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Process

• EOED study used BPSU and also developed a 
separate system for surveillance of C&A 
psychiatrists 

• During the study…..
o 90% of child psychiatrists thought it was good idea
o 84% of returned their cards (once opt outs 

excluded)
o 80% of sent back questionnaires
     (Lynn, Nicholls and Viner  2012)



What happened next

• Findings presented at CPRS Nov 06 
• MHRN funding obtained to establish a 

Clinical Research Group 2007
• Conversion disorder study started Oct 2008
• Bipolar disorder study 

o first study to run on CAPSS alone
o CAPSS launched in 2009



506 
cases reported

81 
no data received

425 
cases with data

114 
reporting errors

311 
met criteria

102 
duplicates

209 
confirmed cases

75% reported by psychiatrists and 25% by paediatricians 

Nicholls, Lynn, Viner.  BJPsych 2011; 

Hudson, Nicholls. Lynn, Viner.  Arch Dis Ch 2012



Demographics

• Mean age 11.5 years (SD 1.3)
• Mean duration of illness prior to 

presentation 8.3 months
• 86% white British
• 64% of females premenarcheal
• 13% males
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Management
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Eating Disorders in Children - A three country 
comparison

9

Leora Pinhas (Canada), Sloane Madden (Australia), Dasha Nicholls (UK)

Australia Canada UK

Sample size 100 161 208

Mean age 11.8 (+1.9) 11.3 (+1.5) 11.5(+ 1.3)

Duration (wks) 25.3(+25.9) 27.7(+28.0) 34.5 (+ 29.7)

females/males 76/24(3:1) 138/22 (6:1) 171/37 (5:1)
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Impact of the EOED studies

• Demonstrated clinical characteristics specific 
to children 
– Higher rates of males
– Majority of children with EDs not recognised until 

medical complications became severe. 
• Added impetus to change the diagnostic 

criteria in the DSM-5
 



Impact 2

• Influenced the training agenda for 
pediatricians and child mental clinicians. 

• Stimulated guideline development (Junior 
MARSIPAN, now MEED)

• Like all PSU studies, increased awareness 
and familiarity of the condition



Impact 3

• Fostered closer collaboration between 
pediatricians and psychiatrists in the care 
of YP with EDs

• Taken as a model for research in other 
areas of child mental health, other CAPSS 
studies and specifically the cost 
effectiveness study for AN (COSTED) 



Cost-effectiveness of models of care for young 
people with eating disorders – CostED

Sarah Byford
Ivan Eisler & Mima Simic
Dasha Nicholls
Geraldine McDonald
Fiona McNicholas
Tamsin Ford
BEAT (Jonathon Kelly)
Susan Ringwood
Jo Fletcher
Robin Glaze



Design

Objective: 
• To evaluate the cost and the cost-effectiveness of 

alternative community-based models of service 
provision for young people with anorexia nervosa

Design: 
• Surveillance study using the Child and 

Adolescent Psychiatry Surveillance System 
(CAPSS) for a period of eight months in 2015

Setting: 
• Community-based secondary or tertiary CAMHS 

in the UK or Republic of Ireland
Participants:
• Young people aged 8 to 17, in contact with 

CAMHS for a first episode of anorexia nervosa 
according to DSM-5

Interventions: 
• Specialist eating disorders services and generic 

CAMHS



Data

• Data sources: 
• Data collected by clinicians from clinical records 
• Data collected at baseline, 6 and 12-months

• Data included: 
• Service characteristics
• YP socio-demographic characteristics
• YP clinical characteristics
• YP use of inpatient, outpatient & daypatient services

• Outcomes measured:
• Children’s Global Assessment Scale (CGAS)
• Percentage of median expected body mass index for age and gender 

(%mBMI)



Sample

n=305

Inpatient facility

n=7

Confirmed cases for

follow-up study

n=298

inclusion

n=285

Duplicate

n=7

Confirmed cases for

incidence study

No baseline data received

n=352

Baseline questionnaire

received

n=597

Ineligible for study

Case notifications

n=997

Withdrew or excluded

prior to baseline data collection

n=48



Characteristics of cases

* CGAS score falls within the range for ‘obvious problems – moderate impairment in most areas or 
severe in one area’ (41-50) on a scale from 1 to 100

Mean (SD)
or %

Age – mean 14.56 (1.66)

