National Clinical Programme
for Eating Disorders

Eating Disorder
Services

HSE MODEL OF CARE FOR IRELAND

e 7
9@ 4 Clinical Strategy and L ‘7 HSE Mental Health Services

LY p Divisi 2 ).
rogrammes Livision \y.




READER INFORMATION

Division: National Clinical Strategy and Programmes Division and National Mental Health Division
Title: Eating Disorder Services. HSE Model of Care for Ireland

Document Number: CSPD020/2017

Version Number: V.1

Author: Based on the work of the National Working Group and Clinical Advisory Group of College of
Psychiatrists of Ireland

llustrations: Created by service users and mental health clinicians across HSE mental health services
Approved Date: December 2017
Published Date: January 2018

Revision Date: The HSE National Clinical Programme will be reviewed in 2021, unless the need far revision
is identified by: Findings from the audit and evaluation process, or significant changes in evidence etc.

Welb: To access National Clinical Programme for Eating Disorders please click:
http://www.hse.ie/eng/about/\Who/cspd/ncps/mental-health/eating-disorders/moc/

Designed by: Studio 10 Design

ISBN: 978-1-78602-068-0



Eating Disorder
Services

HSE MODEL OF CARE FOR IRELAND



ENDORSED BY:

College of Psychiatrists
of Ireland

Wisdom - Learning - Compassion

ACKNOWLEDGEMENTS:

We would like to thank all who contributed to the development
of this Clinical Programme and in particular:

e Ms. Harriett Parsons Bodywhys for co writing the chapter on
patient experience.

e Staff and service users of HSE who gave permission for their
art work to be used in this document.

e Bodywhys for permission to use illustrations in the document.



Table of Contents

FOTBWOIAS . i e e 4-5
Endorsement from BOAYWRYS .......uiiiiiiiiiiiiiiiii et 6
Members of the HSE Eating Disorder Working GroUD ........vvvvveeeeiniiiiiiee e 7
Members of the CliNiCal AQVISONY GIrOUD .. .vvvvieeieiiiiiiieee et e e e e e reeeeee e e 7
HSE Clinical Programme CONSURATIONS ... ...vviiiiiiiiiiiieee et 7
Glossary Of COMMON GCIONYIMS ...vviiiiieeet ettt e e e ettt e e e e et e e e e e e bbb e e e e s e e tbbreeeeeaannbbneaeeeaas 8
LIST OF FIGUIES .ttt bbbttt et et e e e e e e e e e e e e e e e e e 9
IS o) B =1 o 1= SO OOPPPPPPPRPRTTRI 9
ST OF BOXES ... eiiiiiiee e et e a e e 10
T INITOAUCHION ..o 11
2 Clinical BACKGIrOUNG ..o 13
2.7 ClaSSIfICAION. ...t 13
2.2 EPIEMIOIOTY .ottt a e 13
2.3 Causes Of 8alING AISOIUELS ....uiiiiii ittt e e e e e e 16
2.4 MOrtality @nd PrOGNOSIS. . .uuuveurieriiiiiitiette ittt e e e e e et e ettt aeaeaeeeeeeaaaaaaaaaanaannnns 17
2.5 COMOIDIAITY e e 18
2.6 The COst Of €atiNg AISOITEIS. .....ccii ittt 19
2.7 Stigma and obtaining treatment ... 21

3 RANONAIE ... 23
4 AIMS ANA ODJECHVES .......ooceeeeee e 25
5 Scope of MOdel Of CAr@ ... 26
6 Mission, Vision and Core VAlUES ..., 27
6.7 MISSION AN VISION ..ttt 27
B.2 COrE VAIUES. ..ot iiii ittt ettt e e e e e e e e e e e e e e e e 27

7 International Best Practice in ED Service Delivery..........ccecevceevceeennn, 29
7.1 International recommendations for ED service delivery design and treatment setting.... 29
7.2 Evidence-based eating disOrder teamS ........cooviiiiiiiiiiiie e 29
7.3 ASSESSMENT AN IAGNOSIS +.vvvtvviiiiiiii ettt e e e e e 33
7.3.1 Best-practice guidance on anthropometric measurement..........ccccceeeeeeieiiiiiienns 36
7.3.1.1 WeIght MEASUIEBIMENT ....oiiiiiiiiiiiee et 36
7.3.1.2 HEIght MEASUIEMENT ....oiiiiiiiic et e e 36
7.3.1.3 Growth and % BMI calculation in under-18S ... 36

7.4 Evidence-based treatment of eating diSOrders ..o 39
7.4.1 Evidence-based psychosocial treatments............uevveviiiiiiiiiiie 39
7.4.2The role Of SEIf-NEID ......ooiii e 43

7.4.3 Evidence-based pharmacological treatments for EDS ..., 44

7.4.4 Medical interventions in ED treatment ... 46

7.4.5 Refeeding of patients with restrictive EDS .........cccuvviiiiiiiiie 47
7.4.5.1 Refeeding SYNAIrOME ......vviiiiiiiiiee ettt a e e 48
7.4.5.2 ROULE OF TEEAING ...ttt 48

Q Eating Disorder Services: HSE Model of Care for Ireland



° Eating Disorder Services: HSE Madel of Care for Ireland

Table of Contents cont'd.

7.4.5.3 NaSOQGASINC FEEAING . ..vvrrrrriiiiee ettt e s 48
7.4.6 Nutritional supplementation: vitamin and mineral supplements and
meal SUPPIEMENTATION ... e 52
7.4.7 NULTIONAl COUNSEIING .ttiiiiiiiiii ittt e e e e e e e e eeeenane 52
7.4.8 Treatment Of OSTEOPOIOSIS ..vuvvvriiiiii e 53
7.4.9 Other somatic treatments ... 53
7.4.10 PhySICal EXEITISE ...coiiiiiiiiiiiiis it e e e e 53
8 Current Service DeSCrIPHION. ...t 55
8.1 OUtPAtIENT TrEAIMENT. ...ii it 55
8.2 Intensive, day, outreach and group PrOGraAMIMIES........uurrrrrrrrrrrririirreeeeeeeeaaaaaaaaaaaaaanns 55
8.3 INpatient trealMENT........e 56
8.4 CUIMENt HSE PONICY v e 59
8.5 Workforce development and training........oooeeeiiiiiiiiiiii e 59
9 A Stepped Model Of CAre.........ccooivveceeeeeeeceeee s 61
9.1 A stepped care model of SErviCe deliVENY .......ooooiiiiiiiii e 63
9.2 LEVEl 11 PrIMANY CArE ...vvvviiii it 63
9.3 Level 2: Outpatient treatment.... ... 65
9.3.1 Level 2b: AMHS/CAMHS outpatient Care .........ccoovvvviviiiiiiiiiiiicieeeceeeeeee e 65
9.3.2 Level 2a: Specialist ED teams — outpatient Care...........ooovvevieeeiiiiiiiiiiiiiieceee 66
9. 3.3 Bl INTEIVENTION ...ttt e e 66
9.4 Level 3: Intensive treatment and day Care ............coovvviviiiiiii e 69
9.5 Level 4: Inpatient treatment..........oooiii e 69
9.5.1 Medical admission of people With EDS........ccooiiiiiiiiiiiiii 69
9.5.2 Inpatient psychiatriC admiSSIONS ........vvvviiiiiiii it 74
9.5.3 Eating disorder ‘ChampIONS .. ....iiiiiiiieeie ettt 74
10 A National Clinical Programme for Eatfing Disorders............cccccocvvevnnc... 79
10,1 National ED NEIWOIK ...t e e e e e e e e eeeeeaae 79
10.1.1 ED hubs and mininUDS ....oooiii e 79
10.2.1 People liViNg iN reMOLE GrEaS .........uuiiiiiiiiiiiiiiiii et 82
10.2.2 Telemedicine, telemental health and virtual medicare...............cooooeeiviiiiiiinnne, 82
10.3 ED hub/mininub WOIKING . .....ceeieeie ettt 83
10.4 ED team COMPEIENCIES. .......ovviiiiiii e 85
TO.5 Ky ED 1AM FOIES ...t e e e e e e e e 87
10.5.1 Clinical [eadErSNID......cci i 87
10.5.2 ClINICAl KEYWOIKET ...ttt 87
10.5.3 Referrals and ED team Coordinator...........ccooiiiiiiiiiiiiii e 87
1T The PAHENT JOUMMEY ..o 91
11,1 The patient PErSPECTIVE. ......iiiiiiiiiis ettt a e e e e e e e 91
T1.2 PAUENT SUDPOIT ..ttt 92
T2 KEYWOIKET ..ttt e e e e e e 92
B 22 O = (Y= o U 93
11.2.3 Bodywhys and SUPPOM SEIVICES ....uuuuiiiieeeeeiieeeiie e 93
11.3 Primary prevention and early reCOgNItION...........uuuuiiiiiiiieiieiiiii e 96
11.3.1 School and college-based prevention programmes ...........ocovveeieeeniiiieeeeeee e 96
11.3.2 Community-based prevention ProgrammeEs...........oveereeeeriiiieieeee e aiiieee e e 97
11.4 Patient self-management and Self NelP ......uvvviiiiiiiiii 98
12 Resources Required to Deliver the Service ..., 99
12.1 Staffing and HR reqUIrEMENTS .....oooiiiiiiiiiiie e 100
12.1.1 Specialist ED team staffing requiremMents ... 100
12.1.2 Staffing for the inpatient DedS ... 102



12.2 Facility and infrastructure reqUIrEMENTS ....ooooiiiiiiiiii e 102

T2.3 T FEQUINBIMENTS ...ttt e e e e e e e e e eeaees 105
12.3.1 National [T reqUIFEIMENTS .......uiiiiiiiiiiiii e 105
12.3.2 ED NUD [T reQUIFEIMENTS ...ttt 105

