Hypertension and CATH teams at the Royal United Hospital Bath were 

interviewed. This included Clinical Nurse Specialists and Consultant Physicians. 

 

Results: Interviews were analysed using qualitative methods to look for themes within 

the data. This resulted in four main themes: (1) acknowledging individual differences; (2) 

a journey through the service; (3) the patient/staff relationship; and (4) information and 

understanding. Staff recognised the importance of gauging individuals’ previous 

experiences of illness and medical procedures, the practical and emotional journey 

experienced by both staff and patients, the importance of developing a positive 

relationship with the patient, and ensuring openness and honesty about the procedure. 

 

Discussion: Based on these findings, specific recommendations were made to the 

service and the following documents were developed: 1) a leaflet including direct patient 

quotes of their experiences and the journey through the service; 2) a patient ‘passport’ 

giving them the opportunity to tell staff their preferences; and 3) a video showing the 

hospital environment. 

 

Implications: This research has important implications for increasing patient control, 

choice and positive coping for patients who find the CATH procedure more difficult to 

cope with. 
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Appendix 7: University ethics approval 

 

Re: Ethics 14-162   
Psychology Ethics Committee <psychology-ethics@bath.ac.uk>  
Mon 14/07/2014 11:06 
To:Cara Roberts-Collins;  
 
Dear Cara 
 
Reference Number 14-162 
 
Thank you for satisfactorily attending to the queries raised by the committee. I can now confirm 
that you have full ethical approval for your study. 
 
Best wishes with your research. 
 
Dr Helen Lucey 
Chair Psychology Ethics Committee, University of Bath 
Information about making an ethics application can be found at  
http://moodle.bath.ac.uk/course/view.php?id=52192 
 
On 07/07/2014 15:05, crc33@bath.ac.uk wrote: 
Dear Helen 
 
Thank you for your email and conditional ethical approval for the project. 
 
We had not planned for participants to be given a debrief form after taking part because Dr 
Jackie MacCallam (Clinical Psychologist) works within the department and will be available to 
be contacted and to answer any questions if needed. One thing we could do is give out a sheet 
stating this and giving Jackie's contact details you think this would be helpful? 
 
Best wishes, 
 
Cara 
 
Quoting Psychology Ethics Committee <psychology-ethics@bath.ac.uk>: 
 
Dear Cara Roberts-Collins 
 
Reference Number 14-162 
The ethics committee have considered your application for the study entitled 'Promoting positive 
coping and self-management in patients undertaking cardiac catheterisation: learning from staff' 
and have given it conditional ethical approval. The committee have raised the following points 
which they would like you to attend to before giving the study full ethical approval: 
 
 1. Can you clarify if participants need to be debriefed after taking part? If so, could you send a 
debrief form. 
Please send the revised document to me - you can do this by email. 
Please remember that you may not collect any data until you have ethical approval. 
 
Yours sincerely 
Dr Helen Lucey 
Chair Psychology Ethics Committee, University of Bath 

  

http://moodle.bath.ac.uk/course/view.php?id=52192
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Confirmation of Service Improvement Project registration as an audit 

Kitching Sarah (ROYAL UNITED HOSPITAL BATH NHS TRUST - RD1) 
 

Thank you for your completed proposal form.  I confirm that your 

project has been accepted and registered on the Trust audit 

database as ID 2385.   

 

With best wishes 

 

Sarah 

 

 

Sarah Kitching  

Quality Improvement Lead for Medicine 

Quality Improvement  

Qulturum - D1 

Royal United Hospital Bath NHS Trust 

Combe Park 

Bath BA1 3NG 

 

email sarahkitching@nhs.net 

Dir Line: 01225 825852 

Visit our website at: www.ruh.nhs.uk  

 

 

  

https://web.nhs.net/OWA/redir.aspx?SURL=GNsr-j35jOO_9xncyL_v7sbSWUmA4A8ml5E3vflJ9y004Qn-uFTTCGgAdAB0AHAAOgAvAC8AdwB3AHcALgByAHUAaAAuAG4AaABzAC4AdQBrAA..&URL=http%3a%2f%2fwww.ruh.nhs.uk
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Appendix 8: Draft interview questions for staff and patients in parallel 

 

 

 

  

Themes to 
explore 

Staff Patients 

General What have you observed in 
how people cope positively? 

What was helpful in coping 
with the procedure? 
 

Emotional 
support 

 Confidence in 
providing support 
 

 What support do they 
have? 

 

 What was helpful in 
supporting them? 
 

 What helpful support 
did they get from staff? 

Practical 
support 

 What are patients 
calling about? 
 

 How do nurses 
respond to these 
calls? 

 

 Constraints in what 
they can/can’t do 

 

 Do they shy away 
from asking certain 
things? 

 

 What has helped in 
the past? 

 

 Who do they contact? 
 

 What do they want to 
know? 

 

 What was helpful? 
 

 Is there one question 
you wish you were 
asked? 

Beliefs (self-
efficacy) 
Perception 
(self-regulation) 

 How important do 
they think the 
psychological impact 
is? 
 

 What do they believe 
patients need? 

 Beliefs about 
procedures/risks 
 

 Consequences of not 
having it 

 

 Beliefs about having it 
and what it means (life 
after CATH) 
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Appendix 9: Staff Interview Schedule 

Staff Interview Schedule 
 

 

Timeline 

1. How are patients told about the procedure? 
 

2. How do you think patients feel when they find out they need the procedure? 
 

 

Beliefs and decision-making about the procedure: 

3. Can you tell me about the support you provide to patients in terms of making 
decisions about the CATH procedure and preparing to undertake it?  

 

4. How do you discuss the risks of the procedure with patients?   
 

 

Perceived control, coping and self-management skills: 

5. What are your perceptions of the psychological impact of having the CATH 
procedure?  
 

6. To what extent do you feel psychological and emotional reactions impact on a 
patient’s capacity to manage the procedure? (e.g. anxiety) 
 

7. In what ways do you tend to help and support patients to prepare for the 
procedure? 
 

8. What concerns do patients tend to telephone you about?  
 

9. On reflection, what’s the most helpful question or piece of advice you feel you 
can generally offer? (Run up to the procedure) 

 

 

Consequences (Physical, psychological, social, economic) 

10. How does the procedure impact on the patient’s everyday life? 
 

11. What help and support are you aware of the patient receiving from family, 
friend’s carers? 

 

12. What have you found is helpful in supporting the patient through the procedure?  
 

13. How confident do you feel in providing support? Practical help/ emotional 
support, what was helpful in supporting you/patient? 
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14. How do people get through the procedure? What helps them manage/cope? 
What have you observed in people who cope well? 

 

15. What do you believe patients need? Are there any constraints to meeting their 
needs? Is there anything you feel you shy away from asking?  

 

16. How do patients respond to being helped to look after themselves? Useful, 
helpful, less worried, nuisance, angry, interfering (in the way) /Importance of 
help 

 

 

Illness identity  

17. What impact do you notice the procedure has upon patients in terms of physical 
symptoms and effects? How difficult do patients find these to manage? 

 

 

Coherence  

18. How effectively do you think the service explains the procedure to patients?  
And in your experience, what difficulties might people experience in 
understanding all the important information (e.g. 
outcomes/implications/benefits/risks)?  

 

 

Emotional representations  

19. Can you describe the emotional impact that the procedure has upon patients 
and upon you as clinicians supporting the patients? 

 

 

Timeline 

20. Do patients tend to change their perception of the procedure over time? Does it 
go up and down / do you feel it is getting easier or harder to manage? 

 

21. What do patients report thinking will happen in the future? Will it stay the same / 
change. Do you think anything else will happen in the future because of the 
procedure? 
 
 
 

Anything else? 

22. Is there anything else that you would like to tell me about that I have missed? 
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Appendix 10: Staff Information Sheet 

 

 

 

 

Information about the Project 

Promoting positive coping and self-management in patients undertaking 

cardiac catheterisation: learning from health professionals 

 

 

We would like to invite you to take part in our service evaluation project. Before you 

decide we want you to understand why the project is being done and what it would 

involve for you. Please read this information, talk to others about the project, and ask 

any questions if you wish. When we have explained the project, answered your 

questions, and you have had enough time to decide, you will then be able to choose 

whether to take part. 

 

What is the purpose of the project? 

This project aims to explore staff beliefs and perspectives on positive coping strategies 

and self-management in patients with Pulmonary Hypertension undertaking cardiac 

catheterisation. Self-management aims to shift the role of the health professional from 

the ‘professional expert’ (instructing and deciding) to ‘guide’ (supporting and advising) 

enabling the patient to take more control of their condition. Staff perspectives will be used 

together with patient views to develop the service and to help patients who find the 

procedure more difficult, including a written resource. 

 

Why have I been invited? 

You have been invited to take part because you are involved of the care of patients with 

Pulmonary Hypertension who undergo heart catheterisation at the Royal United Hospital 

Bath. 

 

Do I have to take part? 

Taking part in this project is voluntary and you have the right to withdraw at any point 

without having to give any reasons. If you withdraw from the project, we will keep your 

data as important information about the project unless you ask us to destroy it. 

 

What will happen if I take part? 

You will be invited to take part in a short interview or small focus group with Cara Roberts-

Collins, a Trainee Clinical Psychologist from the University of Bath who is working 

alongside Dr Jackie MacCallam, Clinical Psychologist. The interview or focus group will 

take approximately 30 minutes of your time and can be undertaken at a time and place 

convenient for you. 
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What are the risks and benefits? 

This project presents minimal risk or burden for you. Your feedback on the positive 

coping strategies patients use will be used alongside information from patient interviews 

to give us a shared understanding between staff and patients that should ultimately 

benefit the service and patients. 

 

Confidentiality and Data Protection 

All information that you provide will be kept completely confidential and anonymised. The 

only time we may break this confidentiality is if we find anything or you tell us anything 

which means that you or someone else are at risk of harm. In this case, we would talk to 

you first, and then talk to your care team to ensure you receive the appropriate care, 

support, or advice. 

 

Any other information regarding the project that you provide, such as feedback, will be 

kept anonymous and confidential unless you specifically request otherwise. 

 

Questions or concerns? 

