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Abstract  

Objective: Carers of individuals with eating disorders report high levels of distress 

and unmet needs. The importance of addressing carers‘ needs has been 

increasingly recognised. This review explored the evidence base for educational and 

skills based interventions for carers of individuals with eating disorders.  

Method: A systematic literature search was conducted using Medline, Embase, 

Psychology and Behavioural Sciences Collection, Psychinfo, CINAHL, Web of 

Science and pubmed databases to identify relevant studies.  Articles were screened 

against a priori inclusion criteria. A narrative synthesis of relevant studies was 

undertaken.  

Results: Eight studies met inclusion criteria. Six studies were rated as ―moderate‖ to 

―good‖ methodological quality. Carers interventions were delivered in self-help and 

workshop formats. The most frequently assessed outcomes were carer distress, 

experience of caregiving, and level of expressed emotion. Seven studies reported 

positive outcomes in at least one of these domains.Both delivery formats were 

comparably effective.  

Discussion: The findings from this review provide initial evidence that educational 

and skills based interventions for carers of individuals with eating disorders reduce 

carer distress and carer burden, improve negative aspects of the caregiving 

experiences, and decrease expressed emotion. Further research in this area is 

needed.  
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INTRODUCTION 

Eating disorders are a group of serious mental illnesses characterised by disordered 

eating behaviour, and pre-occupation with weight and shape. They include anorexia 

nervosa (AN), bulimia nervosa (BN), and eating disorders not otherwise specified 

(EDNOS). Eating disorders most commonly affect young women, with the peak age 

of onset in mid to late adolescence. Life time prevalence rates for females range 

from 0.9% to 1.9% for AN, and from 1.5% to 2.9% for BN 1,2. In males, the 

prevalence rates are 0.3% and 0.5% for AN and BN respectively 1. Eating disorders 

are associated with significant co-morbid physical, psychological, social and 

occupational problems. The outcome for eating disorders is poor. An estimated 20-

50% of patients will develop long-term problems 3–5. 

The role of family members in supporting people with serious mental illness has 

been increasingly recognised, and the value of their contribution is acknowledged 

within current Mental Health Legislation 6,7. They are often the first to recognise 

difficulties, encourage their loved ones to seek treatment, and provide day to day 

support. Family members are considered to play a key role in recovery, and it is 

recommended by the Academy for Eating Disorders, amongst others, that they 

should be routinely involved in the treatment of most young people with eating 

disorders 8–10. Furthermore, the National Institute for Clinical Excellence Guidelines 

for Eating Disorders advocate that most people with AN and BN should receive 

treatment on an outpatient basis8. These factors place family members at the fore of 

caregiving in eating disorders. 

Living with and providing care to someone with an eating disorder is associated 

with poorer mental health, poorer physical well-being and lowered quality of life 11–16. 

Clinically significant rates of anxiety and depression have been identified in over 
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50% of parents of people with AN, and nearly 60% of carers of people with AN or BN 

report feeling depressed and burnt out 14,15. Carers report high levels of unmet needs 

which contribute to their distress 14,17. The converging evidence from quantitative and 

qualitative research in this area attests that, although carers are eager to support 

their loved ones, they feel that they have insufficient knowledge and skills to fulfil this 

role. Carers have highlighted the need for more information about diagnosis, 

treatment and relapse, and practical and emotional support to help in dealing with 

the eating disorder 14,17–21. Counselling and support by professionals, family sessions 

and psycho-education were the interventions that carers rated highest on their list of 

needs 14. The difficulties many carers experience accessing support from 

professionals are compounded by depleted social support networks. Carers report 

that support from family and friends can be impeded by stigma and a lack of 

understanding of eating disorders. Consequently, carers often feel socially isolated 

14,18,22.    

High levels of Expressed Emotion (EE) have also been identified in carers of 

people with eating disorders 16. EE reflects high levels of critical, hostile, or 

emotionally over-involved attitudes. Historically, it was held that such patterns of 

family interaction were a primary cause of eating disorders10. However, current 

opinion holds that such characteristics are the result of living in a family system 

affected by a serious illness, which is associated with distressing clinical symptoms 

and disturbed behaviours. In this context conflict and over-involvement may be 

construed as more or less adaptive coping strategies 23,24. Misperceptions about the 

causes, consequences and outcomes of the illness have also been found to 

contribute to critical and overly-involved response styles 25. It is widely acknowledged 

that family interactions high in EE are associated with poorer clinical outcomes in 
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mental illness 26. In AN, high EE, maternal criticism in particular, has been found to 

impact outcomes and response to treatment 23,27. Indeed, it has been hypothesised 

that high EE is one of four key maintaining mechanisms in AN  28. 

Given the potential gravity of eating disorders, the high levels of distress and 

unmet needs reported by carers, and the perpetuating role that carer response styles 

may have in the illness, the importance of addressing carers‘ needs and providing 

them with the support they require is becoming increasingly recognised by 

professionals 14–16. If carers receive the practical and emotional support they require, 

and feel that their contribution is valued, it seems likely that this will not only serve to 

decrease their distress but will also enable them to be more effective in their 

caregiving role. This is in line with the vision laid out within recent Carers Strategies 

from the British and Scottish Governments 29,30.  

A number of recent intervention studies have sought to address the needs of 

caregivers in eating disorders. No systematic reviews of the evidence for carers 

interventions in the area of eating disorders have been identified. This is an area with 

a developing evidence base and it is, therefore, timely to investigate the clinical 

effectiveness of such interventions. This review aims to explore the evidence base 

for carers interventions in the area of eating disorders, to summarise the primary 

findings and to report on the clinical effectiveness of these interventions. In addition, 

any gaps in the literature and implications for further research will be identified. 
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METHOD 

Search Strategy  

 A systematic literature search was conducted in January 2012 using the OVID, 

EBSCO and Web of Knowledge on-line interfaces to identify relevant articles from 

the following databases: Medline, Embase, Psychology and Behavioural Sciences 

Collection, Psychinfo, CINAHL, Web of Science.  An additional search was 

completed using pubmed. Subject heading searches and keyword searches using 

the following terms: 

("Eating disorders" OR "Anorexia Nervosa" OR "Bulimia Nervosa") 

 AND  

(―caregivers‖ OR ―carer‖ OR ―family‖)  

AND  

("intervention studies" OR ―intervention‖ OR "clinical trial" OR ―trial‖ OR ―study‖ OR 

"patient education" OR ―psycho-education‖ OR ―psychoeducation‖ OR ―self-help 

groups‖ OR ―groups‖ OR ―information sessions‖)  

AND  

("psychological stress" OR ―stress‖ OR ―depression‖ OR ―anxiety‖ OR "expressed 

emotion" OR ―burden‖ OR ―well-being‖ OR ―wellbeing‖ OR ―symptoms‖ OR 

―functioning‖) 

Truncating was used to ensure identification of relevant terms where word endings 

may differ e.g. plural or adjectives. The search was limited to English language and 

humans. No date range limit was applied, so this extended to the complete range 

covered by each database. 
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In addition to searching electronic databases a hand search of the following 

journals was undertaken (covering the period January 2000-January 2012): 

International Journal of Eating Disorders, European Eating Disorder Review, Eating 

Disorders: The Journal of Treatment & Prevention. This search confirmed the 

sensitivity of the database search, as it established that all eligible studies had been 

identified. The reference lists of full-text articles retrieved using the above search 

strategy were hand searched to identify other potentially relevant studies.  

Inclusion Criteria  

All articles were screened against inclusion criteria, as detailed below in Table 

1. Studies that did not meet the criteria were excluded from the review.    

Table 1: Inclusion Criteria  

Category  Criteria 

Publications  Journal Articles  

English Language  

Study Design  Randomised Controlled Trials (RCTs). As it was not anticipated that 

there would be sufficient numbers of RCTs, quasi-experimental studies 

were also considered. This included non-randomised controlled studies, 

before-and-after-studies and interrupted time series studies. 

Participants  Participants were carers of individuals with eating disorders (anorexia 

nervosa; bulimia nervosa; eating disorder not otherwise specified). This 

included relatives, partners or friends.   

Interventions  Any skills based or educational intervention for carers of people with 

eating disorders.  

Outcome  A minimum of one outcome measure in the following areas: level of 

expressed emotion, psychosocial functioning, quality of life or 

experience of caregiving.   

Comparator All comparators were considered. These included treatment as usual, 

an alternative intervention, or before and after comparisons in the same 

sample.   
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Data Collection and Quality Assessment 

A standardised data extraction form was developed based on guidance from 

the Centre for Reviews and Dissemination (CRD) 31. Data items included study 

characteristics, participant characteristics, intervention, setting, outcome measures 

and results. This data was extracted from all articles by one researcher (SOL).  

A modified version of the Downs and Black 32 checklist for assessment of 

methodological quality of both randomised and non-randomised studies of health 

care interventions was selected for assessment of all included studies (see Appendix 

1.2). This checklist was identified by Deeks et al. 33 as one of the best assessment 

tools for systematic reviews of non-randomised studies, and is also recommended 

within the CRD‘s guidance on undertaking systematic reviews in health care 31. It 

contains 27 items assessing quality across four domains: standard of reporting, 

external validity, internal validity and power. A percentage rating was calculated for 

each paper and the following rule of thumb was applied to describe the quality of the 

study ‗Good‘ (> 75%), ‗Moderate‘ (50-75%) or ‗Poor‘ (<50%). One researcher (SOL) 

rated all papers and 75% of these were also rated by a second researcher, a 

Doctorate of Clinical Psychology Trainee who was independent of the study. 

Agreement rates between researchers were 87% and any disagreement was 

resolved by discussion.    

It was envisaged that there would not be a large number of high-quality RCT 

design studies in this area. As meta-analysis based on small trials can be considered 

unreliable 34, it was decided to undertake a narrative synthesis 31.  
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RESULTS 

The search strategy identified 3,769 articles. It was identified that 3,753 articles were 

not relevant to the current review, excluded on the basis of titles or duplication. 

Abstracts and full-text of the remaining papers were reviewed using the full inclusion 

criteria. This resulted in the exclusion of 13 further papers (see Appendix 1.3). A total 

of 8 studies fulfilled criteria for inclusion in this review: Gísladóttir & Svavarsdóttir 35, 

Goddard et al. 36, Grover et al. 37, Grover et al. 38, Sepulveda et al. 39, Sepulveda et 

al. 40, Sepulveda et al. 41, Uehara et al. 42 The study selection process is illustrated 

below (Figure 1).  

Figure 1: Flow diagram of study selection process 
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Description of Studies  

A summary of all studies included in this review is provided in Table 3 (page 24). 

Study design  

Of the eight included studies only one was a RCT 37. In this study, participants 

in the control condition were able to access existing support services provided by 

Beat, a UK based Eating Disorders Charity. A second study 36 outlined that 

participants were randomised to one of two active interventions, self-help or guided 

self-help. However, coaching sessions provided in the guided self-help condition 

were not found to have any additional benefit and both groups were combined for the 

main analyses. The six non-randomised studies all utilised before and after research 

designs 35,38–42. Five of these studies were reported as preliminary studies 35,42 or 

acceptability and feasibility studies  38,40,41. 

Sample sizes ranged from 16 to 153 across studies. Power calculations were 

only reported in two studies, calculated with 80% power to detect clinically significant 

differences between comparison groups 36,37. Both studies recruited a sufficient 

number of participants at baseline, however, drop-out rates reduced sample sizes 

below the required numbers for analysis at post-intervention 37 and follow-up 36,37.  

Sample Characteristics  

Six studies were conducted in the United Kingdom (UK) 36–41. All six UK based 

studies were undertaken by the Institute of Psychiatry, King‘s College London. The 

two remaining studies were carried out in Japan 42 and Iceland 35.  All participants 

were volunteers recruited from Mental Health Services 35,41,42, Eating Disorder 

Services 35,38–41, Eating Disorder Charities 38–40, carers association/groups 41, 

volunteer databases 38 or advertisements 36,38–40. 
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The eligibility criteria for carers varied across studies. Three studies included 

only family carers 35,39,42, three studies used a broader definition of carers that 

included relatives, partners or friends 36–38, while the remaining two studies specified 

that carers had to be living with or directly involved in the care of the person with an 

eating disorder 40,41. Six studies included carers of people with AN, BN and EDNOS 

35,36,39–42. The final two studies solely included carers of people with AN 37,38.  

Carers  

Across all studies the majority of carers were parents of individuals with eating 

disorders. Where the parental role was further specified, mothers represented 50-

75% of the entire sample 36–38,42.  Spouses, partners, siblings, children and 

grandparents were represented to a lesser extent. The mean age of carers ranged 

from 48.2 to 53.3 years, where this was reported 36–41.  

Six studies provided information about carers‘ educational attainment. Two UK 

based studies reported rates of carers with Diploma, University or Post-Graduate 

University Degrees at 75% or above 37,38. This is higher than the average population 

rates for the UK 43, indicating that these studies probably involved participants of a 

higher socioeconomic status. Two further UK based studies reported rates of 50-

59%, roughly representing population levels 40,41. The final two studies 35,39 reported 

attainment rates of carers with University Degrees, or equivalent, below the 

population rates for their respective countries 43,44, indicating that these studies may 

have involved participants of a lower socioeconomic status.  

Five studies reported the employment status of participants, including four UK 

based studies 36,38–40 and one Icelandic study 35. Of the UK based studies, three 

36,39,40 reported rates of full-time or part-time in line with employment rates reported 
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by the Office of National Statistics 45. The final UK study reported employment rates 

approximately 13% below the national average, despite carers in this study having 

higher levels of education 38. Gísladóttir & Svavarsdóttir 35 reported rates of full-time 

or part-time employment as 95%, however, national rates for Iceland were 

unobtainable.  

All studies provided information about the level of contact between the carer 

and service user. A high proportion of carers were reported to be living with the 

individual they care for. Two studies reported rates of 100% 35,42, while a further five 

studies reported rates of 71 to 78% 36,38–41. Where the amount of contact was further 

specified, 58 to 62% of carers reported more than 21 hours per week direct contact 

with the person they care for 36,39,40. The final study reported that 78% of carers had 

daily contact with the individual they cared for 38. 

Service Users  

The characteristics of individuals cared for by the research participants were 

described in all studies. The mean age of service users ranged from 17.2 to 28 

years. Six studies reported the gender of service users. Of these, two studies 

consisted of all female samples 35,40 and the remaining studies reported small 

numbers of male participants, representing only 3-7% of samples 36,39,41,42. The 

majority of studies reported a high proportion of service users diagnosed with AN 

(69-80%). BN was the second most common diagnosis followed by EDNOS. Only 

one study reported a differing pattern within their sample, with 57% of service users 

diagnosed with BN 35. Five studies provided information about the duration of illness 

36–39,42. This ranged from 4 to 7.07 years. 
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Intervention  

A range of interventions were represented across the eight studies. These can 

be categorised into two main approaches: self-help interventions 36–38,41 and group or 

workshop interventions 35,39,40,42.  

Self-help Interventions 

Self-help interventions were delivered in a variety of formats: DVD and manual 

36,41, web-based 37 or workbook 38. Clinician support was provided in all self-help 

interventions, with the exception of one intervention group within the Goddard et al. 

study 36. Participants in the DVD interventions were offered three telephone coaching 

sessions of thirty to forty minutes each 36,41, while participants in the web-based and 

workbook interventions were provided with telephone or e-mail guidance sessions of 

up to 20 minutes per week while completing modules 37,38. The intervention period 

ranged from 6 weeks to 16 weeks across three studies 36,37,41. The remaining study 

did not have a pre-defined intervention period 38.  

Group or Workshop Interventions 

In the group or workshop interventions, the number of sessions ranged from 4 

to 6. The length of sessions was reported in three studies, this was two hours 39,40,42. 

Sessions were delivered on a weekly 35, twice-monthly 39,40 or monthly basis 42. Two 

of the workshops were based on the same model of intervention 39,40 and readers 

were directed to a paper describing the full details of this intervention 46. This 

information will be incorporated in the discussion on intervention content.  

Intervention Content  

A full description of intervention content is provided in Appendix 1.4. All studies  
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reported providing education about eating disorders and the factors that maintain 

eating disorders. There were other common aspects across the interventions which 

can be summarised as follows:  

Helping carers to understand and meet their own needs: This was explicitly 

reported in six interventions 35–40. Specific strategies included stress-management 

skills 36, distraction and mindfulness 39,40, and encouraging carers to take respite 35.  

Recognising the role of interpersonal interactions in eating disorders: Six 

studies described helping carers to recognise and reflect on how their emotional and 

behavioural reactions to their loved one‘s symptoms may play a role in maintaining 

them 36–41. The process of helping carers to develop more balanced, warm, 

supportive and encouraging responses was referred to within four studies 35,39–41.  

Developing knowledge and skills to support behavioural change: The content 

of five interventions focused on supporting behavioural change 36,38–41. Principles of 

the Transtheoretical Model (TTM) and Motivational Interviewing (MI) were used to 

help carers change their own behaviour, enhance positive communication and then 

facilitate change in the person they care for. These principles were also incorporated 

in two Cognitive Behavioural Therapy (CBT) based interventions to enhance 

communication skills and understanding of stages of change 37,38.  

Understanding the function of problematic behaviours: Five studies reported 

helping carers to understanding the function of problematic behaviours, such as 

obsessive compulsive behaviours, over-exercise and purging, and how to support 

the person with the eating disorder to stop these 37–41. The use of functional 

behavioural analysis to examine the antecedents and consequences of problematic 

behaviour was described in two studies  39–41. 
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Externalising the Eating Disorder: Four studies described using externalising 

techniques to help carers separate the eating disorder symptoms from their loved 

one 35,39,40,42. 

Developing skills in problem solving and goal setting: Four studies reported that 

problem solving strategies and goal setting were incorporated within their 

interventions 36,38–40. One additional study did not explicitly report using problem 

solving and goal setting 37, however, these are core elements of The Five-Areas 

Approach to CBT 47 on which the intervention was based.  

Therapists/Coaches 

Seven studies provided details about those involved in delivering interventions 

35–41. The majority of interventions were delivered by mental health professionals. 

With the exception of one study 36–41, all professionals were described as having 

expertise working with individuals with eating disorders, and skills in CBT, MI or 

group dynamics.  

Expert carers supported the delivery of one group intervention 39 and acted as 

coaches in two self-help interventions 36,41. These were individuals who had personal 

experience of caring for a family member with an eating disorder and had been 

trained in the delivery of groups and/or in MI.  

Supervision arrangements were only reported in the self-help intervention 

studies 36–38,41. Additional steps to monitor therapist adherence to treatment, such as 

recording guidance sessions, were reported in three of these studies 37,38,41. Issues 

of therapist adherence to protocol and therapist competence were not reported in 

any of the work-shop based interventions 35,39,40,42.  
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Outcome Measures 

Self-report measures were utilised to assess outcomes in all eight studies. 

Three studies also included clinician-rated measures 38,39,42. The main domains 

assessed were carer distress, experience of caregiving, level of EE, family 

functioning and severity of eating disorder symptoms. A total of seventeen outcome 

measures 48–62 were reported across the eight studies. However, there was 

considerable overlap in the outcome measures used within the UK based studies 36–

41. A full description of the outcome measures and the studies they were used within 

is provided in Appendix 1.5.  

Quality of Included Studies                                                                                   

Two studies were rated as good quality, four studies were rated as moderate 

quality and two were rated as poor quality. A summary of the quality ratings for all 

studies included in this review is provided in Table 2.     

Table 2: Quality rating of studies included in systematic review.   

Study Total out of 27 % Rating  Overall Rating 

Goddard et al. 36 23 85% Good 

Grover et al. 37 22 81% Good 

Grover et al. 38 16 59% Moderate 

Sepulveda et al. 39 16 59% Moderate 

Sepulveda et al. 40 16 59% Moderate 

Gísladóttir et al. 35 14 52% Moderate 

Uehara et al. 42 13 48% Poor 

Sepulveda et al. 41 12 44% Poor 
 

Reporting 

The quality of reporting was generally high. Objectives, outcomes, interventions 

and baseline demographic and clinical characteristics were clearly described in all 



17 | P a g e  
 

studies. With the exception of Sepulveda et al. 39, all studies reported eligibility 

criteria. Simple outcome data and estimates of random variability in the data were 

reported for main outcomes in six studies 35,36,38–40,42. Grover et al. 37 did not report 

simple outcome data but did provided estimates of random variability, while neither 

were reported by Sepulveda et al. 41 

External Validity 

As all studies relied on volunteers, the samples cannot be said to truly 

represent the population of carers supporting people with eating disorders. The 

number of participants who were invited or expressed interest in participating, 

relative to the number who agreed to participate, was only reported in three studies 

36–38. Opt-in rates of between 86 and 95% were reported in these studies.  

Four studies used self-help interventions which could be delivered through 

distance learning 36–38,41. As this could be incorporated into standard treatment 

approaches for eating disorders, these interventions were considered to be 

representative of treatment that the majority of carers could receive. This enhances 

the generalisability of findings from these studies. One study provided treatment in a 

setting that was not considered to be representative of standard treatment 35, and a 

further three studies did not provide enough information to determine 

representativeness 39,40,42.  

Internal Validity 

Only two studies randomised participants to intervention groups 36,37. Both of 

these studies adequately reported randomisation procedures, using computer-

generated randomisation codes for block randomisation 36 and individual 

randomisation 37. Procedures for concealing treatment allocation from researchers 
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until completion of recruitment were described in both studies. Due to the nature of 

psychological interventions, participants could not be blinded to treatment in any of 

the eight studies. Attempts to blind assessors were reported in only three studies. 

This was accomplished using postal return of assessment measures 36, enlisting 

another clinician to inform participants of randomisation thus allowing the assessor to 

remain blind 37, and blinding independent assessors to the timing of assessments i.e. 

before or after intervention 39.  

A variety of statistical tests were employed across studies including Paired t-

tests, ANOVA, MANOVA and their non-parametric equivalents, and Linear Mixed 

Methods Models.  The statistical tests used to assess the main outcomes in all 

studies were considered to be appropriate. Where data was identified as not being 

normally distributed, data was transformed 37 or non-parametric tests were used 40,41. 

Unfortunately, only two studies clearly reported adjusting for multiple comparisons, 

both applying Bonferroni corrections 39,40. However, a further three studies 36–38 used 

Linear Mixed Methods Models in their analysis, which are regarded as producing a 

lower risk of Type-I error 63. It was considered that all studies differentiated primary 

pre-planned analyses from any retrospective exploratory analysis in their results.   

Compliance with intervention will first be considered for those studies 

employing self-help models. Three studies reported high rates of compliance 

amongst participants who completed the interventions. Grover et al. 37 reported that 

90% of participants completed all modules in their web-based study and 91% availed 

of clinician support. Sepulveda et al. 41 reported that each of the five DVD‘s in their 

intervention was watched by 91 to 100% of participants. Finally, Goddard et al. 36 

reported that the mean proportion of materials completed was 8.1 and 9.2, for their 

self-help only and guided self-help conditions respectively, on a scale where 10 is 
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the highest score. Grover et al. 38 did not provide sufficient information to determine 

compliance. For the workshop interventions, attendance rates for completers were 

reported in three studies: Sepulveda et al. 39,40 reported that 94.3% and 92.6% of 

participants attended 4 or more workshops respectively, while Gísladóttir & 

Svavarsdóttir 35 reported that 87.5% of participants attended all sessions. 

Follow-up times were equivalent for all participants in six of the studies 35,37,39–

42. Goddard et al. 36 reported a shorter baseline assessment period for a proportion 

of their participants but this was accounted for in their analyses. Grover et al. 38 

reported wide variation in the time taken to complete their intervention, however, 

post-intervention and follow-up assessment points were consistent across 

participants.  

The number of participants lost to follow-up was reported in all studies. Attrition 

rates at post-intervention ranged from 3.0 to 28.3% and at follow-up ranged from 8.6 

to 39.3% in intervention groups. Grover et al. 37 was the only study to employ a 

control group, the attrition rate for this group was 30.0% post intervention and 43.3% 

at follow-up. Reasons for loss to follow-up were reported in five studies 35,38–41. 