12.4 Training budget reqQUIrEMENTS ... .viiiiiiiiiiiiiiiiiie e ae e e 105

12.5 Interdependency with other clinical programmes.............coooveiiiiiiiiiiiiiiiiiieeeeeeeee 106

13 Legal and Ethical Considerations ... 107

13.1 Consent to treatment ... 107

13.2 Mental Health ACt 2007 ...t 108

13.3 Capacity and refEeaiNG .. ...ceei i 109

13.4 Child protection 1egisIation ...........ccoiiiiiiii e 109

13.5 End-of-life deCiSIONS @Nd CArE.......uuvviiiiiiiieiii e 109

14 Clinical Governance of the HSE National Clinical Programme

fOr EQTNG DISOIAELS ...t 113

14.1 Clinical governance practice and ProCEAUIES ........cceeiiiiirrieeaaiiiiiiee e e e 114

14.2 RiSK MaANAGEMENT....ciiiiiiiei it e e e e eaaeeeeeens 114

14.3 Clinical effectiveness and evidence-based practice...........ccoovviviiiiiiiiiiiiiiie e, 114

14.4 Service-user involvement and EXPEIIENCE ............uuuiiiiiiiieeeeeeeeee e, 115

14.5 Clinical audit and evaluation .............uuuviiiiiiiiiiie e 115

14.6 Staff training, development and SUPPOM.........vviiiieiieceeeee e 116

14.7 Staffing and ManagemMeENT...........ii i 117

14.8 Research and developmENnt ... 117

15 Education, Training and Workforce Development.............cccccoovevoerveennnnne. 119

15.1 BACKGIOUNG ...ttt e e 119

15.2 The role of interprofessional education (IPE)..........ccccoiiiiiiiiiiiiiie e, 119

15.83 The IFSN CONMEXE ..vuuiiiiii e e 120

15.3.1 Current undergraduate and postgraduate ED training..........ccccccvvvvvvviiniienen.n. 120
15.3.2 Recent ED education and training iniatives in Ireland ...........ccccocvvviviiiniinnnnnnn. 120

15.4 Education and training strategy of the NCPED ... 121
15.4.1 Core interprofessional clinical training .........c..veeeeeiiiiii e, 123
15.4.2 CliNiCal SUPEIVISION ...ttt et aaaaaeeeeas 124
15.4.3 Specific ED-fOCUSEA TraiNiNg.......coivviiieieei e 124

15.5 Provision of education t0 OtherS..........uuuiiiiiiiiiiiii e 124

15.6 Evaluation of training and education programmes under the NCPED .................... 124

16 Evaluation anNd MEITICS........ovceeeeeeeeceeeeeeeeeeeeeeeeeeeeeeee e 127

16.7 BEValuation MEIIICS. .uuu i e 128

16.2 Data COlBCHON ... uvuii i e a e 128

16.3 Timeframes in the NCPED model Of Care........ccccvvviiiieiiie e 131

16.4 Data proteClON ACT.......cccoiii e 131

16.5 Use of data for evaluation, clinical audit and research ...........cocccoeveiiiiiiiiiiiie e, 131

T16.6 REVIEW PEIHOU. ... vttt e et e et a e e e e e e eaees 131

17 RESEAICH NEIWOIK ......ooovoveeeeeevee oo 133
APPENICES ..ttt e eaaaa s 135
Appendix 1: Key background clinical practice standards ...........ccccceeveeeeiiiiiiiiiiiiiiiiennee, 135
Appendix 2: Medical risk managemeENt rESOUICES .. .uuurrriiiieee et e e e e e eeeeeeiiiiee 136
Appendix 3: Examples of good practice and service iNitiatives.........cooooeeviiiiiiiiiiiinnee, 137
Appendix 4: Useful sources of further information on eating disorders for the public
ANA PrOTESSIONAIS....1it et e e 139
R B BN CES . i e 140

° Eating Disorder Services: HSE Model of Care for Ireland



° Eating Disorder Services: HSE Madel of Care for Ireland

Foreword

n behalf of the HSE National Clinical Programme for Eating Disorders, | am very
pleased to present this Model of Care document, which outlines the HSE plan
for its eating disorder services in Ireland into the future. Eating disorders have the
highest mortality and morbidity within mental health and they pose significant
health, social and economic cost to people with eating disorders, to their families and to
society. Early intervention, evidence based care, and consistent support make a profound
difference to the clinical and personal recovery of people who are affected by eating
disorders, including to those in adolescence when so many eating disorders begin.

Through its support of the National Clinical Programme for Eating Disorders, the HSE has
prioritised the provision of high quality, accessible and value for money eating disorder
services in Ireland. In the absence of a pre-existing dedicated eating disorder infrastructure
or strategy, this Model of Care document has been developed in order to guide the delivery
of those aims.

Key recommendations include the development of a national network of dedicated eating
disorder teams embedded within the mental health service, a stepped model of outpatient,
daypatient and inpatient care provision based on clinical need, and the development of a
skilled, trained workforce. In the context of the significant physical morbidity associated with
eating disorders, this Model of Care also recommends a strong integration between primary
care, mental health services and medical teams, including the bridging of the acute hospital
and mental health service divide through mutual clinical commitments and shared pathways.
A formal and ongoing collaborative working relationship with Bodywhys, our partners in the
eating disorder working group, is also proposed. While it may seem ambitious, all of these
strategies are needed in order to deliver a high quality and safe eating disorder service
in Ireland.

| would like to express gratitude to all of the multidisciplinary members of the HSE eating
disorder working group for their dedication, insight and collaboration in the development
of this Model of Care, as well as to Bodywhys, who strongly represented the voice and
values of people with eating disorders within our work. On behalf of the National Clinical
Programme for Eating Disorders, | also express sincere appreciation to the Clinical
Advisory Group and to the College of Psychiatrists of Ireland, whose members dedicated
significant time and expertise in an external review of this Model of Care. Finally, my thanks
to the Clinical Leads and managers of the other HSE National Clinical programmes who
reviewed the document, met with us and provided advice and support on the clinical
areas where this eating disorder programme interfaces with their own services. We all
hope that this was just the beginning of an ongoing collaborative relationship between our
respective clinical programmes in improving HSE services for those with eating disorders.

Dr Sara McDevitt
National Clinical Lead for Eating Disorders
January 2018



Foreword

n behalf of the HSE Mental Health Division, and the Clinical Strategy and

Programmes Division, | am delighted to present and endorse this Model

of Care document as part of the National Clinical Programme for Eating

Disorders. This document has been developed in close partnership with
Bodywhys, and the College of Psychiatrists of Ireland.

The National Clinical Programme for Eating Disorders is part of a family of mental
health and other health related Clinical Programmes, created by the HSE Clinical
Strategy and Programmes Division in an effort to develop high quality health
services, based on a programmatic approach, with an emphasis on a strong
evidence base, improving patient safety, value and equity.

This Clinical Programme and Model of Care is a good example of integrated care
planning across the health service, with mental health, acute hospital and primary
care at the centre of service delivery, with the aim of improving patient safety and
outcomes.

This Model of Care is a based on interdisciplinary training and working, with
clinicians developing skills in response to patient need, with a clear focus on
optimising patient and clinical outcomes. The Model was developed with a clear
evidence base, with a designed supervision and support structure to support
clinicians to develop competencies in delivering interventions. In this regard, the
Clinical Programme has already developed training initiatives for clinical staff in
specialist Cognitive Behavioural Therapy, Family Based Therapy and MARSIPAN
training for people with eating disorders with severe physical illness.

In anticipation of this publication, the HSE Mental Health Division is prioritising
investment in the implementation of this Model of Care with significant service
development for eating disorders likely in 2018 and beyond.

| would like to thank Bodywhys and the College of Psychiatrists of Ireland for their
leadership and commitment to this Clinical Programme, and in particular | would
like to thank Dr Sara McDeuvitt, Clinical Lead, and Ms Rhona Jennings, Programme
Manager for their relentless desire and efforts to improve services for people with
eating disorders.

Dr Philip Dodd
National Clinical Advisor and Clinical Programmes Group Lead-Mental Health
January 2018
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Endorsement from Bodywhys

n behalf of Bodywhys — the Eating Disorders Association of Ireland, | welcome
this HSE’s Model of Care Programme and acknowledge the opportunity for the
organisation to have collaborated on same. It is to be welcomed that this Clinical
Programme is designed to support better access, good governance, innovation
and improvement in quality care as key drivers of service development in eating disorders.

Since its foundation in 1995, Bodywhys has been passionate about advocating for an
eating disorder service in Ireland. When a Vision for Change (AVFC) was published, it was
greatly welcomed, as the policy detailed a comprehensive model of mental health service
provision, including specific recommendations for the treatment of eating disorders.

In striving to make this vision a reality, Bodywhys welcomes this Clinical Programme,
which sets out clearly developed pathways to support timely access to developmentally
appropriate services that respond to all levels of clinical need. In line with this commitment,
a dedicated multidisciplinary service, mediated through a stepped care model, is being
developed. To achieve this aim, there has been a welcome considerable investment in the
training of a skilled workforce in the assessment and management of eating disorders.

The impact an eating disorder has on those who are affected, cannot be understated. In
this regard, the Bodywhys support ethos has emerged from the understanding built up
about this serious and complex issue from many perspectives, and most importantly from
what we hear from people affected, and from the family and friends who are supporting
a person through recovery. The recognition of the patients’ perspective, as being at the
heart of this development, is to be welcomed. This Model of Care recognises as crucial, a
committed collaborative partnership between Bodywhys, the HSE and the mental health
services, in developing structures to support recovery, at all levels of the stepped care
model as detailed within this document, while recognising the complexity of the recovery
journey.

Those who are affected by eating disorders have clearly identified the three main aspects
that are crucial for their recovery —expertise and consistency; appropriate and individualised
treatment and support; and time to enable recovery. Responding to this expressed need
will progress the core values of the patients’ experience to address the complexity and
challenges associated with this complex issue.

This document is a clear reflection of what can be achieved when we work collaboratively
to effect change. In Bodywhys we look forward to continuing to work in partnership to
ensure this Model of Care is realised.