If you have any questions or concerns regarding the project at any time, please contact 

Dr.Jackie MacCallam (Clinical Psychologist): 

Email: jackie.maccallam@nhs.net 

Tel:  01225 825344 (answer machine checked regularly) 

Respiratory Outpatient reception - 01225 821923 

Pulmonary Hypertension coordinator - 01225 825352 

 

Or Cara Roberts-Collins, Trainee Clinical Psychologist: c.roberts-collins@bath.ac.uk  

 

 

WHAT NOW…? 

If you would like to take part in this project, please complete a consent form and leave it 

for Dr Jackie MacCallam at the Respiratory Outpatient reception, RUH. 

Thank you for your time 

 

Cara Roberts-Collins 

Trainee Clinical Psychologist 

University of Bath

Dr Andrew Medley 

Clinical Psychologist 

University of Bath 

Dr Jackie MacCallam 

Clinical Psychologist 

Royal United Hospital Bath 

 

This project has been reviewed and given favourable opinion by 

the University of Bath ethics committee. 

mailto:jackie.maccallam@nhs.net
mailto:c.roberts-collins@bath.ac.uk
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Appendix 11: Staff consent form 

 

 

 

STAFF CONSENT FORM 

Promoting positive coping and self-management in patients undertaking cardiac 
catheterisation: learning from health professionals 

 
Please initial each box 

1. I confirm that I have read and understood the Information about the Study 
(Version 1, dated 17th June 2014).  I have had the opportunity to consider 
the information, ask questions and have had these answered 
satisfactorily. 
 
 

2. I understand that my participation is voluntary, I do not have to answer 
every question asked, and that I am free to withdraw at any time, without 
giving any reason. 

 
 
3. I agree for this interview/focus group to be audio recorded and that this 

data will be kept confidential and stored securely. 
 
 

4. I agree for anonymised quotes to be used in the write up and/or 
publications of this study. 

 
 

5. I agree to take part in the above study. 
 

 
If you are happy to take part, please write your name, date, and signature here: 
 
 
 ________________________   _______________________  ________________ 
Name of staff    Date  Signature 
 
 
_____________________________________________________________________  
Contact details 
 
 
 ________________________   _______________________  ________________ 
Name of Researcher 
Taking Consent    Date     Signature 
 

  

 

 

 

 

Participant number 
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Appendix 12: Map of themes pre and post inter-rater reliability 

Note. Boxes with dashed lines indicate themes removed following inter-rater reliability 
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Appendix 13: Complete set of super-ordinate and sub-ordinate themes, with example quotes 

Super-ordinate 

theme 

Initial sub-

ordinate themes 

Final sub-

ordinate themes 

Example quotes 

(Importance of) 

acknowledging 

individual 

differences 

(and 

experiences) 

Past experience 

and 

preconceptions 

 

(Stories/knowledge 

from others) 

 

 

 

 

 

 

 

Individual coping 

style 

 

Past 
experiences 
 
 
 
 
 
 
 
 
 
 
 
 
 
Personal 
coping style 
 

‘The ones who have had it done before have the familiarity of what is going to happen, so they know what to expect from it, and the second one is 
usually shorter so it’s better than the first one, so there is usually far less anxiety for the second one.’ (Consultant Cardiologist 1) 
 
‘Until they’ve had it done and a lot of them will say ‘I didn’t know what I was worrying about’ you know. But then again there is that group who really 
still just don’t like having it done, so, particularly people who are a bit needle phobic.’ (Respiratory Nurse Specialist 1) 
 
'…they can sometimes think ‘well actually that wasn’t too bad and I’m not too worried about having it again’. (Respiratory Nurse Specialist 3) 
 
‘…we do have patients…like a follow up after 6 months they will come back again to do the same procedure, and during the second time back their 
feeling is much different from the first one, because on the second visit they already have an experience in the past, so they are more relaxed and 
more um calm. They know what to expect.’ (Staff Nurse 2) 
 
‘There is obviously still the odd one who is still very anxious but having gone through once that helps as well, having experienced it, it’s better the 
second time around’ (Consultant Cardiologist 2) 
 
 
 
 
‘you know we get a few of those, who are, you know, more difficult than others, that are always going to be anxious, and they are always going to 
potentially, you know, have more problems’. (Respiratory Nurse Specialist 1) 
 
‘They express it sometimes, they express it in very different ways I think. They will want to talk about something else that isn’t related, or they’ll want 
to go over and over certain things.’ (Respiratory Nurse Specialist 2) 
 
‘It’s a very mixed reaction (when they find out they need the procedure). Some people are very accepting of what the doctor tells them. Other people 
will question it quite a lot’ (Respiratory Nurse Specialist 2) 
 
‘… the ones that do accept it and get on better are the ones that think ‘I don’t like having this done, but the end point is that I’m getting a drug which 
is actually helping me’, and they can see the positivity of that, whereas some people just can’t seem to get there, they can’t seem to see it as 
something not great, but that they need to go through, it’s just a lot bigger in their mind’. (Respiratory Nurse Specialist 3) 
 
‘it depends individual cases really…there are some who are have a low threshold on pain, and then they react so quickly, and then there are some 
who, you know, they, there’s no, just no problem at all, you know not scared of anything.’  (Staff Nurse 2) 
 
…‘there is another type of patient who when you start to explain what’s involved …they say ‘no, no, I don’t want to know I’ll just sign it’ you know 
they definitely don’t want all those details, you know that for them, that can be off putting, so again we try to tailor it to the individual’s needs…. they 
are probably the more anxious ones, I think so’. (Consultant Cardiologist 2) 
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A journey Practical, 

emotional and 

interpersonal 

consequences of 

the procedure for 

the patient 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The patient 
journey 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Impact on the day - ‘…they can be travelling a fair distance, be here for the whole day, have quite a few tests and two different people come and 
talk about it, so I expect it’s a lot in one day and a lot of the more elderly patients that maybe, its coming at the end of the day, it’s quite a bit of a 
shock and its quite a lot to take on board’. (Consultant Cardiologist 1) 

‘…most people I don’t think have a huge problem with having the test done, most people it’s usually the logistics of getting someone to bring them, 
getting someone to take them back, getting someone to stay with them overnight, and that’s what tends to cause the anxiety’ (Consultant Respiratory 
Physician) 

 

Impact on day to day life - ‘.…there are a few of them who are getting so ill they can’t work and are getting benefits and things like that, sometimes 
that can be a huge thing, and that can affect their decisions on coming for treatment sometimes, and some choose to ignore it really, just try to carry 
on, if they think they might lose their jobs and things like that’. (Respiratory Nurse Specialist 1) 

‘It’s sort of an unpleasant reminder sometimes, for people that are having it done regularly, they’re chugging along quite nicely … then they go ‘oh 
well we’ve got to do another catheter’ and they are like ‘oh no, not another catheter, I hate that’, and that’s sort of an unpleasant interlude in actually 
something quite positive…and that can be quite horrible for people sometimes’ (Respiratory Nurse Specialist 3) 

 

Future treatment - ‘…you can go from coming to clinic, to going onto like IV therapy which you’re dependent on 24 hours a day, … those are the 
most ... And that involves a visit to London then as well, so they have to go to London to start on the medication’ (Respiratory Nurse Specialist 1) 

‘…some people are relieved to have a diagnosis, and relieved to think that some treatment might be planned. For some people the diagnosis means 
they don’t get any treatment when they’ve had the um, and that can be a problem for them, they think ‘well how am I going to manage? What’s 
going to happen now?’ um and other people um...want to have the diagnosis because of their symptoms, um, they are sort of disappointed when it 
comes out as negative.’ (Respiratory Nurse Specialist 3) 

‘…you know there are some who you can tell are very shaky, very nervous, because they are worried about the outcome, about the outcome of the 
procedure, they might need operation or you know.’ (Staff Nurse 2) 

 

Emotional impact - ‘I think there are some people who have got a real sort of fear of it…so obviously each time it becomes more of a palaver 
because they are less keen to have it done.’  (Consultant Respiratory Physician) 

‘emotion plays a role in how people manage their condition as a whole, I mean if people are worried, sad, depressed, it will impact on how they 
manage coming into hospital, and then their life’ (Respiratory Nurse Specialist 2) 

‘It does provoke anxiety for people because they think, you know ‘what are they going to tell me when I’ve had this test done?’ as well as not looking 
forward to the test as well, um there is a lot tied up with it really I think.’ (Respiratory Nurse Specialist 3) 
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Team 

communication, 

confidence and 

constraints 

Staff journey 
and service 
constraints 

 

Staff journey - ‘Sometimes it’s hard of course to try, to try and think back…and remember ‘what was, before I started medicine, what did I know 
and understand about hearts and anatomy that I...’ you’ve forgotten the starting point of the average person I think.’ (Consultant Cardiologist 2) 

‘I think we perhaps underestimate how, how big a deal it is for patients, because from the point of view of what’s happening it’s quite a minor test, 
from the point of view of the doctors it’s a very routine test, hundreds of patients have it with no problem’  (Respiratory Nurse Specialist 3) 

‘I used to be quite emotional every time there is some kind of patient crisis, I also cry before…. But now as you get along and you get older… you’ve 
got a wide range of experience…you become quite strong, emotionally stronger … but sometimes I can still be, you know, still quite attached to the 
patients sometimes, if you know they are in a very distressed situation, sometimes they do sometimes get quite emotional’ (Staff Nurse 2) 

‘…what we do in here is really like a snap shot of their journey through the hospital....’ (Staff Nurse 1) 

‘I try to sort of compartmentalise it, so this is what we need to do now, to know where we are at, and until we have done that, we could spend half 
an hour talking about this scenario, that scenario, but actually let’s do the test and let’s talk properly after the test.’ (Consultant Cardiologist 1) 
 
‘…knowing you’ve got a system that is sort of on a well-trodden path is also quite helpful, so the fact they get written information, the fact that there 
is a plan for when they arrive, and that there is somebody coming through at the same time’ (Consultant Cardiologist 1) 

they are usually referred to us by another chest consultant, another cardiologist, it’s usually been aired with them, and if anything that’s probably 
caused a bit of anxiety before they’ve come and actually us going through it can usually take away some of that anxiety (Consultant Respiratory 
Physician) 

 