These included unforeseen personal circumstances, work commitments, family 

difficulties, insufficient time and service user objections to carer participation. The 

remaining studies failed to report clear reasons for attrition 36,37,42. However, Grover 

et al. 37, who reported the highest rates of attrition, hypothesised that this was due to 

the minimal support provided in their web-based intervention and lack of personal 

contact in their control condition.      

Intention to treat analysis was not reported in any of the studies. However, 

three studies employed Missing at Random (MAR) assumptions to account for 

missing data 36–38. The remaining studies used per protocol analysis 35,39–42. 
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Findings 

Carer distress  

Reductions in carer distress were reported in two good quality studies 36,37  and 

three moderate quality studies 38–40. It was identified as the primary outcome 

measure within four of these studies 36–38,40.  Grover et al. 37 reported a greater 

decrease in Hospital Anxiety and Depression Scale (HADS) 48 total anxiety and 

depression scores for participants in their web-based intervention group than 

controls. This difference was statistically significant post-intervention but was not 

maintained at follow-up. Goddard et al. 36 reported a statistically significant reduction 

between baseline and post-intervention on HADS total scores and General Health 

Questionnaire (GHQ) 49 scores in their DVD based intervention. However, only the 

reduction in HADS total scores remained significant at follow up. Grover et al. 38 

reported significant reductions in HADS total scores between baseline and post-

intervention, and at follow-up in their workbook based intervention with medium to 

large effect sizes. Finally, two studies by Sepulveda  et al. 39,40 that employed the 

same workshop model reported significant reductions in GHQ scores post-

intervention, which were maintained at follow up. Small to medium effect sizes were 

reported in both studies.    

Caregiving experience 

Improvements in caregiving experience were reported in one good quality study 

36 and three moderate quality studies 38–40. Experience of Care Giving Inventory 

(ECI) 51 was the most commonly reported measure. Significant reductions between 

baseline and post-intervention were reported on the negative scale of the ECI in self-

help 36,38 and workshop based interventions 39,40, with effect sizes ranging from small 
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to medium. The reductions remained significant at follow up in two of the studies 38,40 

and a further study 39 reported that post-intervention reductions on three subscales 

within the negative scale, were maintained at follow up. Conversely, Grover et al. 37 

failed to find any significant effects although there was a greater reduction in ECI 

negative scale scores in their intervention group. A significant increase on the 

positive scale of the ECI post-intervention was also reported in one study 38, 

although scores returned to baseline levels at follow-up. Small effect sizes were 

reported.  

Improvements in caregiving burden were reported in one good quality study 36 

and two moderate quality studies 38,40. Significant reductions in scores on The Eating 

Disorders Symptoms Impact Scale (EDSIS) 52 between baseline and post-

intervention were reported in two self-help interventions 36,38. One study reported a 

further significant decrease at follow-up, with a small to medium effect size38. 

Sepulveda et al. 40 also reported a significant reduction in EDSIS  scores between 

baseline and follow-up in their workshop intervention, with a medium effect size. 

Conversely, Grover et al. 37 failed to find any significant effects although there was a 

greater reduction in EDSIS scores in the intervention group. Finally, Goddard et al. 36 

reported a significant increase in caregiving self-efficacy between baseline and post-

intervention. 

Level of expressed emotion 

Reductions in EE were reported in one good quality study 36, two moderate 

quality studies 38,39 and one poor quality study 42. Two self-help interventions 36,38 

reported significant decreases in EE between baseline and post-intervention on the 

The Family Questionnaire (FQ) 56 and Level of Expressed Emotion Scale (LEE) 55 

respectively. Goddard et al. 36 reported a further significant decrease between post-
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intervention and follow-up, while Grover et al. 38 reported a significant reduction 

between baseline and follow-up, with a large effect size. However, Grover et al. 38 

outlined that these reductions did not significantly change the rates of carers 

categorised as high in EE on LEE and they reported similar findings on the Five 

Minute Speech Sample (FMSS) 54. In contrast, Sepulveda et al. 39 and Uehara et al. 

42 reported significant reductions in the proportion of carers rated as high in EE on 

the FMSS after their workshop interventions, although Sepulveda et al. 39 identified a 

slight increase in rates at follow-up in the study. 

Family Functioning 

The extent of accommodation and enabling behaviours within the family were 

assessed in two studies of good quality 36,37, with equivocal results. Goddard et al. 36 

reported a significant decrease in accommodation and enabling behaviours between 

baseline and post-intervention, while Grover et al. 37 failed to find any significant 

effects although there was a greater reduction in scores on the Accommodation & 

Enabling Scale for Eating Disorders 58 in the intervention group. A final study by 

Uehara et al. 42 looked at cohesion and adaptability within the family. They reported 

significant improvements in both aspects of family functioning between baseline and 

post-intervention with large effect sizes.   

Service User Outcomes 

Service user outcomes were assessed in one good quality study 36, one 

moderate quality study 35 and one poor quality study 42. Goddard et al. 36 found that 

carers reported a significant reduction in eating disorder symptoms between 

baseline, post-intervention and follow-up. They also found that carers reported 

significant improvements in service user functioning between baseline and follow-up. 
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Gísladóttir & Svavarsdóttir 35, found that carers reported a reduction in eating 

disorder symptoms between baseline and post-intervention on the Anorectic 

behaviour observation scale questionnaire61, with a small to medium effect size. 

Similar findings were reported by Uehara et al. 42, however, this finding was only 

significant for three of the subscales. Uehara et al. 42 also reported improvements in 

service user functioning on a carer rated measure, but they did not find any 

significant change on a  clinician rated measure of eating disorder symptoms.  
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Table 3: Summary of studies included in systematic review of carers interventions in eating disorders 

Study Design Intervention Sample Size  Service User(SU) 
Characteristics  

Treatment 
Length 

Completed 
Treatment  (N)  

Outcome 
Measures 

Main Findings 
where effect size has 
been calculated for this 
review this is denoted d 
Estimated reduction (ER) 
Estimated increase (EI) 
*(p<.05) **(p<.001) 

Country  Profession of clinicians 
involved in Intervention 

Relationship to 
Service User  

Diagnosis  Assessment 
points  

Followed-up 

(N) Quality 
Rating  

Abbreviations: Eating Disorder (ED); Anorexia Nervosa (AN); Bulimia Nervosa (BN); Eating Disorder Not Otherwise Specified (EDNOS); Carers (C); Service Users (SU); 
Professional (P); Family Functioning (FF); Expressed Emotion (EE); Follow-Up (FU). Abbreviations for outcome measures listed at end of table.  

Goddard et 
al. 

36
 

Before & 
After study  
 

Self-help intervention 
DVD and workbook  
 

Self-help (ECHO)              

vs 

Guided self-help (ECHOc)  

N=153 Carers  N=153 SU 
N= 146 Female  
N= 7 Male  
Age (M=20.85) 

 

6 weeks  N= 80 ECHO 
N=73ECHOc 
combined for main 
analysis  

HADS 
GHQ 
ECI 
EDSIS 
FQ 
CSE 
AESED 
GEDF 
EatBeh 
 
 

Decreased in C distress 

HADS Total: 
T1>T2=T3**  
(E.R: -4.8, CI -6.3 to -

3.4) 
GHQ: T1>T2  
(ER: -2.7, p=0.001, CI -
4.2 to -1.1) 
Improvements in 
aspects of caregiving  
ECI-negative: T1>T2** 
(ER: -13.4, CI -19.4 to -

7.5) 
CSE: T1<T2**  
(E.I: 9.0; CI 4.6 to 13.5) 
EDSIS: T1>T2  
(E.R: -4.5, P=0.002; CI 
-7.4 to -1.7) 

Decrease in EE  
FQ: T1>T2>T3**  (E.R: 

-4.3, CI -6.2 to -2.4)  
Improvements in FF  

AESED: T1>T2** 
(ER:-9.1, CI -13.4 to 

4.8) 
Improvements in ED 
symptoms- C report 

GEDF: T1<T2<T3** 
(E.I: 6.8, CI 3.8 to 9.8) 
EatBeh: T1>T2**  
(E.R: -0.8, CI -1.2 to -
0.5) 

UK Guidance was provided 
by a clinical nurse 
specialist in ED, a clinical 
psychologist and a carer.  

N=130 Mothers  

N=9 Fathers 

N=8 Spouse/ Partner  

N= 2 Child 
N= 4 Other 

N=122 AN  
N= 12 BN 
N= 5 EDNOS 
N = 3 Unknown  

Baseline  
Pre-treatment 
Post-treatment  
3 month FU 

T0 N=153 
T1 N=80 ECHO 
T1 N=73ECHOc 
T2 N=63 ECHO 
T2 N=57ECHOc 
T3 N=61 ECHO 
T3 N=52ECHOc 

Good 
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Table 3: Summary of studies included in systematic review of carers interventions in eating disorders (continued) 
 

  

Grover et al. 
37

 
RCT Self-help intervention 

8 web-based modules 
and a manual  

Self-help (OAO)              
vs 
Beat support (Control)   

N=67 Carers  
 

N=63 SU 
Age (M=20.4, 
SD=6.2 range=12-
44) 

4 months  N= 33 OAO  
N= 30 Control 

HADS 
ECI 
EDSIS 
LEE 
AESED 

Decreased in C distress  

HADS Total:  
OAO greater decrease 
than Control 
T1>T2**  
(E.R -3.8, CI -7.3 to -
0.3) 
 Not significant at T3 
 
 
 
 

UK Guidance was provided 
by a psychologist and a 
psychotherapist with ED 
expertise  

N=50 Mothers 

N=5 Fathers 

N=5 Spouse/ Partner 

N= 3 Other 
 

N=49 AN  
N=13 EDNOS 
N= 1 Unknown 

Pre-treatment  
Post-treatment 
6 months FU 

T1 N=33 OAO 
T1 N=30 Control 
T2 N=24 OAO 
T2 N=21 Control 
T3 N=20 OAO 
T3 N=17 Control 

Good 
 

Grover et al. 
38

 
Before & 
after study 

Self-help intervention 
9 interactive workbooks  

N= 27 Carers. 
 

N= 27 SU 
Age (M=28, 
SD=9.45, 
range=14-55) 
 

(M =135 days, 
range=61-286 
days)  
 

N= 27 Carers HADS 
ECI 
EDSIS 
LEE 
FMSS 
SPRI-R 

Decreased in C distress  

HADS- total:  
 (F=9.680, p=0.001)  
T1>T2 (p=.002, d=.69) 
T1>T3 (p<.001, d=.78) 
Improvements in 
aspects of caregiving  
ECI-negative: 
(F=9.709, p=0.002)  
T1>T2** (d=.33) 
T1>T3 (p=.03, d=.44) 
ECI-positive:  
(F=6.161, p=0.01)  
T1<T2 (p=.02, d=.41) 
T2>T3 (p=.004, d=.38) 
EDSIS:  
 (F=8.871, p=0.003)  
T1>T2 (p=.03, d=.22) 
T1>T3 (p=.002, d=.6) 
T2>T3 (p=.03, d=.4) 
Decrease in EE  

LEE:               
(F=11.843, p=0.001)  
T1>T2 (p=.04, d=.49) 
T1>T3 (p=.001, d=.8) 

UK Guidance was provided 
by a trained CBT 
practitioner with ED 
expertise. 

N=17Mothers 

N=3 Fathers 

N=6 Spouse/ Partner  

N= 1 Sibling  

N=24 AN  
N=2 EDNOS  
N= 1 Recovered  

Pre-treatment  
Post-treatment 
10-12 weekFU 

T1 N=27  
T2 N=22 
T3 N=18 

 

Moderate  
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Table 3: Summary of studies included in systematic review of carers interventions in eating disorders (continued) 
 

Sepulveda et 
al. 

39
 

Before & 
after study  

Workshop Intervention: 
6 workshops 

N=68 Carers  
 

N=46 SU 
N= 43 Female  
N= 3 Male  
Age (M=21.5, 
SD=5.3,  

range= 9-43) 
 

3 months  N= 63 Carers 
N=50 Families  
Only data from 
one carer in each 
family included   
 
 

FMSS 
GHQ 
ECI 
 

Decrease in EE  
FMSS: C categorised 
as high EE (Cochran‟s 
Q=5.8; df=2; p=0.01). 
T1(55%)>T2(24%) * 
T2(24%)<T3(35%) * 
Decreased in C distress  
GHQ-12: (F(2,29)=9.4, 
p=0.01 η

2
=0.40) 

T1>T2* and T1>T3* 
Decrease in Negative 
aspects of caregiving  
ECI-negative: 
F(2,27)=5.3, p=0.01 
η

2
=0.30) 

UK Members of an ED team 
and two expert carers  

N= 44 Parents 
N= 2 Sibling/other 
relative 

N=35 AN  
N= 10 BN 

Pre-treatment  
Post-treatment 
3 month FU  

T1 N=47  
T2 N=46  
T3 N=43  
3 carers did not 
want to be 
included in the 
study  

Moderate 

Sepulveda et 
al. 

40
 

 Before & 
after study   

Workshop Intervention : 
6 workshops over a 3 
month period.  

N=35 Carers  
 

N=28 SU 
All Female 
Age (M=22.7, 
SD=7.7, 
range=15-33) 
 

3 months  N= 33 Carers 
N= 28 Primary 
care givers 
Only data from 
primary caregiver 
used   

GHQ 
ECI 
EDSIS 

Decreased in C distress  

GHQ–12:  
(F(2,14)=6.5, P=0.018) 
T1>T2 *[d=0.39] 
T1>T3* [d=0.5] 
Decrease in Negative 
aspects of caregiving  
ECI –negative: 
(F(2,17)=4.1,  P=0.035)  
T1>T2* [d=0.68] 
T1>T3* [d=0.6] 
EDSIS: (F(2,17)=5.9, 
P=0.011)  
T1>T3* [d=0.59] 

UK Psychiatrist, social worker 
and nurse leader with 
extensive ED experience. 

N=26 Parents 
N=1 Spouse 
N=1 Sibling  
 

N= 22 AN 
N= 6 BN 
 

Pre-treatment  
Post-treatment 
3 month FU 

T1 N=28  
T2 N=22  
T3 N=23  
 

Moderate  

Gísladóttir & 
Svavarsdóttir
35

 

Before & 
after study   

Group Intervention: 
4 group sessions 

N= 24 Carers  
 

N=14 SU 
All female 
Age (M=21, 

range=15-31) 

4 weeks N=21 Carers LEE 
ABOS 
FQ 

Increase in C 
Understanding of ED 
LEE (t(15)=2.78, 
p=0.014, d= .363) 
Improvements in ED 
symptoms- C report 

ABOS subscale ‗eating 
behaviours, concern 
with weight & food & 
denial of problem 
(t(18)=3.181,p=0.005, 
d= .487) 
 

Iceland Psychiatric nurse, 
Professor of Nursing and 
a PhD nursing student. 

N=12 Mothers 
N= 7 Fathers 
N= 2 Siblings  
N=3 Partners 

BN (57%) 
AN (19%) 
EDNOS (10%) 
Unknown (14%)  
 

Pre-treatment  
Post-treatment 
 

T1 N=24  
T2 N=21  
*Missing data –N 
analysed varied 
from 10 – 19* 

15/31 
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Table 3: Summary of studies included in systematic review of carers interventions in eating disorders (continued) 
 

Uehara et al. 
42

 
Before & 
after study 

Workshop Intervention:  
5 workshops  

N= 37 Carers  
 
 

N=26 SU 
N=25 Female 
N=1 Male  
Age (M=20.1, 
SD=8.1, 

range=12-33) 

5 months  N=28 Carers  
N= 26 Families   
Data from all 
completers 
included 

FMSS 
FACES-
KG 
POMS 
EDES 
GAF 
ABOS 

Improvement in SU 
functioning - P reported  

GAF T1 >T2*  
(t(27)= 5.5, d=.44) 
Improvement in ED 
symptoms - C reported  

ABOS T1 <T2 
(t(27)=3.0,P< .01, 
d=.32) 
No improvement in ED 
symptoms - P reported  
EDES (P>.05) 
Improvements in 
aspects ofFF 

FACES-KG cohesion 
T1< T2  
(t(27)=8.5,P<.01, 
d=1.161) 
FACES-KG adaptability 
T1 <T2*  (t(27)=6.8, 
d=1.028 
Decrease in EE FMSS:  
No. of high-EE relatives  
T1(29%) >T2(4%)* 
No. of relatives 
identified as no EOI  
T1(64.3%)<T2(92.9%)* 

Japan Information on 
professionals not provided 

N=25 Mother   
N=1 Father  
N=1Grandmother 
N=1 Brother 
 

N=18 AN 
N= 7 BN 
N=1 EDNOS 

Pre-treatment  
Post-treatment 
 

T1 N=37 
T2 N=28  
 

Poor 

Sepulveda et 
al. 

41
 

 Before & 
after study   

DVD-based skills training, 
supplemented with 
telephone coaching.  
 

N= 16 Carers  
 

N=14 SU 
N= 13 Female 
N= 1 Male  
Age (M=17.2, 
SD=4.3,  
range= 14-27) 

3 months N = 14 Carers HADS 
GHQ 
ECI  
FQ 

No significant findings 
but authors report that 
almost all the outcome 
measures showed an 
improvement T1 to T2 
with effect sizes 
ranging from 0.10 to 
0.53.   
 

UK Guidance was delivered 
by a nurse with expertise 
in ED & an expert carer.  

N=13 female  
N=3 male  
(Relatives  not  
further  specified) 

N= 11 AN 
N=  2 BN 
N = 1 Unknown  

Pre-treatment  
Post-treatment 
 

T1 = 16 
T2 = 14 Poor 

Outcome measures: Anorectic Behaviour Observation Scale Questionnaire (ABOS); Accommodation & Enabling Scale for Eating Disorders (AESED ); The Revised Scale for 

Caregiving Self-Efficacy (CES); Eating Behaviours (EatBeh); The Experience of Care Giving Inventory (ECI) The Eating Disorders Symptoms Impact Scales (EDSIS); Eating 
Disorder Evaluation Scale (EDES); Family Adaptability & Cohesion Evaluation Scales - Japanese version (FACES-KG); Five Minute Speech Sample (FMSS); The Family 
Questionnaire (FQ);  Global Assessment of Functioning Scale (GAF); Global Eating Disorders Functioning (GEDF); General Health Questionnaire (GHQ); Hospital Anxiety & 
Depression Scale (HADS); Level of Expressed Emotion (LEE); Profile of Mood States (POMS); Social Problem Solving Inventory – Revised (SPSI-R) 
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DISCUSSION  

This review explored the evidence base for educational and skills based carers 

interventions in the area of eating disorders. Eight studies were identified that 

reported on the clinical outcomes of interventions for carers of people with eating 

disorders. All studies have been published since 2001, with five publications within 

the past two years. This suggests increased awareness of carers‘ needs, and the 

importance of providing them with the support they require.  

There were two main approaches to the delivery of interventions: self-help 

approaches 36–38,41 and groups or workshops 35,39,40,42. There was a high degree of 

similarity in the core components of interventions across studies. Additionally, a 

number of key measures were used to assess carer outcomes in all good quality and 

most moderate quality studies. The most frequently assessed outcome domains 

were: carer distress, experience of caregiving and level of EE. The measures used 

to assess these domains are widely used, and well validated 48,49,51,52,54–56. The 

relative homogeneity of intervention components and outcome measures enhances 

our ability to compare findings across the reviewed studies, and draw conclusions 

based on these.  

Main Findings 

Six of the reviewed studies were rated as moderate to good quality 36–40 and the 

remaining two were rated as poor quality 41,42. Significant positive findings were 

reported in seven studies 36–40,42.  However, only the findings of studies of moderate 

to good quality will be considered in this discussion.  

Carer distress was the most commonly assessed outcome. Significant 

reductions in carer distress were reported in five studies of moderate to good quality, 
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with effects sizes ranging from small to large where these were reported 36–40. These 

studies comprised of three self-help interventions 36–38 and two workshop 

interventions 39,40. The reduction in carer distress was maintained or further improved 

at follow-up in four studies 36,38–40. Grover et al. 37, failed to identify a significant effect 

at follow-up. However, it is noteworthy that Grover et al. 37 experienced high rates of 

drop-out, with only 60.7% of the intervention group and 56.7% of the control group 

returning outcome measures at follow-up. Thus, the lack of a positive finding at 

follow up may reflect a Type II error due to the reduction in power.  

Reductions in negative aspects of the caregiving experience and caregiving 

burden were reported across four studies of moderate to good quality 36,38–40. 

Significant reduction in negative aspects of the caregiving experience were reported 

between baseline and post-intervention in both self-help 36,38 and workshop based 

interventions 39,40. Effect sizes ranging from small to medium were reported in these 

studies. A significant increase on the positive aspects of the caregiving experience 

was also reported in one study 38, although scores returned to baseline levels at 

follow-up and a small effect size was reported. Improvements in caregiving burden 

were reported between baseline and post-intervention or follow-up in three studies of 

moderate to good quality, with small to medium effect sizes 36,38,40. These studies 

comprised of two self-help interventions 36,38 and one workshop intervention 40. 

Reductions in EE were reported in three studies of moderate to good quality 

36,38,39, including two self-help interventions 36,38 and one workshop intervention 39. 

One study reported a further significant decrease between post-intervention and 

follow-up 36, while another reported a significant reduction between baseline and 

follow-up, with a large effect size 38. There were mixed findings regarding whether 

these changes reduced the proportion of carers categorised as high EE 38,39. This 
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may relate to differences in the outcome measures used (self-report versus clinician-

rated) or the nature of the interventions (self-help versus workshop).   

Accommodation and enabling behaviours within the family were also assessed 

in two self-help studies of good quality 36,37, with equivocal results. The failure to 

identify a significant positive effect in the study by Grover et al. 37 may relate to the 

study being under powered, as a greater reduction in accommodation and enabling 

behaviours was identified in the intervention group.  

Finally, service user outcomes were assessed in two studies of  moderate to 

good quality 35,36. This included one self-help study 36 and one group intervention  35. 

Both studies identified a significant reduction in carer reported eating disorder 

symptoms between baseline and post-intervention, with a further significant 

reduction at follow-up reported in one study 36. It was only possible to determine an 

effect size for Gísladóttir & Svavarsdóttir 35, which was small. While these findings 

may not reflect an objective change in eating disorder symptoms, it has been 

reported that caregiving burden and lowered quality of life amongst carers is related 

to their perception of severity of the eating disorder, which does not necessarily 

concur with objective assessment 13,16. Thus, a reduction in perceived severity may 

benefit carers regardless of whether this reflects objective change.  

Methodological limitation of reviewed studies   

All the reviewed studies had methodological limitations. There are a number of 

key issues that increase the risk of bias and inaccurate findings within the included 

studies. Only two studies employed randomisation methods 36,37. All other studies 

35,38–42 employed ‗before and after‘ designs, which are regarded as having a greater 

risk of bias by their use, as it can be more difficult to account for confounding 

variables 31. Attempts to conceal allocation or the timing of assessments from 
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assessors were reported in only three studies 36,37,39. Furthermore, only one study 

contained a control group 37. In the absence of a control group it is possible that 

findings within the remaining studies could have been influenced by other latent 

variables 35,36,38–42.    

Power calculations were not reported in most studies 35,38–42 and where these 

were reported, drop-out rates may have resulted in the studies being under powered 

36,37. Three studies failed to report adjusting for multiple comparisons in their results, 

leaving the findings vulnerable to Type I errors 35,41,42. Furthermore, intention to treat 

analysis was not employed in any of the studies. Only three studies accounted for 

missing data in their analysis 36–38, while the remaining studies used per protocol 

analysis 35,39–42. Failure to account for all participants who started the intervention 

may exaggerate the treatment effect. Encouragingly, the two studies with the highest 

quality ratings were published within the past year 36,37. This suggests that as the 

field is developing, the methodological standard of research is increasing.   