Jacinta Hastings
CEO - Bodywhys

sLlnad
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Glossary of common acronyms

AMHS Adult Mental Health Service

AN Anorexia Nervosa

AFT Adolescent-Focused Treatment

ARFID Avoidant Restrictive

BED Binge Eating Disorder

BN Bulimia Nervosa

CAMHS Child and Adolescent Mental Health Service

CAT Cognitive Analytic Therapy

CBT-E (BN)  Cognitive Behaviour Therapy — eating disorders

CBT-ED CBT for eating disorders

CBT-SE Cognitive Behaviour Therapy for severe and enduring eating disorders
CMHT Community Mental Health Team for adults

CREST Cognitive Remediation and Emotional Skills Training
CRT-ED Cognitive Remediation Therapy for eating disorders

DSMV Diagnostic and Statistical Manual — diagnostic classification system
EDs Eating Disorders

EDT Eating Disorder Team

FPT Focal Psychodynamic Therapy

HIPE Hospital In-Patient Enquiry System

ICD International Classification of Diseases (WHO)

PT Interpersonal Psychotherapy

IPE Interprofessional education

NCPED National Clinical Programme for Eating Disorders

MANTRA Maudsley Anorexia Nervosa Treatment for Adults
MARSIPAN

JMARSIPAN  Management of Really Sick Patients with Anorexia Nervosa
MFT-AN Multifamily Therapy for Anorexia Nervosa

OSFED Other Specified Feeding and Eating Disorders

PiLaR Peer-Led Resilience programme (Bodywhys)

SE-ED, SE-AN  Severe and enduring eating disorder or anorexia nervosa

SSCM Specialist Supportive Clinical Management
SFT Systemic Family Therapy

TAU Treatment As Usual

WHO World Health Organisation
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Introduction

This Model of Care document describes the HSE’s
strategic vision for its provision of eating disorder
services in Ireland in the future. It also represents
the cornerstone of the HSE National Clinical
Programme for Eating Disorders (NCPED) and is
the HSE’s commitment to providing services for
people with eating disorders.

Eating disorders have the highest mortality and
morbidity all of the mental disorders. They affect a
relatively young section of the population and have
enormous socioeconomic cost. However, effective
treatment can substantially improve clinical
outcomes and promote sustainable recovery. The
HSE has, therefore, prioritised eating disorder (ED)
services as part of its National Clinical Strategy
and Programme Division (CSPD), which aims to
develop high-quality, person-centred, integrated
care through a clinician-led, evidence-based
approach to service reform.

In keeping with this strategy, this HSE Model

of Care for eating disorder services has been
designed to help the HSE to improve patient
outcomes and safety by delivering the three main
objectives of its clinical strategy:

o Improved quality of care delivery to all those
with eating disorders

e Improved access to assessment and treatment

e Improved value for money and cost
effectiveness

This approach is consistent with the Mental
Health Commission’s framework, ‘A Recovery
Approach within the Irish Mental Health Services’
(MHC, 2008), the HSE’s ‘Framework for Improving
Quality’ (2016) and the Commission on Patient
Safety and Quality Assurance ‘Building a Culture
of Patient Safety (2008). It is also aligned with the
International Academy of Eating Disorders’ (AED)
Worldwide Charter for Action on Eating Disorders
(2008). HSE is not alone in its current prioritisation
of ED service improvement; similar programmes of
ED service reform are being implemented across
the UK, Australia, Canada and New Zealand, to
name just a few countries.

A HSE national working group was established
in late 2015 and charged with the task of

developing the HSE’s future national Model of
Care for its eating disorder services. The group
was comprised of multidisciplinary clinicians with
experience in working with adults and children
with eating disorders and those who were
nominated by their professional bodies. It included
representation from Bodywhys, the national
support organisation for people in Ireland who are
affected by eating disorders.

The working group reviewed all of the available
data on national ED provision in Ireland and also
consulted with stakeholders, professional bodies
and service users on current practice. It reviewed
international models and guidelines of best
practice and service provision for eating disorders,
and examined recent and Irish-based research.
Four subgroups within the working group were
formed focused on: adult services, child services,
evaluation, and training. Internal papers were
presented for discussion. External ED experts and
advisors were also consulted, including an Eating
Disorder Clinical Advisory Group (EDCAG) from
the College of Psychiatrists of Ireland.

What follows in this HSE Model of Care, therefore,
represents a comprehensive and evidence-based
roadmap for the future development of HSE
eating-disorder services in Ireland. It includes
recommendations for local and national delivery of
ED treatment and care pathways, and outlines the
resource implications. This includes an integrated
approach to service delivery across mental health,
primary care and hospital settings. It includes
proposals for a national eating disorder register
with a clinical and service national dataset, so that
it is possible to evaluate the NCPED and steer

its effectiveness. The Model of Care also outlines
recommendations on workforce development,
training and governance. The aim is to guide HSE
managers, CHO management teams, hospital
managers, commissioners, executive clinical
directors and lead clinicians in the effective
planning, delivery and evaluation of ED services

in Ireland.

When implemented, the National Clinical
Programme for Eating Disorders will enable the
HSE to achieve its objectives of providing quality,
safe, accessible, and cost-effective eating disorder
services, and in doing so, will assist people with
eating disorders to achieve their best clinical
outcomes and meaningful recovery.

e Eating Disorder Services: HSE Model of Care for Ireland
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Clinical Background

What are eating disorders?

Eating disorders are a group of mental disorders
that are characterised by serious disturbance in
eating behaviour and weight regulation as a result
of core psychopathology around eating and body
image. Although descriptions of this group of
conditions were in evidence from as early as the
12 and 13" centuries, the term anorexia nervosa
(AN) was first formally coined by Sir William Gull

in 1873 and classified as a disorder by Gull and
Lasegue in the same year. Anorexia nervosa is
now the third most common chronic condition

in adolescent females after obesity and asthma
(Whitaker et al, 1992; Golden, 2003; Lucas,
1991). Bulimia nervosa (BN) was subsequently
defined by Russell in 1979, and since then there
has been growing recognition and refinement

of what are now known to be a class of mental
health disorders that have the highest mortality
and morbidity risk of all (Arcelus, 2011).

2.1: Classification

Eating disorders are clinically diagnosed using one
of the two main diagnostic classification systems
for mental disorders: ICD-10 (WHO, 1992) and
DSM-5 (APA, 2014). In Europe, including Ireland,
ICD-10 is conventionally used by most mental
health services and has been used to classify

and diagnose eating disorders until recently.
However, as ICD-10 is now 24 years old and
under review (ICD-11 is due out in 2018), DSM-5
currently presents the most up-to-date and widely
used system for diagnosing eating disorders. It
differs substantially from its predecessors in the
introduction of a new eating and feeding disorder
category: Avoidant Restrictive Food Intake
Disorder (ARFID). Additionally, the previously
largest category of eating disorder, Eating Disorder
Not Otherwise Specified (EDNOS), has now been
removed in order to encourage more specific
classification, with other descriptions refined.
Based on the current research evidence, the
DSM-5 work group decided that obesity did not
merit classification as an eating disorder (Marcus
& Wildes, 2012).

It is expected that ICD-11 will be closely aligned
with the new DSM-5 (NCCMH, 2015), and
thus DSM-5 is being used in this Model of Care

document. This will be reviewed when ICD-
11 is published in 2018. Details of the DSM-
5 diagnostic criteria for eating disorders are
displayed in Table 2.1.

2.2: Epidemiology

To date, no Irish study has comprehensively
researched the epidemiology of eating disorders
in Ireland across the age range, and only one
prevalence study on eating behaviour and
attitudes in adolescents has been undertaken in
Ireland (McNicholas, 2010). Therefore, estimations
for Irish levels of eating disorders in the population
as a whole are generally extrapolated from
international sources.

Prevalence

Prevalence is a measure of the number of
cases in the population at a single point in

time (point prevalence), or within a given year
(one-year prevalence), or at some point over
their lifetime (lifetime prevalence). It is therefore
a useful measure for service planning as it
includes cases at different stages and times.
Table 2.2 summarises the prevalence ranges for
eating disorders from a number of international
epidemiological studies. Prevalence estimates for
the newly defined ARFID are currently unknown.
Overall, the lifetime prevalence of the three main
eating disorders is approximately 4% (NIMH,
accessed 2016). This equates to an estimated
188,895 people having experienced an eating
disorder at some point in their lives in Ireland
(based on an Irish census population in 2016 of
4,722,364). Internationally, 2.7% of 13-18 year-
olds develop severe eating disorders (Merkinagas,
2010), and 0.1% of the 8-15-year group were
estimated to meet the full DSM 4 criteria for an
eating disorder in that study (CDC, 2013).

Subclinical forms of eating disorders are also
common and are potentially equally disabling

in terms of impact on function (Schmidt, 2008).
The recent STEDI (Stigma and Treatment of EDs
in Ireland) study highlighted a high presence

of eating psychopathology among Irish youth.
Half of that sample revealed dissatisfaction with
their body, with approximately one-third (n=99)
expressing concern about their eating habits
(O’Connor, 2016). The EPICA study of prevalence
of 3,031 secondary school students from across
Ireland found a self-reported prevalence rate of

a Eating Disorder Services: HSE Model of Care for Ireland
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Table 2.1: DSM-5 diagnostic criteria for eating disorders (APA, 2014)

(feeding disorders not included here as they do not fall within remit of this clinical programme)

Anorexia Nervosa (AN)

A. Persistent restriction of energy intake, leading to
significantly low body weight (in the context of what is
minimally expected for age, sex, developmental trajectory,
and physical health).

B. Intense fear of gaining weight or of becoming fat, or
persistent behaviour that interferes with weight gain (even
though at significantly low weight).

C. Disturbance in the way one’s body weight or shape is
experienced, undue influence of body shape and weight
on self-evaluation or persistent lack of recognition of the
seriousness of the current low body weight.

Subtypes
1. Restricting type,
2. Binge/purging type (based on last 3 months).

Bulimia Nervosa (BN)

A. Recurrent episodes of binge eating. An episode of binge
eating is characterised by both of the following:

1. Eating, in a discrete period of time (e.g. within any
2-hour period) an amount of food that is definitely
larger than most people would eat during a similar
period of time and under similar circumstances

2. A sense of lack of control over eating during the
episode (e.g. a feeling that one cannot stop eating or
control what or how much one is eating).

B. Recurrent inappropriate compensatory behaviour
in order to prevent weight gain, such as self-induced
vomiting, misuse of laxatives, diuretics or other
medications, fasting or excessive exercise.