Service constraints - ‘…there isn’t always time to do it (explain the biology), so I find I’m not always offering it to them… we feel pressured to do 
it quickly (Respiratory Nurse Specialist 3) 

‘When they come there is quite a lot to do and I think it’s all very rushed and sometimes you just think ‘well maybe we can do this another day’ but 
you can’t because they have so far to travel and it’s best to get it all done’ (Respiratory Nurse Specialist 2) 

‘we see the patients here, they then go and have the procedure and we don’t see them till after it, so I sometimes feel it would be nice if we saw 
them pre as well, a familiar face, but practically that just can’t be done’ (Respiratory Nurse Specialist 2) 

‘…if you have kept people waiting and stuff like that then you feel rotten, or if they are cancelled! You know it’s really rotten for them’ (Respiratory 
Nurse Specialist 1) 

‘There is the odd day where we’ve had to cancel this or they have had to wait for hours for an emergency case to go through or something, it’s 
those things that tend to cause more distress I think’ (Consultant Respiratory Physician) 

‘…if it’s something that’s gone wrong that you feel shouldn’t have gone wrong then you talk about it and try and deal with it, try and work out what 
you could do better.’ (Respiratory Nurse Specialist 2) 
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Patient/staff 

relationship 

(Interpersonal 

relationships 

and support 

from others) 

Staff reassurance 

(Family support) 

 ‘We would reassure them, because we give them a leaflet with the risks, we have to point out the risks to them, but we would try and reassure them 
that those risks are quite minimal’ (Respiratory Nurse Specialist 2) 

‘…try to say to them, in terms of reassurance, I try to say to them ‘well we know that there can be side effects from this procedure, but we work very 
closely with the team that are involved, we always hear when there is a problem, and it’s very rare for us to hear of a problem, and if there is a 
problem its generally somebody who’s a cardiac patient, not a pulmonary hypertension patient’. (Respiratory Nurse Specialist 3) 
 
‘I’ll then try to put their mind at rest about what the procedure is, that it’s not a major operation, that it doesn’t require an overnight stay, that its 
usually very safe’ (Consultant Respiratory Physician) 
 
‘if they have problems, so if they bleed or if they have bruising and things you need to support them much more and empathise with them’(Respiratory 
Nurse Specialist 1) 

‘I always offer to ring them actually, before the procedure’ (Respiratory Nurse Specialist 1) 

‘… dignity is a big one actually, because they do it here through the groin, you know that’s pretty personal isn’t it, there particularly… ‘ (Respiratory 
Nurse Specialist 1) 

‘you be there for them really, I think you are kind of the patients advocate… if they are frightened to allay their fears, you can relay to the consultant 
or the cardiac lab, you can make them fully aware of what they are frightened of, if they’ve got any requests it’s your duty to make sure they are 
fulfilled, if they want someone to go in with them, or want someone to hold their hand, if there is any particular position they are in, yeah I do feel 
that we are the ones that they can come to.’ (Respiratory Nurse Specialist 2) 

 ‘…some of them talk and will engage and when they get engaged with one of the nurses sometimes we talk about other things ‘oh where are you 
from, have you been to the race track down there’ you know things like that, so if there is a bit of familiarity with the pat ient and the nurse and it 
enhances that rapport that patient, patient nurse relationship, so um some of them are, the way they cope I guess is that they engaged in us by 
conversation and building a rapport’  (Staff Nurse 1) 

all you need to do is just, just try to put yourself, you know, just have um some sort of empathy in what they are feeling, you know, just, and just be 
very supportive, and you know just always give them some kind of a reassurance that ‘you’re going to be fine’, ‘this is going to be a safe 
procedure’…you are in safe hands with the consultants…you don’t  need to be, to be worried’ (Staff Nurse 2) 

‘…if I’ve scrubbed for a case…you have that that time when you’re pressing on the top of their leg, …, and you have that, you’re both there, so 
you’re doing something practical, so you’re not just standing there talking to somebody, … it’s a great time to chat to the patient about how things 
are going, … it’s a great time to actually have more of a one to one, um, and I’m my experience, its rather nice that … (Staff Nurse 3) 
 
 

Information 

(explanation) 

and 

understanding 

 

Ensuring 

understanding and 

information giving 

 

 

Information 
giving 
 
 
 
 

‘… probably the most important thing for me is that they know why we are doing the test and what it could lead on to’ (Consultant Cardiologist 1) 
 
‘…educating them, updating them what’s going on, I think that helps a lot with their anxiety.’ (Staff Nurse 2) 
 
‘…we will always run the clinics with one of our nurse specialists in who will then spend some time with them in a separate room going through the 
procedure in more detail, so having that resource there helps…’ (Consultant Respiratory Physician) 
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Note. Themes in brackets received fewer mentions and were excluded from the final list of themes

 

 

 

 

 

 

 

 

 

 

 

Openness around 

the procedure 

(Normalising) 

(Choice) 

 
 
 
 
 
 
 
 
 
 
 
 
 
Openness 
around the 
procedure 

 

‘I think you have to be really careful how much information you give them before…you have to judge what they can actually take on board’ 
(Respiratory Nurse Specialist 2) 
 
‘…usually there is quite a lot of assessment that goes on beforehand, and quite a lot of explanation about the possible condition, and then an 
explanation of the need to do this test to get more information.’ (Respiratory Nurse Specialist 3) 
 
‘It (leaflet) gives them that extra bit of information doesn’t it, it’s always useful to have a backup, you do wonder how much, when you’re getting told, 
you take in, so having it in writing is just that back up as well. Easier for them to digest the information I guess.’ (Consultant Cardiologist 1) 
 
‘I think that on the day of the procedure they are well educated, well informed, and you know, of what’s going to happen, so, I mean, you know, they 
have sufficient um information that was given to them during the preadmission.’ (Staff Nurse 2) 
 
‘I feel the ones that coped well are the ones that seem very happy to go ahead and very accepting, and fully understand’ (Respiratory Nurse 
Specialist 2) 
 
 
‘I think in terms of actually managing the procedure itself…a full explanation upfront of what it entails is helpful, reassures them it’s not painful, and 
although we will normally talk about the complications, although they’re real, they are very infrequent so again explaining that is helpful’ (Consultant 
Cardiologist 2) 
 
‘…if there is somebody who likes to know what’s happening and you’ve given them a step by step they are more assured and say ‘I’m so glad you 
told me what was happening every step of the way’, you know, rather than just suddenly they’re in there and people are doing things to them’ (Staff 
Nurse 3) 
 
‘We do try to explain that the figures we’ve got for the side effects are taken from all the patients that have this procedure, and a lot of those people 
that have had problems are those that are ill with cardiac problems…’(Respiratory Nurse Specialist 3) 
 
‘… we introduce them to the environment, ‘this is the CATH lab, there is where you are going to be going in… and when you are in there I will be 
looking after you…’ (Staff Nurse 1) 
 
when people come in, if they know who is in the room, know who people are, what to expect, and that people keep talking to them during the 
procedure (Consultant Cardiologist 1) 
 
‘It’s usually (helpful) making clear that it’s not a major operation, that it’s a day case procedure, and that the needle that we use is actually not that 
much bigger than a needle we would use for taking blood etc. Cause I think people could imagine that it’s a big needle.’ (Consultant Respiratory 
Physician) 
 
‘I think it’s just important to keep them updated, so if there are delays and things like that, you know, tell them and be honest with them, and give 
them a realistic expectation.’ (Respiratory Nurse Specialist 1) 
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Appendix 14: Summary of patient themes with example quotes 

Super-ordinate  Sub-ordinate Example quotes 
Individual 
process 

Vulnerabilities 
 
 
 
 
 
 
 
 
Strengths 

Fear of the unknown 
I knew more or less what to expect it’s just that little bit of nervousness before you go in to have the procedure because although it’s explained you still don’t know how 
you’re going to react when you actually go in to have the procedure done (Interview 5) 
 
Fear of the results 
I think it’s probably going to be the same going into future ones because I think the worry’s always going to be – have I got worse? Have I got better? Are they going to 
increase the medication? Are they going to take me off the medication? Yeah things like that… (Interview 7) 
 
Worry about the practicalities 
They forget you’re suffering with breathing problems and you have to walk miles to get to each place…and the carparks that’s the biggest problem of all (Interview 6) 
 
Acceptance 
Erm…I wasn’t bothered…I was quite…it was a case of that’s the programme for tomorrow and we’re going to do it and that was it…just sort of took it in that frame of 
mind…I wasn’t panicking on anything like that. (Interview 3) 
 
Feeling informed 
Yes I mean some people don’t want to know but I’m one of those people who do like to know because you are best able to deal with it and I think that helps you get over 
the initial…fears or anxieties about it…(Interview 5) 

Experiences  The CATH 
journey 
 
 
Wider health 
experiences 

Well I didn’t know what was going to happen the first time anyway and the only thing I thought this time was it couldn’t have been too bad because I’ve had it done 
before… (Interview 6) 
 
…and then the third one…I got really panicky when I was having it done and when I came to the fourth time I really didn’t want to have it done I really got a sort of 
phobia I think…it seems the more I have it done the more I feel it which is silly really isn’t it (Interview 10) 
 
No it didn’t worry me at all <doctor’s name> put me at ease the way he explained it to me it’s just a needle that isn’t going to finish me off I’ve had a heart bypass when I 
was in Bristol…didn’t bother me at all…(Interview 4) 

Trust in 
expertise 

 
 

First time it was mentioned to me at <place name>  by the consultant who thought I would be better to have it done at <place name> ‘cause they had more experience 
there and did them much more regularly…erm so in that respect I felt more confident going to <place name> (Interview 3) 
It’ll be alright…and you know just having that faith and trust in people with the best will in the world, I know things go wrong but you have to put your trust in people 
because they are skilled and you have to trust them to look after you well. (Interview 5) 

Feeling 
connected 

Being involved 
 
 
 
 

Kindness 
 
 
 
 

Shared 
experience 
 
Faith and 
support 

…think it’s explaining what would happen and saying ‘well there might be a bit of a wait here’ and sort of keeping me up to date with when I would be due down for the 
procedure…so yeah keeping me informed was helpful…(Interview 8) 
 