Limitations of the Review  

Due to practical issues related to accessing unpublished materials only studies 

from peer-reviewed publications were included in this review, this introduced a 

potential publication bias in the findings but also improved the quality of studies. 

Additionally, only publications in English were considered. This also has the potential 

to introduce bias as relevant studies from non-English speaking countries may have 

been excluded. The quality assessment checklist, Downs and Black 32, was adapted 

for the current review due to difficulties determining a priori sample size calculations 

for studies that employed Linear Mixed Methods Models 36–38, hence there may not 

have been an adequate evaluation of power.  
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The majority of carers included in studies were mothers, thus the extent to 

which the findings can be generalised to fathers or other carers is limited. However, 

studies have identified that mothers experience higher levels of distress,15 and 

female caregivers generally report higher levels of burden than their male 

counterparts 64. Moreover, in AN it is high maternal criticism in particular, that has 

been found to impact outcomes and response to treatment 23,27, thus it may be 

appropriate to initially focus on this group of carers.  

CONCLUSIONS 

The findings from the reviewed studies provide tentative evidence for the clinical 

effectiveness of interventions for carers of individuals with eating disorders. There 

are initial indications that such interventions are beneficial for reducing carer distress 

and carer burden, improving negative aspects of the caregiving experience, and 

decreasing expressed emotion. There are also some indications that these 

approaches may help to improve the perceived severity of eating disorder 

symptoms.  

There were no clear benefits of one intervention approach over the other. Both 

self-help and workshop interventions appeared to benefit carers. Indeed it appeared 

that it may be the components of interventions that were important, rather than the 

delivery format. Figure 2 (page 33) presents a diagrammatic representation of the 

key components of the interventions and hypothesised mechanisms by which they 

may impact carer outcomes.   
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Figure 2: Diagrammatic representation of synthesised findings 

 

 

 

 

 

Implications for future research 

The findings from the reviewed studies provide tentative evidence for the 
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which would benefit from further methodologically sound studies. This could be 
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been undertaken by clinicians based at the Institute of Psychiatry, part of the South 
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Disorders. To increase the generalisability of research findings it would be helpful to 
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by clinicians in typical clinical settings. Clearer reporting of how therapist adherence 
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Further replication of findings from self-help studies is also warranted. Although 

larger scale studies have been undertaken, these have been hampered by higher 

rates of attrition. Every effort should be made to maintain retention rates in such 

studies and reasons for attrition should be ascertained so that factors contributing to 

this can be addressed.  

Another important question to address would be whether self-help intervention 

works as effectively with, or without, supportive guidance. Initial evidence for 

comparability of self-help and guided self-help was provided by Goddard et al. 36. 

However, guidance was provided by both clinicians and non–clinicians (expert 

carers). It has been suggested that varied levels of expertise and training could 

perhaps reduce the effect of guidance 37, thus it would be important to compare the 

effectiveness of support delivered by clinicians versus non–clinicians.  

A further avenue of research would be to compare the efficacy of interventions 

for different groups of carers, such as parents, partners or siblings. In undertaking 

further research in this area, researchers should aim to make use of the most 

commonly employed outcome measures, as outlined in this review, in order to 

increase consistency and comparability across studies. 

Implications for Clinical Practice 

The importance of addressing the needs of carers has been increasingly 

recognised by professionals in the field of eating disorders 14–16. The responsibility 

that services have to assess the needs of carers and provide them with support is 

also highlighted within recent Carers Strategies from both the British and Scottish 

Governments 29,30. The findings of this review indicate that educational and skills 

based interventions provide a promising means to provide such input, and should be 

considered as an adjunct to service provision in eating disorders. 
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Abstract  

Objective: The transition from child and adolescent mental health services 

(CAMHS) to adult mental health services (AMHS) can be a challenging time for 

young people with eating disorders and their families. The current study explored the 

transition between CAMHS and AMHS from the perspectives of service users and 

carers.  

Method: Participants were recruited from NHS Services in the West of Scotland 

region. A sample of six service users and five carers participated in the study. 

Interpretative phenomenological analysis was used to explore participants‘ 

experiences of transition.  

Results: Three superordinate themes emerged from the data: ‗Transition 

Experience‘, ‗Shift in Treatment Ethos‘ and ‗Outcome of Transition‘. There was a 

high degree of agreement between the accounts of services users and carers. 

Discussion: The prospect of transition was associated with feelings anxiety for most 

participants. Transitions that were planned and co-ordinated provided the best 

continuity of care, while an absence of transition planning was associated with 

disruptions of care and negative outcomes. The importance of determining decisions 

about transition on an individual basis was highlighted. Differences in treatment 

approach between CAMHS and AMHS were explored. Service users experienced 

increased autonomy in AMHS, while carers were more often excluded from 

treatment. There was divergence in how participants viewed these changes. These 

findings offer insights into how services may support the transition from CAMHS to 

AMHS, elaborating upon and adding to, clinical guidelines for transitional care.   
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Lay Summary 

The move from child and adolescent mental health services (CAMHS) to adult 

mental health services (AMHS) in eating disorders can be a challenging time for 

young people and their families. Clinical features of eating disorders, such as fear of 

maturity, low self-esteem, high mortality rates and the increased risk associated with 

times of transition, present unique issues for transitional care in this area. To date, 

here has been limited research regarding transitional care in eating disorders. This 

study aimed to explore the transition between CAMHS and AMHS from the 

perspectives of young people with eating disorders and carers who had been 

through this process.  

Six service users and five carers were interviewed about their experiences. 

The prospect of moving from CAMHS to AMHS was associated with feelings anxiety 

for most participants. Transitions that were planned and co-ordinated helped to 

provide a seamless move between services. Where there was an absence of 

transition planning this was associated with disruptions of care. The importance of 

decisions about transition being determined on an individual basis was highlighted. 

Differences in treatment approach between CAMHS and AMHS were explored. 

Service users experienced increased independence in AMHS, while carers were 

often excluded from treatment. There were differences in how participants viewed 

these changes. These findings offer insights into how services may support the 

process of transition.   
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INTRODUCTION 

Eating disorders are a group of serious mental health conditions that include 

anorexia nervosa (AN), bulimia nervosa (BN) and eating disorders not otherwise 

specified. These conditions are characterised by over-evaluation of weight and 

shape, and the ability to control these, whereby the individual will mainly judge their 

self-worth in terms of these 1–3.  

A range of genetic, biological, psychological and social factors are associated 

with the development and maintenance of eating disorders 4. Individual factors 

implicated in eating disorders include low self-esteem, perfectionism  and difficulties 

regulating mood states 1,5,6. Interpersonal factors include family tension, family 

history of eating disorders/dieting, and high expressed emotion in close others. High 

expressed emotion may occur as a result of the impact of the eating disorder within 

the family and unintentionally serve to reinforce eating disorder behaviours 4–6. As a 

result of dietary restraint there can be physiological and cognitive changes that serve 

to maintain the condition 5,6.  

For the individual with an eating disorder, their condition may serve a valued 

function, such as providing a sense of control, a sense of achievement, a way of 

avoiding difficult emotions or communicating these to others, or a means of avoiding 

difficulties related to the transition to adulthood 5,7. Given the potential functions an 

eating disorder may serve, it is unsurprising that ambivalence about recovery is 

common amongst individuals with these conditions. Indeed for some individuals, the 

thought of giving up their eating disorder may be a frightening prospect 5,8.  

Eating disorders most commonly affect young women, with the peak age of 

onset during mid to late adolescence. The estimated prevalence of eating disorders 

amongst this population is 1-1.5% 9,10. Eating disorders are associated with 
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significant co-morbid physical, psychological, social and occupational problems. 

Moreover, AN is associated with a high mortality rate 11. Approximately one fifth of 

individuals with AN and BN will develop a chronic course of illness 12,13 and up to half 

of individuals will only experience a partial recovery 12. Owing to age of onset and 

course of eating disorders, a proportion of young people and their families will 

experience a transition of care from child and adolescent mental health services 

(CAMHS) to adult mental health services (AMHS). Within this report the acronym 

AMHS will be used to refer to all adult mental health services including specialist and 

non-specialist services.  

There is widespread recognition that the transition from child to adult healthcare 

services can be problematic, with poorly defined procedures and a lack of co-

ordinated care planning 14–17. This area has gained attention in recent decades as 

medical advances have led to an increased life expectancy for young people with 

chronic illnesses, physical disabilities and learning disabilities 18. In the latest 

government review of services to children and adolescents, the problem of transition 

was identified as a critical area for policy 15.  Kennedy 15 (p.37) reported that young 

people may experience transition as ―a disruptive discontinuity to their care‖.  

Moreover, many young people fall through gaps between services, failing to meet 

thresholds for adult services or being lost during the transition. A disruption of care 

during transition can negatively impact on compliance with treatment, physical 

health, mental well-being and engagement with services 14,18.  

These transitions occur at a time when young people and their families may be 

experiencing significant change in other aspects of life. Adolescence is a time of 

increased autonomy and individuation from family of origin. The shift in treatment 

ethos from child to adult services mirrors this. The systemic approach of child 
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services, which involves parents in treatment and decision making processes, is 

replaced by a more individualistic model. Young people are expected to become 

more autonomous and assume responsibility for their healthcare 17. Research 

suggests that young people value having increased control of their healthcare and 

the opportunity to be seen independently. For parents, issues of confidentiality and 

consent can significantly alter their involvement in treatment. Parents have to adapt 

to their changing role; for some this may be experienced as a loss or they may fear 

relinquishing control 14,18.  

Recent policy documents and guidelines have started to address transitional 

issues. A number of key recommendations have emerged including: early 

identification of those likely to require transitional care, assessing readiness for 

transition, sensitivity to developmental needs, working with young people to prepare 

for transition, promotion of self-reliance while working closely with carers and joint 

working between services. The overarching message emerging from these 

documents is that the transition from child to adult services should be viewed as a 

flexible process rather than a single event, the timing and length of which should be 

individually determined 14–17,19,20.   

Additional considerations may be required when addressing transitional issues 

in eating disorders. Times of transition are considered to pose an increased risk in 

some eating disorders 21. Treasure, Schmidt & Hugo 22 suggest that the sudden 

change in treatment ethos, can be confusing and dangerous for young people with 

eating disorders and their families. Young people with the greatest severity of illness 

may experience difficulties with an ―adult-like approach‖ due to fears of maturity and 

low self-esteem. At the same time, their parents may find that they become excluded 

from decisions about care 23. 
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The transition from CAMHS to AMHS has been identified as a time of particular 

difficulty for parents of individuals with eating disorders, due to the loss of parental 

influence on treatment and a lack of feedback from professionals 24. Carers have 

highlighted the need for more information and support from AMHS to help in dealing 

with the eating disorder 24–28. 

Clinical recommendations for the management of transitions between CAMHS 

and AMHS in eating disorders have been identified within two reports 23,29. 

Recommendations include the assessment of an individual‘s level of maturity and 

decision-making ability, adoption of a needs lead approach, the gradual introduction 

of an ―adult like approach‖ and close collaboration between CAMHS and AMHS.  

The continuity of family involvement is also advised. Indeed, given the high mortality 

rate associated with eating disorders, Treasure et al. 30 advise that in cases with 

serious medical risks, information sharing between professionals and carers is vital. 

Over the past decade, service user and carer perspectives have gained 

increasing credence within the United Kingdom. Government strategies place 

patients at the heart of the NHS and emphasise the importance of involving service 

users and carers in the planning, designing and delivery of services to achieve this 

vision 31,32. It is recognised that in order to meet the needs of children, young people, 

families and carers, we must listen to their experiences and gather information on 

their priorities so that services can be responsive to these 16.  

The transition from CAMHS to AMHS may be experienced as a challenging 

time for young people with eating disorders and their families. Clinical features of 

eating disorders, such as fear of maturity and low self-esteem, high mortality rates 

and the increased risk associated with times of transition, present unique issues for 

transitional care in this area. To date, there has been limited research regarding 
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transitional care in eating disorders. No studies have been identified that explore the 

experience of transition from a service user or carer perspective. As such, it remains 

unclear what priorities they have for transitional care and how their needs can be 

best met by services. This has been recommended as a key area for audit within the 

most recent Report from the Royal College of Psychiatrists Section of Eating 

Disorders 33.   

The aim of the current study is to explore service user and carer experiences of 

the transition between CAMHS and AMHS in eating disorders, using a qualitative 

approach. The use of a qualitative research methodology was felt to be particularly 

suited to exploring experiences of transitional care, as qualitative methods aim to 

develop a detailed understanding of participants‘ perspectives 34.  

METHOD 

Design  

This study employed an interpretative phenomenological analysis (IPA) approach. 

IPA is a qualitative research methodology that has its theoretical groundings in the 

idiographic, phenomenological, and hermeneutic traditions 35,36. This approach was 

favoured over other qualitative methodologies, as it aims to gain a detailed 

understanding of participants‘ views and experiences of the phenomena of interest. 

IPA is concerned with understanding the ‗lived experience‘ of individuals who share 

a particular experience, how each individual makes sense of their experience, and 

the meanings they attach to it 35,37. This is in contrast to other qualitative approaches 

such as Grounded Theory, which endeavours to identify, and provide a detailed 

account of contextualised social processes, with the aim of generating a theory 

about the phenomena of interest 37. 
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Researchers in IPA have a dynamic and interpretative role. It is recognised that 

the researcher‘s own beliefs, and assumptions will influence how they make sense of 

the participant‘s account. This creates a dynamic two-stage interpretative element to 

the process. It is advised that researchers reflect on their own conceptions and try to 

suspend these during the research process so that they do not overtly influence the 

process 36,38.  

IPA literature recommends obtaining a purposive sample of participants. This 

refers to a predefined group of individuals who through personal experiences may 

provide insight into the phenomena under study 35,38. Researchers generally aim to 

obtain a fairly homogenous sample of participants. However, Smith et al.35 (p.49) 

suggest that it may be useful to split the sample so that the phenomenon can be 

understood from different perspectives. The current study adopted this approach, as 

it was felt to be important to obtain both service user and carer perspectives on the 

transition to adult services.  

Recruitment  

Prior to commencing recruitment, ethical approval for the study was obtained 

from the West of Scotland Research Ethics Committee (reference: 11/WS/0050; 

Appendix 2.1). As it was envisaged that the potential pool of participants would be 

small, Research and Development Management Approval was obtained for all 

healthboards within the West of Scotland region: NHS Lanarkshire; NHS Greater 

Glasgow & Clyde; NHS Dumfries & Galloway; NHS Ayrshire & Arran (Appendices 

2.2 - 2.6). 

Recruitment took place between January 2012 and May 2012. Participants 

were primarily recruited via Specialist Eating Disorder Services across the four 

health board regions. Within NHS Lanarkshire, participants were also recruited 
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through Community Mental Health Teams. AMHS clinicians were informed of the 

eligibility criteria and were asked to identify potential participants from their 

caseloads. The eligibility criteria for service users and carers are detailed below in 

Table 1.  

In addition to the above recruitment strategy, an advertisement was placed in 

the Scottish Eating Disorder Interest Group (SEDIG) newsletter (see Appendix 2.11) 

and the chief investigator (SOL) attended a carers group in Lanarkshire to promote 

the study to potential participants.  Unfortunately, it was not possible to attend carers 

groups in other regions, as groups were not running during the recruitment period or 

this was not permitted by the regulations of the organisation overseeing the group.   

Table 1: Eligibility criteria  

Service User Carer 

- Aged 16 or over with a diagnosis of 

Anorexia Nervosa, Bulimia Nervosa or 

eating disorder not otherwise specified.  

- Have experienced a transition of care 

from child and adolescent mental health 

services to adult mental health services 

in the past 5 years whilst being treated 

for an eating disorder.  

- Currently receiving treatment for an 

eating disorder or have undergone a 

planned discharge from adult services. 

- Able to provide informed consent.  

- Deemed fit to participate by clinicians 

involved in their care 

- Individuals who are identified as a 

caregiver for an individual who meets the 

service user eligibility criteria.  

- Able to provide informed consent  
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A total of 10 service users were identified who met eligibility criteria, and were 

considered suitable to participate by clinicians involved in their care. All potential 

service users participants and their carers were provided with an information pack 

about the study via their clinical team. Two carers were also provided with 

information packs through the carers group, although both had already been 

identified by their local team. Information packs contained an information sheet and 

an opt-in form (Appendix 2.7 & 2.8). Service users and carers who were interested in 

participating were invited to contact the researcher by completing and returning the 

opt-in form. Those who ‗opted-in‘ were contacted by the chief investigator (SOL). 

Further information about the study was provided and if, following this, potential 

participants agreed to take part in the study, arrangements were made for interviews. 

A total of fourteen potential participants opted in to the study; eight service 

users and six carers. One service user withdrew from the study as she experienced 

deterioration in her illness and another service user ceased contact with the research 

team. One carer failed to attend for interview on two occasions, the reasons for 

which are unknown. However, her daughter was the above mentioned individual who 

experienced deterioration in her illness.  

Participants 

Eleven individuals participated in the current study. This sample comprised of 

six service users and five carers. The sample size was determined in accordance 

with guidance from leading researchers in IPA, which suggests that a sample of 

between four and ten participants is typically sufficient for researchers adopting this 

approach in a professional doctorate 35.   

All service users were females, aged between eighteen and twenty-one at the 

time of interview. Table 2 (page 52) provides a summary of the clinical 
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characteristics of service users. Gender appropriate pseudonyms have been 

provided to preserve the anonymity of participants.  

Table 2: Clinical characteristics of service users  

 Service Users 

Amy Becky Claire Donna Elaine Fiona 

Diagnosis AN AN AN AN AN BN 

Age at Onset of ED 13 10 13 17 14yr 11mth 14 

Severity of ED   Severe Severe V. Severe Moderate   Moderate Severe 

Age at Transition 17yr 11mth 17y 16 y 17yr 6mth 17yr 4mth 18y 

Duration of transition  3mth 9mth 1mth 2mhs 4mth 6mth 

Duration of ED 5 yr plus 7 yr 9 y 2yr 1mth 5yr 9mth 6y 

Current Severity ED Low Severity Moderate  V. Severe Low Risk Moderate In recovery 

Eating disorder (ED); Anorexia Nervosa (AN); Bulimia Nervosa (BN); Years (yr); Months (mth) 

 

One male and four female carers participated in the study. All carers were 

parents in their mid-forties to mid-fifties. Four of the carers were parents of service 

users who also participated in the study. In order to minimise the chance of 

participant characteristics being recognisable, these dyads will not be identified. 

Carer characteristics can be found in Table 3.  

Table 3: Characteristics of carers   

 

Carers 

Audrey Barbara Cathy David Erica 

Age Bracket  Mid-forties Late forties Mid-forties Early fifties Late forties 

Employment status Unemployed Employed Employed Retired Employed 

Number of children  2 2 2 1 2 
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Data Collection  

Data was collected through semi-structured interviews. Interviews were 

conducted on an individual basis by the chief investigator. All interviews were 

conducted in a private room on NHS premises within normal working hours. Prior to 

commencing interviews, written consent was sought from all participants. This 

included consent to participation, the recording of interviews and publication of 

anonymised quotations (see Appendix 2.9). Consent was also requested from 

service users to obtain basic clinical information from their key worker or former key 

worker (see Appendix 2.10).      

Semi-structured interview schedules for carers and service users were 

developed, based on key issues identified from the aforementioned literature on 

transitional care (see Appendix 2.12). Interviews were conducted in a flexible 

manner, using open ended questions with further probes and specific questions as 

required, to encourage participants to elaborate on important topics. Participants 

were encouraged to talk as broadly as possible about their experiences of the 

transition between CAMHS and AMHS, and their views on this. Participants were 

also encouraged to discuss their experiences of child and adult services, and the 

differences between these, to provide contextual information for understanding their 

transition. Throughout the interview, an emphasis was placed on establishing rapport 

and trying to understand the participant‘s perspective. Empathetic communication 

skills such as active listening, acknowledgement, validation, and summarising were 

used to facilitate this process.  

The length of interviews was consistently greater for carers than service users. 

Carers interviews ranged between 52 minutes and 106 minutes (average 78 

minutes), while service user interviews ranged from 27 minutes to 57 minutes 
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(average 37 minutes).  All interviews were transcribed verbatim by the chief 

investigator. In addition to assigning pseudonyms to participants, any identifying 

information such as references to places and other people were removed or 

anonymised. In instances where service users are referred to by name in quotes 

from their parents, pseudonyms have been used. Where these are individuals listed 

in table 2, alternative pseudonyms have been provided.  

Data analysis 

Analysis of the data was conducted in accordance with the recognised process 

in IPA 35,38. In keeping with the idiographic approach, each transcript was thoroughly 

analysed on an individual basis before progressing to analysis of the next transcript.  

The first stage of this process involved several readings of the interview 

transcript, to become as familiar as possible with the account. Stage two began with 

noting points of interest in the transcript. Some notes were descriptive comments 

attempting to summarise or paraphrase the participant‘s account. Others explored 

the use of language in the transcript, making note of metaphors and connections to 

concepts or literature. The third stage involved the development of emergent 

themes. Through an iterative process, core issues were identified and clustered 

together into themes, which were then given a title. In the fourth stage, connections 

across the emergent themes were sought to develop higher order themes. This 

process was carried out with each interview transcript and patterns across cases 

were then explored. Finally, list of superordinate themes was developed. An example 

of the coding process is provided in Appendix 2.13. Given the large sample in the 

current study, for a theme to be included as a superordinate theme, evidence of 

reoccurrence across cases was necessary. This was defined as the presence of a 

theme in all participants‘ accounts 35,38.  
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All transcripts were analysed by the chief investigator. To assess the reliability 

and validity of coding procedure, the first two transcripts were also analysed in detail 

by an experienced qualitative researcher. Discussion of emergent themes identified 

a high level of agreement. 

Reflexivity  

Personal reflexivity refers to the process of reflecting upon how one‘s own 

beliefs, attitudes and experiences may influence the way in which we understand 

and interpret another person‘s experiences 39. This is an important feature of IPA. 

The chief investigator had no experience working with individuals with eating 

disorders or their carers prior to undertaking this study. However, she attended a 

carers conference arranged by SEDIG the year before commencing recruitment. As 

a result of this, she had some insight into the challenges carers faced in relation to 

accessing information and support, and was aware of her admiration for the 

commitment these individuals show in supporting their loved ones. Additionally, as a 

female in her late twenties undertaking a Doctorate at the time of the research, the 

chief investigator could identify with aspects of service users accounts, such as 

striving in relation to academic achievements. The chief investigator was able to 

reflect on these issues prior to and during the research process, helping to maintain 

a balanced and open-minded approach. 

RESULTS 

Setting the scene 

The aim of this study was to develop an understanding of how the transition 

between CAMHS and AMHS is experienced by young people with eating disorders 

and their carers. However, during the interview process it quickly became apparent 
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that young people with eating disorders experience multiple points of transition 

during their journey of care. These include transitions between Tier Two (Community 

Mental Health), Tier Three (Specialist Eating Disorder) and Tier Four (Inpatient) 

services, as well as CAMHS and AMHS. All but one participant reported five to 

seven transition points. Thus, while the focus will remain on transition between 

CAMHS and AMHS, salient information about the process of transition across the 

journey of care will be incorporated within the themes. The complexity of transitional 

care in eating disorders is illustrated in the following quote from nineteen-year-old 

Donna: 

―I don‟t know. I‟ve just been in so many meetings in my life it‟s quite hard to 

remember... I think the problem is that I‟ve gone from child services, a little bit of adult, 

then to [Specialist Eating Disorders Service] and then back into ordinary adult... I‟ve 

jumped around a lot‖ (Donna, P7:L14) 

Three superordinate themes related to the transition from CAMHS to AMHS 

emerged from participants‘ accounts. These were: ‗Transition Experience‘, ‗Shift in 

Treatment Ethos‘ and ‗Outcome of Transition‘. A model of the emergent themes is 

illustrated in Figure 1. 