C. The binge eating and inappropriate compensatory
behaviours both occur, on average, at least once a week
for three months.

D. Self-evaluation is unduly influenced by body shape and
weight.

E. The disturbance does not occur exclusively during
episodes of Anorexia Nervosa

Binge Eating Disorder (BED)

A. Recurrent episodes of binge eating. An episode of binge
eating is characterised by both of the following:

1. Eating, in a discrete period of time (e.g. within any
2-hour period), an amount of food that is definitely
larger than most people would eat during a similar
period of time and under similar circumstances and

2. A sense of lack of control over eating during the
episode (e.g. a feeling that one cannot stop eating or
control what or how much one is eating)

B. Associated with three or more of:
« Eating much more rapidly than normal
« FEating until uncomfortably full

« FEating large amounts of food when not feeling
physically hungry

o FEating alone because of embarrassment over how
much one is eating

o Feeling disgusted with oneself, depressed or very
guilty afterwards

C. Marked distress regarding binge eating is present.

D. Binge eating occurs, on average, at least once a week
for three months.

E. Binge eating is not associated with the recurrent
use of inappropriate compensatory behaviours and is
not occurring exclusively during the course of Bulimia
Nervosa, Anorexia Nervosa or ARFID.

Note: Binge Eating Disorder is less common but much
more severe than overeating. It is associated with more
subjective distress regarding the eating behaviour, and co-
exists commonly with other psychological problems.



Avoidant Restrictive Food Intake Disorder
(ARFID)

A. An eating or feeding disturbance as manifested by
persistent failure to meet appropriate nutritional and/
or energy needs associated with one (or more) of the
following:

1. Significant loss of weight (or failure to achieve
expected weight gain or faltering growth in children)

2. Significant nutritional deficiency

3. Dependence on enteral feeding or oral nutritional
supplements

4. Marked interference with psychosocial functioning

B. The behaviour is not better explained by lack of
available food or by an associated culturally sanctioned
practice.

C. The eating disturbance does not occur exclusively
during the course of anorexia nervosa or bulimia nervosa,
and there is no evidence of a disturbance in the way one’s
body weight or shape is experienced.

D. The eating disturbance is not attributed to a medical
condition or better explained by another mental health
disorder. When it does occur in the presence of another
condition/disorder, the behaviour exceeds what is usually
associated, and warrants additional clinical attention.

Other Specified Feeding or Eating Disorder
(OSFED)

A. Significant distress and impairment in areas of
functioning, but does not meet the full criteria for any of
the other feeding and eating disorders.

B. A diagnosis might then be allocated that specifies a
specific reason why the presentation does not meet the
specifics of another disorder (e.g. Bulimia Nervosa — low
frequency).

The following are further examples of OSFED:

o Atypical Anorexia Nervosa: All criteria are met, but,
despite significant weight loss, the individual’s weight
is within or above the normal range.

 Binge Eating Disorder of low frequency and/or limited
duration: All of the criteria for BED are met, except that
they occur at a lower frequency and/or for less than
three months.

» Bulimia Nervosa of low frequency and/or limited
duration: All of the criteria for Bulimia Nervosa are
met, except that the binge eating and inappropriate
compensatory behaviour occurs at a lower frequency
and/or for less than 3 months.

« Purging Disorder: Recurrent purging behaviour to
influence weight or shape in the absence of binge
gating.

« Night Eating Syndrome: Recurrent episodes of night
eating, eating after awakening from sleep, or excessive
food consumption after the evening meal.

The behaviour is not better explained by environmental
influences or social norms. The behaviour causes
significant distress or impairment. The behaviour is not
better explained by another mental health disorder
(e.qg. BED)

Unspecified Feeding or Eating Disorder
(UFED)

This category applies to where behaviours cause clinically
significant distress or impairment of functioning, but do
not meet the full criteria of any of the other feeding or
eating disorder criteria. This category may be used by
clinicians where a clinician chooses not to specify why
criteria are not met, including presentations where there
may be insufficient information to make a more specific
diagnosis (e.g. in emergency room settings).

American Psychiatric Association (2014)
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Table 2.2: Prevalence of eating disorders
AN

Point prevalence Adolescent Females
0.39-0.64% °

1-year prevalence Females
370/100,000 ™2

Lifetime prevalence — females Females 23+
0.9-2.2% (Narrow)
2.4-4.3% (Broad)

Males 3?2
0.1-0.3%

BN BED EDNOS
Females 1% 2 2% ° 2.4% 5
Females ?

1000/100,000

Females Females

0.9-2.3%25%48  (0.9-3.5% 342
1.3% (age13-18) 7

Males Males 0.3-2% 234
0.1-0.5%
0.5 (age13-18) ’

1 Hoek (2006), 2 Stice (2012), 3 Hudson (2007), 4 Preti (2009), 5 Machado (2007), 6 Hoek (2003), 7 Swanson (2011),

8 Keshi-Rahkonen (2009),9 RANZCP (2014)

‘caseness’ of 10.9% of adolescent girls. This
was similar to international levels. The figure for
Irish adolescent males was lower in that study, at
2.4%. Approximately one-third of adolescent girls
reported dieting or feeling dissatisfied with their
bodies (McNicholas, 2010).

Although the gender gap has narrowed, eating
disorders remain more common in females,
particularly for AN, and for BN where prevalence
rates are three times higher than for males (NIMH,
2012). This gender gap is lower for BED and for
younger children, at a ratio of 2:1 female-to-male
cases. Male eating disorders are now considered
to have been traditionally under-recognised and
under-diagnosed. They are estimated to account
for 25% of AN/BN cases and 36% of BED cases
(Hudson, 2007).

Eating disorders have been found to occur
independent of socioeconomic class and family
income. Family history of education has been
associated positively with the development of
eating disorders, particularly for eating disorders
in females and for males with AN (Goodman,
2014). Eating disorders occur across all ethnic
groups, cultures and countries, although research
has mainly focused to date on those in Western
countries and amongst females.

Incidence

‘Incidence’ means the number of new cases of a
disorder that develop within a particular timeframe.
In the UK, an analysis of the General Practice
Research Database has estimated that the annual
incidence rate of eating disorders had risen

from 32.3 in the year 2000 to 37.2 in 2009, per
100,000 of the population aged between 10-49
years (Micali, 2013). Based on the provisional Irish
CSO census data for 20186, this would equate to
1756.72 new cases per annum in Ireland in the
same year of 2009. Micali (2013) also found that
the highest overall incidence rates were in the
15-19 female age group (164.5/100,000), while
the highest incidence for males occurred in the
10-14 age group (17.5/100,000). The average age
of onset of eating disorders is reducing (Favaro,
2009). For AN, the peak incidence of onset is now
14-18 years and for BN it is 14-22 (Lock, 2015a).
BED most commonly presents in the late teens or
early 20s.

2.3: Causes of eating disorders

The causes of eating disorders are complex and
include biological, environmental and psychosocial
factors. From a biological perspective, it is
estimated that additive genetic factors account
for 40-60% of the liability of an individual to
developing AN, BN and BED (Duncan, 2017;
Pinheiro, 2010). The impact of dietary restriction



and subsequent physical starvation then plays a
significant biological role in the maintenance of
restrictive eating disorders through the effects of
malnutrition on cognitive, emotional and physical
functioning (Trace, 2013; Lock, 2015a). Other
risk factors that combine towards a vulnerability
to developing an eating disorder include: being
female, a premorbid tendency towards anxiety
and perfectionism, difficulty managing emotions,
low self-esteem, onset of puberty, severe life
events (70%), dieting, and trying to lose weight
(Lock, 2015a, NIMH, 2015). People with diabetes,
coeliac disease and other medical conditions
where treatment requires strict dietary control

are at increased risk (Colton, 2015), as are those
who have undergone gastric bypass surgery
(Conceicao, 2015). A survey of Norwegian elite
athletes in 2004 found that 13.5% of male athletes
reported clinical or subclinical eating disorders,
and that the rate of disordered eating in female
athletes was up to 42% in some sport specialties
(Sundgot-Borgen, 2004); one-third of US female
athletes described symptoms (Female Athlete
Triad) and attitudes consistent with anorexia
nervosa (Johnston, 1999).

While sociocultural factors such as westernisation
and media and social pressures around physical
appearance are contributory factors to the
development of eating disorders, they alone do
not cause eating disorders (AED, 2015). Eating
disorders are associated with psychological risk
factors such as body dissatisfaction (McNicholas,
2009). This group of conditions are recognised
as serious mental health disorders and are not a
matter of choice (AED, 2015).

2.4: Mortality and prognosis

Mortality

A systematic review of 36 studies found that the
standardised mortality ratio (i.e. the increased

risk of dying prematurely from a condition) for all
eating disorders is three times that of the general
population, and it is 5.86 times higher for anorexia
nervosa (AN), the highest rate of all mental
disorders (Arcelus, 2011). For adolescents with
AN, this figure rises to 10 times that of their peers,
and current data indicates that 10% of those who
present with AN will die prematurely from it within
10 years of onset. The causes of death from AN
are commonly physical, with one-third of people

dying from cardiac dysfunction resulting from
the direct impact of starvation. Other medical
causes of death include diabetic hypoglycaemia,
oesophageal tears and rupture (Derman, 2006).
Twenty percent will die by suicide.

Prognosis

Despite the relatively higher levels of mortality
associated with eating disorders, much has
changed in the prognosis of eating disorders in
the last decade. Current first-line evidence-based
treatments such as FBT (Family-based Treatment)
and CBT-E (Enhanced CBT for Eating Disorders),
have been found to enable 40-45% of patients
with EDs to achieve remission, with a further 30%
having a clinically significant partial recovery (Lock,
2015; Fairburn, 2013). A full recovery can typically
take between two and five years for adolescent
AN (Lock, 2015a). However, adolescent patients
have better prognosis with early intervention,
resulting in 73% recovery reported in the British
National Surveillance Study (Nichols, 2011;
Barrett, 2015). BN has higher remission rates, but
relapse is more common. Vos (2001) estimated
that the average duration of AN for adults in the
community is eight years, and five years for BN.