Well the friendliness of the nurses (helps on the day) and the way they talk to you and just the general friendliness in the unit…they’re pleasant, they talk to you, refer to 
you…tell you how long it was going to be…that type of friendly attitude within the department…They treated you as a human being to chat to rather than just here’s 
another patient get them through the system…(Interview 3) 
 
As I say if people ask me when they’re waiting to go I say ‘no it’s fine honestly’ because someone did that to me the first time and it got me through the first 
one…(Interview 10) 
 
I suppose really just the feeling that although you’re the one in the theatre having it done you’re not on your own, it’s that sense of people standing by you…you know 
God’s on my side, my husband’s on my side it’s just knowing that you’re sort of cared for (Interview 2) 
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Appendix 15: Staff feedback summary sheet 

Promoting positive coping and self-management in patients undertaking cardiac 

catheterization: learning from patients and staff 
Cara Roberts-Collins and Cate Anderson, Trainee Clinical Psychologists, University of Bath 

Email: cara.roberts-collins@bath.ac.uk or c.anderson@bath.ac.uk  

 

Project aims: to explore patient and staff perspectives on positive coping strategies and self-

management for patients with PH undertaking the heart catheterization procedure 

 

Interviews were undertaken with ten patients, six members of the respiratory team and four 

members of the cath lab team 

 

Patient themes 

Superordinate  Subordinate Example quotes 

Individual process Vulnerabilities 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Strengths 

Fear of the unknown 

I knew more or less what to expect it’s just that little bit of 

nervousness before you go in to have the procedure because 

although it’s explained you still don’t know how you’re going to react 

when you actually go in to have the procedure done (Interview 5) 

 

Fear of the results 

I think it’s probably going to be the same going into future ones 
because I think the worry’s always going to be – have I got worse? 
Have I got better? Are they going to increase the medication? Are 
they going to take me off the medication? Yeah things like that… 
(Interview 7) 
 

Worry about the practicalities 

They forget you’re suffering with breathing problems and you have 
to walk miles to get to each place…and the carparks that’s the 
biggest problem of all (Interview 6) 
 

Acceptance 

Erm…I wasn’t bothered…I was quite…it was a case of that’s the 

programme for tomorrow and we’re going to do it and that was 

it…just sort of took it in that frame of mind…I wasn’t panicking on 

anything like that. (Interview 3) 

 

Feeling informed 

Yes I mean some people don’t want to know but I’m one of those 
people who do like to know because you are best able to deal with it 
and I think that helps you get over the initial…fears or anxieties 
about it…(Interview 5) 

Experiences  The CATH 

journey 

 

 

 

 

 

Wider health 

experiences 

Well I didn’t know what was going to happen the first time anyway 
and the only thing I thought this time was it couldn’t have been too 
bad because I’ve had it done before… (Interview 6) 
 
…and then the third one…I got really panicky when I was having it 
done and when I came to the fourth time I really didn’t want to have 
it done I really got a sort of phobia I think…it seems the more I have 
it done the more I feel it which is silly really isn’t it (Interview 10) 
 
No it didn’t worry me at all <doctor’s name> put me at ease the way 
he explained it to me it’s just a needle that isn’t going to finish me 
off I’ve had a heart bypass when I was in Bristol…didn’t bother me at 
all…(Interview 4) 

mailto:cara.roberts-collins@bath.ac.uk
mailto:c.anderson@bath.ac.uk
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Trust in expertise  First time it was mentioned to me at <place name>  by the 
consultant who thought I would be better to have it done at <place 
name> ‘cause they had more experience there and did them much 
more regularly…erm so in that respect I felt more confident going to 
<place name> (Interview 3) 
 
It’ll be alright…and you know just having that faith and trust in 
people with the best will in the world, I know things go wrong but 
you have to put your trust in people because they are skilled and you 
have to trust them to look after you well. (Interview 5) 

Feeling connected Being involved 

 

 

 

 

Kindness 

 
 
 
 
 
Shared 
experience 
 
Faith and 
support 

…think it’s explaining what would happen and saying ‘well there 
might be a bit of a wait here’ and sort of keeping me up to date with 
when I would be due down for the procedure…so yeah keeping me 
informed was helpful…(Interview 8) 
 

Well the friendliness of the nurses (helps on the day) and the way 
they talk to you and just the general friendliness in the unit…they’re 
pleasant, they talk to you, refer to you…tell you how long it was 
going to be…that type of friendly attitude within the 
department…They treated you as a human being to chat to rather 
than just here’s another patient get them through the 
system…(Interview 3) 
 
As I say if people ask me when they’re waiting to go I say ‘no it’s fine 
honestly’ because someone did that to me the first time and it got 
me through the first one…(Interview 10) 
 
I suppose really just the feeling that although you’re the one in the 
theatre having it done you’re not on your own, it’s that sense of 
people standing by you…you know God’s on my side, my husband’s 
on my side it’s just knowing that you’re sort of cared for (Interview 
2) 

 

Staff themes 

Superordinate  Subordinate Example quotes 

Acknowledging 
individual 
differences 

Past 
experiences 
 
 
 
Personal coping 
style 
 

“I think it helps when people have been through, have had experience 
of medical things before, so usually people who cope fairly well are 
people who have perhaps had other things done to them and don’t 
necessarily expect things to run smoothly, but they can cope with it”  
(152) 
 
“Some people want to know all the information and some would 
rather not know, you know…it’s the same when they go into the cath 
labs, some people will be really interested in what going on in the 
procedure and want to watch it on the screen and things like that, and 
some people just want to block it out” (221) 

A journey Patient journey 
 
 
 
 
 
 
 
Service journey 
and constraints 

“I’m sure they must think about it a lot before the procedure, and 
then when they come in they will be thinking about it, so it’s really 
important they get a good first impression and they feel relaxed…they 
probably also worry about the results, what’s it then going to lead 
to…and any worry about dying and serious illness is bound to bring 
other emotions up as well, so when they go home I’m sure there are 
a lot of thoughts going round their heads.” (414/425) 
 
“…there are several tiers of service that actually work with this 
procedure and that’s sort of again a necessary problem, because in 
terms of the sort of preparation of the test it used to be done by the 
pre assessment nurses who actually work upstairs. They weren’t 
really adequately resourced to provide this, and it was extra work for 
them” (581) 

Patient/staff 
relationship 
 

 “… it’s more how you rapport with them, it’s not what you say it’s how 
you say it, they want to trust the health care profession, the health 
worker, and if they trust them, and if they come across as honest, if 
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they come across as sincere, caring, empathizing, then it’s easy to win 
them over…so the key is that relationship building.” (632) 

Information and 
understanding 
 

Information 
giving 
 
 
 
Openness 
around the 
procedure 

“…we’ve got written information as well, we’ve got leaflets, and we 
just talk through it all and see if there are any questions…I  think it’s 
just important to keep them updated, so if there are delays and things 
like that, you know, tell them and be honest with them, and give them 
a realistic expectation.” (213/253) 
 
“Sometimes it can be the smallest thing, one thing for instance is 
when they are on the table, you know the table moves, and that’s an 
odd sensation, you know if you don’t warn them beforehand that it’s 
going to move, moving when their lying flat that’s a bit of a surprise…” 
(854) 

 

Feedback and recommendations 

 The importance of recognising individual differences and experiences  

o Giving patients the information they NEED to know to make an informed choice about 

the procedure, and then having the opportunity to be given more information and to 

ask more questions if they choose to (increasing self-management and control). 

 

 Interpersonal factors and the staff/patient relationship 

o Value of informal chat/comfort (e.g. hand holding) and being alongside the patient, 

normalising that is a difficult procedure and accepting the anxiety. 

o Staff described how in an ideal world a specific member of staff would follow the 

patient through each step of their journey through the teams. Could they introduce a 

‘preference sheet’/patient passport outlining what is important to them (the patient) 

which can then follow them through the process (promoting choice and involvement). 

 

 Learning from previous experiences and others 

o Is there a way of the service helping patients access accounts of others if they do not 

have previous direct experience of the procedure themselves? Or making a short 

video/photos about what to expect (e.g. staff/lab sights, sounds, etc.), 

feelings/symptoms after the procedure.  

o Are there any reliable online resources about the procedure that patients can look at? 

o Patients reported that when something went wrong with the procedure (e.g. 

something getting stuck/panic) this made future procedures much harder for them to 

cope with – important for staff to flag to Jackie when this happens. 

 

 Practicalities 

o Within the lab setting, could they introduce something on the ceiling as a distraction? 

(E.g. nice picture?) 

o Choice of music in the lab? Headphones for patients?  

o Magazines in waiting areas? 

o Recommendations to patients - e.g. bring a book 

 

Possible outcomes 

 Leaflet - outlining the ‘journey’ through the service, including what to expect from a 

patient perspective (direct quotes), practical suggestions (e.g. bring a book, there won’t 

be magazines), reliable website, images of the dept./cath lab? 

 Patient passport – simple checklist of preferences (e.g. previous bad/good experience 

of the procedure, like to know lots of info/no info, music, like distraction/chatting…) 
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Appendix 16: Draft patient leaflet
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Appendix 17: Draft patient passport 

 

 

 

 

Cardiac catheter patient passport  

 

 

 

 

 

 

 

 

 

 

 

 
Yes No 

Are you someone that would like to be distracted during the 

CATH? E.g. Music, chatting, looking at something. 

  

Are you someone that wants to know all the details of the 

procedure? 

  

Would you like someone to hold your hand during the procedure? 
  

Are you someone that would prefer people not to chat to you too 

much and to leave you to approach the staff if you need them? 

  

Have you had any past experience of difficult medical 

procedures? E.g. medical complications or feeling panicky. 
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Appendix 18: Behavioural and Cognitive Psychotherapy Instructions to Authors 
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North Bristol NHS Trust Full R&D approval: R&D 3716: Young people's understanding 

of CBT   
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Cc: Cara Roberts-Collins; Pro-Vice-Chancellor for Research; research@oxfordhealth.nhs.uk; 
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Appendix 20: Emotion Awareness Questionnaire – 30 item version (EAQ-30) 
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Appendix 21: CBT skills story and task 

 

Story 

 

Alex worries a lot.  He worries that something really bad might happen to people close to him.  