Figure 1: Model of emergent themes 

 

 

 

 

 

 

Transition Experience 

- Process of transition 

- Timing of Transition 

- Feelings about transition  

 

Shift in Treatment Ethos 

- Autonomy 

- Confidentiality  

- Change in treatment approach  

 

Outcome of Transition 

- Development 

- Disruption 

- No Difference  
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Theme 1: Transition Experience 

All participants discussed their personal experience of the transition from 

CAMHS to AMHS. There were three themes which formed this superordinate theme: 

process of transition, timing of transition and feelings about transition.  

Process of transition 

There was considerable variation in participants‘ experiences of moving from 

CAMHS and AMHS. However, the presence or absence of plans and preparation to 

support the process of transition was remarked on by all. The majority of service 

users reported being involved in preparations for the transition. This ranged from 

attending a one off meeting with professionals from both services, to visiting the new 

team and having a period of crossover in service provision. Where service users‘ 

described a greater level of preparation for transition they spoke positively about this 

experience. Eighteen-year-old Amy, who had recently transitioned to AMHS, 

described good continuity of care during her transition with parallel care between 

CAMHS and AMHS:    

―It was quite good that there was an overlap and I was still seeing people that I 

knew at the same time as being seen by someone that I didn‟t know. ― (Amy, 

P12:L3) 

Twenty-one-year-old Fiona recalled having the opportunity to meet members of the 

new team, which helped to ease her anxieties about the transition from hospital to 

community services: 

―I think I met them all separately and they told me what their role would be in my 

treatment... it was helpful to meet them before I came out of hospital, cause it 

made me feel a bit more at ease.‖ (Fiona, P5:L12) 
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Only two carers reported involvement in transition planning. Carers‘ appraisals 

were more neutral and it appeared that it was difficult for them to separate their 

experience of the transition process from other concerns about the move to adult 

services. David, a retired father of one, described involvement in transition meetings:   

―As far as setting up meetings for the transition was concerned, I appreciated that 

was done fairly well‖ (David, P25:L8)   

When carers and service users reported that they were not involved in planning 

or preparation for transition there was a desire for more information, involvement in 

decisions and better continuity of care. Eighteen-year-old Becky indicated that she 

would have liked to have been kept informed about the process:   

―I just think that like the child services should have spoke to me more about it, like 

they didn‟t really tell me what was going on‖ (Becky, P6:L33) 

Cathy, a mother of two in her mid-forties, used her experience of a later transition 

within adult services to suggest how the move from CAMHS and AMHS could have 

been improved for her daughter:  

 ―If we could have had even a couple of sessions of meeting the new team and 

they could have got to know Tina and then picked up exactly when the other one 

finished...” (Cathy, P10:L17) 

Several participants who reported an absence of transition planning described 

a disruption of care between CAMHS and AMHS. Disruptions of care included gaps 

in service provision and discrepancies between perceived level of service user 

needs and the level of input provided. Twenty-one-year-old Claire provided a stark 

description of discontinuity during her transition from CAMHS to AMHS:       
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―He [child clinician] got in touch with... it wasn‟t here it was the adult services... he 

kind of referred me to there and stopped seeing me but it was about nine months 

before we heard anything from the adult services.‖ (Claire, P6:38) 

Barbara, a mother of two in her late-forties, outlined her concerns about the level of 

input her daughter received following transition to adult services. Her use of 

language conveys a sense of her daughter floating in a gap between services:  

―There was a few months, as I say where Aislinn seemed to be floating about and 

we were going „what‟s happening, when are you going to see somebody?‟ and I 

felt she wasn‟t getting enough input.‖ (Barbara, P11:L22) 

Service users and carers clearly valued the opportunity to be involved in 

planning and preparation for the transition from CAMHS to AMHS. While being kept 

informed and involved in meetings was considered helpful, it would appear the more 

detailed transition plans, including meeting new clinicians, joint working between 

teams and a period of parallel care, provided participants with the best continuity of 

care.  

Timing of transition 

All participants reported that the timing of their transition from CAMHS to AMHS 

was based on chronological age, although the transition age varied from sixteen to 

eighteen between regions. In regions where the age of transition was sixteen, 

participants indicated that there was some flexibility to remain at CAMHS while 

service users were attending secondary education. However, those who remained at 

CAMHS appraised this negatively, for reasons that will be discussed below and in 

subsequent sections.  
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The timing of transition was an important issue for service users, but appeared 

less so for carers. However, where carers remarked upon this issue, there was 

generally agreement with views expressed by service users. The predominant view 

expressed by service users was that the approach to treatment in CAMHS was not 

suited to their developmental stage as they reached late adolescence. This is 

illustrated by the following quote from Becky:    

―I think they just like treated you like a child, like even, like I know seventeen isn‟t 

that old but they did kind of treat you like you were a child... like the whole 

environment of it and just the way they spoke to you it was just like you were a 

child‖ (Becky, P5:L8) 

Amy‘s experience, however, differs markedly. She indicated that due to her illness 

she has missed out on normative adolescent developmental milestones, and thus 

had not achieved the level of maturity that may typically be expected at the age of 

eighteen. As a result she has struggled with her recent move to adult services: 

―I must have been just about to go onto eighteen but I wasn‟t... I‟d missed the 

whole fifth year at school so I‟d missed out on all of that chance to grow up or 

whatever.” (Amy, P14:L30) 

There was agreement between Amy and her parent on this issue within the 

interviews. Both remarked on how this impacted on the transition to adult services, 

which will be discussed further in theme two.  

Two participants reflected on their personal experiences to make suggestions 

regarding how the timing of transitions may be improved. Donna, who was referred 

to CAMHS at the age of seventeen and a half, spoke of the need for decisions to be 

individually determined so as to take account of developmental needs:  
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―I think it should maybe be more assessed on the individual patient rather just „oh 

you‟re not 18 so you‟re in CAMHS.‟ I think that‟s maybe something that needs to 

change... cause some people are more mature and some people are less mature.” 

(Donna, P5:L22) 

David, echoed this view. His use of language conveys a sense of frustration with the 

perceived rigidity of service structures, in which the timing of transition is primarily 

determined by chronological age: 

―It should be... what‟s... what‟s best for this patient and even if she‟s nineteen and 

she‟s better at CAMHS leave her. If she‟s sixteen and needs to be at adult services 

move her, stop the rigid lines deal with the person who‟s ill.‖ (David, P26:L16)  

In relation to the timing of transitions, the central issue reported by participants 

was the need for greater flexibility in the eligibility criteria for services and how 

decisions are determined. The use of chronological age was seen as a poor proxy 

for decisions based upon an assessment of the ‗goodness of fit‘ between the service 

and the developmental needs of the individual.   

Feelings about transition  

Most participants described the process of transition as fearful. Words such as 

nervous, worried, frightened and scared were repeated throughout the interviews. 

Participants‘ spoke of several factors contributing to feelings of fear associated with 

the transition to AMHS. These included; loss of relationships with familiar clinicians, 

a lack of clarity regarding the input that would be provided by AMHS, lack of 

familiarity with the new service, and the absence of clear plans for the transition. 

Several participants reported that they believed, or were told by clinicians in CAMHS, 

that AMHS would not provide the same level of service. This made the prospect of 

transition particularly anxiety provoking, as articulated by Donna amongst others:  
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―I was, was quite nervous and I was quite, I suppose I was quite worried that I 

wouldn‟t get as much support because you always think that children get looked 

after better than adults, whereas when you‟re out in the adult service you wouldn‟t 

get looked after as well.‖ (Donna, P11:L5) 

Two service users who were receiving treatment in in-patient settings prior to their 

transition to AMHS, also spoke of fears associated with the loss of structure and 

boundaries provided by the hospital environment:  

―Well like I said. I didn‟t know what the treatment was going to be and I thought that 

maybe because I was coming home there obviously wouldn‟t be as much 

boundaries so I thought I was maybe going to go like more unwell... I was really 

scared.‖ (Fiona, P6:L19) 

A somewhat divergent view was expressed by two service users, Elaine and 

Becky. Both women reported feeling dissatisfied with the input they received from 

CAMHS and expressed hopeful trepidation about the move to adult services. 

Twenty-year-old Elaine described how she hoped that clinicians in adult services 

would have more expertise, or adopt a different approach to treatment:  

―I think I was quite nervous... but at the same time I was maybe a bit more hopeful 

that, I just thought maybe they‟ll know what they‟re doing and will give me 

something different that I‟ve not tried‖ (Elaine, P8:L27)  

For carers, an additional factor that contributed to fears about the transition was 

exclusion from, or limited involvement in, preparations for this. The following quote 

from Audrey, a mother of two in her mid-forties, suggests that limited communication 

about the plans for her daughter‘s transition contributed to feelings of uncertainty and 

confusion: 
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Audrey: ―It was just like going into the unknown all the time. Nobody explained 

anything...‟you‟re passed on to this person now‟ or „you‟re going here‟. I think that 

was quite hard... going in and like starting again, not knowing anybody and I think 

maybe if we had a couple of meetings or something before she was discharged to 

meet people it wouldn‟t be so bad or so hard.‖ 

Interviewer: ―Uh hu, how did it make you feel?‖ 

Audrey: ―Quite nervous and worried‖ (Audrey, P27:L8)                                                                                                                                        

The prominent emotion associated with the process of transition amongst 

service users and carers was fear. It was notable that this was described as a fearful 

experience both by those who reported involvement in plans for transition and those 

who did not. However, where preparations for transition were built into the process 

this helped to alleviate some of these anxieties, as discussed previously. Where 

there was a lack of information or, in some cases perhaps, misinformation about the 

input that would be received in AMHS this clearly contributed to anxieties. For 

carers, a lack of communication regarding plans for transition added to fears about 

this process. However, for participants who perceived their experience in CAMHS 

negatively, the prospect of transition was associated with hope that they may have a 

better experience in adult services.      

Theme 2: Shift in Treatment Ethos   

The shift in treatment ethos between CAMHS and AMHS was discussed by all 

participants. Participants‘ reflections on the shift in treatment incorporated three 

themes: autonomy, confidentiality and change in treatment approach. 
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Autonomy  

The concept of autonomy stems from the Greek origin of the word meaning ‗self-rule‘ 

and ‗self-determination‘ 40. In the current study this term is used to reflect the 

capacity to make choices about one‘s treatment and to understand the implications 

of these choices.  

The shift in approach to treatment towards service users having greater 

involvement in decision-making and taking on more responsibility was remarked on 

by all service users. Most service users perceived this change positively. There was 

a tendency to contrast the more directive approach to treatment experienced in 

CAMHS with more collaborative approaches adopted in AMHS. Claire described 

how she more readily accepted this approach to treatment:    

―I think it‟s not as much, it‟s not forceful here but it‟s not „you must do this or that‟ 

it‟s what you want to do... I accepted it better.‖ (Claire, P19:L3) 

A number of service users also spoke of an increased focus on their developing 

understanding of their illness within adult services, which helped them to accept 

responsibility for treatment. This point was elaborated upon by Donna:  

―I did kinda feel like decisions were made for you in CAMHS and you kinda had to 

go along with it and nothing was explained in terms of how it was going to help you 

or how ...  I think you probably never understood how bad the illness could be I 

think that it was just kinda like, „You‟re not well and we‟re telling you you‟re not well 

and this is what you have to do‟, whereas when you moved into the adult services 

there was more focus on trying to understand what the illness was and in turn that 

helps you to deal with it and accept you are really ill.” (Donna, P5:L1) 

This aspect of the shift in treatment ethos was only remarked upon by two carers. In 

both accounts the views expressed were congruent with those abovementioned. 
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Audrey described how she perceived these changes to have benefitted her 

daughter:  

―I think that‟s what Freya needed. Someone to actually listen to what she was 

saying... and work ways around to help her, which she thought would be helpful 

rather than what they thought would be helpful... I think they‟re good that way... 

rather than having demands.‖ (Audrey, P19:L15)  

Some service users indicated that they experienced difficulties taking on more 

autonomous role in treatment, as was expected within AMHS. The following quote 

from twenty-year-old Elaine suggests that she struggled with this:  

―I know that like you‟re an adult and you‟re supposed to take responsibility for 

yourself but then you maybe can‟t.‖ (Elaine, P10:L36) 

This issue was also reflected upon by Elaine‘s parent, who stated that her daughter 

would like someone else to take responsibility for her eating. This point was 

extended further by eighteen-year-old Amy. Amy‘s use of language conveys a sense 

of ambivalence about treatment suggesting that it was difficult for her to accept 

treatment but she almost wished to be compelled to do so: 

―It was a bit hard because they kind of just turned around and said „You‟re eighteen 

now so all of the decisions are up to you‟. I don‟t like decisions at the best of times 

but when it‟s... I‟m also caught up in all my thoughts or whatever and my thoughts 

are saying „don‟t go back because you can then do what you want‟ or whatever 

then at the same time I want help and you just don‟t know. You kind of just want 

someone to make that decision but they‟re not going to do it for you.‖ (Amy, 

P12:L6) 

A number of carers‘ described how they modified their approach to supporting 

their loved one, in line with the shift in treatment approach. There was a parallel with 
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normative changes in parent-child relationships as children reach adulthood, with 

parents moving from a more directive approach to an encouraging and facilitative 

stance. This is illustrated by the following quote from Erica, a working mother of two: 

―You know increasingly now it‟s up to you Jane. I will guide you, I will try my 

upmost, but in the end it‟s up to you.‖ (Erica, P19:L15) 

For carers there were both pros and cons to this change in role, as reflected in a 

statement from Barbara:  

―Well it‟s good that you‟re not I suppose being the baddy ... but at the same time if I 

was feeding her she‟s be eating more.‖ (Barbara, P38:L44) 

Most service users valued the opportunity to have increased control over 

decisions about their treatment. However, some experienced difficulties with this 

change in role. The service users who struggled to accept these new responsibilities 

conveyed a greater sense of ambivalence about engaging in treatment, and 

appeared to have an external locus of control in relation to this. Delayed 

development of maturity also appeared to contribute to these difficulties.  

Where discussed by carers, there was congruence within parent-child dyads on 

this topic, indicating that parents‘ were insightful about what this shift in treatment 

approach meant to their daughters‘. From a carers perspective there was recognition 

the move to adult services also necessitated a shift in how they supported their loved 

ones.  

Confidentiality  

For most participants the move to AMHS heralded the introduction of 

confidentiality. However, in some cases confidentiality was implemented in CAMHS 

once the service user turned sixteen.    
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Most service users discussed how their parent‘s role in treatment changed 

following the implementation of confidentiality. There were mixed views on the 

benefits of this. For some service users, such as Becky, this was viewed favourably:    

―I just prefer it. I just prefer to like deal with it myself em like she‟s [Mother] still like 

aware of like what‟s going on. I do kind of tell her things but she‟s just not as, she‟s 

just not got as big a role as she did at CAMHS.‖ (Becky, P10:L1)  

Others indicated that there were both pros and cons to confidentiality. The service 

users who experienced difficulties adopting a more autonomous role within 

treatment, indicated that confidentiality to some extent maintained secretive aspects 

of their eating disorders. The following quote from Elaine conveys a sense of tension 

between her desire for confidentiality and insight that this may not be beneficial: 

Elaine: ―I wanted everything confidential so I kept a lot of it to myself.‖ 

Interviewer: ―Uh hu, and how was it for you to have that change?‖ 

Elaine: ―I felt better with it, but it‟s kind of part of the illness. I still do the same thing 

I keep all that side of things to myself and just tell mum just to stay out of it. So I 

don‟t know, I kind of, I think in a way it‟s helpful but in a way I can see what it‟s not 

to the same extent.‖ (Elaine, P3:L40) 

Confidentiality was a very salient and emotive issue for carers. All carers 

discussed the resultant change in their role in their daughters‘ care and difficulties 

associated with this. All carers indicated that they were less involved in treatment 

and received less information from services. Barbara provided an account of how 

she continued to support her daughter to attend appointments but no longer had any 

knowledge of her treatment:    

―It was, it was difficult and when Aislinn turned sixteen and you were told nothing it 

became even more difficult because I didn‟t know her weight, I didn‟t really know 



68 | P a g e  
 

what her treatment plan was, I just picked her up at school and took her to every 

appointment they told me to take her to, and sat in the waiting room.‖ (Barbara, 

P7:L2) 

All carers indicated that exclusion from treatment significantly contributed to 

their concerns and worries, adding to difficulties associated with the caregiving role. 

This was particularly difficult for carers whose loved ones remained unwell. The 

majority of carers expressed a desire for more involvement in treatment, so that they 

would be included in decision-making, notified of important information and could 

provide information to services. On the other hand, most carers acknowledged that 

confidentiality was important from a service user‘s perspective to foster trust with 

clinicians and the development of autonomy. David articulated the predicament 

created for services by the opposing needs of service users and carers:   

―I totally understand that confidentiality aspect although I don‟t totally agree with it. 

I think that is always going to be the barrier. The first duty of the... team is their 

duty to my daughter, which is correct and it just so clashes with what our needs 

are. I think that sums it up and that will always be.” (David, P40:L29) 

Where AMHS clinicians established relationships with carers and retained open 

lines of communication, within the boundaries of confidentiality, this helped to allay 

carers concerns somewhat. A number of carers spoke of clinicians being accessible 

and contactable should they have concerns, although frustration about the lack of 

information remained an issue for some. Audrey, described how the knowledge that 

she could express concerns to clinicians in AMHS helped to reduce her stress:   

 ―I think the stress has been took a wee bit off me, with knowing that I can phone 

up and say... „Freya is really struggling, she‟ll probably not tell you this but...‟ and 

they‟d say „well we‟ll talk to her about it. ‖ (Audrey, P23:L10) 
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Where carers felt excluded by AMHS or did not have any communication with 

clinicians, they found it difficult to know where to turn if they had concerns about their 

loved one. Cathy conveyed a sense of feeling lost and not knowing how to help her 

daughter access support:  

―It‟s really difficult cause I can see at times that she‟s not doing well and then there 

are some times where she‟ll say „ I need help mum but I don‟t know where to go or 

I don‟t know what to do‟ and I don‟t know what to do either.‖ (Cathy, P15:L1) 

A number of carers highlighted that they did not have adequate preparation 

about how their role would change following the transition to AMHS, and that this 

should be discussed more in the lead up to the transition. The lack of preparation for 

this change left some carers with uncertainties about their rights:  

―I would hope that if there was a concern that [the dietician] would contact me but I 

don‟t know. I don‟t know if she can without asking Jane if she can contact me. So 

to me there are grey areas as to exactly my rights now.” (Erica, P11:L11) 

Confidentiality was a very important issue for carers but appeared less so for 

service users. Most service users chose to share only limited information with their 

parents. However, they had mixed views on the benefits of this with some service 

users indicating that this may contribute to secretive aspects of their eating disorder. 

Carers unanimously reported that the difficulties accessing information about their 

loved ones treatment following the implementation of confidentiality contributed to 

their worries and concerns. However, where AMHS clinicians developed 

relationships with carers and maintained open lines of communication to enable 

carers to express concerns, this helped to alleviate some of these concerns. Some 

carers were unclear of their rights and it was suggested that carers would benefit 

from greater preparation for how their role in treatment may change in AMHS.   
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Change in treatment approach  

In line with the changes outlined in the preceding sections, all participants 

described a shift from a family based approach to treatment to a more individual 

approach. Service users tended to compare their experiences of treatment in 

CAMHS and AMHS. All service users described difficulties expressing themselves 

during family sessions in CAMHS. Several factors contributed to this included 

feelings of guilt, fear of parental anger or disapproval, and shyness. Most service 

users expressed a dislike of family sessions and some described them as 

distressing. Becky described how she found it difficult to speak freely within family 

sessions, contrasting this to her experience in AMHS:   

―I think in CAMHS like em because my mum was there a lot of the time I didn‟t 

really like, I probably wasn‟t as honest as I should have been because like, like I 

knew that she‟s like get angry and stuff but at the adult service I can just kinda be 

honest. There were just certain things I just didn‟t want, like I didn‟t feel 

comfortable saying in front of my mum.‖ (Becky, P13:L6) 

Only one service user spoke more positively of her experience of family 

sessions. It was notable that this woman reported having individual sessions first and 

only starting family sessions latterly in CAMHS. This differed from the accounts of 

other service users. Amy described how, although family sessions were difficult, they 

helped to facilitate better communication within her family:   

Interviewer: ―How did you feel about your family‟s involvement in the treatment?‖ 

Amy: ―A bit mixed.  Sometimes I wanted to hide it all from them and like, yeah so I 

could get away with things but at the same time I wanted someone to be there and 

to understand – someone I could talk to at home and stuff.  Our communication 
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was not there and the family therapy then helped us open-up a bit more to each 

other.‖ (Amy, P3:L5) 

This notwithstanding, all service users described individual sessions as 

preferable to family sessions. The majority of service users indicated that individual 

sessions provided an opportunity for them to open-up about their thoughts and 

feelings. The following quote from Fiona portrays how she developed her voice 

within individual sessions:   

 ―I felt as if I could speak more. Like I could say how I was feeling and maybe 

reasons why I was being sick or doing what I was doing... it took me a good few 

years to open up‖(Fiona, P11:L32)   

Some service users indicated that they felt it would be helpful to continue to have 

family sessions alongside individual sessions in AMHS, as family sessions were 

considered to help communication. This point was articulated by Claire:    

―It was better [less parental involvement] but I think they needed to be more 

involved so they knew what was going on as well, cause it‟s hard to go home and 

say things, there were some things that if they were told then it was easier... I think 

some individual but some family as opposed to just no family.‖ (Claire, P18:L28) 

While the majority of carers expressed a desire for more involvement in 

treatment, carers view on family based approaches differed. Some indicated that 

they found family therapy helpful: 

 ―We started family therapy all together... we found that very positive‖ (Erica, 

P5:L5) 

 However, for others family therapy was experienced as intrusive:  

―I feel we were, analysed inside out‖ (Cathy, P3:L17).  
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In cases where carers reported that a family based approach to treatment was 

adopted within CAMHS, the majority of carers indicated that they did not have the 

required support to implement this within the home: 

―If there‟s gonna be a treatment model of family therapy and family, the home is 

the place where they get better they need to put more support workers in. It 

doesn‟t even need to be every day. If my wife and I had known that on a 

Wednesday we‟d get a day off it that would have got us through the Thursday, 

Friday, Saturday.‖ (David, P50:L2) 

There was no consensus on how carers would like their involvement in 

treatment to be increased beyond greater information sharing, as outlined in the 

previous section. However, all but one carer described some form of involvement 

with AMHS. A number of different forms of involvement with AMHS were described 

such as attending review meetings, provision of information about eating disorders, 

attending education sessions or having sessions with clinicians, either individually for 

support or with their loved one. These were generally perceived as helpful. The more 

involvement with AMHS that carers described the more positively they tended to 

speak of this. Cathy described attending carers information sessions:    

Cathy: “I came to carers meetings last year. They did six carers meetings like for 

husbands, wives, mothers, dads or whatever. So I came to they meetings and em 

a couple of them did those meetings, like the team had they meetings but that 

wasn‟t specific to Tina that was just like generally how to cope and generally how 

to deal with a person with an eating disorder.”  

Interviewer: “And how did you find those sessions?” 

Cathy: “Yeah, I really enjoyed it.” (Cathy, P15:L23)   
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All participants experienced a more individual based approach to treatment 

following the transition to AMHS. Service users expressed a preference for individual 

sessions over family sessions, with the majority indicating that it was easier to open 

up about their thoughts and feelings on an individual basis. All service users spoke 

of difficulties with self-expression during family sessions in CAMHS and most 

expressed a dislike of these sessions. However, some service users reported that 

family session helped to improve communication within the family, and that the 

continuation of these alongside individual sessions in AMHS would be helpful. 

Carers had mixed experiences of family based approaches to interventions. Some 

perceived them as helpful while others did not. Although carers expressed a desire 

to be more involved in treatment there was no clear consensus about what this 

would entail.  The majority of carers reported that they had some form of involvement 

with AMHS, while this took different forms, any type of information, support or 

involvement in treatment was generally considered helpful.  