It has been estimated in countries that only 5% to
15% of patients with EDs seek treatment (Butterfly
Foundation, 2012), and indeed uptake of services
seems to be lower than estimated in Ireland. This
has significant implications both at individual and
socioeconomic level (see Section 2.5 below).

The severity and duration of an untreated eating
disorder can have a devastating effect on
psychosocial outcomes such as the ability to
engage in relationships, continue in education and
take up employment opportunities. This in turn
impairs personal recovery even further.

For some people, even with treatment, their eating
disorder will have a more chronic course, with
significant associated mortality and morbidity,
particularly for AN. Early intervention has been
shown to reduce this likelihood, and is thus the
focus of many ED specialist services. However,
people with severe and enduring EDs (SE-ED) are
also a subgroup of adults with particular service,
treatment and support needs. Even at this later
stage of an eating disorder, good ED services can
increase and maximise the chances of optimal
recovery (Robinson, 2015).
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2.5: Comorbidity

Physical comorbidity

The physical effects on the body of eating
disorders, and in particular anorexia nervosa, are
extensive with a negative impact on every bodily
system. Longstanding endocrine, cardiac and
metabolic complications are often seen, with
impact such as osteoporosis, delayed growth and

ovarian damage being potentially irreversible in this
relatively young age group. Table 2.3 summarises
the physical complications of eating disorders.
Common reasons for physical instability and acute
hospitalisation include severe or rapid weight loss
(> 25% normal weight), dehydration, circulatory
failure, (e.g. collapse, slow or rapid pulse, low

BP, poor peripheral circulation), hypoglycaemia,
persistent vomiting or vomiting blood, severe
depression and suicidal behaviour.

Table 2.3: Acute and chronic physical comorbidity of eatfing disorders

General

Cardio-respiratory

Gastrointestinal

Electrolyte
disturbance

Renal

Endocrine

Haematological

Neurological and
muscular

Skin and teeth
and other

Core hypothermia, dehydration

Hypotension, bradycardia, heart failure,

Up to 1/3 of hospitalised patients with AN have mitral valve prolapse and pericardial effusion;
increased risk for cardiomyopathy due to muscle wasting, purging)

Arrhythmias and QTC elongation
Emphysema-type lung changes

In AN: reduced gastric motility and emptying, constipation, superior mesenteric artery syndrome

In BN: oesophagitis — when severe leads to oesophageal tears (Mallory-Weiss), rupture and
pneumomediastinitis

In BED: gastric dilatation or rarely gastric rupture
Acute pancreatitis (caused by purging)
Raised liver enzymes; dyslipidaemia (uncommon); fatty liver (uncommon)

Purging is associated with hypochloraemic metabolic alkalosis, low K+, P04, Mg2+, Cl,- Na+
Laxative abuse is associated with hyperchloraemic metabolic acidosis
Hypoglycaemia, hypoalbuminemia

Renal insufficiency secondary to severe fluid restriction or vomiting

Hypoglycaemia; impact on diabetic control

Hypothalamic suppression with low gonadotropic and sex hormones > hypogonadism; pubertal
delay, amenorrhoea low thyroxine, low IGF-1

Nutritional deficiencies: anaemia; B12, folate, ferritin and Vitamin D stores depleted, Leucopenia

Abnormalities in brain structure (large ventricles) have been associated with very low bodyweight
and cortisol

Organic brain syndrome: cognitive effects; seizures (acute)
Peripheral neuropathy (chronic)
Proximal muscle wasting

Peripheral oedema

Osteopenia, osteoporosis and stress fractures; decreased linear bone growth in adolescents,
Stature Hair loss (TE) and lanugo hair

Skin changes: Russell’s sign, xerosis (dry skin); hypercarotinemia; acrocyanosis; oedema; acne;
dehydration; other deficiencies

Vomiting: dental erosions and perimylolysis; swollen parotid and submandibular glands



For children and adolescents, physical comorbidity
can also include delays in pubertal developmental
and growth (Campbell, 2014). In addition, the
reduced proportion of body fat in pre-pubertal
children can lead to rapid medical deterioration
and risk of chronicity despite a ‘pseudo healthy’
appearance. Hudson (2012) studied the under-13
year-old group in the British Surveillance Study,
and found that over one-third of ED cases

were medically unstable at presentation (60%
bradycardia, 54% hypotension, 34% dehydration,
26% hypothermia). Over 50% of these cases

had required admission to hospital shortly after
diagnosis, 73% to a paediatric ward, and 41% of
those cases with medical instability had not been
underweight.

Psychiatric comorbidity

From a mental health perspective, people with
EDs also have a much higher lifetime risk of
having another mental health disorder and 56.6%
of adults with AN and 94.5% of adults with BN
also meet lifetime criteria for second psychiatric
disorder (Hudson, 2007). The same study also
found higher rates of mood disorder, especially
depression (42.1%), anxiety disorder -particularly
phobias (47.9%), substance-use disorder (27%)
and impulse-control disorders (30.8%) in those
with AN. For BN, these figures were 70.7 %,
80%, 36.8% and 63.8% respectively. There is
also a higher rate of axis two (ICD-10) disorders
in people with eating disorders. Increased risk of
self-harm and suicidality are also significant risks
associated with both AN and BN.

In children and adolescents, the odds ratio of
having another axis one diagnosis is 1.5 (Cl =
0.5-4.4) for AN, 8.6 (Cl = 2.7-27.3) for BN, and
5.9 (Cl = 2.5-13.8) for BED (Swanson, 2011).

AN was particularly associated with oppositional
defiant disorder in that study, with BN and BED
being more particularly associated with anxiety
and depression. Some children also present with
underlying conditions such as Asperger syndrome,
or early feeding disorders. This has implications for
service provision, and mental health professionals
who treat EDs they must also have expertise in the
recognition, diagnosis and treatment of co morbid
mental health conditions.

2.6: The cost of eating disorders

Given the severity, complexity and duration of
eating disorders, together with a rising incidence
in the context of limited resources, the issue of the
socioeconomic cost of EDs has been investigated
internationally in some detail. In the absence of
Irish research on economic impact, international
research therefore provides an insight into the
economic implications of EDs and for the delivery
of ED services in Ireland.

1. Australia

The Butterfly reports: ‘Paying the Price’ (2012)
and ‘Investing in Need’ (2014)

These two reports were commissioned by the
National Eating Disorders Collaboration (an
Australian government-sponsored body) to
evaluate the economic and social costs of EDs in
Australia and to plan more cost-effective services.
The context was that the studies estimated that
only an 5-15% of people in Australia with ED
were recieving treatment, and that 85% reported
difficulty in accessing treatment. Deloitte Access
Economics carried out a cost-effectiveness
analysis (CEA) in 2012. They established that the
total cost of EDs in Australia that year was 69.7
billion Australian dollars and that expenditure on
ED treatment in the same year was 99.9 million
Australian dollars (Table 2.4). The population of
Australia in that year was 22.72 (approx. 4.77
times that of Ireland today). The implications of
EDs in Ireland can be extrapolated from this study
as being much higher than usually recognised.

From a clinical perspective, the first Butterfly report
subsequently led to a second Deloitte report in
2014, which recommended that ED services

be prioritised by the Australian government.

It concluded that early intervention with best-
practice treatment was likely to be more cost-
effective and efficient than treatment as usual
(TAU) (the latter cost was estimated at 6,000

AUS dollars for BN and 84,000 AUS dollars

per person for AN, the latter due to increased
inpatient costs). Specialist eating disorder
multidisciplinary teams, a stepped care model,
and longer-term follow-up to prevent relapse were
all recommended. While Deloitte acknowledged
that this was more expensive than current practice
and service funding, the report concluded that

the economic benefits of extra years of education
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Table 2.4: Costs of eating disorders in Australia in 2012 (Aus. $m)
Deloitte Access economics/Butterfly foundation, 2012

Individual Family/ friends
Health system
costs 10.4 7.9
Productivity
costs 9378.1 0.0
Carer costs 0 5.7
Other financial
costs 585.2 8.8
Deadweight loss*
Transfers 7.2
Total financial 9973.8 15.2
Burden of
Disease (Bod)** 52554.9 0
Total with BoD 62528.7 15.2

Government  Employer  Society/other Total
69 0 12.6 99.9
4841.9 843 0 15063
2.8 8.5
594.0
1414.8 1414.8
7.2 0
4921 843 1427.4 17180.2
0 0 0 52554.9
4921 843 1427.4 69735.2

* Deadweight losses are administrative and efficiency impacts of levying taxation to fund government payments. ** BoD equals years of
healthy life lost (DALYs) multiplied by value of a statistical life year (VSLY). (Source: Butterfly Foundation, 2012 & 2014)

and employment due to the faster recovery of this
relatively young population, as well as improved
access for those who had not previously received
treatment, substantially outweighed current
financial concerns from an overall socioeconomic
perspective. They estimated the benefit to cost
ratio at 5.38 to 1.

2. UK

‘Costs of Eating Disorders in England’ (2012),
Beat, Pro Bono Economics, DOH).

‘The Costs of Eating Disorders: Social, Health
and Economic Impacts’ (2015), Beat and
Pricewaterhouse Coopers

The first of two Beat (National Eating Disorder
Association, UK) reports in (2012) estimated the
cost of eating disorders to UK society and to the
NHS and focused particularly on young people

in England. This study used research literature
data and NHS data ,where available, to estimated
that the overall cost of eating disorders in young
people in England in 2011 was between £1.26
and £9.6 billion per year. This included:

e £80-100 million in direct healthcare costs
e £0.23-3.9 billion in lost GDP

e £0.95-6.6 billion in costs of reduced health and
length of life

In 2015, Beat commissioned a second study
from Pricewaterhouse Coopers (PWC) in order
to complete a more detailed socioeconomic
estimation, and this was based on the direct
experience of adults with eating disorders. This
report estimated that the average annual cost to
each person was:

e £8,850 per person for mental health treatment
(excluding treatment of the physical aspects) —
in some cases, with inpatient treatment up to
£100,000

e £1,500 direct financial burden for the individual
e £2,800 direct financial burden for their carer

e £9,500 for time off work or education for person
over 20 (£650 if under 20)

e £5,950 for time off work or education for carers



Table 2.5: Costs of eating disorders in the UK per annum (£)

(Source: Beat 2012, 2015)

Health sector
Direct financial cost (sufferer/carers)
Economic (lost income to economy

Total financial

Wider social (lost education, productivity, social, family)

e Additional impact on quality of life (relationships,
productivity, etc.)