If he does not have something to worry about he’ll worry that he has missed something 

important and will try to find it.  He jumps to the worst possible conclusions and his body 

constantly feels tense. His thoughts go through his mind quickly and one worry will often lead 

to another. He has trouble sleeping and can’t get his mind to stop thinking. 
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Thoughts, feelings and behaviours task 

Please read the short story about Alex and answer the four questions below. There are no right 
or wrong answers. 

1. What thoughts, feelings, and behaviours might Alex have? Please write these in the 
circles below. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

Thought

s 

Feelings 

Behaviour

s 

3. What needs to change for Alex to get better? 

_______________________________________________________

_______________________________________________________

_______________________________________________________

_______________________________________________________

_______________________________________________________ 

4. Design an activity to help with Alex’s worry and tell us why it 

might help him 

_______________________________________________________

_______________________________________________________

_______________________________________________________

_______________________________________________________

_______________________________________________________

2. Draw arrows to show how the 

circles above could be connected 
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Appendix 22: CBT skills task scoring 

CBT skills task scoring  
Maximum score = 20 

 
1. Score 1 point for each thought, feeling and behaviour within its relevant 

bubble (e.g. thoughts in the thought bubble) up to a maximum of three per 
bubble.  These can be thoughts, feelings and behaviours quoted from the story 
or relevant hypothetical responses. Physical sensations (e.g. heart beating fast, 
body tense) can only be scored in the feelings bubble. Worry can be scored as 
a feeling or a behaviour. Score range 0-9 (explicit understanding). 
 

2. Score each arrow with a direction (e.g. three sets of double ended arrows = 
score of 6, three sets of single ended arrows = score of 3, two single ended 
arrows (i.e. connecting thoughts-feelings and feelings-behaviour = score of 2). 
Score range 0-6 (explicit understanding). 
 

3. Score range 0-2 (applying principles) – 
a. Score 2 for an answer that describes a change in thoughts or 

behaviours (e.g. ‘realise his thoughts are not facts’, ‘reducing 
catastrophic thoughts/beliefs’, ‘change unhelpful behaviours’, ‘stop 
jumping to the worst possible conclusion’, ‘being more aware of how his 
body is feeling’). Answers that describe what needs to change are not 
scored here, but can be scored as part of question 4 if applicable. 
 

b. Score 1 for an answer that mentions thoughts, feelings or 
behaviours, but does not say what needs to change (e.g. 
‘psychoeducation’, ‘learn about thoughts/worry’ ‘control his worry’). 
 

c. Score 0 for an answer that suggests something completely 
unrelated to changing T-F-B, or which suggests a change in T-F-B but 
one which is not helpful or informed by CBT principles (e.g. ‘Alex should 
text the people close to him every day to check they are ok’, ‘see a 
therapist’, ‘stop worrying’). 
 

4. Score range 0-3 - score for each activity relevant to the model (active planning) 
a. Score 3 for an answer if the activity designed and reason why it might 

help him both fit with the CBT framework (e.g. ‘this will help challenge 
his thoughts and look at things from a different perspective’ - i.e. one 
aspect influencing the other). 
 

b. Score 2 for an answer that designs an activity and a reason for why it 
might help, but does not directly link T-F-B (e.g. ‘this will help him 
because he will be able to notice when he’s thinking a certain way and 
how he feels when he is thinking like this’). 

 
c. Score 1 for an answer that designs an activity, but does not give a 

reason why this might help (e.g. ‘keep a thought diary’). 
 

d. Score 0 for a suggestion of activity unrelated to the CBT framework, or 
no suggestion made at all (e.g. ‘Ask his mum what to do when he gets 
upset’). 
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CBT skills task scoring matrix 

 

Question  0 1 2 3 Total         
(max score) 

1) T-F-B  Thoughts 
 

    (3) 

Feelings 
 

    (3) 

Behaviours 
 

    (3) 

2) Number of 

each arrow 

 
 

 (2) (2) (2) (6) 

 
 

    

3) Change  

 

    (2) 

4) Activity  

 

    (3) 

 
TOTAL  

(20) 
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Appendix 23: Mean, median, and range of scores on each segment of the CBT skills task for CBT clinicians 

 

   CBT skills task Q1. Identifying T-F-B Q2. Linking T-F-B Q3. Change Q4. Activity Total Score 

 Rater 1 Rater 2 Rater 1 Rater 2 Rater 1 Rater 2 Rater 1 Rater 2 Rater 1 Rater 2 

Mean  

(SD) 

7.71 

(0.91) 

7.36 

(1.01) 

6 

(0) 

6 

(0) 

1.86 

(0.36) 

1.93 

(0.27) 

2.07 

(0.92) 

2 

(0.96) 

17.64 

(1.28) 

17.21 

(1.48) 

Median  

 

8 7.5 6 6 2 2 2 2 17.5 17 

Min – max (range) 6 – 9 

(3) 

5 – 9 

(3) 

6 – 6 

(0) 

6 – 6 

(0) 

1 – 2 

(1) 

1 – 2 

(1) 

1 – 3 

(2) 

1 – 3 

(2) 

16 – 20  

(4) 

14 – 20 

(6) 
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Appendix 24: Revised Child Anxiety and Depression Scale (RCADS) – Self-report 

version 
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Appendix 25: Socialisation Interview 

 

Introduction 

Thank you for helping us out with this project. First of all we need to go over the information 
sheet and check if you have any questions about today. I will then ask you to complete a short 
questionnaire and answer some questions about therapy.  I will then ask you to do a quick task. 
This will take about 30-40 minutes in total. If you would like to we will finish with a fun activity! 

[Consent – 5 mins] 

[EAQ-30 – 5 minutes] 

 

Interview (15-20 mins) 

I will start by asking you some questions about therapy, or something we would call ‘cognitive 
behaviour therapy’ or ‘CBT’. What do you like to call it? This part will take about 15-20 minutes. 
I have five main questions we are asking everyone who takes part but I will ask other questions 
if I need to clarify anything. 

You can stop taking part at any time and don’t have to answer every question. Because it can be 
difficult to say ‘no’ to a question, I will give you this card to hold up if you don’t want to answer 
a question, or to ask for the question to be asked in another way. Do you have any questions 
before we start? 

Socialisation interview schedule 

1) Tell me about your experience of having CBT/therapy.  
 

a. Could you tell us a few good things and a few bad things about therapy?  
(YP can choose whether to start with good or bad - prompt if only good or bad 
mentioned). 
 

2) Did you find anything useful about your CBT/therapy?  
What did you find useful? 
(E.g. learn about avoidance, bad things weren’t going to happen, people didn’t hate me 
etc) 
 

3) Did you learn any skills in CBT/therapy?   
Can you tell about these skills? 
What skills were they? 
 

a. After you finished therapy did you keep using any skills?  
Which skills did you keep using? 
 

4) Were you asked to do things between sessions?   
What did you have to do?  
 
 

5) ASD Group – Did you learn about emotions in therapy? (psychoeducation) 
a. Did you learn about anxiety? 
b. Did you learn about being sad?   
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[See separate sheet] 

6) Compared to when you were first seen for therapy, would you say things are: 
1) Very much improved 
2) Much improved 
3) Minimally improved 
4) No change  
5) Minimally worse 
6) Much worse 
7) Very much worse 
 

7) Would you like to add anything else? 
 

Vignette (5 mins) 

Next I am going to give you a short task to do. There is a short story to read and four questions 
to answer. Would you like to read this story or would you prefer for me to read it to you? I’ll be 
here if you have any questions. 

 

Debrief and activity (5 mins) 

[Give debrief sheet] 
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Appendix 26: Socialisation Interview scoring criteria 
 

Interview scoring criteria 
 

The coding categories: 
1. Explicit understanding 
2. Concordance   
3. Active planning  
4. Evidence of applying the principles  
5. Language 
6. (psychoeducation)    

 
Socialization to the Treatment Model 
Extract utterances related to the young person’s understanding, description or 
discussion of CBT. Enough of the utterance must be extracted to ensure that extract can 
be coded, i.e.  Relevant context. 
 
Both body sensations aspects and emotional/mental aspects (e.g. anxiety, negative 
thoughts) are relevant to extract, particularly any utterances directly pertaining to CBT. 
 
Each utterance will be coded and will be scored 1 for each category it relates to (i.e. each 
utterance could potentially score a total of 5, although this is unlikely). A total score will 
be derived for the overall number of utterances and the total in each category.  If no 
utterances are linked to the area this will be scored as a 0. It is therefore possible for a 
category score to be 0 if the participant does not make utterances relevant to this 
category. The total number of utterances will vary in each interview, meaning that there 
is no upper total limit to scores. 
 
 Coded:  Absent  (0)  

Present          (1) 
 
Utterances made by the young person 
 
1) EXPLICIT UNDERSTANDING:  Utterances indicating an understanding of CBT 
principles including thoughts, feelings and behaviours. See language table for possible 
utterances. E.g.: 

a) I talked about the way my thoughts were related to how I felt 
b) The therapist helped me to notice things I felt in my body 
c) I learned that avoiding things was keeping my anxiety going 

 
2) CONCORDANCE: Simple statements in active agreement/concordance with the CBT 
model e.g. any utterance where you can reasonably identify that there is active 
agreement from the patient with the therapist suggestions. E.g.: 

a) I did some scary things that my therapist told me might help because I 
thought it might make me feel better (or idea related to reasons behind 
it/agreement) 

b) When my therapist said….that really made sense to me because… 
c) We (therapist and young person) worked together….. 
d) That was really good… 

 
3) ACTIVE PLANNING: Active agreement of plan to proceed and implement behavioural 
change or intervention. When considering rating questions as active planning, consider 
the context as to whether this is true active planning. 
 
This may be activity planning/plans to alter behavioural patterns, with therapist (e.g. in 
sessions) or autonomously (e.g. homework). E.g.: 

a) I tried/tested out/practiced….at home 
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Active planning may also take the form of agreement of a suggested plan. E.g.: 
b) My therapist asked me to do… for homework. 