Theme 3: Outcome of Transition  

All participants discussed how the experience of transition from CAMHS to 

AMHS impacted upon them or their loved one. There was considerable variation in 

participant‘s account of the outcomes of transition. Three themes formed this super-

ordinate theme: development, disruption, no difference.  

Development 

A number of service users and carers spoke of positive developments following 

the transition to AMHS. Several participants spoke of how they or their loved one 

developed increased insight into their illness following their transition to AMHS. 

Participants related this to the increased focus on developing understanding within 
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AMHS, having the opportunity to open up within individual sessions and access to 

specialist services. Becky described how she now has a better understanding of her 

eating disorder:  

 ―I think at CAMHS they didn‟t really, like we never really looked into like why it 

started and I think but now I can understand why it all kind of started but I didn‟t 

really like, I don‟t, I don‟t know like it just didn‟t really make sense but now it makes 

more sense.‖ (Becky, P3:L13) 

Similarly, David spoke of psycho-educational and therapeutic work undertaken with 

his daughter in AMHS, and how this helped her to develop insight into her illness: 

 ―I think even from some of the stuff she‟s found out about diet and what food does 

for you and to the work they‟ve tried to do about body image. Em, you know I think 

that she has got quite a good insight into her illness now.‖ (David, P47:L28) 

Some service users spoke of developing better relationships with clinicians in 

AMHS or becoming more engaged with services. This was also remarked upon by 

one carer. Within the interviews it appeared that this was related to improved 

communication and more collaborative relationships with clinicians. Fiona described 

the positive therapeutic relationship she developed with a clinician in AMHS:   

―She [clinician] was quite hard on me but we got on really well and like we would 

have a laugh and that would keep me a wee bit upbeat and... but I think the 

relationship like that we had was really really helpful.‖ (Fiona, P10:L29) 

Audrey reflected on how the development of positive relationships and 

communication with clinicians helped her daughter to make progress:    

―I think she‟s come on leaps and bounds since she came to adult services. She 

seemed to be more em... I think she seemed to like the staff more up here. She 

seemed to communicate with them.‖ (Audrey, P15:L25) 
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Some carers discussed how they felt the transition to adult service had helped 

their loved one to become more independent. Erica described how her daughter 

lacked confidence in her ability to act autonomously, but as a result of the shift in 

treatment ethos in adult services she was being slowly gaining in confidence:  

―They‟ve said... right you‟re kind of more on your own and she‟s thought, „right, ok I 

can do this actually‟ and all the while she‟s thinking „I don‟t know if I... oh I did do it, 

oh I did it I managed‟.‖ (Erica, P19:L4)  

Participants discussed a number of key areas of development including 

increased insight, better relationships with clinicians, increased engagement with 

services and increased independence. It appeared that these changes helped to 

facilitate progress for some of the service users, with two individuals being described 

as in recovery.  

Disruption 

For some participants the transition between CAMHS and AMHS resulted in a 

disruption of care, which negatively impacted on service user outcomes. This was 

related to gaps in service provision and discrepancies between level of service user 

needs and the level of input provided. Claire spoke of how the adult service she was 

transitioned to failed to provide the level of support she needed to maintain progress 

achieved as an inpatient:       

―I think at that point, if I‟d come out and I could have come somewhere like here 

[Eating Disorder Service] I don‟t think I would have had to go back in as ill as I 

was... Cause I was doing well but then they just... through not having any meal 

support or anything it just... and going to someone to get weighed wasn‟t really 

doing anything for it so.‖ (Claire, P11:L22) 



76 | P a g e  
 

Cathy appraised the impact of her daughter‘s transition as having been detrimental 

to her recovery:   

Interviewer: “Do you feel that the experience of moving between services has had 

any impact on Tina?”  

Cathy: “I think it‟s been detrimental to her recovery. I definitely do. There has been 

no continuity and no...  gaps everywhere.‖ (Cathy, P21:L12) 

Another disruption experienced by participants was disruption of relational 

continuity. The transition from CAMHS to AMHS necessitated a change in clinical 

team for all participants. However, in a minority of cases, participants had a clinician 

who remained with them throughout their journey of care. How participants perceived 

the change in their clinical team following transition was, to a large extent, dependent 

on the nature of their relationships with CAMHS clinicians and subsequently with 

AMHS clinicians. The termination of relationships due to transition was more 

disruptive where trusting therapeutic relationships had been established. Amy spoke 

positively of her relationship with the psychologist at CAMHS and conveyed a sense 

of loss at the ending of this relationship:  

―I had known [my psychologist] for four years or so and I got on really, really well 

with her and I didn‟t really understand why my age meant I had to really change 

people but... just the way it is.‖ (Amy, P10:L13)  

It was notable that participants not only experienced disruptions in relationships 

as a result of the transition between services, some participants also experienced 

changes in clinicians due to staff turn-over or sickness. In a few cases, service users 

experienced the loss of several key clinicians, in addition to transition related 

changes. Several participants spoke of difficulties ‗starting again‘. The difficulties 

associated with the disruption of relational continuity are clearly articulated by Claire:  
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―Even with like therapists that I seen, I seen about four or five, which I always find 

hard and still do cause you build up trust with somebody and then they disappear 

and you have to start all over again with the simple questions of when did it start, 

how did it... and all that.‖  (Claire, P6:L8) 

Participants discussed two key types of disruption that they experienced as a 

result of transition. These were disruption of care and disruption of relational 

continuity. Where participants described disruptions of care, these were reported to 

have negatively impacted on service user outcomes. The impact of disruptions of 

relationship continuity was most significant for those who lost positive therapeutic 

relationships with CAMHS clinicians or who experienced multiple changes of 

clinicians.  

No Difference   

Some service users and carers indicated that they felt the transition from 

CAMHS had neither a positive nor a negative impact. In these accounts participants 

generally conveyed that personal readiness to change was more pertinent than 

changes in service or intervention approach. The importance of personal readiness 

to change is illustrated in the following quote from Elaine:   

Interviewer: ―Do you feel that the process of moving from the child service to the 

adult service has had any impact on your eating disorder?”  

Elaine: ―I don‟t think so, I think what would happen would happen. If your mind is 

not in the right place to, you‟re not ready to change then you wouldn‟t.” (Elaine, 

P17:L15) 
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Erica indicated that she was unsure whether her daughter felt the move to adult 

services resulted in her receiving less support but similar to Elaine her use of 

language conveyed a sense that ‗what would happen would happen‘: 

“I don‟t know, I think her battle goes on and whether had she stayed on in the 

adolescent it would be the same the battle carried on, whether she perceived there 

is less support, she is more on her own I don‟t know.‖ (Erica, P18:L40) 

Interestingly, one carer described how she and her daughter had differing 

opinions on what helped to facilitate her process of recovery. Audrey indicated that 

she perceived that the nature of support her daughter received from a specialist 

service to have facilitated her progress, while her daughter more so emphasised her 

personal readiness to change: 

“I think she should have got put here [eating disorders service] first, she wouldn‟t 

have maybe had that journey of being ill all that length of time … Then when I say 

that to Freya she says „I‟ve not wanted to change then‟” (Audrey, P17:L20) 

Within the interviews the language used by service users frequently reflected 

the Transtheoretical Model of Behaviour Change 41,42, with individuals describing 

pre-contemplation, contemplation, resistance, ambivalence, decisional balance, 

action and relapse. For some service users the changes described in theme two 

seemed to facilitate a progression towards action but others remained at an earlier 

stage of change. Several participants indicated that personal readiness to change 

was more pertinent than changes in services or intervention approach, thus the 

transition was not considered to have had a significant impact on service user 

outcomes. 
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DISCUSSION 

The aim of this study was to explore the transition between CAMHS and AMHS from 

the perspectives of both young people with eating disorders and carers who had 

been through this process. Participants appeared motivated to discuss their 

experiences of the transitional care. All but one interview lasted over 30 minutes, 

with the majority of carers‘ interviews extending to over an hour, suggesting that 

participants were interested in discussing this topic.  

The data collection revealed a greater level of information about transitions 

than was expected, covering those between CAMHS and AMHS, and within tiers of 

service provision. The complexity of transition experiences meant that it was difficult 

for some participants to consider their experiences and feelings about the transition 

from CAMHS and AMHS in isolation from other transitions. Therefore, aspects of 

other transitions were inevitably incorporated within the data. Although unintended, 

this helped to identify broader issues related to the experience of transition.      

Three superordinate themes were identified: ‗Transition Experience‘, ‗Shift in 

Treatment Ethos‘ and ‗Outcome of Transition‘. Although each theme was distinct in 

its own right, many of the participants indicated that ‗Transition Experience‘ or ‗Shift 

in Treatment Ethos‘ impacted upon the ‗Outcome of Transition‘.  A visual 

representation of this is illustrated in Figure 1 (page 56).  

There was generally a high degree of concordance between the accounts of 

services users and carers. However, some themes were more pertinent for one 

group than the other, and views on the shift in treatment ethos differed somewhat 

between groups. Other studies have identified that the views of individuals with 

eating disorders and their relatives are largely similar 43,44.  
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Transition Experience: The first theme explored participants‘ experiences and 

feelings about the process and timing of transition. The prospect of transition from 

CAMHS to AMHS was associated with feelings of fear or anxiety for most 

participants. Several factors contribute to anxieties about the transition, including the 

loss of familiar relationships, uncertainty about AMHS and the absence of clear plans 

for the transition. Similar anxieties about transition to AMHS have been identified 

amongst young people with mental health problems and their carers 18,45.  

Most service users had some form of preparation for the transition from 

CAMHS to AMHS, but carers were involved to a lesser degree. Transition plans that 

included several elements to help prepare participants for transition and ensure 

continuity of care were considered most beneficial. Where participants reported an 

absence of transition planning, it appeared that disruptions of care were more likely 

to occur. This is consistent with findings from studies of user perspectives on 

transitional care in physical health 46,47 and mental health 18,45. These findings are 

also in line with the recommendations of recent guidelines and policies on 

transitional care which emphasise the importance of a planned and coordinated 

transition process 14–17,19.  

Being involved in plans and preparations for transition helped to alleviate some 

of the anxieties experienced by service users and carers. Where there was limited 

involvement in plans for transition, or communication regarding the transition, the 

converse was true. This was a more notable difficulty for carers, as they were less 

likely to be included in transition planning. Singh et al. 18 noted that attending 

transition planning meetings helped to allay parental concerns about transition. 

However, in contrast to the current study, it was reported that at least one parent 

attended transition planning meetings in most cases 18. Thus, it may be that young 
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people with eating disorders are more reluctant to have parental involvement in their 

care than young people with other mental health problems.   

All service users and carers reported that age-based criteria were used to 

determine the timing of transition. This resulted in service users receiving treatment 

at services that they did not perceive to be suited to their developmental needs. The 

need for more flexibility in the eligibility criteria for services and how decisions are 

determined was highlighted by participants. The experiences of participants in the 

current study are in contrast to the approach delineated with recent policies and 

guidelines, which advocate that the transition from child to adult services should be 

viewed as a flexible process, determined by individual needs 14–17,19,20. Other studies 

of service user perspectives on transitional care have also highlighted the need for 

transition to be based on individual readiness and developmental maturity 46,47.  

Reports on transitional care in eating disorders have highlighted that fears of 

maturity, and delayed emotional or intellectual development as a result of illness, 

require additional consideration when managing transition to AMHS for young people 

with eating disorders 23,29. While this issue was evident for one of the service users in 

the current study, service users more commonly reported feeling the treatment 

approach in CAMHS was not age-appropriate. Indeed a number of service users 

indicated that they would have chosen to transfer to adult services earlier.       

Shift in Treatment Ethos: The second theme offers a framework for 

understanding how service users and carers experience the differences between 

CAMHS and AMHS. There were some similarities with other studies of transitional 

care in physical health and mental health.  

In line with previous reports, most service users valued the opportunity to have 

increased control over decisions about their treatment 18,47. However, some service 
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users struggled with the expectation that they should assume a more autonomous 

role in treatment, and wished others to retain responsibility for decision-making. It 

may be that some young people had the developmental maturity to cope with these 

changes, while others did not. This fits with the recommendation that a gradual 

introduction of an ‗adult like approach‘ may be required for young people who have 

fears of maturity or delayed development in other domains23. Other studies have 

identified that complete control over treatment is not deemed desirable by individuals 

with eating disorders 48,49. A combination of autonomy and direction has been 

reported as the most successful approach, balancing service users needs for 

guidance and control 49. This would be consistent with the needs expressed by 

service users in the current study.  

Service users perceived the approach to treatment in AMHS to be more 

collaborative than CAMHS, with an increased emphasis on developing their 

understanding of their illness. Most service users perceived these changes 

positively. This is in line with findings that individuals with eating disorders rate 

collaborative approaches as more acceptable than directive approaches 50, and 

value treatments that focus on issues underlying the eating disorder 51–54.    

For most participants, the move to adult services and implementation of 

confidentiality occurred concurrently. Following this move, carer involvement with 

services was more limited, and many reported difficulty accessing information about 

their loved ones‘ treatment. Exclusion from treatment greatly contributed to carers 

worries and concerns. These findings concur with previous studies of carer 

perspectives in the areas of mental health 18 and eating disorders 24.  

Carers in the current study found it particularly difficult when they had no point 

of contact in AMHS, and felt unable to express their concerns. This difficulty was 
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also reported by parents of individuals with mental health problems in a study on 

transitional care 18. However, where open channels of communication were 

maintained between carers and AMHS clinicians, this helped to alleviate some of 

these worries. It was also evident that some carers were unclear about their rights 

and would benefit from greater preparation for the change in their role in treatment. 

The needs identified by carers in the current study support the recommendations for 

carer education, and preparation for transition, outlined in guidelines for transitional 

care 17.  

Most service users chose to limit their parents‘ involvement in treatment 

following the move to adult services. However, there were mixed opinions on the 

benefits of this. In accordance with the findings from studies of young people with 

mental health problems 45, some service users preferred not having parental 

involvement in their care. However, others indicated that while they desired 

confidentiality this was related to, and potentially contributed to, secretive eating 

disordered behaviour. This issue has not been identified in other literature on 

transitional care and may be unique to eating disorders.   

In CAMHS the family unit was most commonly the forum for therapy, while in 

AMHS service users received therapy on an individual basis. Service users 

expressed a preference for individual sessions over family sessions. The majority of 

service users indicated that it was easier for them to express their thoughts and 

feelings in individual sessions. By contrast, service users described difficulties with 

self-expression during family sessions and some reported finding these sessions 

distressing. Difficulties with emotional expression in eating disorders have been 

reported in the literature 6,43,55. This would appear relevant to the difficulties service 

users described with emotional expression in family sessions. It was notable that 



84 | P a g e  
 

where individual therapy was provided first, family therapy was considered more 

helpful by the service user.  

Carers expressed a desire to be more involved in treatment, as has been found  

in other studies of transitional care 18 and carer perspectives in eating disorders 

24,27,28,56,57. Where carers reported that they received information, support, or had 

some involvement in treatment in AMHS, this was considered helpful. This is in line 

with national guidelines on the treatment of eating disorders, which recommend that 

services should involve carers and family members, and offer support and education 

21. The continuation of family involvement is also recommended within clinical 

guidelines on transitional care in eating disorders 23,29, and information sharing is 

considered vital in cases with significant medical risks 30. However, the challenge of 

balancing this with confidentiality is acknowledged 21,30,58. 

Outcome of transition: The third theme explored the range of outcomes of 

transition reported by participants. These included Positive Developments, 

Disruptions, and No Notable Differences.   

Participants discussed a number of positive developments as a result of their 

move to adult services. These included increased insight, better relationships with 

clinicians, increased engagement with services and increased independence. These 

positive developments appeared to be related to the change in treatment ethos in 

adult services, as discussed in the above section. The importance of the therapeutic 

alliance 53 and effective communication 49 has been highlighted in previous 

qualitative studies in eating disorders. Increased independence has also been 

reported as an outcome of transition in mental health, and in most cases young 

people felt that their mental health improved following transition 18. It was notable 

that the majority of participants in the current study received treatment within 
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‗generic‘ CAMHS and then moved to ‗specialist‘ AMHS. Most participants felt that 

‗specialist‘ clinicians had a better understanding of eating disorders and valued their 

expertise, which may also have contributed to positive developments following 

transition.  

Participants discussed two key types of disruption that they experienced as a 

result of transition: disruption of care and disruption of relational continuity. Where 

participants described disruptions of care this appeared to relate to poorly planned 

transitions, with gaps in service provision or an inadequate level of input following 

transition. This negatively impacted on service user outcomes. These finding concur 

with reports in the areas of physical health 14 and mental health 18 that a disruption of 

care during transition can negatively impact health and well-being.  

Disruptions of relationship continuity were most significant where positive 

therapeutic relationships with CAMHS clinicians were terminated following transition, 

or where service users experienced multiple changes of clinicians. It was difficult for 

service users to develop trusting therapeutic relationships, and so the impact of 

losing these, once established, was considerable. Carers also commented on 

difficulties involved in changing teams and ‗starting again‘. The issue of relational 

continuity was also identified by Singh et al. 18 in their study on transitional care in 

mental health. Participants indicated a desire for more flexibility in relation to 

continuing relationships with clinicians with whom they had established relationships. 

Some participants indicated personal readiness to change was the most 

important determinant of outcome, therefore that impact of transition was perceived 

neutrally. Readiness to change is considered to be an important construct in eating 

disorders 8,59,60. Studies exploring service user perspectives on recovery in eating 

disorders have identified internal motivation to change or ‗stage of change‘ as a key 
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factor in recovery 51,61. Research has also been shown readiness to change to be 

predictive of clinical outcome including dropout from treatment, symptom change, 

maintenance of changes at follow-up and relapse 62,63. 

CONCLUSIONS 

Research on service user and carer perspectives has been relatively neglected 

within the field of eating disorders 64. There is limited knowledge of service user and 

carer experiences of treatment and pathways of care 33. To our knowledge, this is 

the first study to explore the experience of transitional care from the perspectives of 

young people with eating disorders and their carers.  

For most service users and carers the transition from CAMHS to AMHS was 

associated with feelings of fear and anxiety. Transitions that were planned and co-

ordinated provided the best continuity of care, while an absence of transition 

planning was associated with disruptions of care and negative outcomes. Both 

service users and carers desired more involvement in transition planning and 

decision making. They called for more flexibility in the eligibility criteria for services 

and timing of transition, highlighting the need for this to be determined on an 

individual basis taking account of developmental needs.  

  Differences in treatment approach between CAMHS and AMHS were 

explored. Service users experienced increased autonomy in AMHS. While most 

service users viewed this change favourably, some struggled with the expectation to 

take more responsibility within treatment. Service users favoured the use of 

individual therapeutic approaches in AMHS. This provided them with a forum for 

expression of thoughts and feeling, which they found more difficult in family therapy.  
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Carer involvement in treatment was limited in AMHS due to the implementation 

of confidentiality. This significantly added to parental worries and concerns. 

However, where AMHS established open channels of communication with carers, 

this helped to address some of these concerns. Service users had mixed views on 

the benefits of confidentiality and in some cases it appeared that, while desired, 

confidentiality perpetuated secretive eating disordered behaviour.   

Participants reported a range of outcomes of transition ranging from positive, 

through neutral, to negative. Positive outcomes included: increased insight, better 

relationships with clinicians, increased engagement with services and increased 

independence. Negative outcomes were associated with disruption of care and 

disruption of relational continuity. Where participants considered the outcome of 

transition as more neutral, personal readiness to change was deemed a more 

important determinant of outcome.  

In light of these findings it is important to consider the role of the 

Transtheoretical Model of Behaviour Change 41,42 in psychological treatment for 

young people with eating disorders. Given the potential functions that eating 

disorders may serve, many individuals are ambivalent about changing eating 

disordered behaviour. It is recognised that when an individual is at the 

precontemplative or contemplative stage of change, directive approaches or advice 

on how to change may lead to resistance, drop out from treatment, or even symptom 

escalation 65,66. An awareness of the stages of change model can enable clinicians 

to match their intervention to the service users readiness status and apply specific 

motivation enhancement techniques to encourage change, such as exploring the 

costs and benefits of change 67.  
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In the current study, service users valued the opportunity to explore their 

difficulties and develop their understanding of their condition, within collaborative 

therapeutic relationships. This is in keeping with the ethos of motivational 

approaches 50, and for some service users this approach facilitated a move towards 

the preparation, action and maintenance stages of change. Service users were more 

resistant to directive approaches, the primary focus of which appeared to be weight 

restoration. This suggests that there was a mismatch between the intervention and 

the service users‘ stage of change 50,67.  

The establishment of non-negotiable goals regarding nutritional intake are a 

vital component of treatment for eating disorders. It would appear that the manner in 

which this is implemented has a significant impact on service users‘ engagement in 

treatment. A collaborative approach to treatment that combines firmness with 

respect, acknowledging an individual‘s readiness status and anxieties about change, 

while assisting them to set realistic goals regarding nutrition and other aspect of 

treatment would seem most appropriate to meeting the needs of young people with 

eating disorders 50,54,66. These findings have important implications for services and 

clinicians involved in the care of young people with eating disorders.  

Clinical Implications  

Clinical guidelines for transitional care in mental health 45 and eating disorders 29,23 

have been proposed by a number of authors. These authors have highlighted 

several principles that are considered to facilitate the management of the transition 

process and ensure continuity of care. The current study by the use of IPA has 

enabled us to further elaborate these principles, and has added depth to the 

understanding of the importance of these principles in the area of eating disorders: 
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 Timing: Transition planning should start at least 6 months before the intended 

transfer date, and should not occur during a period of instability. An 

information package should be developed to be shared with service users and 

carers prior to transition  This would include information about adult services, 

differences in service provision and approach to treatment, confidentiality and 

parental involvement. It would also be helpful to provide a list of contact 

numbers for adult services.    

 Flexibility: The transition should be needs-led and flexible, with a primary 

concern for the patients‘ best interests. Singh et al. 45 have suggested an ‗age 

window‘ rather than strict cut-off age for transition, leaving flexibility to 

determine the optimal time for transition based on the service users needs. 

Service users and carers should be involved in decision making about 

transition and provided with options related to this from the point at which 

transition would be possible. More flexibility in the criteria for accessing AMHS 

would also be important to consider. In cases where eating disorders develop 

in later adolescence the need for transition may be avoided, and service users 

may receive more age-appropriate care, by direct access to AMHS.   

 Close collaboration: Providing opportunities to meet with new clinicians, joint 

working between services and parallel care are key elements of collaboration 

between services. The development of designated transition workers with 

posts split between CAMHS and AMHS has also been suggested by Singh et 

al. 45. These approaches would help to ensure continuity of care. There are 

also examples of eating disorder service in the UK that work with both 

children and adults, including one service with young people between the 

ages of 13 and 25 33. Such services would provide another way of addressing 
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transitional issues and would ensure greater relational continuity for service 

users and carers.  

 Working philosophy:  The gradual introduction of ‗an adult-like approach‘ is 

suggested. However, it may be that this would underestimate the 

developmental maturity of some service users. Individual assessment of 

maturity and decision making abilities would help to provide service users with 

the appropriate balance of autonomy and direction in adult services.    

 Working with carers: AMHS should continue to involve carers and family, 

offering support and education about eating disorders. Where service users 

are resistant to carer involvement, it remains important to establish open 

channels of communication with carers.   

Two additional recommendations from the current study concern preparation for 

change and greater consideration of the use of individual therapeutic approaches 

within CAMHS. 

 Preparation for change: Preparation for leaving CAMHS should address loss 

issues within relationships with clinicians. Motivational assessment to explore 

what stage of change a young person is currently at, and evaluate the pros 

and cons of moving to AMHS, would also be beneficial.   