Table 2.5 summarises the projected overall

cost of EDs in the UK, based on this study.

PwC concluded that early and faster referral of
suspected EDs, unlocking delays in access to
treatment, and the funding of holistic supports to
cater for the wider impact of EDs on individuals
and carers would enhance recovery.

To this end, in 2014 the UK government
announced NHS funding of £150 million (£30m
annually over five years) to move the focus

on resourcing inpatient care for children and
adolescents with eating disorders to developing
dedicated specialised national community ED
services, in addition to day programmes, training
and services for adults.

2.7: Stigma and obtaining treatment

As mentioned earlier, in Australia in 2012, only
5% to 15% of people with EDs were estimated

to access treatment. It is widely accepted that
people with EDs often do not seek help. Even in
the context of social stigma around mental iliness,
EDs have been found to arouse more stigmatic
attitudes in the general public than depression
(Roehrig, 2009). Misconceptions — such as
believing that anorexia is the person’s own fault,
that they are looking for attention or that biological
factors play a lesser part (therefore less ‘real
‘illnesses) — have all been suggested as causal
(Stewart, 2006).

Within healthcare, clinicians from a variety of
disciplines have also been found to hold more

COST

£3.9-4.6 billion (+ £0.9-1.1bn private)
£2.6-3.1 billion

£3.9-4.6 billion (+ £0.9-1.1bn private)
£3.9-4.6 billion (+ £0.9-1.1bn private)
£3.9-4.6 billion (+ £0.9-1.1bn private)

negative attitudes to EDs than other conditions
(Thompson-Brenner, 2012). A recent survey of UK
psychiatrists found that 61.7% of them viewed AN
as being a ‘neurotic mental disorder’ and thought
that such patients are less likely to recover (Jones,
2013), a much older view that seems to have
endured. It has been suggested that a key factor
relating to clinician discomfort is perceived lack of
clinical competence and worry.

In Ireland, the STEDI study found that even
experienced health professionals with moderately
good knowledge of EDs show poor recognition of
the symptoms and tend to view EDs as a group
of chronic, female-based conditions. Additionally,
participants believed that clinicians preferred
working with other conditions such as depression
or diabetes (McNicholas (2016).

Stigma is a barrier to people in seeking help or
continuing in treatment because it interferes with
therapeutic relationships and trust. It also has a
negative impact on screening and recognition,
patient engagement, collaborative-care planning
and recovery goals. This has implications for

the effectiveness of the HSE’s National Clinical
Programme for Eating Disorders. It has economic
implications as those who do not get help or
seek treatment are less likely to recover with the
personal and socioeconomic cost as described
above. Both of these concerns underline the
need for the NCPED to ensure that public and
professional training and education about EDs is
a focus within this Model of Care, so that stigma
can be addressed, understood, managed and
reduced.

9 Eating Disorder Services: HSE Model of Care for Ireland
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Box 2.1: Summary — 10 key facts about eating disorders from the literature

* An estimated 188,895 Irish people will experience an eating disorder at
some point in their lives (based on epidemiological projections’).

* Approx. 1,757 new ED cases develop each year in Ireland in the 10-49
age group.2

* Females are at least 2-3 times more likely than males to develop an
eating disorder.

* The causes of EDs are a complex mixture of biological, psychological and
social factors; 40-60% of the estimated causality of AN and BN is
heritable or genetic.

e Eating disorders are diagnosable mental health disorders (World Health
Organisation, 1992). They are not a lifestyle choice.

¢ Eating disorders have the highest mortality and morbidity risk of all the
mental health disorders.* The mortality rate in adolescents with EDs is 10
times that of peers. Much of this is caused by the physical consequences
of starvation.

* Most people can and do recover from EDs if they get effective, evidence-
based treatment from ED-trained staff.

¢ Only 5% to 15% of people with EDs seek help; 85% report that it is hard
to access treatment.®

* The socioeconomic cost of EDs in the general population is estimated to
run to between £13.3bn and £15.7bn in the UK, and up to AUS$69.7bn in
Australia, when the long-term burden of disease is included.® %

* Economic studies recommend that outpatient, early intervention, stepped
care, and specialist ED teams will reduce the overall socioeconomic cost
through reduced inpatient stays, faster recovery and relapse prevention.? ©

1. Estimated from NIMH, 2. Estimated from Micali, 2013, 3. Butterfly Foundation (2014), 4. Arcelus (2011), 5. Butterfly
Foundation (2012), 6. Beat (2012, 2015).



Rationale

The HSE has an ongoing commitment to improve
and reform health services in Ireland. Its Clinical
Strategy and Programmes Division aims to
improve the quality, access and value for money
of its services through the use of evidence-based
approaches. It plans to do this by focusing on
key clinical areas of high risk or widespread
concern, and by bringing clinical leadership into
the heart of decision-making around their strategic
development. In addition to the integrated care
programmes, there are now approximately 33
national HSE clinical programmes in development
or implementation across HSE, including the
National Clinical Programme for Mental Health.

Clinical governance and patient safety are central
to this HSE approach. In 2008, the Commission
on Patient Care and Quality Assurance noted that
“knowledgeable patients receiving safe and effective
care from skilled professionals in appropriate
environments with assessed outcomes” is the

key to achieving a culture of patient safety. Within
mental health, this is particularly relevant for eating
disorders because they have the highest mortality,
morbidity and cost per admission of all of the
mental health disorders, with significant acute and
chronic risk and safety implications (see Section 2).

A Vision for Change (2006), the Department

of Health’s national strategy for mental health,
identified ED services as an area of future
development. However, since its publication,
much has changed in terms of our knowledge
and understanding of what works best in ED
treatment and in how ED disorder services can
best be delivered. Internationally, this has resulted
in a drive towards new ways of delivering ED
services and a focus on outpatient care. New
service frameworks have developed across the
UK, Canada, Australia, New Zealand and other
European countries over the last decade (see
Section 7).

In Ireland, there has never been a comprehensive
national eating disorder service. This has resulted
in wide variation and inequality of access,
treatment and outcome across the country.

The HSE has therefore prioritised ED services

for development at this time. By developing a
National Clinical Programme for Eating Disorders
and by implementing this HSE Model of Care, it
is envisaged that all patients with EDs who attend
HSE will be able to obtain the timely, evidence-
based and high-quality level of care that they need
so that they can achieve personal recovery and
better clinical outcomes when they develop this
challenging group of disorders.
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Aims and Objectives

Safety and Quality

e Improve clinical outcomes by providing
evidence-based treatment

e Reduce mortality and morbidity through earlier
recognition, early case finding and recognition,
consultation and diagnostic assessment.

o Improve clinical outcomes through early
intervention and multidisciplinary care

e Reduce medical crises, mortality and
morbidity by implementing clinical risk pathways,
management frameworks and physical monitoring

e Use clinical outcome evaluation data to inform
individual patient care planning, as well as for local
and service planning

e Improve safety through formal integrated care
pathways and better communication between
services and teams.

Access
e Early access to advice and clinical assessment

e Early access to psychosocial and medical
treatment

e Arange of levels of care appropriate to level of
clinical need of patients — more service options for
clinicians to consider

e A national network of services and training so
that service gaps can be managed strategically.

Cost-effectiveness

e Reduce the number and duration of inpatient
psychiatric admissions through:

= The provision of alternative settings: enhanced
outpatient, day and group programmes

- Bvidence-based practice to increase
outpatient efficiency and capacity

- Early management of deterioration.
¢ Reduce the duration of outpatient treatment and
increase capacity through:

- Staff who are experienced and trained to work
with people with eating disorders

= Provision of supervision and consultation to
clinicians through the ED teams and network

- Evaluation and clinical audit through a national
and local dataset.

¢ Reduce the number and duration of acute
medical admissions through:

- Collaborative integrated care pathways to and
from medical assessment and consultation

- Use of best practice risk-assessment tools to
determine clinical need

- Development of multi-agency ‘virtual’ teams
to assist urgent decision-making around
medical risk — e.g. MARSIPAN or JIMARSIPAN
teams

- Enhanced number of discharge options
through a stepped care structure and approach
to service provision (Section 9).

® Eating Disorder Services: HSE Model of Care for Ireland
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Scope of this Model
of Care

This Model of Care applies to HSE service
provision for adults and children with eating
disorders (EDs) in Ireland. While focusing on
mental health services, it also makes reference to
eating disorder service provision in primary care
and acute hospital settings. It outlines a plan to
work collaboratively with other national clinical
programmes in that context, so that its aims and
objectives can be achieved.

The HSE National Clinical Programme for Eating
Disorders and its Model of Care are focused on
the following DSM-5 eating-disorder categories:

e Anorexia Nervosa (AN)

e Bulimia Nervosa (BN)

¢ Binge Eating Disorder (BED)

¢ Avoidant/Restrictive Food Intake Disorder (ARFID)

o Certain other Specified Feeding and Eating
Disorders (OSFED) — e.g. Atypical AN, BN, BED
— where mental health treatment is clinically
indicated

Feeding disorders fall outside the scope of the
National Clinical Programme for Eating Disorders.
ARFID is included when there is a clinical
indication and evidence base for mental health
intervention.

In the development of this Model of Care, the
National Clinical Programme aims to encompass
the different stages and levels of severity of EDs,
from early case recognition and assessment
though to early intervention and recovery, as well
as for people who have severe and enduring
eating disorders (SE-ED).



Mission, Vision and Core
Values

6.1: Mission and vision

The mission of the HSE National Clinical
Programme for Eating Disorders (NCPED) is to
develop an evidence and values based Model
of Care for HSE eating disorder services in
Ireland that is sustainable and effective from the
perspective of patients, clinicians and health
managers.

The vision of this programme is that:

» People with eating disorders will receive the
optimum level of accessible, comprehensive and
evidence-based care that they need, so that they
feel supported in their individual recovery from
eating disorders.

o Care will be accessible, equitable and ethical in
terms of resource management.

o Patients and carers will feel enabled to work
collaboratively with skilled clinicians in order to
achieve this.