 
4) EVIDENCE OF APPLYING THE PRINCIPLES: Predominantly after therapy, 
continued use of CBT skills they learned and anything above and beyond what was 
planned during sessions and what was asked by the therapist. E.g.: 

a) 6 months later still using… 
b) Therapist asked me to do….and I also did….because (reason why related to 

CBT) 
 
5) LANGUAGE: Use of key psychological language employed that is specific to the CBT 
model. The language used must be in the context of discussing presenting difficulties, 
intervention or relating to the CBT model in some way. Consider whether the young 
person would have used this term/word prior to engaging in CBT, and whether a peer 
would use this term. If not, consider coding. Language can be coded several times in 
any utterances, although duplicates can only be coded once per interview. Note: 
language used will be age dependent and CBT terminology is often simplified into 
everyday language for younger people. 
 
Language scoring: 

Thoughts (Negative automatic) 
thoughts 

Thought 
challenging/challenge 
thoughts 

Detective thinking 

Thinking bias Thinking traps Red/green thoughts 

Reframing Balanced thoughts Catching pesky 
thoughts (in a net) 

Evidence in a court case Mind reading Jumping to 
conclusions 

Blowing things up Builders wall/apprentice Weighing the 
evidence 

Feelings Emotions (feeling words e.g. 
anxious, sad, upset, 
worried) 

Sit the anxiety out 

Behaviours Doing differently Avoidance/avoid things Reassurance 
seeking 

Exposure/response/ERP Checking  

Physical 
sensations 

Body reactions Fight/flight (caveman 
etc.) 

 

Connecting T-
F-B 

Cycle (e.g. of anxiety) Spiral Vicious cycle 

Other Good and bad coach Coping strategies/how to 
cope 

Relaxation 

Mindfulness (e.g. 
noticing thoughts/letting 
them go) 

Taking a 
breath/diaphragmatic 
breathing 

STOP 

Timeline Homework Worry/thought diary 

 Recording 
worries/thoughts 

Being aware of 
thoughts/feelings 

Scale of 
(anxiety/worry…) 

 Overcome 
(anxiety/worry…) 

Blueprint  

 
6) PSYCHOEDUCATION: Specific reference made to having talked and learned about 
recognising emotions within therapy. A score of 1 is given if emotions are discussed in 
relation to a specific difficulty (e.g. anxiety). A score of 2 is given if they have talked about 
psychoeducation in relation to a specific difficulty and more generally (e.g. ‘I learnt about 
different emotions too, like anxiety, feeling sad…’). 
 
Scores given for psychoeducation are not included in the total socialisation score. 
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Socialisation interview scoring matrix 

Participant ID:                                            Interview date:                                   Interview length:  
 

Coding: Explicit 
Understanding 

Concordance Active planning Applying principles Language (Psychoed) TOTAL 

Utt. No. Time Utterance       

1   

Coding        

2   

Coding        

3   

Coding        

4   

Coding        

5   

Coding        

6   

Coding        

7   

Coding        

8   

Coding        

9   

Coding        

10   

Coding        

 
TOTAL 
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Appendix 27: Experiences of CBT for Young People with a diagnosis of ASD 

 

Background 

Collaborative empiricism is central to the concept of CBT; working alongside the young 

person and their parents (who play an active role in therapy) to develop a shared 

understanding of their difficulties, and a set of tools and principles which allow them to 

become a ‘self-therapist’ (Stallard, 2005). It is therefore important to also understand 

young people’s experiences of CBT. Qualitative research has identified key elements of 

adolescents’ experience of CBT (Donnellan, Murray, & Harrison, 2013). These include 

the impact of CBT on change (e.g. identifying different perspectives and increasing self-

efficacy), the manner in which CBT is delivered (e.g. structure), the importance of 

engagement (e.g. preconceptions of CBT), and the therapeutic relationship. However, 

no research has explored these experiences for young people with a diagnosis of autism. 

 

Method 

In order to get a better understanding of young people’s experiences of CBT, responses 

from six of the open-ended interview questions from the socialisation interview were 

analysed using qualitative thematic analysis (Braun & Clarke, 2006). The questions 

included: 1) Tell me about your experience of having CBT/therapy; 2) Did you find 

anything useful about your CBT/therapy? 3) Did you learn any skills in CBT/therapy? 4) 

After you finished therapy did you keep using any skills? 5) Were you asked to do things 

between sessions? 6) Would you like to add anything else? 

 

Qualitative Analysis 

A qualitative analysis (Braun & Clarke, 2006) was conducted using the transcribed 

interview data for the 6 open-ended questions. The analysis was theoretically driven and 

interpreted in relation to the literature. The interviews were transcribed, coded and 

organised into initial themes by the researcher. These themes were reviewed and refined 

following discussions with a second researcher who coded the transcripts to ensure inter-

rater reliability. The analysis resulted in five super-ordinate (main) themes, and ten sub-

ordinate (underlying) themes (see Table 1 for a summary of themes, Table 2 for 

illustrative quotes, and Figure 1 for a thematic map). 

 

 

 

 

 

 

file:///C:/Users/Cara/Documents/MRP/Write%20up/CRC_draft%20write%20up%2020th%20May.docx%23_ENREF_33
file:///C:/Users/Cara/Documents/MRP/Write%20up/CRC_draft%20write%20up%2020th%20May.docx%23_ENREF_12
file:///C:/Users/Cara/Documents/MRP/Write%20up/CRC_draft%20write%20up%2020th%20May.docx%23_ENREF_5
file:///C:/Users/Cara/Documents/MRP/Write%20up/CRC_draft%20write%20up%2020th%20May.docx%23_ENREF_5
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Table 1 

Summary of super-ordinate and sub-ordinate themes 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The majority of young people said CBT is helpful, for example in helping them cope, 

getting back to school, and understanding ‘normal’ anxiety. They described specific CBT 

skills they had learned. They talked about the practical application of these skills as 

useful (e.g. role play, practising skills in session, testing out thoughts, tracking mood, 

breathing, ‘methods’ and ‘techniques’). They described the experience as different to 

‘counselling’ in that it was more structured. For example it was logical, it happened at the 

same time each week, and there were specific tasks to undertake. 

 

Young people discussed the importance of developing their understanding. This included 

learning about their own emotions (e.g. anxiety, fight or flight) and understanding how 

other people might be feeling. They also talked about linking T-F-B (e.g. identifying 

triggers and vicious cycles), and the importance of the clinician taking account of their 

ASD within this understanding by using their specific interests in sessions (e.g. Maths, 

drawing). 

 

Participants spoke about their therapists’ characteristics, enjoying being with the 

therapist and the importance of the therapy being led by the young person (therapeutic 

relationship), and working together in collaboration (e.g. decision making). There were 

 
Super-ordinate  

 
Sub-ordinate 
 

CBT is helpful 
 

 
 

CBT skills Practical application 
 

 Structure 
 

Developing an understanding 
 

Emotions (own and others) 

 Linking T-F-B 
 

 Specific interests 
 

Therapist characteristics Therapeutic relationship 
 

 Working together 
Family involvement 
 

 

Barriers to CBT 
 

Practicalities 
 

 Lack of  understanding 
 

 Ambivalence towards CBT 
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mixed experiences of family involvement, with some young people finding this useful so 

their parent knew what was going on and could support them at home. Others felt 

annoyed with having their parents in their sessions (e.g. if they interrupted or spoke for 

them in sessions). 

 

A number of barriers to CBT were discussed, including practicalities around time and not 

having enough sessions, and difficulties remembering to do homework. Other barriers 

included a lack of understanding, for example not knowing ‘why’ they were being asked 

to engage in certain activities, or not understanding emotions. Some young people 

expressed ambivalence towards CBT, including the perception that it ‘only worked to an 

extent’. 

 

Discussion 

The qualitative analysis found similar themes to research with typically developing young 

people around the impact of CBT on change, the manner in which CBT is delivered (e.g. 

structure), engagement, and therapeutic relationship (Donnellan et al., 2013). Young 

people with ASD also talked about how helpful CBT was, the importance of the practical 

application of skills to facilitate understanding (e.g., of own and others’ emotions), the 

collaborative nature of CBT, and the pros/cons of involving family. Additionally, they 

reported potential barriers to CBT including a lack of understanding, practicalities (e.g. 

time, remembering) and ambivalence towards therapy. These are important to bear in 

mind given the recommended adaptations to CBT for young people with ASD (NICE; 

2013a; 2013b): training in emotion recognition, a structured approach (e.g. multiple-

choice), regular breaks, involving parents/carers, and incorporating special interests into 

therapy. 

 

This qualitative study shows the importance of clinicians adapting CBT for YP with ASD, 

including the practical application of skills, and involving family where this is appropriate. 

At the same time, keeping the structure in place, building a good therapeutic relationship, 

and addressing potential barriers to engagement (e.g. lack of understanding, 

practicalities, and ambivalence to the model). 

file:///C:/Users/Cara/Documents/MRP/Write%20up/CRC_draft%20write%20up%2020th%20May.docx%23_ENREF_12
file:///C:/Users/Cara/Documents/MRP/Write%20up/CRC_draft%20write%20up%2020th%20May.docx%23_ENREF_23
file:///C:/Users/Cara/Documents/MRP/Write%20up/CRC_draft%20write%20up%2020th%20May.docx%23_ENREF_23
file:///C:/Users/Cara/Documents/MRP/Write%20up/CRC_draft%20write%20up%2020th%20May.docx%23_ENREF_24
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Table 2: Super-ordinate and sub-ordinate themes and illustrative quotes 

 
Super-ordinate  

 
Sub-ordinate 
 

 
Illustrative quotes 

CBT is helpful  
 
 

Yes it was all very good for me…it’s made me feel so much better and it’s helped me a lot (16 year old male) 
 
it’s just made a big difference, like, in my life and be able to kind of cope with different situations a lot better and think of like other ways to deal 
with them, um, yeah I think it has really helped me… something that I’ll take on and continue using for the rest of my life (16 year old female) 
 
it’s (anxiety) almost completely gone, I don’t think I feel any more (anxiety) than err a normal person probably would (15 year old male) 
 
The sessions we had were really good…I think I got better with coping (17 year old female) 
 
I found it helpful, definitely yeah helpful, well I’ve stopped most of my thoughts (11 year old male) 
 
 

CBT skills Practical application 
 

…learnt to breathe whenever I had panic attacks (15 year old female) 
 
it’s not just talking it’s like also about doing different activities as well to find out why I do certain things and like how I can stop doing them (16 
year old female) 
 