 Individual therapeutic approaches: The finding that family therapy was disliked 

by all services users and experienced as distressing by some, warrants 

greater consideration of the use of individual therapeutic approaches within 

CAMHS. While clinical guidelines for the treatment of AN in children and 

adolescents recommend family interventions 21, and these approaches have 

the strongest evidence base 68–71, there is also evidence to support the use of 
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individual therapeutic approaches 70,7221. It appeared that individual sessions 

fostered skills in emotional expression which made the experience of family 

therapy easier at a later stage. Thus, services should consider the provision of 

individual sessions concurrently to, or prior to, family-based treatment.  

Implications for Future Research  

Further research is needed to fully understand the journey of care of young 

people with eating disorders. Future research could explore the multiple points of 

transition in more detail; this may be possible with a qualitative study using a smaller 

sample. Additionally, it would be helpful to understand the perspectives of CAMHS 

and AMHS clinicians supporting young people during the process of transition. 

Further investigation of service users‘ experiences of different therapeutic 

approaches would be helpful, particularly with regard to family-based versus 

adolescent focused treatments.    

Strengths and Limitations  

The current study has a number of strengths. This is the first study to explore 

the experience of transitional care in eating disorders from both a service user and 

carer point of view. The inclusion of both service users and carers enabled us to 

illuminate the experience of transition from different perspectives, helping to 

understand the similarities and differences in their needs for transitional care. 

Participants were recruited from a number of health board regions, thus the accounts 

of participants reflect a range of services and transition procedures.  

A number of limitations must also be noted. The majority of participants 

received treatment within generic CAMHS and ‗specialist‘ AMHS. As such, some of 

the reported changes in treatment ethos may relate to the level of specialism of the 
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service rather than differences between child and adult services per se. However, 

specialist eating disorder services for young people across the UK are scarce 29 so 

this may reflect typical experience of young people with eating disorders and their 

carers. No male service users were represented within the participants sample, nor 

were any identified in the potential pool of participants. Thus, we do not know if the 

findings from this study adequately represent their experiences of transitional care. 

Another consideration is that all participants were volunteers. It is possible that the 

characteristics of these individuals or their experiences may differ from those who 

chose not to participate.     
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Abstract 

Reflective practice can be characterised as ―learning through experience toward 

gaining new insights or changed perceptions of self or practice‖ (Johns, 2000, p 

3).This reflective account focuses on my experience of Renal Services as a Trainee 

Clinical Psychologist. Starting from a point of having little knowledge of renal 

disease, I have developed an understanding chronic kidney disease, its treatment 

and associated psychological sequela. Multiple sources contributed to the 

development of my understanding the psychological needs of renal patients 

including visiting a dialysis unit, individual therapeutic work with renal patients and a 

review of the literature in this area. I have come to recognise the significant gap in 

service provision for this patient group. This has both only brought feelings of 

sadness and frustration, but also provided motivation to act. 
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Abstract 

Reflection has been defined ―those intellectual and affective activities in which 

individuals engage to explore their experiences in order to lead to new 

understandings and appreciations‖. This reflective account focuses on my 

experiences on placement in a Plastic Surgery and Burns Unit. In particular, it 

focuses on how I developed my understanding of the role of clinical psychologists in 

assessment of individuals referred via ‗The Adult Exceptional Aesthetic Referral 

Protocol‘. Initially preconceptions about relative value of this role, compared to other 

roles performed by psychologists within the service, shifted as I learnt more about 

the prevalence of psychological issues amongst this population, risks associated 

with aesthetic surgery and the complexities of decision making. Multiple sources 

contributed to my learning including supervision, observation, therapeutic work and a 

review of the literature in this area.  
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permission of the publisher.  

Preparation of Manuscript 

Number all pages of the manuscript except the figures (including title page and abstract) 
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case letters centered at the bottom of the title page. Each page of the manuscript (excluding 

figures) should be identified by typing the first two or three words of the full title in the upper 

right-hand corner above the page number.  

(2) Abstract. (150-word maximum) should be started on a separate page, numbered 2. 

Type the word "Abstract" in upper and lower case letters, centered at the top of page 2. 

Authors of articles submitted to the Journal involving research data or reviews of the 

literature must now include the following information in the form of a structured abstract, 
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page: Objective: briefly indicate the primary purpose of the article, or major question 
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addressed in the study. Method: indicate the sources of data, give brief overview of 

methodology, or, if review article, how the literature was searched and articles selected for 

discussion. For research based articles, this section should briefly note study design, how 

subjects were selected, and major outcome measures. Results: summarize the major or key 

findings. Discussion: indicate main clinical, theoretical, or research applications/implications. 

The Journal will continue to use unstructured abstracts for case reports.  

(3) Text. Begin the text on page 3 and be sure to identify each page with the short title typed 

in the upper right-hand corner above the page number. Type the full title of the manuscript 

centered at the top, and then begin the text. The full title appears on page 3 only. Indent all 

paragraphs. While there is no maximum length for article submissions it is advisable that 

research be conveyed as concisely as possible.  

(4) References. Begin on separate page, with the word "References" typed in upper and 

lower case letters, centered at the top of the page.  

(5) Appendixes. Typed each appendix on a separate page labeled "Appendix A, B‖, etc., in 

the order in which they are mentioned in the text.  

(6) Footnotes. Start on separate page.  

(7) Tables. Tables should be double-spaced, including all headings, and should have a 

descriptive title. If a table extends to another page, so should all titles and headings. Each 

table should be numbered sequentially in Arabic numerals and begin on a new page. Be 

sure to explain abbreviations in tables even if they have already been explained in-text. 

Consider the tables and figures to be self-contained and independent of the text. They 

should be interpretable as stand-alone entities.  

(8) Figure captions. Start on separate page. Each figure caption should have a brief title 

that describes the entire figure without citing specific panels, followed by a description of 

each panel. Figure captions should be included in the submitted manuscript as a separate 

section. Be sure to explain abbreviations in figures even if they have already been explained 

in-text. Consider the tables and figures to be self-contained and independent of the text. 

They should be interpretable as stand-alone entities. Axes for figures must be labeled with 

appropriate units of measurement and description.  

Manuscript Form and Presentation 

All manuscripts are subject to copyediting, although it is the primary responsibility of the 

authors to proofread thoroughly and insure correct spelling and punctuation, completeness 

and accuracy of references, clarity of expression, thoughtful construction of sentences, and 

legible appearance prior to the manuscript's submission. Preferred spelling follows 

Webster's New Collegiate Dictionary or Webster's Third New International Dictionary . The 

manuscript should conform to accepted English usage and syntax.  

Microsoft Word is the preferred format for the creation of your text and tables (one file with 

tables on separate pages at the end of your text). Refrain from complex formatting; the 

Publisher will style your manuscript according to the Journal design specifications. Do not 

use desktop publishing software such as Aldus PageMaker or Quark XPress.  
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Use headings to indicate the manuscript's general organization. Do not use a heading for the 

introduction. In general, manuscripts will contain one of several levels of headings. Centered 

upper case headings are reserved for Methods, Results, and Discussion sections of the 

manuscript. Subordinate headings (e.g., the Subjects or Procedure subsection of Methods) 

are typed flush left, underlined, in upper case and lower case letters. The text begins a new 

paragraph.  

Presenting statistical data in text: For additional detail regarding statistical requirements 

for the manuscript see IJED Statistical Formatting Requirements. For more detailed 

background information on statistical analyses and their rationale authors are referred to 

IJED Statistical Reporting Guidelines.  

Referencing in the text. Wiley's Journal Styles Are Now in EndNote ( Wiley's Journal Styles 

and EndNote) . EndNote is a software product that we recommend to our journal authors to 

help simplify and streamline the research process. Using EndNote's bibliographic 

management tools, you can search bibliographic databases, build and organize your 

reference collection, and then instantly output your bibliography in any Wiley journal style. If 

you already use EndNote, you can download the reference style for this journal. To learn 

more about EndNote, or to purchase your own copy, click here . If you need assistance 

using EndNote, contact endnote@isiresearchsoft.com , or visit www.endnote.com/support 

Referencing follows the Vancouver method of reference citation. In this system, references 

are numbered consequtively in the order in which they are first mentioned in the text. 

Indentify each reference in text, tables, and legends by Arabic numbers. All references cited 

should be listed numerically at the end of the paper. Prepare citations according to the style 

used in Index Medicus and the International list of periodical title word abbreviations (ISO 

833).  

All reference citations in the text should appear in the reference list. When there are less 

than seven authors, each must be listed in the citation. When seven or more authors, list the 

first six followed by et al. after the name of the sixth author. Representative examples are as 

follows: 

Journal Article: 1. Endicott J, Spitzer RL. A diagnostic interview: The schedule for affective 

disorders and schizophrenia. Arch Gen Psychiatry 1978;35:837-844.  

Book Chapter: 2. Fairburn CG, Cooper Z. The eating disorders examination (12th ed). In: 

Fairburn CG, Wilson GT, editors. Binge eating: nature, assessment, and treatment. New 

York: The Guilford Press, 1993, p. 317-331.  

Book: 3. TudorI. Learner-centeredness as language education. Cambridge: 

CambridgeUniversity Press; 1996.  

Preparation of figures. To ensure the highest quality print production, your figures must be 

submitted in TIFF format according to the following minimum resolutions:  

 1200 dpi (dots per inch) for black and white line art (simple bar graphs, charts, etc.)  
 300 dpi for halftones (black and white photographs)  
 600 dpi for combination halftones (photographs that also contain line art such as 

labeling or thin lines)  
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Vector-based figures (usually created in Adobe Illustrator) should be submitted as EPS. Do 

not submit figures in the following formats: JPEG,GIF,Word, Excel, Lotus1-2-3, PowerPoint, 

PDF.  

Graphs must show an appropriate grid scale. Each axis must be labeled with both the 

quantity measured and the unit of measurement. Color figures must be submitted in a CMYK 

colorspace. Do not submit files as RGB. All color figures will be reproduced in full color in the 

online edition of the journal at no cost to authors. Authors are requested to pay the cost of 

reproducing color figures in print. Authors are encouraged to submit color illustrations that 

highlight the text and convey essential scientific information. For best reproduction, bright, 

clear colors should be used.  

Supplementary materials. Supplementary materials will be made available to readers as a 

link to the corresponding articles on the journal's website.  

PROPOSED ADDITIONAL GUIDELINES FOR COPYEDITING OF MANUSCRIPTS FOR 

INTERNATIONAL JOURNAL OF EATING DISORDERS 

The Journal Editor and Associate Editors propose additional guidelines for manuscript 

copyediting in order to enhance consistency in the organization of printed material, and to 

bring IJED style in line with other major scientific publications. The key elements follow.  

1. Each structured abstract should consistently use these subheadings (at present, the 

headings vary somewhat from article to article): Objective, Method, Results, Discussion.  

2. Many of our Authors use terms such as ―anorexics‖ or ―bulimics‖ as personal pronouns, 

referring to groups of individuals by their common diagnosis. Henceforth, these terms should 

be replaced with more neutral language, as for example: ―individuals with anorexia nervosa‖, 

―patients with bulimia nervosa‖, or ―participants with eating disorders‖.  

3. In the Methods section, the subheading ―Subjects‖ should now be replaced with the 

subheading ―Participants‖, and this term should be used in place of ―subjects‖ throughout the 

text.  

4. Standard rules will continue to govern the use of capitalization in Headings and 

Subheadings. However, when a minor word in a Heading or Subheading actually has special 

or unique meaning, the rule should be overridden.  

5. When referring to gender, ―males and ―females‖ should be used in cases where the study 

samples include both children (below age 18) and adults; when the participants comprise 

adults only, the terms ―men‖ and ―women‖ should be used. In articles that refer to children 

(i.e., below the age of 13), ―boys‖ and ―girls‖ should be used.  

6. In articles that refer to genetic material, the names of genes should be spelled out in full 

the first time they appear in the text, after which an italicized abbreviation can be substituted.  

7. The word ―data‖ is plural so text should follow accordingly; for example, ―The data 

show…the data are … the data were‖.  
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8. When an article references another article that appears in the very same issue of the 

Journal , (such occurrences are most likely in Special Issues), the citation will be updated by 

the copyeditor (i.e., volume number and pagination will be substituted for ―in press‖).  

9. For information on how to present p values and other standard measurements see IJED 

Statistical Formatting Requirements.  

10. The Methods section should include a statement that the research was reviewed and 

approved by an institutional review board.  
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Appendix 1.2 Downs & Black checklist for the assessment of methodological quality 

 

Paper  

Quality Assessor  

Date of Assessment  

 

Item  Reporting  Score 

1 Is the hypothesis/aim/objectives of the study clearly described? 1 Yes 

0 No 

2 Are the main outcomes to be measured clearly described in the 
introduction or methods section?  

If main outcomes are first mentioned in the results section, the question 
should be answered No 

1 Yes 

0 No 

3 Are the characteristics of the patients included in the study clearly 
described?  

Inclusion/exclusion criteria 

1 Yes 

0 No 

4 Are the interventions of interest clearly described?  

Treatments and comparators  

1 Yes 

0 No 

5 Are the distributions of principle confounders in each group of subjects 
to be compared clearly described?  

A list of principle confounders is provided e.g. gender, age, socio-

economic status 

1 Yes 

0 No 

6 Are the main findings of the study clearly described?  

Simple outcome data could be reported for all major findings so that the 
reader can check the analyses and conclusions. Does not cover 
statistical tests.  

1 Yes 

0 No 

7 Does the study provide estimates of the random variability in the data for 
the main outcomes?  

Normally distributed data – Std error, Std deviation or confidence 
intervals. Non-normally distributed data – inter-quartile range 

1 Yes 

0 No 

8 Have all important adverse events that may be a consequence of the 
intervention been reported?  

Should be marked as Yes if study demonstrates that there was an 

attempt to measure adverse events.  

1 Yes 

0 No 

9 Have the characteristics of patients lost to follow-up been described? 

Should be answered Yes where there were no losses to follow up or 
where losses to follow-up were so small that the findings would be 
unaffected by their inclusion (maximum 10 %). This should be answered 
No where a study does not report the number of patients lost to follow-
up  

1 Yes 

0 No 

10 Have actual probability values been reported for the main outcomes 
except where the probability value is less than 0.001?  

e.g. 0.035 rather than <0.05  

1 Yes 

0 No 

Reporting Items   Total Score 

         /10 
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Item  External Validity Score 

11 Were the subjects asked to participate in the study 
representative of the entire population from which they were 
recruited? 

The study must identify the source population for patients and 
describe how the patients were selected. Patients would be 
representative if they comprised the entire source population, 
an unselected sample of consecutive patients, or a random 
sample. Random sampling is only feasible where a list of all 
members of the relevant population exists. Where a study does 
not report the proportion of the source population from which 
the patients are derived, the question should be answered 
unable to determine.  

1 Yes 

0 No 

0 unable to determine 

12 Were those subjects who were prepared to participate 
representative of the entire population from which they were 
recruited? 

The proportion of those asked who agreed should be stated. 
Validation that the sample was representative would include 
demonstrating that the distribution of the main confounding 
factors was the same in the study sample and the source 
population.  

1 Yes 

0 No 

0 unable to determine 

13 Were the staff, places, and facilities where patients were 
treated representative of the treatment the majority of patients 
receive? 

For the question to be answered Yes the study should 
demonstrate that the intervention was representative of that in 
use in the source population. The question should be 
answered No if, for example, the specialist intervention was 
undertaken in a specialist centre unrepresentative of the 
hospitals most of the source population would attend. 

1 Yes 

0 No 

0 unable to determine 

External validity  Items  Total Score     /3 

 

 

Item  Internal  Validity – Bias Score 

14 Was an attempt made to blind the study subjects to the 
intervention they have received? 

1 Yes 

0 No 

0 unable to determine 

15 Was an attempt made to blind those measuring the main 
outcomes of the intervention?  

1 Yes 

0 No 

0 unable to determine 

16 If any of the results were based on ―data dredging‖, was this 
made clear?  

Any analyses that had not been planned at the outset of the 
study should be clearly indicated. If no retrospective unplanned 
subgroup analysis were reported, answer Yes.  

1 Yes 

0 No 

0 unable to determine 

17 In trials and cohort studies, do the analyses adjust for different 
lengths of follow-up of patients, or in case-control studies, is 
the time period between the intervention and outcome the 
same for cases and controls?  

Where follow-up was the same for all participants or if different 
lengths of follow-up were adjusted for the answer should be 
Yes. If difference in follow-up were ignored answer No.  

1 Yes 

0 No 

0 unable to determine 
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18 Were the statistical tests used to assess the main outcomes 
appropriate? 

The statistical techniques used must be appropriate to the 
data. For example non-parametric methods should be used for 
small sample sizes. Where little statistical analysis has been 
undertaken but where there is no evidence of bias the question 
should be answered Yes. If the distribution of the data (normal 
or not) is not described it must be assumed that tests used 
were appropriate and the question should be answered Yes.  

1 Yes 

0 No 

0 unable to determine 

19 Was compliance with the intervention/s reliable?  

Where there was non compliance with the allocated treatment 
or where there was contamination of one group, the question 
should be answered No.  

1 Yes 

0 No 

0 unable to determine 

20  Were the main outcome measures used accurate (valid and 
reliable)? 

For studies where the outcome measures are clearly described 
this question should be answered Yes. For studies which refer 
to other work or that demonstrate the outcome measures to be 
accurate, the question should be answered as Yes. 

1 Yes 

0 No 

0 unable to determine 

Internal Validity Bias Items  Total Score        /7 

 

 

Item  Internal  Validity – Confounding (selection bias) Score 

21 Were the patients in different intervention groups (trials and 
cohort studies) or were the cases and controls (case-control 
studies) recruited from the same population? 

For example, patients for all comparison groups should be 
selected from the same hospital. The question should be 
answered unable to determine for cohort and case-control 
studies where there is no information concerning the source of 
patients included in the study.   

1 Yes 

0 No 

0 unable to determine 

22 Were study subjects in different intervention groups (trials and 
cohort studies) or were the cases and controls (case-control 
studies) recruited over the same period of time?  

For a study which does not specify the time period over which 
patients were recruited, the question should be answered as 
unable to determine.    

1 Yes 

0 No 

0 unable to determine 

23 Were study subjects randomised to intervention groups? 

Studies which state that subjects were randomised should be 
answered Yes except where the method of randomisation 
should not ensure random allocation. For example alternative 
allocation would score No because it is predictable.   

1 Yes 

0 No 

0 unable to determine 

24 Was the randomised intervention assignment concealed from 
both patients and health care staff until recruitment was 
complete and irrevocable?  

All non-randomised studies should be answered No. If 
assignment was concealed from patients but not staff, it should 
be answered No.  

1 Yes 

0 No 

0 unable to determine 

25 Was there adequate adjustment for confounding in the 
analyses from which the main findings were drawn? 

This question should be answered No for trials if: The main 
conclusions of the study were based on analyses of treatment 
rather than intention to treat; the distribution of known 

1 Yes 

0 No 

0 unable to determine 
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confounders in different treatment groups is not described; or 
the distribution of known confounders differed between 
treatment groups but was not taken into account in the 
analyses. In non-randomised studies if the effect of the main 
confounders was not investigated or confounding was 
demonstrated but not adjusted for in the final analyses the 
question should be answered as No. 

26 

 

Were losses of patients to follow-up taken into account?  

If the number of patients lost to follow-up was not reported, the 
question should be answered as unable to determine. If the 
proportion of lost to follow-up was too small to affect the main 
findings, the question should be answered Yes.  

1 Yes 

0 No 

0 unable to determine 

Internal Validity Confounding  Items  Total Score        /6 

 

 

Item  Power Score 

27 

 

Was the sample size in each group greater than 27 or was an 

adequate power calculation provided  

1 Yes 

0 No 

Power Total Score       /1 

 

 

 

All Quality Rating Items  Score                /27 
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Appendix 1.3 Full-text articles excluded from the current review 
 

Reasons for Exclusion Reference 

Qualitative studies Macdonald P, Murray J, Goddard E, Treasure J. Carer‘s 
experience and perceived effects of a skills based training 
programme for families of people with eating disorders: a 
qualitative study. European Eating Disorder Review. 
2011;19(6):475–86.  

Zucker NL, Ferriter C, Best S, Brantley A. Group parent training: 
a novel approach for the treatment of eating disorders. Eating 
Disorders. 2005;13(4):391–405.  

Goddard E, Macdonald P, Treasure J. An examination of the 
impact of the Maudsley Collaborative Care skills training 
workshops on patients with anorexia nervosa: A qualitative 
study. European Eating Disorder Review. 2010;19:150–61.  

No psychosocial or QOL 
outcome measures 

Cairns JC, Styles LD, Leichner P. Evaluation of meal support 
training for parents and caregivers using a video and a manual. 
Journal of the Canadian Academy of Child and Adolescent 
Psychiatry.2007 Nov;16(4):164–6.  

Holtkamp K, Herpertz-Dahlmann B, Vloet T, Hagenah U. Group 
psychoeducation for parents of adolescents with eating 
disorders: the Aachen program. Eating Disorders. 
2005;13(4):381–90.  

Nicholls D, Magagna J. A Group for the Parents of Children with 
Eating Disorders. Clinical Child Psychology and Psychiatry. 
1997;2(4):565–78.  

Lewis HL, MacGuire MP. Review of a group for parents of 
anorexics. Journal of Psychiatric Research. 1985;19(2-3):453–8.  

Rose J, Garfinkel P. A parents‘ group in the management of 
anorexia nervosa. Canadian Journal of Psychiatry. 
1980;25(3):228–33.  

Zucker N, Marcus M, Bulik C. A group parent-training program: a 
novel approach for eating disorder management. Eating & 
Weight Disorders. 2006;11(2):78–82. 

Not a carers intervention Geist R, Heinmaa M, Stephens D, Davis R, Katzman D. 
Comparison of family therapy and family group psychoeducation 
in adolescents with anorexia nervosa. Canadian Journal of 
Psychiatry. 2000;45(2):173-8.  

Not intervention studies Pasold TL, Boateng B, Portilla MG. The use of a parent support 
group in the outpatient treatment of children and adolescents 
with eating disorders. Eating Disorders. 2010;18(4):318–32.  

Treasure J, Whitaker W, Todd G, Whitney J. A description of 
multiple family workshops for carers of people with anorexia 
nervosa. European Eating Disorder Review. 2012;20(1):e17–22.  

Not a skills based or 
educational intervention  

 

Rhodes P, Baillee A, Brown J, Madden S, Can parent-to-parent 
consultation improve the effectiveness of the Maudsley model of 
family-based treatment for anorexia nervosa? A randomized 
control trial. Journal of Family Therapy.2008;30(1):96–108. 
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Appendix 1.4 Full description of interventions from included studies 

  

Intervention 
type 

Studies  Description  
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DVD and 
Manual 

Goddard et al. 36
 All carers received a book and 5 DVDs. Materials 

include many behaviour change strategies 

including: identification of barriers to change, 

graded tasks, behavioural goals and stress 

management skills. Carers in the guided self-help 

condition received 3 telephone coaching sessions 

of 40 min. (plus an introductory phone call). 

Sepulveda et al. 41
 Carers were given a manual and 5 DVDs. Key 

content included: Identifying interpersonal 

interactions that may play a role in maintaining 

illness, establishing supported eating habits, 

‗stages of change model‘, MI techniques and 

functional analysis of problematic behaviours. 

Coaching sessions lasted 30 min. (3 sessions) 

Web-
Based  

Grover et al. 37
 Carers in the intervention condition were able to 

access 8 web-based modules. These provided 

information, promoted self-monitoring and taught 

skills to understand & manage AN symptoms. 

Based on CBT and MI. Guidance of up to 20 min. 

per week while completing modules. Carers in the 

control condition had access to support from the 

charity Beat.  