6.2: Core values

A skilled,
experienced
& supported
' workforce

Effective
communication

9 Eating Disorder Services: HSE Madel of Care for Ireland
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International Best Practice
in ED Service Delivery

Methodology

In order to develop an evidence base for HSE
eating-disorder services into the future, the
working group conducted a search of the
published literature using the Pubmed/Medline
and Cochrane databases. Keywords included
‘eating disorders’, ‘anorexia nervosa’, ‘bulimia
nervosa’ ‘EDNOS’, ‘guideline’ ‘systematic review’,
‘meta-analysis’, ‘treatment’, ‘evaluation’, and
‘service provision’. The purpose was to identify
Level 1 international best practice and clinical
guidelines published between 2005 and 2016.

A similar search was conducted to identify other
recent metanalysis and randomised controlled
trials, using the same keywords, because some of
the guidelines identified had predated more recent
research. A manual search though Medscape and
the ED websites of key international professional
bodies was also completed in order to gather
further evidence. Irish research on eating
disorders was reviewed. Some key international
experts in eating disorders were also consulted.

A consultation process with an external Clinical
Advisory Group for Eating Disorders from the
College of Psychiatrists of Ireland also took place

Twenty eight key guidelines and documents on
clinical international practice became the focus of
more detailed review as listed in Appendix 1.

7.1: International recommendations
for ED service delivery design and
treatment setting

To date, formal research on ED service setting
and design has been limited, and therefore, the
international service and clinical best-practice
guidelines that were reviewed were mainly based
on expert consensus or on consensus with a
formal literature review (identified by ‘C’ and ‘R’
respectively in Table 7.1 below). Despite this
limitation, the international recommendations
on the design and delivery of ED services are
broadly consistent. The recommendations of
17 key reports that include service delivery are
summarised in Table 7.1. The conclusions that
can be drawn concerning the planning of future
Irish eating disorder services are summarised in
Box 7.1.

7.2: Evidence-based eating disorder
teams

Based on the review of the literature, the following
conclusions can be made:

e Comprehensive eating disorder care requires a
multidisciplinary, multiagency approach involving
primary care, mental health, and medical services.

e The core mental health team working directly or
indirectly with each ED case includes at minimum
a therapist, psychiatrist and dietitian (RANZCP,
2014). The role of the eating disorder dietitian, is
outlined in Box 7.2. as dietetics is a relatively new
profession within mental health services in Ireland,

e The specific professional discipline of the ED
therapist has not been specified in international
models of care, but should be a mental health
professional with a experience and training in
the delivery of psychosocial interventions for
mental health, in addition to specific training

in ED interventions. The use of guidelines and
manualised treatment is recommended (NICE,
2017).

o ‘Virtual’ MARSIPAN teams are now being
established across the UK, consisting

of a consultant physician, paediatrician,
gastroenterologist, consultant psychiatrist and
senior dietitian, in addition to a medical nursing
team. Such models of acute physical care are
also being developed elsewhere. These ‘virtual’
teams form around a specific ED case when the
case presents to an acute hospital with possible
medical instability. A collaborative treatment plan
is then agreed, charted in the patient’s notes and
communicated to all clinicians, the patient and
family.

@ Eating Disorder Services: HSE Model of Care for Ireland
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@ Eating Disorder Services: HSE Madel of Care for Ireland

Box 7.1: Key conclusions on service delivery

e A specialised ED services infrastructure is
needed

The NCCMH (2015) and RCPsych (2012) have
noted that a minimum of 25-50 new patients a
year is needed for mental health teams to sustain
specialist ED skills. Specialist ED teams have
been associated with faster recovery, higher
patient satisfaction, lower costs, lower rates of
inpatient admission and better case identification
and access (Gowers, 2010; Hay for Cochrane,
2015; House, 2012). Where eating disorders

are treated by generic mental health teams,
specialist ED consultation and support are
essential to those teams.

e Stepped care model

ED treatment should be provided through
outpatient, intensive/day, and inpatient settings.
Day services have good potential as a second-
line alternative to inpatient or as stepdown from
it (AACAP, 2015; APA, 2012; ESCAP, 2015;
Espie, 2015; NICE, 2017). Few randomised
controlled trials (RCTs) are available, but research
indicates that day services for young people are
associated with decreased costs and decreased
number of inpatient admissions (Herpertz-
Dahlman, 2014; Ornstein, 2012). The treatment
setting should be based on patient clinical
presentation, with patients stepping up and
down in intensity of

care as needed.

e Community-based outpatient care

There is consensus that outpatient is the most
appropriate treatment setting for both adults and
children with eating disorders if the patient is
medically stable with support, though research
in the area of location of care is limited (Watson,
2018). For BN, BED and ARFID, there is no
evidence for the benefit of inpatient admission
unless the patient is medically unstable. For AN,
inpatient psychiatric admission for adolescents’
risks disempowering parents, separating children
from families, and counters some treatments
(e.g. FBT) being provided effectively (Espie,

2015; AACAP, 2015). It is also associated with
higher relapse rates (Lock, 2015; Gowers, 2010).
However, some patients with very low weight,
lack of treatment response or comorbidity may
need a more highly structured setting than
outpatient can provide (ESCAP, 2015; Herpertz,
2011). Psychiatric admission, when required,
should be focused on weight restoration and
short duration of admission.

e Multidisciplinary team approach

The core team consulting or working with

each ED case includes at minimum an ED
therapist, psychiatrist and dietitian. The specific
professional discipline of the ED therapist is not
defined, but they should have specific training,
expertise and experience in working with eating
disorders.

¢ Medical risk evaluation and medical
admission

Medical admissions to acute hospitals are
required for physical stabilisation in severe
restricting EDs and sometimes BN (5% of BN
cases). When needed, this should be brief

and focused on medical safety and refeeding.
Specific patient care pathways, risk and decision
algorithms are included in most guidelines
focused on this area (see Section 7.5 below for
further detail on refeeding, and RCPsych 2012,
2014).

¢ Formal integrated care pathways

Seamless transitions and integrated care are a
key focus of all the documents, and the national
service documents that were reviewed include
formal care pathways. The complexity and
nature of eating disorders means that patients
must navigate across different levels of setting
(mental health & medical teams, CHO and acute
hospital structures), and must make age-related
transitions in service. Formal care pathways
assist collaborative working and improve patient
safety (RCPsych, 2012).



Box 7.2: Role of the dietitian in Eating Disorders treatment

Primary care dietitian

e Initial recognition and advice for those at risk in primary care.

¢ Provision of nutrition education and support to those at risk.

* Provision of dietetic assessment to support GP decision-making on referral for

ED assessment.

Specialist dietitian

¢ |dentification and assistance to the team in the management of refeeding
syndrome and clinical complications such as hypoglycaemia, gastrointestinal

dysfunction, hyponatraemia, growth, etc.

* Physical risk of malnutrition — assessment and management.

* Assessment and recommendations of the need for nutritional support and

supplements.

* As a member of the MDT, support to people with EDs in making changes to their
eating by working collaboratively with them to develop a nutritional care plan.

* Empowering family, carer and staff with meal coaching strategies and knowledge.

* As a source of evidence-based nutritional expertise within the MDT.

* As a member of the MARSIPAN/JMARSIPAN team during medical admissions
(also good practice for hospital-based dietitian to liaise with ED dietitian).

¢ Contribution to the education and training of other health professionals working

with EDs.

7.3: Assessment and diagnosis

All of the clinical practice guidelines that were
reviewed recommend that patients receive a
detailed and comprehensive initial assessment of
their mental and physical health. This is the key
to patient engagement and risk management.
Domains that are specifically recommended for
inclusion in the first assessment are summarised
in Tables 7.2 to 7.4. A key component of case
recognition and assessment is the exclusion

of medical conditions that may mimic eating
disorders such as thyroid disease, diabetes,
coeliac disease, Crohn’s disease, Addison’s
disease, craniopharyngoma and other neoplasms,
autoimmune disorders, as well as mental health
disorders such as depression, psychosis,
somatoform and feeding disorders.

A common criticism of ED services in Ireland

and abroad is that waiting times for assessment
and then for treatment are too long (Beat, 2015;
Fursland, 2016). In that context and with patient
safety in mind, many of the guidelines we reviewed
have attempted to address this through the
development of specialist teams and clinics. In the
UK, the National Collaborating Centre for Mental
Health (2015) and Royal College of Psychiatrists
(2016) recently set some key timeframe targets
for the new NHS ED teams for children and
adolescents. The latter timeframe addresses the
issue of internal waiting lists for psychosocial
treatment, which is an ongoing issue in mental
health services in Ireland

o from referral to assessment: 15 days routine,
1 week urgent, 1 day emergency.

o from referral to treatment: 4 weeks

@ Eating Disorder Services: HSE Model of Care for Ireland
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@ Eating Disorder Services: HSE Madel of Care for Ireland

7.3.1: Best-practice guidance on
anthropometric measurement

(compiled from NICE, 2004; RCPsych, 2014);
Boland, 2013 and working group)

7.3.1.1: Weight measurement

e |deally weigh at same time of day, and
document fluid and food intake prior to weight

e Ensure empty bladder

» Weigh in light clothes (e.g. leggings and
light vest)

¢ No footwear

e Ensure objects removed such as jewellery,
wallet, phones

e Ensure hair is dry

e Record weight in kg

7.3.1.2: Height measurement
¢ Individual should be barefoot or in thin socks

e Remove ponytails, etc that may interfere with
accurate measurement

e Ensure heels, bottom, back and head are
touching the apparatus with eyes and ears at 90°
(the Frankfort Plane)

e Don't allow to stretch up
e Measure on expiration — best of three

e Record height in cm to the nearest 0.1cm (do
not record in ft/inches)

¢ Use a non-wall-based stadiometer

7.3.1.3: BMI calculation

e BMlis a case recognition tool to indicate how
heavy a person is relative to their height and is the
simplest indicator of thinness and fatness

e BMI can be calculated as in Table 7.1, below.