…when we went onto methods of how to stop whatever negative thought process we outlined and kind of practicing them and just talking 
through the theory … and running through scenarios to try and implement what you’re learnt (18 year old male) 
 
…draw a graph it was about adrenaline and the fact that if you, the longer it is the less, it goes down and everything (17 year old female) 
 
Role plays (15 year old male) 
 
 
Starting with things that are less scary…going up a ladder and testing things out (12 year old male) 
 

 Structure 
 

…when I had counselling I did find it quite boring but with the Cognitive Behavioural sessions it like, I find it more interesting, cause we don’t 
just kind of talk, we do certain activities and stuff like that (16 year old female) 
 
…usually it’s a Tuesday around midday for an hour (15 year old male) 
 
they’re always normally targeted, they’re always good methods (11 year old male) 
 
Well we were doing things I wouldn’t expect to do, we were kind of doing things drawn out on paper. And we were making plans of what to do 
in sessions and what things we needed to speak about more (15 year old female) 
 
It’s logical though, I like that (17 year old female) 
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Developing 
understanding 
 
 

Emotions (own and 
others) 
 

I learnt a lot about anxiety and about how I was feeling (fight or flight) (15 year old male) 
 
…now I can understand what, um, how I feel, you know (13 year old female) 
 
…learn what my emotions are, cause sometimes I’ll be feeling something but I won’t know why I feel it, or like, what I’m feeling and sometimes 
I’ll explain it to my therapist and we’ll be able to pin point what it was and why I was feeling that way, and it’s kind of taught me different 
emotions that I didn’t really know I could feel before…and also how to deal with them (16 year old female) 
 
…think it also taught me to understand people a little bit more, cause now I can look at someone, you know as an autistic person it’s very hard 
to look at someone and go ‘they’re doing this because they’re sad’, but somehow you can slightly work out what they’re doing…I learnt that 
from the triangle which was helpful (17 year old female) 
   
I think it’s helping to work out how emotions work, as opposed to understanding emotions themselves (17 year old female) 
 

 Linking T-F-B 
 

…useful to break down what might actually be triggering each thing and how to kind of stop whatever cycles were going on, that were unhelpful 
or unnecessary, and also then ways of coping with it (18 year old male) 
 
specifically for anxiety it’s useful to work out what is it that’s making me feel suddenly really like um, upset, scared or anxious, um and you 
know kind of drawing it out and looking at it and seeing ‘so this happens and when you feel like this you think this’ so if we can stop thinking 
this.... You can sometimes translate that to other things, so yeah its I think it does help you with other things that you’re not specifically having it 
for cause you can kind of apply it yourself…(18 year old male) 
 
And the vicious circle… that’s what is, that’s what I am (15 year old male) 
 
cause I can now work out that behaviour, emotions, something else, and something else, they all fit together And if you change one of them, 
you can change the rest of them, like a little diamond… and it all links together, and it goes round in a circle, and if you stop one you can 
change it (17 year old female) 
 

 
 

Using interests (therapist) used to always say that it seemed quite strange because where I did Maths, like mostly Maths based subjects are quite rational, um, 
and there is always one answer, but I seemed quite irrational with my OCD and then it didn’t quite make sense, that helped to link it, cause I 
was like I’m really rational one side but really irrational on another (17 year old female) 
 
…it’s not drawing random stuff like I normally do, it’s drawing methods…we have been working on these characters (11 year old male) 
 

Therapist 
characteristics 
 

Therapeutic 
relationship 

She went through them with me in a calm and clear manner, not making me feel uncomfortable and didn’t push me too hard too fast (16 year 
old male) 
 
… being able to talk to somebody who kind of understands, and you don’t necessarily feel judged (17 year old female) 
it’s been quite fun to talk to (therapist)…someone I can talk to personally (11 year old male) 
 
I liked being with (therapist) (15 year old male) 

 Working together 
 

…it wasn’t so much I set you a task and you go and do it, it was more like I would set like goals for me to do…then like I’d discuss them with 
(therapist) (16 year old male) 
 
they asked me which one I kind of wanted to tackle (18 year old male) 
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Family 
involvement 
 
 
 

 so mum could like know what was going on and know everything at home, that she knew everything I had spoken about with (therapist) (15 
year old male) 
 
family can transfer skills to other situations too (12 year old male) 
 
…whenever I’m in there trying to speak, cause it’s kind of basically I’m there, I’m there for me, not my mums there so she can just say about 
what I am, and so whenever she butts in when I’m talking I start biting (15 year old female) 
 

Barriers to CBT 
 

Practicalities 
 

Time - this was tricky and probably needed a longer piece of work (12 year old male) 
 
         -  don’t think I’ve really had it long enough to be able to learn anything from (therapist) (15 year old female) 
 
Remembering - I can’t think…I probably was taught them (skills) but I’ve forgotten (15 year old female) 
 
        - Umm, if I remember it yes (keep using skills), I have a very bad memory (11 year old male) 
 
 

 Lack of  
understanding 
 

I think sometimes I don’t always understand why I’m doing certain activities…I don’t really understand how they kind of affect me, … my 
therapist will kind of send me off to do little activities and I, most of the time won’t understand why…(16 year old female) 
 
I sometimes don’t know that I’m worried or what I’m worried about so I can’t always write the worries down (15 year old male) 
 
…it’s quite difficult to measure feelings and things…giving an objective number for feelings which are like very difficult to kind of categorise or 
sum up in a number or like brief sentence and making progress towards a goal isn’t always that applicable…how do you measure how close 
you are to that goal, cause it’s like it’s not numerical or easily like quantifiable data, its, so that can be a bit difficult to properly categorise it (18 
year old male) 
 
…I didn’t understand that they were doing things in a certain way (17 year old female) 
 
… but half the time I didn’t really understand what anyone was saying (15 year old female) 
 
 

 Ambivalence towards 
CBT 
 

…guess like there will be more problems that you can’t put on this little square, so I don’t think it’s a major good thing, way of working (17 year 
old female)  
 
(Therapist) kept making me cry, and it made me feel uncomfortable in general, somebody asking really really really personal questions… I 
didn’t think it worked (15 year old female) 
 
It takes away your comfort blanket, and it makes things seem really irrational, so like why I do things, makes it seem, you’re having to think 
about why you do things and then you realise how stupid it is, or how irrational it seems to like your normal rational brain 17 year old female) 
 
…sometimes I just felt really angry all the time I was in there (15 year old female) 
 
It only really works to an extent, like you can look at it all you want but depression and stuff is also chemical. So saying that you’re going to 
change one thing isn’t going to fix it completely if that makes sense (17 year old female) 
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Figure 1: Thematic map 

Note. Boxes with dashed lines indicate themes removed following inter-rater reliability 
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Appendix 28: Clinician rating scale 

 
 
Participant ID:   

Please initial the box 
 

1. I have read and understood the Clinician Information Sheet (Version 2, dated 
3rd June 2015) and agree for the data I provide to be used in the research study. 

 
Signed (Clinician):  ___________________________ 
Date:    ___________________________ 
 
 
The above section will be detached and stored confidentially. 
 

 
Participant ID:  
 

On a scale of 0-10, how ‘socialised’ to the CBT model was the young person?  
[By ‘socialised’ we mean ‘understood the basic CBT model, the connection between 
thoughts, feelings and behaviours and the general principles of CBT such as 
collaborative working, homework’ etc.]  
 
Please circle the appropriate answer below. 

 
0 1 2 3 4 5 6 7 8 9 10 

 
Not at all socialised   Somewhat socialised   Very well 
socialised 
 
 

Compared to the young person’s condition at admission to your service, would you 
say their condition is: (please tick)  
 

Very much improved     
Much improved 
Minimally improved 
No change from baseline 
Minimally worse 
Much worse 
Very much worse 

  
 
Total RCADS T-score pre-treatment:  ________________ 
 
Total RCADS T-score post-treatment:  ________________ 
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Appendix 29: Young person information sheet 

 

CBT Research Invitation 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

 

What will happen if I take part? 

You will be asked to speak to Gerwyn or Cara about your experience of 

CBT.  We will need to audio record what you say so that we can listen 

back to it. You will also be asked to complete a short task. This may take 

around half an hour in total.  We are interested in how you found the 

process of receiving CBT rather than why you were referred to therapy.  

You don’t have to tell us personal things and you can skip questions you 

do not want to answer. None of your personal information will be told to 

anyone else. 

Your CBT therapist will also be asked to tell us about how well they think 

you understand CBT and asked to provide copies of some of the 

questionnaires you completed during CBT.  We won’t ask them any 

personal information about you and we won’t tell them what you say 

about your experience of CBT. 

We are inviting young people aged 11-18 who have an Autism 

Spectrum Condition (including high functioning autism and Asperger 

syndrome) to take part in a research project about Cognitive 

Behavioural Therapy. Please read the information below and decide if 

you want to take part. The research is being run by Gerwyn Mahoney-

Davies and Cara Roberts-Collins who are Clinical Psychologists in 

Training at the University of Bath. 

What we are researching 

Lots of young people have difficulties such as feeling low or anxious. 

They are often treated using something called ‘Cognitive Behavioural 

Therapy’ (CBT).  

We would like to understand more about what YP learn from CBT. 
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Thank you for taking the time to read this information sheet 

  

Risk and Benefits 

We don’t think there are any risks to taking part in this project although it 

may bring up thoughts and feelings from your treatment. There is support 

in place in case you get upset.  We hope that the information you give us 

could help other people who have CBT in the future.  You will also be 

given a £5 high street voucher to thank you for taking part. 

The things you tell us will be private and confidential.  You will be 

identified by a number rather than your name. If you tell us anything that 

concerns us we will need to follow this up. 

Do I have to take part? 

No. It is your choice whether you take part. There are no problems with 

not taking part. If you decide to take part and then change your mind that 

is fine. You can withdraw at any time. 

What we find out from the study will be put into a report. Your name or 

any other information that might identify you will not go into this report. 

How to take part 

If you would like to take part we can come to your home or other 

convenient location, or we can meet you at the University of Bath. 