Workbook  Grover et al. 38
 Workbook intervention for AN carers with clinician 

support: 9 interactive workbooks and weekly 

support of up to 20 min. per week while completing 

workbooks (e-mail or telephone). Key content 

included: information regarding ED, CBT approach, 

‗stages of change‘ model, principles of MI & helping 

carers attend to their own needs. 
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Workshop Sepulveda et al. 39
 6 workshops over a 3 month period. The workshops 

provided education about factors that maintain 

eating disorders, including EE, and taught basic 

behavioural change skills with the aim of changing 

both the carers own behaviour and that of the 

service user. 

Workshop Sepulveda et al. 40
 6 workshops over a 3 month period, teaching 

practical skills based on elements of CBT and MI. 1 

follow-up workshop 3 month post-intervention. 

Workshop Uehara et al. 42
 5 workshops over a 5 month period. Provided 

education about ED and support to enhance family 

functioning. Used solution focused problem-solving, 

and externalisation skills. 

Group Gísladóttir & 
Svavarsdóttir 35

 

4 group sessions, held on a weekly basis. Groups 

provided education about ED and the role of 

relatives, validating emotional responses, 

supporting development of constructive beliefs and 

helping carers externalise the ED from the person.   

Eating Disorders (ED); Anorexia Nervosa (AN); Cognitive Behavioural Therapy (CBT); Motivational 
Interviewing (MI); Expressed Emotion (EE) 



115 | P a g e  
 

Appendix 1.5 Outcome measures used in included studies  
 

Domain Assessment Tool  Brief description  

Studies used by  

C
a

re
r 

d
is

tr
e

s
s
 

 

Hospital Anxiety and 
Depression Scale (HADS)

48
 

14-item self-report measure assessing symptoms of anxiety 
and depression over the previous week using a 4-point 
Likert scale. The scale is divided into an anxiety subscale 
and a depression subscale. Total subscale scores range 
from 0 to 21. Scores between 0 and 7 are within the normal 
range; scores of 8 to 10 indicate difficulties, and scores 
greater than 11 indicate ‗‗caseness‖. 

Grover et al.
37

  

Grover et al.
38

 

Goddard et al.
36

         
Sepulveda et al.

41
 

The General Health 
Questionnaire (GHQ)

49
 

12-item self-report measure assessing general well-being 
over the past few weeks using a 4 point Likert scale. Total 
scores range from 0 to 36, where higher scores indicate 
greater psychological distress. 

Goddard et al.
36

 
Sepulveda et al. 

39
 

Sepulveda et al. 
40

 
Sepulveda et al. 

41
 

Profile of Mood States – 
Japanese Version II (POMS) 
50

 

65-item self-report measure assessing the mental and 
psychological status over the past week using a 5-point 
Likert scale.  It consists of six subscales (anxiety, 
depression, anger, vigour, fatigue, and confusion). Total 
score ranges from 0-200.  

Uehara et al. 
42
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Experience of Care Giving 
Inventory (ECI) 

51
 

66-item self-report measure that assesses different aspects 
of the care giving experience. Items explore positive (14 
items) and negative (52 items) aspects of caring using a 5-
point Likert scale. On the negative subscale higher scores 
reflect more negative appraisals.  While on the positive 
subscale higher scores mean more positive appraisal. 

Goddard et al.
36

 
Grover et al.

37
 Grover et al.

38
 

Sepulveda et al. 
39

 
Sepulveda et al. 

40
 

Sepulveda et al. 
41

 

The Eating Disorders 
Symptoms Impact Scale 
(EDSIS )

52
 

24-item scale that measures caregiving burden related to 
specific symptoms of the eating disorder using a 5-point 
Likert scale. It has four subscales: impact of starvation, 
guilt, social isolation and dysregulated behaviours. Total 
scores range from 0 to 96, where higher scores indicate 
more negative appraisal. 

Goddard et al.
36

 
Grover et al.

37
 Grover et al.

38
 

Sepulveda et al. 
40

 

The Revised Scale for 
Caregiving Self-Efficacy 
(CSE)

53
 

15-item self-report measure that assesses caregiving self-
efficacy across 3 domains: Obtaining Respite, Responding 
to Disruptive Patient Behaviours, and Controlling Upsetting 
Thoughts. Scores are marked on a Likert scale ranging 
from 1 to 100, where 0 represents 0% confidence and 100 
represents 100% confidence.  

Goddard et al.
36
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Five Minute Speech Sample 
(FMSS)

54
 

The FMSS is a brief method for assessing Expressed 
Emotion (EE) based on a 5-minute interview with the carer 
about their relationship with their loved one.  The tone and 
content of the interview is rated for levels of EE. Expression 
of criticism, a negative relationship or a negative initial 
statement will result in rating of high-EE based on criticism. 
Emotional displays during the interview, reports of self-
sacrifice or overprotection will result in a rating of high-EE 
based on emotional over-involvement (EOI). A rating of EOI 
is also given if any two of the three following apply: 
excessive irrelevant details, statements of strong 
love/willingness to do anything or at least five positive 
remarks. 

Grover et al.
38

 
Sepulveda et al. 

39
 

Uehara et al. 
42
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Level of Expressed Emotion 
Scale (LEE)

55
 

60-item self-report measure assessing expressed emotion 
across four dimensions: intrusiveness, emotional response, 
understanding, and tolerance/expectations. Total scores fall 
between 0 and 60. High EE is identified as any score which 
falls above the median score for the group.  

Gísladóttir & Svavarsdóttir 
35

 
Grover et al.

37
 Grover et al.

38
 

The Family Questionnaire 
(FQ)

56
 

20-item self-report measure assessing emotional response 
using a 4-point Likert scale. 10 items address criticism and 
10 for emotional over-involvement. A higher score indicates 
higher EE.  

Gísladóttir & Svavarsdóttir 
35

 
Goddard et al.

36
 

Sepulveda et al. 
41
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Family Adaptability and 
Cohesion Evaluation Scales - 
Japanese version (FACES-
KG)

57
 

20-item self-report measure of family functioning. The 
measure contains two scales: cohesion (enmeshed/ 
disengaged) and adaptability (rigid/chaotic). Uehara et al.

42
 

employed the following scoring criteria, ―a balanced family 
function score was considered to lie between both 33 to 43 
points of cohesion and 40 to 52 points of adaptability‖. 

Uehara et al. 
42

 
 

Accommodation & Enabling 
Scale for Eating Disorders 

58
 

(AESED) 

33-item self-report measure assessing behaviours that may 
serve to accommodate the eating disorder using a 5-point 
Likert scale. A higher score is associated with higher family 
accommodation to eating disorder symptoms. Goddard et al.

36
 

Grover et al.
37
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Global Assessment of 
Functioning scale (GAF) 

60
 

A clinician rated measure of social, occupational and 
psychological functioning of adults. Total scores range from 
1 to 100, where 100 is the least impaired. Uehara et al. 

42
 

Global Eating Disorders 
Functioning (GEDF) 

Adapted for carers from the Global Assessment of 
Functioning scale. A self-report measure in which carers 
assess the social, occupational and psychological 
functioning of their loved one. Total scores range from 1 to 
100, where 100 is the least impaired. 

Goddard et al.
36

 
 

Anorectic behaviour 
observation scale 
questionnaire (ABOS)

61
 

30-item self-report measure assessing the specific 
symptoms of eating disorders. 3 answer options (yes, no, 
don‘t know). The measure contains three subscales: (1) 
eating behaviour, concern with weight and food, and denial 
of the problem; (2) bulimic-like behaviour; and (3) 
hyperactivity. Higher scores indicate a greater presence of 
symptoms. 

Gísladóttir & Svavarsdóttir 
35

 
Uehara et al. 

42
 

Eating Disorder Evaluation 
Scales (EDES)

59
 

A clinical judgment instrument for assessing severity of 
eating disorders. It contains 15 items, with a maximum 
score of 90 points.  Uehara et al. 

42
 

Eating Behaviours (EatBeh) In this self-report measure carers are asked to identify 
eating disorder behaviours in their loved one e.g. severely 
underweight, restricting food intake, excessive exercising, 
vomiting, missing menstrual periods, binge eating. The total 
number of items endorsed is summed, with higher scores 
indicating a greater presence of symptoms  

Goddard et al.
36
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Social Problem Solving 
Inventory - Revised (SPSI-
R)

62
 

52-item self-report measure that assesses strengths and 
weaknesses in an individual's problem-solving abilities 
across five different dimensions: positive problem 
orientation, negative problem orientation, rational problem 
solving, impulsivity/carelessness, and avoidance. Raw 
scores are converted to standardised scores which can be 
compared against normative data for different age groups. 

Grover et al. 
38
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Appendix 2.2 West of Scotland Research Ethics - Minor Amendment  



121 | P a g e  
 

 



122 | P a g e  
 

 

  

Appendix 2.3 NHS Lanarkshire Research and Development Approval  
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Appendix 2.4 NHS Greater Glasgow & Clyde Research and Development Approval  
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Appendix 2.5 NHS Dumfries & Galloway Research and Development Approval  
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Appendix 2.6 NHS Ayrshire & Arran Research and Development Approval  
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Appendix 2.7 Sample Participant Information Sheet  

Mental Health and Wellbeing 

Academic Centre 

Gartnavel Royal Hospital 

1055 Great Western Road 

Glasgow 

 G12 0XH 

 

 

Study Title: Transition from child and adolescent to adult services in eating disorders - A study of 

service user and carer perspectives 

You are being invited to take part in a research study.  Before you decide if you would like to take 

part, it is important to understand why the research is being carried out and what it will involve. 

Please take the time to read the following information. Ask us if there is anything that is not clear or 

if you would like more information.   

Who is conducting the research?  

The research is being carried out by Sinead O’Loughlin and Dr Kenneth Mullen from Glasgow 

University, alongside Dr Christine Watson from the Eating Disorders Specialist Service in NHS 

Lanarkshire.  

What is the purpose of this study?  

We want to know about the experiences of young people with eating disorders and their carers, 

during the move from child and adolescent to adult services. We would like to find out how this 

transition was for you and aim to explore topics such as:  

 How you feel about the transition 

 What the good or difficult parts of this were 

 How your well-being has been affected by the transition  

 Whether there have been any changes in the treatment you receive 
 

Learning about your experiences will help us to understand how services can support other young 

people with eating disorders and their families during the transition between services. We are 

hoping that with this information we will be able to make changes to improve and develop services. 

Why have I been invited to take part?  

We are inviting service users and carers, who have moved from child and adolescent to adult 

services in the past five years, whilst receiving treatment for an eating disorder, to take part in this 

study.   

 

Service User Information Sheet        

(02/11/2011) 
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Do I have to take part?  

No, you do not have to take part in this study. It is up to you to decide whether or not to take part. 

Even if you decide that you will take part, you are free to withdraw at any time and without giving a 

reason. A decision to stop, or a decision not to take part, will not affect the care that you receive or 

any future treatment. 

What do I do if I want to take part?  

If you are interested in taking part, please fill in the opt-in form and return it in the envelope 
provided. Alternatively, you can get in touch with the research team using the contact details 
provided below.  

What will happen if I take part? 

Once we receive your opt-in form I, Sinead O’Loughlin, will get in touch with you. I will answer any 

questions you might have and explain what will be involved in the interview process. I may ask your 

permission to contact your key-worker or psychiatrist, to confirm diagnosis and make sure that 

taking part will not interfere with any treatment you may be receiving. Please be assured that, if you 

decided to take part in the study, any information you share will remain confidential and will not be 

shared with your clinician.  

If you are happy to go ahead with the interview we can arrange a suitable time to meet. We will 

meet on one occasion for about one hour. This meeting will take place at the base of your NHS 

treatment provider. If travelling to this base is difficult for you it may be possible to meet at a local 

NHS site, such as your GP surgery, or to conduct the interview by phone.  

At the start of our meeting I will talk through the consent form with you and answer any final 

questions you may have. The consent form is a way of making sure you know what you have agreed 

to and you will be asked to sign this if you are happy for the meeting to proceed. I will then ask 

about your experience of the transition from child and adolescent to adult services. There are no 

right or wrong answers. It is your personal experience I would like to hear.   

The meeting will be voice recorded to ensure all important aspects of your experience are captured. 

You are free to stop the recording at any time. 

What are the possible benefits of taking part? 

As someone who has undergone a transition from child and adolescent to adult services during 

treatment, taking part in this study will provide you with the opportunity to discuss your 

experiences. The insights that you can provide will help us to:  

 Identify factors that are helpful or unhelpful during transition 

 Recognise gaps in services 

 Make recommendations about how services can make the process of transition a smooth 
and supportive experience for other young people with eating disorders and their families.  

What is the down side to taking part? 

Some people may feel uncomfortable discussing their experiences. You can take a break or end the 

interview at any point if you do not want to continue.  
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Will my taking part be kept confidential?  

Yes. Your personal information will be kept confidential and known only to the researcher team. I will 
type up each interview. A sample of voice recordings and interview transcripts will be reviewed by Dr 
Kenneth Mullen and Dr Christine Watson to ensure accuracy. Any details which could potentially 
identify you, such as names or locations, will be removed or changed. Interview transcripts will be 
stored on a secure computer and voice recordings will be deleted at the end of the study. I will ask 
your permission to use quotations from the interview in reports about the study.   
 
If you share information that makes me concerned for your safety or the safety of other people, I 

may be required to tell others involved in your care (e.g. your key-worker or psychiatrist). I will 

always notify you beforehand if I am going to do this, and explain why.  

What will happen to the results of the study? 

I will provide you with a summary of the results of the study. The final results and conclusions of the 

study will be published in a scientific journal and will form part of my qualification as a Clinical 

Psychologist.  

Who is organising and funding the research?  

The University of Glasgow and NHS Greater Glasgow & Clyde will organise and fund the research.  

Who has reviewed the study?  

This study has been reviewed by Mental Health and Wellbeing at Glasgow University to ensure that 

that it meets important standards for scientific conduct and it has been reviewed by the NHS West 

of Scotland Ethic Committee to ensure it meets important standards of ethical practice.  

Who do I contact if I want more information? 

You may contact any of the researchers involved in this study if you have any questions or want 

further information. An independent contact person is also available for this study. The independent 

contact is Dr. Sarah Wilson, who is an experienced researcher based at Mental Health and 

Wellbeing. She has no direct involvement in this study and can provide impartial advice about the 

research. 

Role Name E-mail address Phone Number 

Primary 

Researcher 

Sinead O’Loughlin s.o'loughlin.1@research.gla.ac.uk 
 

To be added 

Academic 

Supervisor  

Dr Kenneth Mullen Kenneth.Mullen@glasgow.ac.uk 0141 2113932 

NHS 

Supervisor 

Dr Christine Watson Christine.Watson2@lanarkshire.scot.nhs.uk 

 

01236 703402 

Independent 

Contact 

Dr Sarah Wilson Sarah.Wilson@glasgow.ac.uk 141 211 3921 

 

Thank you for reading this information 
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Appendix 2.8 Participant Opt In Form 

 

Mental Health and Wellbeing 

Academic Centre 

Gartnavel Royal Hospital 

1055 Great Western Road 

Glasgow 

 G12 0XH 

 

 

Title of Study: Transition from child and adolescent to adult services in eating disorders - A 

study of service user and carer perspectives 

Thank you for considering participation in the above study. Please fill complete the below 

information and return it in the provided stamped addressed envelope. Alternatively you 

can contact me directly at the below number or e-mail address.    

Name of Primary researcher:  Sinead O’Loughlin 

Contact number:  (Number will be added here) 

E-mail Address:  s.o'loughlin.1@research.gla.ac.uk 

- - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - 

Name: _______________________________________ 

Address:  __________________________________________________________________ 

Telephone number: ____________________________ 

E-mail address: ____________________________ 

Please tick relevant boxes 

I am a service user  

I am a carer 

The best way to contact me is by: 

Letter   Telephone   E-mail  

 

Opt in Form 

Version 1 – (15/07/11) 
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Appendix 2.9 Participant Consent Form 

 

 

 

 

Title of Study: Transition from child and adolescent to adult services in eating disorders - A study 

of service user and carer perspectives 

Name of primary researcher: Sinead O’Loughlin 

Contact Address:  Mental Health and Well Being 

   Academic Centre 

Gartnavel Royal Hospital 

1055 Great Western Road 

Glasgow, G12 0XH  

 

Please initial each box: 

I confirm that I have read and understand the participant information sheet for the above study 

and have had the opportunity to ask any questions.  

I understand that my participation in the study is voluntary and that I am free to withdraw from 

the study at any time, without giving any reason, and without my medical care or legal rights being 

affected.  

I give consent for the primary researcher to obtain basic information pertaining to my diagnosis 

from my clinician. This will include diagnoses, duration of illness, severity of illness and age at 

transition.   

I understand that if I disclose information that leads to concerns about safety, the researcher may 

be required to inform others involved in my care (e.g key worker). 

I understand that my interview will be audio-recorded, solely for the purposes of the research 

study described in the participant information sheet.  

I understand that all names, references to places and anything that could identify me will be 

anonymised or removed from my interview transcript. 

I give consent for the researcher to use extracts from my interview transcripts in reports about the 

research.  

I understand that this research may be published in a scientific journal and I give consent for the 

researcher to use extracts from my interview transcripts for this purpose.  

I agree to take part in the above study. 

 
__________________________ ______________ _____________________ 
Name of Participant     Date    Signature 
 
__________________________ ______________ ______________________ 
Name of researcher taking consent  Date    Signature 

Participant Consent Form          

Version 3 (29/08/2011) 
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Appendix 2.10 Letter to Clinician & Clinical Information Form 

 

 

Mental Health and Well Being 

Academic Centre 

Gartnavel Royal Hospital 

1055 Great Western Road 

Glasgow 

 G12 0XH  

 

Contact number: Number will be added here                     

E-mail Address: s.o'loughlin.1@research.gla.ac.uk 

 

Transition from child and adolescent to adult services in eating disorders - A study of service user 

and carer perspectives 

 

Dear (Name of clinician),  

Many thanks for your support of the above research project. You will be aware that your patient, 

(service user name), has recently participated in this study. (Service user name) has consented for 

you to provide information pertaining to his/her diagnosis for the purposes of this research. I 

enclose a clinical information form detailing the information we request. I would appreciate if you 

could complete this form and return it to me, in the envelope provided, at your earliest convenience.  

If you have any queries regarding this please do not hesitate to contact me.  

 Yours sincerely  

 

Sinead O’Loughlin 

Trainee Clinical Psychologist 

 

 

 

Letter to Clinician & 

Clinical Information Form Version 2 

(26/08/2011) 
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Clinical Information Form 

 

Service User Identifier:       

 

Diagnoses:   

 

Age of onset of eating disorder: 

 

Severity of eating disorder:  

 

 

Age at transition from CAMHS to adult services:  

 

 

Length of time in transition: 

 

 

Duration of eating disorder: 

 

 

Current assessment of severity of eating disorder: 

 

 

Many thanks for completing this form 

 

 

Unique code number  
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Appendix 2.11 Scottish Eating Disorders Interest Group Advertisement  

 

Have you, or someone you care for, experienced a transition from child and adolescent 

services to adult services whilst receiving treatment for an eating disorder? 

Would you be interested in sharing your experiences?   

We are inviting service users and carers, who have experienced a move from child and adolescent to 

adult services in the past five years, whilst receiving treatment for an eating disorder, to take part in 

a research project. We are looking for participants who live within the following NHS regions: 

 Greater Glasgow & Clyde, Lanarkshire, Dumfries & Galloway and Ayrshire & Arran.    
 

What is the project about? 

We are interested in hearing about personal experiences of the transition process and aim to 

explore aspects such as: 
 

 Timing of the transition 
 

 Feelings about the transition process 
 

 What the good or difficult parts of this were  How this process impacted on you 
 

Why is this research important? 

Learning more about service user and carer experiences will help us to understand how services 

can support other young people with eating disorders and their families during the move between 

services. We are hoping that with this information we will be able to make changes to 

improve and develop services.  
 

What is involved? 

Participation in this study will involve meeting with a researcher for a one-hour interview. This 

meeting will take place at the base of the NHS service that provides treatment for you or the person 

you care for. If travelling to this base is difficult for you it may be possible to meet at a local NHS site, 

such as your GP surgery, or to conduct the interview by phone. The researcher will ask you about 

your experience of the transition from child and adolescent to adult services. There are no right or 

wrong answers. It is your personal experience we would like to hear.   
 

Who is conducting the research?  

The research is being carried out by Sinead O’Loughlin and Dr Kenneth Mullen from Glasgow 

University, alongside Dr Christine Watson from the Eating Disorders Specialist Service in NHS 

Lanarkshire. If you are interested in finding out more about this project we would be happy to 

answer any questions you may have and will provide you with an information pack.   

 

 

 

  

Contact details 

Primary Researcher: Sinead O’Loughlin, Trainee Clinical Psychologist  

Address:  Mental Health & Well Being, Academic Centre, Gartnavel Royal Hospital, 1055 Great Western 

Road, Glasgow, G12 0XH 

Phone number: 0141 211 0607Email address: s.o'loughlin.1@research.gla.ac.uk 

SEDIG Advertisement Version 3 

(06/12/2011) 
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Appendix 2.12 Sample Semi-Structured Interview Schedule  

Semi-Structured Interview Schedule for Service Users 

(Version 2 – 26/08/11) 

Notes for the interviewer  

This Interview Schedule is to be used as a guide only and not followed verbatim.  

It is important that the interviewer approach the interview with a warm and inquisitive 

manner. The researcher should be open to following the lead of the individual participant 

and their reflections around their experience. The interview schedule is structured in such a 

manner to allow the participant the opportunity to initiate discourse and reflection around 

their experiences. If the participant fails to respond or if discourse stalls the interviewer may 

introduce specific probes to encourage elaboration as required.  

Throughout the interview, emphasis will be placed on establishing rapport and trying to 

understand the participant’s perspective. The interviewer should at all times actively listen 

and reflect back to the participant, but without introducing new material to the dialogue. This 

will have the effect of confirming understanding, clarifying viewpoints, highlighting salient 

points and facilitating a rapport.   

Introduction  

Before we start I would like to thank you for agreeing to meet with my today. As you are 

aware, my name is Sinead O’Loughlin and I am a Trainee Clinical Psychologist. We are 

conducting a study exploring the experiences of young people with eating disorders, and their 

carers, when their care is transferred from Child and Adolescent Service to Adult Services.  

As you have experienced a transfer of care in the past five years, I would like to spend time 

talking to you about your experience of services and the process of transition. There are no 

right or wrong answers. It is your personal experience and feelings I would like to hear. If 

you would rather not answer a question or would like a break at any point just let me know. 

Before we start, I would like to talk through the consent form with you to ensure that you 

understand what taking part in this study will entail and that you are happy to continue with 

our interview today (each item on the consent form is to be discussed with the participant).  

I would like to remind you that our conversation will remain confidential. The only situation 

where this would not apply is if you told me something that made me concerned that there 

was a risk of serious harm to either yourself or to another person. If this happened I would be 

required to tell others involved in your care, such as your key-worker or psychiatrist. 

However, I would notify you beforehand if I was going to do this and explain why.  

During our interview it is important that I listen to you very carefully so I am planning on 

recording the interview (point to the digital recorder). Nobody outside the research team will 

hear the tapes, and I will keep them safely locked in a filing cabinet back at the University. 

Are you happy for me to record our conversation?   
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Topic Guides with prompts (indicated by bullets) 

 

1. Child & Adolescent Mental Health Services  

I wonder if you could start by telling how you first came to be seen by Child and Adolescent 

Mental Health Services? 

 How old were you? 

 Can you remember who referred you there and why? 

 How long had the difficulties existed prior to you being seen at CAMHS?  

 

Could you tell me about your experience of receiving treatment for an eating disorder at 

Child and Adolescent Mental Health Services? 

 What happened at CAMHS? 

 Was there anything you found particularly helpful/unhelpful? 

 How did you feel about the treatment approach? 

 Were any members of your family involved in your treatment?  

 How did you feel about family involvement in your treatment?   

 Is there anything you would have liked to be different? 

 

2. Transition planning 

How did you learn that you would have to move from Child & Adolescent Mental Health 

Service to Adult Service? 