Age – category

Children (8 to 12 years) 11.80%

Adolescents (13 to 17 years) 88.20%

Gender

Female 91.48%

Male 8.52%

Ethnicity

Any White 91.64%

Baseline clinical status

%mBMI 83.23 (10.99)

CGAS* 44.61 (14.08)



Overview of findings

• Findings: 
• Baseline measures poorer for those in the specialist compared to generic 

group
• Follow-up outcomes were similar
• Service use and total costs were similar
• Initial assessment in a specialist service has a higher probability of being 

cost-effective than initial assessment in generic CAMHS

• Limitations:
• Not randomised – but would be impossible given prevalence and still larger 

than largest RCT in the UK (TOuCAN study)
• Missing data – imputation did not change the results
• Bias in reporting likely to be a problem
• Focus on service in which YP initially assessed



CYP Eating Disorders Transformation

Access and waiting time standard commissioning guidance (2015)

All areas (CCGs) in England should commission a community ED service for children and 
young people (CYP-CEDS) delivering evidence based early interventions through to level of 
day care. 

Set standards for timely access: 
Those referred for assessment or treatment for an eating disorder should receive NICE 
concordant treatment within one week for urgent cases and within 4 weeks for every other 
case. 

Aim is for 95% of those referred for assessment or treatment receive 
NICE concordant treatment with the ED standard RTT by 2020

Introduced and monitored in 2016-17 via MHSDS and UNIFY data collection; tolerance levels 
to be set and standard implemented from 2017-18 – NEW extension for inpatient care-2017



Principal Investigator: Professor Dasha 
Nicholls, Imperial College London

Contributors: Javier Sanchez-Cerezo, 
Josephine Neale, Richard Lynn, Lee Hudson,

Nikita Julius, Ellaha Haidar, Lidushi Nagularaj, 
Tim Croudace

Funded by: The Former EMS Ltd (charity 
number 1098725, registered Oct. 9th 2017)



What is ARFID?

• Avoidant/restrictive food 
intake disorder

• DSM 2013

• No association with 
concerns about body image, 
weight or shape

• Excluded from NICE 
guidelines

• Restricted eating patterns 
which result in any of:
o Significant weight loss (or 

failure to achieve expected 
weight gain or faltering 
growth)

o Significant nutritional 
deficiency

o Dependence on enteral 
feeding or oral nutritional 
supplements

o Marked interference with 
psychosocial functioning



Study Design

• BPSU/CAPSS surveillance study
• Monthly electronic reporting cards
• New cases reported March 2021 – March 

2022 in UK and ROI
• Paediatricians and child and adolescent 

psychiatrists reported newly diagnosed 
cases of ARFID aged 5-16 or 5-17 years



Incidence

• 319 CYP aged 5-17
• The observed incidence rate 

in the UK was 2.79 per 100 
000 young people

• 174 male (54.5%); 145 female 
(45.5%)

• Mean age 11.2 yrs (range 5 – 
17.99)

• Majority white ethnicity (n = 
248; 78%)



Subtypes

• LCA revealed four 
distinct classes

• The Combined 
subtype, a mixed 
presentation, was 
most common



Different presentations by service type

Paediatricians Psychiatrists

Age 9.8 years 13.7 years

Males 62.4% 43.1%

Chronic symptoms 80.4% 67%

Selective eating 63.7% 46.6%

Fear of aversive 
consequences

3.2% 13.1%

Weight loss 65.0% 76.7% 

Comorbid autism 67.6% 50.0%

Comorbid anxiety 47.4% 78.2% 



1 year follow-up

• 109 males (55.3%) and 88 
females (44.7%) at follow up

• According to clinicians’ overall 
clinical impression 
o 19 cases (9.6%) improved without 

treatment, 
o 89 cases (45.2%) improved with 

treatment, 
o 5 cases (2.5%) changed in 

presentation, 
o 46 cases (23.4%) persisted 

unchanged, 
o 6 cases (3%) worsened
o for 32 cases (16.2%) outcome was 

unknown

• Comparing paediatrics and 
psychiatry, at follow-up, both 
cohorts improved in nutritional 
status. 

• However, the psychiatric cohort 
improved more regarding 
disordered eating behaviours.



Implications

• ARFID is not a single presentation
• ARFID is rare but not that rare
• Presentation and management differs by 

age and sector 
o Needs integrated care pathways and joined up 

commissioning



Conclusion

• CAPSS has provided a central tool for 
providing evidence to support policy and 
transformation of clinical services for 
children and young people
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