If you would like to take part please contact Gerwyn or Cara by email on 

gmd30@bath.ac.uk or crc33@bath.ac.uk or telephone 07478 942153.  

mailto:gmd30@bath.ac.uk
mailto:crc33@bath.ac.uk
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Appendix 30: Parent Information Sheet 

 

Young people’s understanding of CBT. 
 
Parent information 

Your son/daughter has been invited to take part in a research project looking at their 

understanding of Cognitive Behaviour Therapy (CBT). They have been invited because 

they have had CBT in the past. 

 

Please read this information carefully to help decide if you are happy for their 

involvement. 

We want to find out about young people’s experience of receiving CBT.  There have been 

lots of research studies showing good outcomes for young people receiving CBT but little 

that has asked them specifically how they found the experience. 

 

Do I have to take part? 

No. If you do agree to take part then we will ask your son/daughter to speak to us about 

their experience of CBT and to complete a short questionnaire. This should take no 

longer than half an hour. You can be present at this interview subject to consent from 

your son/daughter. 

 

Their CBT therapist will also be asked to complete a questionnaire asking how much they 

think your son/daughter benefited from CBT.  As part of this research we also want to 

see whether a better experience of CBT led to better outcomes, so we will also ask the 

therapist to provide copies of the questionnaires that your son/daughter completed 

during therapy. 

 

Your son/daughter will be given the contact details of Cara Roberts-Collins or Gerwyn 

Mahoney-Davies, who are Clinical Psychologists in Training who will be available to offer 

appropriate support if they become upset. 

 

Confidentiality 

Confidentiality will be maintained – the name of your son/daughter will not be on the 

questionnaires. They will be given an identification number and no names or identifiable 

details will be written in the report. If risk issues are disclosed during the interview, this 

will be followed up by the researcher, and the debrief sheet will contain further 

resources the young person can access. 

 

How will questionnaires be stored? 

The questionnaires will be kept securely and electronic information will be kept on a 

password protected computer. 
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What will happen with the findings? 

The findings will be written into a report which will form part of Doctorate in Clinical 

Psychology research. This report will also be submitted for publication in a journal so 

may be available to a large amount of people. The write up will be confidential and your 

son/daughter will not be identifiable. 

 

What if something goes wrong? 

If you have any concerns or wish to complain about any aspect of the way you have been 

approached or treated as part of this study, you should initially contact the researchers, 

Cara Roberts-Collins or Gerwyn Mahoney-Davies, who will do their best to address your 

concerns. Their contact details are provided at the end of this information sheet. If you 

remain unhappy and wish to complain formally, you can do this through [INSERT TRUST 

DETAILS] or you can contact the Sponsor of this study, the University of Bath. The 

University of Bath, as Sponsor of the study has indemnity (insurance) arrangements in 

place. Every care will be taken to ensure your child’s safety during the course of this 

study. 

 

For more information please contact the researchers: 

 

 

 

 

 

 

 

 

 

 

Supervised by Dr Ailsa Russell, Clinical Director (A.J.Russell@bath.ac.uk) and Dr Maria 

Loades, Clinical Tutor (M.E.Loades@bath.ac.uk) University of Bath, Department of 

Clinical Psychology 

 

Local collaborator: [INSERT NAME HERE] 

 

If you would like to talk to an independent person regarding the study, please contact 

[INSERT TRUST PALS DEPARTMENT] 

 

Thank you for taking the time to read this information sheet 
  

Cara Roberts-Collins 

Clinical Psychologist in Training 

Department of Psychology 

University of Bath 

 

Email: crc33@bath.ac.uk 

Phone: 07478942153 

Gerwyn Mahoney-Davies 

Clinical Psychologist in Training 

Department of Psychology 

University of Bath 

 

Email: gmd30@bath.ac.uk 

Phone: 07478942153 

 

mailto:A.J.Russell@bath.ac.uk
mailto:M.E.Loades@bath.ac.uk
mailto:crc33@bath.ac.uk
mailto:gmd30@bath.ac.uk
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Appendix 31: Young person consent form 
 
 

CONSENT FORM (over 16) 

Young people’s understanding of CBT 

Please initial each box 

1. I have read and understood the Information about the Study (Version 2, 
dated 3rd June 2015).  I have thought about the information and have 
had any questions answered. 

 
2. I understand that taking part is voluntary, I do not have to answer every 

question, and I can stop taking part at any time, without giving a reason. 
 

3. I understand that I may have a parent with me for the interview if I want. 
 
4. I agree for the interview to be audio recorded and that this data will be 

kept private and stored securely. I understand that any quotes used from 
the interviews will be anonymised. 
 

5. I agree for the researchers to contact my CBT therapist and to have 
access to the questionnaires I filled in during therapy. 

 
6. I understand that relevant sections of my care record and data collected 

during the study may be looked at by responsible individuals from the 
sponsor or host organisation or from regulatory authorities where it is 
relevant to taking part in this research. 

 
7. I would like to hear about the results once the study has finished. 
 
8. I agree to take part in the above study. 
 
 
If you are happy to take part, please write your name, date, and signature here: 
 
 
 _________________________   _______________________   ________________  
Name of young person    Date  Signature 
 
 
_______________________________________________________________________ 
Contact details 
 
 _________________________   _______________________   ________________  
Name of Researcher 
Taking Consent    Date     Signature 
  

 

 

 

 

Participant number 
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Appendix 32: Parent Consent Form 
 

 

PARENT/GUARDIAN CONSENT FORM 

Young people’s understanding of CBT 
 

Please initial each box 
1. I have read and understood the Information about the Study (Version 2, 

dated 3rd June 2015).  I have thought about the information and have 
had any questions answered. 

 
2. I understand that my child’s participation is voluntary, they do not have 

to answer every question, and can stop taking part at any time, without 
giving a reason. 

 
3. I agree for their interview to be audio recorded and that this data will be 

kept private and stored securely. I understand that any quotes used from 
the interviews will be anonymised. 

 
4. I agree for the researchers to contact their CBT therapist and to have 

access to the questionnaires they filled in during therapy. 
 

5. I understand that relevant sections of my child’s care record and data 
collected during the study may be looked at by responsible individuals 
from the sponsor or host organisation or from regulatory authorities 
where it is relevant to taking part in this research. 

 
6. I would like to receive feedback on the study once it has been completed. 
 
7. I agree for my child to take part in the above study. 
 
If you are happy for your child to take part, please write your name, date, and signature 
here: 
 
 _________________________   _______________________   ________________  
Name of parent/guardian    Date  Signature 
 
 
_______________________________________________________________________ 
Contact details 
 
 _________________________   _______________________   ________________  
Name of Researcher 
Taking Consent    Date     Signature 
 
  

 

 

 

 

Participant number 
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Appendix 33: School Consent form 

 

SCHOOL CONSENT FORM 

  Exploring Emotion Awareness 

 

 

I, _____________________________ on behalf of 

____________________________________ (School name), agree for consenting 

students of the School to participate in the study Exploring Emotion Awareness, being 

conducted by Cara Roberts-Collins at The University of Bath. I have received written 

information about the study, have been given the opportunity to ask questions about 

the study and these have been answered to my satisfaction. I understand that all 

personal information will remain confidential to the Investigator, and arrangements for 

the storage of any identifiable material have been explained. I understand that 

participation in this study is voluntary and that individual participants, or the School as 

a whole can withdraw at any time without having to give an explanation. 

 

Signature   

______________________________________ 

 

Name (in capitals) 

______________________________________ 

 

Position 

______________________________________ 

 

Date   

______________________________________ 

 

 _________________________   _______________________   ________________  

Name of Researcher 

Taking Consent    Date     Signature 
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Appendix 34: Young Person Assent Form 

 
 

ASSENT FORM (under 16) 

Young people’s understanding of CBT 

Please initial each box 

1. I have read and understood the Information about the Study (Version 2, 
dated 3rd June 2015).  I have thought about the information and have 
had any questions answered. 

 
2. I understand that taking part is voluntary, I do not have to answer every 

question, and I can stop taking part at any time, without giving a reason. 
 

3. I understand that I may have a parent with me for the interview if I want. 
 
4. I agree for the interview to be audio recorded and that this data will be 

kept private and stored securely. I understand that any quotes used from 
the interviews will be anonymised. 

 
5. I agree for the researchers to contact my CBT therapist and to have 

access to the questionnaires I filled in during therapy. 
 

6. I understand that relevant sections of my care record and data collected 
during the study may be looked at by responsible individuals from the 
sponsor or host organisation or from regulatory authorities where it is 
relevant to taking part in this research. 

 
7. I would like to hear about the results once the study has finished. 
 
8. I agree to take part in the above study. 
 
 
If you are happy to take part, please write your name, date, and signature here: 
 
 
 _________________________   _______________________   ________________  
Name of young person    Date  Signature 
 
 
_______________________________________________________________________ 
Contact details 
 
 _________________________   _______________________   ________________  
Name of Researcher 
Taking Consent    Date     Signature 

 

 

 

 

Participant number 

 

 

 

 



 

180 
 
 

Appendix 35: Young Person Debrief Sheet 

 

Young people’s understanding of CBT 

Debrief sheet 

Thank you for taking part in our research project! 

We are trying to understand more about what young people think about 
‘Cognitive Behavioural Therapy’ (CBT). The information you have given us 
could help other people who have CBT in the future. 
 

Talking to us may have brought up thoughts and feelings from your own 
treatment. There are people you can talk to about these, like staff at school 
(e.g. counsellor), or your doctor. There are also other resources you can 
access: 

 

 

 
 

 

 

 

 

 

If you have any questions about the research when you leave please email 
Gerwyn (gmd30@bath.ac.uk) or Cara (crc33@bath.ac.uk) 

 

Cara Roberts-Collins and Gerwyn Mahoney-Davies 

Clinical psychologists in Training 

University of Bath 

Useful resources 

ChildLine - www.childline.org.uk  

Tel: 0800 1111 

Young Minds - www.youngminds.org.uk 

Samaritans - www.samaritans.org 

    Tel: 08457 90 90 90 

    Email: jo@samaritans.org 

NHS medical help - Tel: 111 

 

 

 

 

mailto:gmd30@bath.ac.uk
mailto:crc33@bath.ac.uk
http://www.childline.org.uk/
http://www.youngminds.org.uk/
mailto:jo@samaritans.org