 What were you told about the transition and by whom?  

 How far in advance of the transition did you find out about it? 

 

What was your understanding of the reasons for this move?   

 

What did this move mean to you?   

 What did you think about moving from Child & Adolescent Mental Health Service to 

Adult Services? 

 How did you feel about the prospect of this transition? 

 How did you feel about the timing of your transition? 

 Were there any aspects of your eating disorder or other life events that influenced how 

you felt about the move at the time?  
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Can you tell me about any preparation you had for the move?  

 How were you helped to prepare for the move? ... for example some young people 

may receive information about the service they’ll be moving to or have the 

opportunity to visit the adult service and meet with their new clinicians. 

 

Was there anything that you found helpful or unhelpful in preparing you for this transition?  

 Co-ordination between services  

 

Think back over the period leading up to your transition, is there anything that would have 

been more helpful in preparing you for the move or that you would have liked to be different?   

 

3. Adult Services 

I understand that you are now attending (service name)… 

I understand that in the period following your transition you attended (service name)... 

What’s it been like going there? 

 How do you feel about the approach to treatment you’ve experienced at (service 

name)?  

 

What do you feel to be the main differences in Adult Services as compared to CAMHS?  

 Are there any ways in which the treatment you receive for your eating disorder has 

changed?  

 Do you feel that your role in treatment or others expectations of you have changed?  

 Has your family’s involvement in the treatment you receive changed in any way?  

 

Are there any ways in which you found CAMHS better or more helpful than Adult Services? 

 

Are there any ways in which you have found Adult Services to be better or more helpful than 

CAMHS? 

  

4. Potential impact of transition 

Do you feel that the process of moving from CAMHS to AMHS has had any effect on you? 

 Autonomy 

 Engagement with services 

 Understanding of difficulties 

 Effects on severity of eating disorder – better? worse? 
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Is there anything else you would like to say about your experience of transition from 

CAMHS to Adult Services that we haven’t talked about yet? 

 

Thank you for telling me about your experiences today and reflecting on what this transition 

has meant to you. We are now finished the interview, but I have some time if you would like 

to talk about how you found this experience or ask me any questions.    

 

Interviewer will advise the participant that a summary of the research will be available to all 

participants at the end of the study and ask if they would like to receive a copy.  

 

Examples of additional probes for all interview questions: 

Can you tell me more about that? 

Can you give me an example of that? 

What did you think about that? 

How did you feel about that? 

What did that mean for you? 

That sound like it’s a particularly important (experience/memory/issue etc), I’d like to hear a 

bit more about that. 
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Appendix 2.13 Sample of coded interview transcripts  

Service User – Becky (P10-P11) 

I = Interviewer 

B= Becky 

Initial Notes Text Master Theme Superordinate Theme 

 I: And do you feel that, em, your role in the treatment has changed then?    

More collaborative 
approach 

B: Yeah, cause like at CAMHS it was like you were just being told what to do like I 
was never really like asked what I wanted to do but not like I‘ve got more options to 
like try things that I want to try that I feel like comfortable with. 

  

 
 

I: And what does it mean for you now to have that role within the treatment.    

Increased 
autonomy/control. 
More accepting of 
approach.  

B: I think it just helps me like it just makes me feel like I‘m still in control and it‘s not 
like letting services ... I don‘t know it just makes me feel better knowing I can try 
things that I want to try and not be forced. 

Autonomy  Shift in Treatment Ethos 

 I: So you feel that you have a bit more control over that.   

 B: Yeah, yeah   

 I: And do you feel that the expectations then that the clinicians have, do you feel 
that their expectations of you are different here than maybe they were in CAMHS? 

  

Less emphasis on 
weight within 
treatment  

B: Yeah I think so because as I say it was just about mainly about my weight at 
CAMHS but like I was just excepted to put on weight like every time I went but it‘s 
not as much like that. Like obviously they still monitor my weight but it‘s not like 
expected that I have to put on weight every time, so...  

  

 I: Uh hu, so there‘s not the same focus just on that one area.   

 B: Yeah   

 I:And I‘m wondering you mentioned your mum then use to come along to session 
with you. Has her role changed at all? 

  

Change in family 
role, mother less 
involved. 

B: She doesn‘t come to the sessions   

 I: And how do you feel about that?   

Change in family 
role - mother less 
involved. 

B: I just prefer it. I just prefer to like deal with it myself em like she‘s still like aware 
of like what‘s going on. I do kind of tell her things but she‘s just not as, she‘s just not 
got as big a role as she did at CAMHS. 

Confidentiality  Shift in Treatment Ethos 
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Carer – Audrey (P19) 

I = Interviewer 

A= Audrey  

Initial Notes Text Master Theme Superordinate Theme 

 I: I‘m wondering, do you think that the process of moving from child services across 
to adult services has had any effect on yourself or on Freya then? 

  

 A: I think it‘s had great affect   

 I: So it‘s been better   

Positive impact of 
transition - progress 

A: Seems to be fae Freya went to the adult services in here, that‘s when she 
seemed to have come on. 

Development  Outcome of Transition  

 I: And it sounds like her engagement with the service here has been a wee bit 
different 

  

 A: uh hu   

 I: What do you think helped with that?   

Better relationships 
– improved 
communication  

A: I‘m not really sure to be honest with you...I think they just listened more to Freya 
and what she was saying. I think that‘s what Freya needed. Someone to actually 
listen to what she was saying ... 

Development  
 
 
Autonomy  

Outcome of Transition  
 
 
Shift in Treatment Ethos 

 I: Someone to listen to her, yeah   

Taking her lead, 
more collaborative 
approach 

A: And work ways around to help her, which she thought would be helpful rather 
than what they thought would be helpful. That way...I think they‘re good that way. 

Autonomy  Shift in Treatment Ethos  

 I: So to listen to her and be willing to work alongside her   

Contrast to directive 
approach  

A: Uh hu, rather than have demands, oh you‘ll need to do this, you‘ll need do that Autonomy  Shift in Treatment Ethos  

Past resistance to 
directive approach 
(trying to assert 
autonomy/control  in 
situation?)  
Better engagement 
with services now 

A: When you said anything to Freya when she was in [inpatient unit], she‘s just 
resist against you, no I‘m not doing it. Up here‘s it‘s sort of ... she‘s would listen to 
them cause she‘d come home and say to me ‗Oh I was talking about this and that 
aye I‘m doing the right things‘. She sort of listened 

Development   Outcome of Transition 
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Appendix 2.14 Major Research Project Proposal  
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Structured Abstract  

Background:  The transition from child and adolescent mental health services (CAMHS) to adult 

mental health services (AMHS) in eating disorders can be challenging for young people and their 

families. Clinical features of eating disorders such as fear of maturity, low self esteem, high mortality 

rates and the increased risk associated with times of transition present unique issues for transitional 

care in this area. To date, there has been limited research regarding transitional care in eating 

disorders.  

Aims: This study aims to develop an understanding of service user and carer experiences of the 

transition between CAMHS and AMHS in eating disorders. 

Method: An interpretative phenomenological analysis (IPA) approach will be utilised in the current 

study. Semi-structured interviews will be employed to explore the experiences of service users and 

carers who have undergone a transition of care between CAMHS and AMHS whilst being treated for 

an eating disorder.   

Applications: A deeper understanding of service user and carer experiences will offer insights into 

how services may support the process of transition from CAMHS and AMHS.  It may highlight issues 

relevant to this population that are not identified within current documents addressing transitions 

between child and adult services. This study will contribute to the developing body of research in 

transitional care. 
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1.0 Introduction 

1.1 Definitions and Prevalence Rates 

Eating disorders are a group of conditions characterised by disordered eating behaviour and pre-

occupation with weight and shape. They include anorexia nervosa (AN), bulimia nervosa (BN) and 

eating disorder not otherwise specified. Eating disorders most commonly affect young women, with 

the peak age of onset during mid to late adolescence. The prevalence of eating disorders amongst this 

population is 1-1.5%. Eating disorders are associated with significant co-morbid physical, 

psychological, social and occupational problems. The outcome for eating disorders is poor with an 

estimated 30-50% of patients developing long-term problems (Royal College of Psychiatrists, 2000; 

NHS QIS, 2006).  

1.2 Transition between Child and Adolescent and Adult Services 

Owing to age of onset and course of eating disorders, a proportion of young people and their families 

will experience a transition of care from CAHMS to AMHS.  

There is widespread recognition that the transition from child to adult healthcare services can be 

problematic, with poorly defined procedures and lack of co-ordinated care planning (DoH, 2006; 

DoH, 2010; Kennedy, 2010; Royal College of Physicians, 2008). This area has gained increased 

attention in recent decades as medical advances have led to an increased life expectancy for young 

people with chronic illnesses, physical disabilities and learning disabilities (Swaran et al. 2010). In the 

latest government review of services to children and adolescents the problem of transition was 

identified as a critical area for policy.  Kennedy (2010) reported that young people may experience 

transition as “a disruptive discontinuity to their care”.  Moreover, many young people fall through the 

gap between services, failing to meet thresholds for adult service or being lost during the transition. A 

disruption of care during transition can negatively impact on compliance with treatment, physical 

health, mental well-being and engagement with services. (DoH, 2006; Swaran et al. 2010).  

These transitions occur at a time when young people and their families may be experiencing 

significant change in other aspects of life. Adolescence is a time of increased autonomy and 
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individuation from family of origin. The shift in treatment ethos from child to adult services mirrors 

this. The systemic approach of child services, which involves parents in treatment and decision 

making processes, is replaced by a more individualistic model. Young people are expected to become 

more autonomous and assume responsibility for their healthcare (Royal College of Physicians, 2008). 

Research suggests that young people value having increased control of their healthcare and the 

opportunity to be seen independently. For parents, issues of confidentiality and consent can 

significantly alter their involvement in treatment. Parents have to adapt to their changing role; for 

some this may be experienced as a loss or they may fear relinquishing control (DoH, 2006).  

Recent policy documents and guidelines have started to address transitional issues. A number of key  

recommendations have emerged including: early identification of those likely to require transitional 

care, assessing readiness for transition, sensitivity to developmental needs, working with young 

people to prepare for transition, promotion of self-reliance while working closely with carers  and 

joint working between services. An overarching message is that transition from child to adult services 

should be viewed as a flexible process rather than a single event, the timing and length of which 

should individually determined (Vostanis, 2005; DoH, 2006; DoH, 2010; Kennedy, 2010; Royal 

College of Physicians, 2008).   

Additional considerations may be required when addressing transitional issues in eating disorders. 

Times of transition are considered to pose an increased risk in some eating disorders (National 

Collaborating Centre for Mental Health, 2004) Treasure, Schmidt & Hugo (2005) suggest that the 

sudden change in treatment ethos, can be confusing and dangerous for young people with eating 

disorders and their families. Young people with the greatest severity of illness may experience 

difficulties with an “adult-like approach” due to fears of maturity and low self-esteem (Arcelus, 

Bouman& Morgan, 2008). At the same time, their parents may find that they become excluded from 

decisions about care. Arcelus et al. (2008) suggest that the gradual introduction of an “adult like 

approach” and close collaboration between CAMHS and AMHS will be vital to successful transition.  

The continuity of family involvement is also advised. Indeed, given the high mortality rate associated 
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with eating disorders, Treasure et al. (2008) advise that in cases with serious medical risks 

information sharing between professionals and carers is vital. 

1.3 The role of carers 

The role of family members in supporting individuals with mental health problems is recognised at a 

national level (National Framework for Mental Health, 1999). They are often the first to recognise 

difficulties, encourage their loved ones to seek treatment and provide ongoing support. The National 

Institute for Clinical Excellence Guidance for Eating Disorders (NICE, 2004) recommends that most 

people with AN and BN should receive treatment on an outpatient basis. Family members are 

considered to play a key role in recovery and it is recommended that they should normally be included 

in treatment of young people with eating disorders. Furthermore, family therapy is the only evidence 

based intervention for AN in children and adolescents (NICE, 2004; Eisler, 200; NHS QIS, 2006). 

These factors place the family to the fore of care in eating disorders. 

Living with and providing care to someone with an eating disorder is associated with poorer mental 

and physical well-being, and quality of life (De la Rie et al. 2005. Treasure et al. 2001). A small 

number of qualitative studies have explored the experience of caring-giving in eating disorders 

(Perkins et al. 2004; Winn, Perkins & Murray, 2004; Highet, Thompson & King, 2005; Hillege, Beale 

& McMaster, 2005; Tierney, 2005). These studies have highlighted the difficulties associated with 

this role, although positive aspects of caregiving were also described. Carers reported that they had 

insufficient knowledge and skills. They wanted more information about diagnosis, and treatment, 

advice on how best to response to their relative and increased support.  A common theme identified 

across studies is that the burden of caregiving is often compounded by difficulties accessing services, 

a lack of feedback from professionals and a feeling of exclusion from treatment. A time of particular 

difficulty identified by Winn et al. (2004) was the transition from CAMHS to AMHS.  

1.4 Service User and Carer Perspective 

The service user and carer perspective has been given increasing credence within the NHS in recent 

years. The Scottish government strategy “Patient Focus/Public Involvement” (NHS QIS, 2009) sets 
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out that we should be striving for a patient-focused NHS with service users and carers involved in 

planning, designing and delivering services. Achieving equity and excellence for Children similarly 

emphasises that the experience of children, young people and their families must be gathered so that 

services can be responsive to their views (DoH, 2010).     

The transition from CAMHS to AMHS services in eating disorders may be experienced as 

challenging for young people and their families. Clinical features of eating disorders, such as fear of 

maturity and low self-esteem, high mortality rates and the increased risk associated with times of 

transition present unique issues for transitional care in this area. To date, there has been limited 

research regarding transitional care in eating disorders. No studies have been identified that explore 

the experience of transition from a service user or carer perspective. As such, it remains unclear what 

priorities they have for transitional care and how their needs can be best met by services. The use of 

qualitative methodology would be particularly suited to exploring these areas, as they aim to 

“understand and represent the experiences and actions of people as they encounter, engage and live 

through situations” (Elliot, Fischer, Rennie, 1999). 

2.0 Aims  

This study aims to use qualitative methods to explore service user and carer experiences of the 

transition between CAMHS and AMHS in eating disorders. Based on the aforementioned literature, a 

number of key issues have been identified that are considered important to developing a detailed 

understanding of service user and carer experiences of transitional care. These issues can be 

considered within two broad areas as outlined below.   

Experience of the transition process:  timing, readiness, understanding, preparation, co-ordination of 

process, communication between services, impact (engagement, compliance, severity of illness, carer 

burden)  

Differences between CAMHS and AMHS: experiences with CAMHS, experiences with AMHS, 

treatment ethos, autonomy, role of family, information sharing, confidentiality and consent, 

intervention approach, adaptation to changing roles.   
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Semi-structured interviews will be developed based upon these themes, with the aim of identifying the 

most salient factors for service users and their carers.   

3.0 Plan of investigation 

3.1 Design 

An IPA approach will be utilised. IPA is a qualitative research methodology that originated in 

psychology. IPA aims to explore how people make sense of their major life experiences (Smith, 

Flowers & Larkin, 2009). It is committed to detailed examination of individual cases, endeavouring to 

understand what the experience is like for the person and the meaning they assign to their experience 

(Smith, 2004). Researchers in IPA have a dynamic and interpretative role. They try to understand 

what it is like from the participant point of view, whilst asking critical questions of account to extend 

our understanding beyond what has been made explicit. It is advised that researchers reflect on their 

own conceptions and try to suspend these during the research process so that they do not overtly 

influence the process (Smith & Osborn, 2003).  

An IPA approach has previously been used in a study exploring the transition of adolescents with 

Cystic Fibrosis from paediatric to adult services (Brumfield & Lansbury, 2004). The idiographic 

nature of IPA and focus on how people make sense of important life experiences fits with the aims of 

this study.  

3.2 Participants 

IPA literature recommends obtaining a purposive sample of participants. This refers to a predefined 

group of individuals who through personal experiences may provide insight into the phenomena under 

study (Smith & Osborn, 2003; Smith et al. 2009). Researchers generally aim to obtain a fairly 

homogenous sample of participants. However, Smith et al. (2009, p.49) suggest that it may be useful 

to split the sample so that the phenomenon can be understood from different perspectives. In the 

current study participants will consist of service users and carers who have experienced a transition of 

care between CAMHS and AMHS whilst being treated for an eating disorder.  
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3.3 Eligibility Criteria  

Service users will be:  

- Aged 16 or over with a diagnosis of AN, BN or eating disorder not otherwise specified.  

- Have experienced a transition of care from CAMHS to AMHS in the past 5 years whilst 

being treated for an eating disorder.  

- Currently be receiving treatment for an eating disorder or have undergone a planned 

discharge from adult services. 

- Able to provide informed consent  

- Deemed fit to participate by clinicians involved in their care 

Carers will be: 

- Individuals who are identified as the primary-caregiver for a young person who meets the 

above criteria.  

- Able to provide informed consent  

3.4 Sample Size Justification  

IPA benefits from a concentrated focus on a small number of cases due to its primary concern with 

understanding individual experiences. Leading researchers in IPA suggest that a sample size of 

between four and ten participants is typically sufficient for researchers adopting this approach in a 

professional doctorate (Smith et al. 2009).  The upper end of this sample size overlaps with guidance 

provided by Guest, Brunce& Johnson’s (2006) on the number of participants required to reach data 

saturation. Based on analysis of thirty interviews, they identified that 92% of all themes were 

identified in the first six to twelve interviews and there was limited change to coding after this point. 

They suggest that in most cases six to twelve participants will be a sufficient to reach data saturation. 

The sample size for the current study has been determined in accordance with the above. A total of ten 

to twelve participants will be recruited: consisting of five to six service users and carers.   
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3.5 Recruitment process 

Participants will primarily be recruited from CAMHS, AMHS and specialist eating disorder services 

in the NHS West of Scotland region. The researcher is currently involved in establishing relationships 

with these services. Meetings will be arranged to provide clinicians with information about this study 

and its aims. They will be asked to identify potential participants from their caseloads and inform 

them about the study. If these individuals are happy to receive further information about the study, 

their contact details will be passed on to the research team. Verbal consent for their details to be 

passed on to the research team will be documented in case notes.  

Participants may also be recruited through the Scottish Eating Disorder Interest Group (SEDIG) and 

carers groups. An advertisement will be placed on the SEDIG website and in their newsletter, which 

is distributed to members. A brief description of the study and contact details for the research team 

will be provided. Service users and carers who are interested in finding out more about the study will 

be invited to contact a member of the research team. To extend recruitment of carers, clinicians in the 

field of eating disorders will provide details for a contact person in their local carers group or these 

shall be obtained via SEDIG. Initial information about the study shall be provided to this contact 

person and, where it is agreeable, a meeting will be arranged to provide further information to the 

carers group.   

Potential participants will be provided with an information pack about the study. The pack will 

include a brief description of the study, an opt-in form indicating the best way for the researcher to 

contact them (i.e. phone, letter, email) and a stamped addressed envelope. Service users and carers 

who are interested in participating will be invited to contact the researcher by completing the opt-in-

form and returning it in the envelope provided 

3.6 Procedure 

On the basis of key issues identified in the literature, two complementary semi-structured interview 

schedules will be developed to explore the experience of transition between CAMHS and AMHS in 

eating disorders from a service user and carer perspective. Interviews will be conducted on an 
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individual basis. The interviews will be conducted in a flexible manner, with the option of using 

probes and specific questions to encourage participants to elaborate on important topics. Throughout 

the interview, emphasis will be placed on establishing rapport and trying to understand the 

participant’s perspective.   

Preferably, interviews will be conducted in person. However, where this is not possible telephone 

interviews may be conducted.  It is felt important to include this option as attendance at interview may 

pose a barrier to participation for some individuals, particularly those who reside in rural regions. It is 

anticipated that interviews will last sixty to eighty minutes. 

3.7 Setting and Equipment 

Interviews will be conducted on NHS premises in the region where the participant resides. If 

participants are recruited via their key workers, it is hoped to conduct interviews on the premises of 

the service they are involved with.  

All interviews will be recorded on a digital recorder. They will be transcribed verbatim by the 

principle researcher and participants will be assigned pseudonyms to ensure anonymity.  

3.8 Data analysis 

Transcripts will undergo analysis according to the recognised process in IPA (Smith & Osborn, 2003; 

Smith et al. 2009). In keeping with the idiographic approach, it is recommended that transcripts are 

thoroughly analysed on an individual basis before patterns across cases are considered.  

The first stage of this process involves several readings of the interview transcript, to become as 

familiar as possible with the account. Stage two begins with noting anything of interest in the 

transcript. Some notes will be descriptive comments attempting to summarise or paraphrase the 

participant’s account. Others may explore the use of language in the transcript, making note of 

metaphors and connections that come to mind. There may also be some preliminary interpretations, 

interrogating the text and taking us beyond what has been made explicit.  The third stage involves the 

development of emergent issues, clustering and organising initial notes according to thematic content. 
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The sequence is repeated until a level of conceptualisation is achieved that best captures the core 

issues. Emerging issues will then be given a title. In the fourth stage, the researcher will attempt to 

make connections across the emergent issues.  This process is carried out with each interview 

transcript and patterns across cases are then explored. The researcher is aiming to acknowledge the 

point of convergences and divergences in the data, illustrating ways in which participants accounts are 

similar but also different (Smith & Osborn, 2003; Smith et al. 2009).  

Another researcher will be asked to review a selection of interview transcripts in order to verify the 

reliability of coding and issues that have been identified.   

N-Vivo software may be used to support data analysis in the current study.  

4.0 Health and Safety Issues  

Interviews will be conducted on NHS premises within normal working hours. All sites at which 

interviews will be conducted will be assessed in terms of health and safety. A minimum requirement 

will be for another member of staff to be present on the premises at all times and available if required.  

Written consent will be obtained from participants and they will be made aware of their right to 

withdraw from the study at any time. All participants will have the opportunity to discuss their 

experience of participation and debrief with the researcher. If there is any evidence of distress the 

researcher will suspend the interview and will stay with the participant until their distress decreases. If 

they remain distressed, other means of accessing emotional support will be discussed with the 

participant, such as contacting a family member or key worker. 

If participants disclose information that suggests they may hurt themselves or others then steps will be 

taken to ensure safety and alert relevant professionals or agencies involved. Patients will be made 

aware of this procedure in the information sheet and at the start of the interview. 

5.0 Ethical Issues 

Ethical approval will be sought from the NHS West of Scotland Ethics Committee.  
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Participants will be provided with a clear information sheet about the study. This will state that 

consent is voluntary and they may withdraw from the study at any time. Participants will be informed 

of confidentiality and how this will be upheld. They will be advised of the process of anonymising 

interview transcripts so that all identifying information is removed. This will entail assigning 

pseudonyms to participants, with references to places and other people also being anonymised. The 

transcripts will be stored on an encrypted laptop and when transcribing is completed recording will be 

destroyed.  

Those who wish to participate in the study will be required to provide written consent to involvement 

and consent to the inclusion of extracts from transcripts being used in the project report.  It will also 

be highlighted that the research may be published in a scientific journal so that findings can be shared 

with other practitioners in this area and specific consent for inclusion of extracts will be sought for 

this. Participants understanding of what taking part in the study entails will be checked to ensure they 

are providing informed consent 

5.0 Timetable  

May 2011   Submit Proposal to University 

July/Aug 2011  Apply for Ethical Approval 

Oct/Nov 2011  Begin Recruitment & interviews  

Feb/March 2012 Transcription and analysis 

April 2010  Begin Write-up 

May/June 2012  Draft submission 

July 2012  Submit research to University 

September 2012  Viva 

6.0 Practical Applications 

Understanding service user and carer experiences of the transition between CAMHS and AMHS in 

eating disorders will add to the developing body of research in transitional care. It may identify 
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specific issues relevant to this population that are not identified within the current policy guidelines 

and documents addressing transitions between child and adult services.  This could contribute to the 

development of models that promote successful transitions in eating disorders.   
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