7.3.1.4: Growth and % BMI calculation
in under-18s

compiled from NICE, 2004; SAMH, 2015; RCPsych,
2012; Boland, 2013)

e Height and weight in those under-18 are both
plotted on standard growth charts for comparison
to Irish population norms and parental heights
(e.g. UK RCPCH growth centile charts).

e Previous information about the child’s growth
will give a more complete picture of their trajectory
and the impact of the ED. The GP may have these
details.

¢ Body mass index (BMI) is not a linear constant
in childhood, and so is not a reliable indicator of
physical stability or growth.

e BMI should be adjusted for the young person’s
age and gender by use of a BMI centile chart.

e The child’s BMI is plotted and the median
weight for height is marked.

¢ The difference between the child’s BMI and
the median (50th centile) for age and gender is
calculated.

e This can be expressed as a standard deviation
score (SDS), or as a percentage of the median
BMI (% weight for height), as in table 7.5, over.

Table 7.4: Calculating BMI and adult health weight ranges

Calculation

Weight + Height (m)>= BMI
e.g. A 50kg woman; Ht 170cm = 1.7m

20

———— =17.3 (underweight)
1.7x1.7

Range CDC (2015)
<18.5 Underweight
20-25 Healthy range
25-30 Overweight range
30 + Obese range



Table 7.5: Calculating % BMI and medical risk in under-18s

Calculation BMI % JMARSIPAN risk tool
Actual BMI =+ by Median BMI 50" (Centile Chart) = % BMI ~ >70% High risk
70-80% Alert to high risk
80-85% Moderate risk

E.g. 15-year-old boy, Ht 165cm, Wt 40kg. Has BMI of 14.7. >85% Low risk
S0,14.7 x 100 = 74% BMI 95-100%  Target range for recovery
19.8

(Ref. Junior MARSIPAN, RCPsych, 2012; SAHM, 2015)

Box 7.3: Summary of recommendations for the assessment of eating disorders

¢ Use of case finding and recognition questionnaires to guide professionals on
whether a full ED assessment or referral is recommended but not as the sole
method of screening.

* Use of a formal diagnostic classification DSM-5 or ICD-11 (due 2017) for ED
diagnosis.

¢ Comprehensive initial assessment includes a detailed assessment of the weight
and growth trajectory, eating psychopathology and behaviour, comorbidity, family,
psychosocial, nutritional and mental state examination.

¢ Use of patient-reported measures and questionnaires is recommended at
assessment in order to support the clinical interview.

* Comprehensive assessment involves comprehensive baseline physical examination.
* Comprehensive assessment involves comprehensive baseline medical investigation.

* A developmental approach to the physical assessment of children and
adolescents is essential (e.g. %BMI, centiles, growth, etc.

¢ Risk assessment includes mental, physical and social risk.

* For both adults and children, family involvement (parent/carer) is highly important
in order to gather collateral history and to engage understanding and support for
the refeeding process.

@ Eating Disorder Services: HSE Model of Care for Ireland



ion

t

iga

t

Inves

ial baseline physical i

ini

Summary of recommendations for i

Table 7.6

of eating disorders — all ages'

Sigyew Aiojewweu|

8l oL

(r102)
¢ SHYINP

A0 BIXaJOUR 818A3S JO JULBBRUBLI NI 8} U0 SNO04 € JUSLUSSASSE L0 SUOIIEPUSLILLIOIA) Pa|Ie1ap 810w 8ARD 1,00z J0IN 2 “PaledIipul A|l2iUld JI NYAISHYIA Se 4ons JUaLUSSasse yst [2aisiyd pajie1ap a1ow e 0] 8jejessy |

NV / paiedlput J|

¢H9< ¢h/9<

¢H9<
X auN0J-UON

X X

X X
X Buniwon J|

X X

A|uo snaoj X X
JuBWeal|

8L oL 8LolL e

(S102)
dvovvY vdvY

(S102)
dvds3

(¢102/9002)

X
X
X X
X olput
X
X
X
X
X X
X
X X
X X
X
X
X
X X SUYIAIP /
‘SHVIN 104 Sy
18l 11} v
(r102) (9002) (e102)
¢’ SHYIN 1098 Sa[em

+8

(6002)
ueds

- -

o~

11

(¢102)
a3v

an0qe Sy

synpe sieah g<
ualplyo JA | <

anoge sy

X

S1S8) Poo|q
UBABJOY

90UB[eq 9)A|01109]9
puR pinj} $S8Ssy

v

(2102)
2AJIN

¢H9<

¢H9<

11

(0102)
epeued/HO 24

K6ojoaixop

U3319S 981[309

punosesn ‘pay

XH ¢ 1/9< vX3aa
sisfjeunn

pajealpul 31 99H

spidiy

sfioq — au013)S0}SaL

SHIb — jo1pensao /H1/HS

$1S3) UoRauNy pioJAyy

X 933
Q ulweyp

URLLIg) WNIaS

ajejo4

[4%:]

uaa19s uonenbeo

X |ejualayip pue 9g4
X ulwngje wnias/[ejoL
4s3

asedi| ‘asejfwy

X (‘'soyd >ije /uignania/ L1v/1SY) sL41
X asoan|b pooig
ddd

+¢e)

QUIUNEaID WIS pue ealn

X (ajeuoqaealq
19 ‘eN “+26IA ‘p0d+)) seijon9313
n abues aby

(¥102)
dd ZNvd

puUBjal| 10} 8JB7) JO (89P0} JSH S80IAI8S Japiosi] Bunes



7.4: Evidence-based freatment of eating
disorders

e Research on eating disorder treatment has
focused on three main areas:

- psychosocial treatment
- pharmacological treatment
- nutritional therapy refeeding.

e Underlying all of the research on evidence-
based treatments is that weight restoration is the
key goal and that early refeeding and physical

risk management underpin recovery. This ‘food is
medicine’ approach means that the most effective
psychosocial approaches include regular weighing
and monitoring as part of treatment, sharing the
persons weight with them unless unsafe to do so

o Early intervention is associated with better
outcomes, and early weight gain in the first four
weeks of therapy indicates better prognosis.

e There is currently a limited but growing evidence
base regarding the most effective psychosocial
treatments for AN and BN. However, the

evidence base for BED and ARFID is more poorly
understood at this time as these diagnoses have
only been formally defined relatively recently.

o Older guidelines that were reviewed by the
working group (e.g. NICE, 2004 and QIS Scotland,
2006) are more general in their treatment
recommendations as they preceded much of the
research in this area.

¢ Randomised controlled trials (RCTs) have
concluded that certain psychological treatments
for EDs can vyield recovery rates for 40-50%

of patients with (i.e. minimal or no symptoms/
restored BMI) and result in a substantial reduction
in symptoms in a further 30-40% of cases

(Kass, 2013; Fairburn 2015; Waller, 2016a).

This compares with much lower chances of full
remission with non-evidence-based treatments
(Poulson, 2014) and with treatment as usual (TAU)
in CAMHS (Gowers, 2010). In some studies, this
difference between therapies in clinical outcome
has been two to threefold.

¢ Time to remission varies substantially between
treatment approaches. For example, FBT and
SFT-AN for AN in adolescents are equally effective,
but the latter may take more sessions and so, a
longer timeframe. The same difference has been
seen for CBT-E and IPT for BN in adults, with the
latter taking twice as long to reach remission. This
is a key factor to consider given the importance of
early remission and duration of iliness in recovery.

e To date, there are few treatment studies that
have focused on male eating disorders or on
people with severe and enduring eating disorders
(SE-ED).

7.4.1: Evidence-based psychosocial
treatments

Tables 7.7 and 7.8 summarise the current state
of play in 2017 with regard to best-practice
recommendations on psychosocial interventions
for EDs in adults and children respectively. Some
of the older guidelines that were reviewed pre-
dated some important studies. Two broad paths
have generally been taken regarding the research
of psychosocial treatments for eating disorders.
The first involves specific eating disorder focused
psychological treatment such as:

o CBT-E (Fairburn, 2008): Cognitive Behaviour
Therapy-Enhanced for Eating Disorders (Use:
adults — all eating disorders; adolescents — BN/
BED). This is a manualised CBT-ED treatment with
20 or 40-session format starting with twice weekly
sessions. The patient is weighed by the therapist
as part of therapy. It is an outpatient treatment.

e FBT (Lock, 2010): Family-Based Treatment for
Anorexia Nervosa in children and adolescents.
This is a manualised first-line treatment, usually of
15 to 20-session duration. The patient is weighed
as part of treatment. It is delivered in an outpatient
setting, initially on a weekly basis.

e Focal Psychodynamic Psychotherapy (FPP-ED).
A manualised treatment for adults with anorexia
nervosa — 40 sessions.

e FT-AN (Eisler, 2000 & 2005; Le Grange,

2008): systemic family therapy for anorexia
nervosa. This is a first-line treatment for children
and adolescents with anorexia nervosa and is
delivered in an outpatient setting. It is a precursor
to FBT- AN, and has continued to evolve, with
less structured sessional format. The patient is
weighed as part of treatment.

o MFT-AN (Eisler, 2005, 2016): Multiple Family
Therapy for Anorexia Nervosa. (Use: adolescents
and young adults with AN). Partly manualised. This
is an intensive systemic group format of FT-AN
(9-10 days over 9 months) which is attended by
5-6 families together. Family group meals.

e Focal Psychodynamic Psychotherapy (FPP-ED).
A manualised treatment for adults with anorexia
nervosa — 40 sessions

@ Eating Disorder Services: HSE Model of Care for Ireland
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o AFT (Fitzpatrick, 2010; Lock, 2010, 2015b):
Adolescent-Focused Therapy (Use: Adolescents
with AN); also related to ego-oriented
psychotherapy. A second line for adolescents with
anorexia nervosa. Manualised. Outpatient setting.

o CRT (Dahlgren, 2014): Cognitive Remediation
Therapy (adults and adolescents — AN).
Manualised. This is an add-on treatment for
anorexia nervosa which is focused on thought
process rather than content. It aims to improve
insight and is associated with enhanced
engagement and lower case dropout from
services. It is not BMI-focused. Individual or group
formats. Inpatient, day-patient, outpatient settings
— 6-10 sessions.

o CREST (Tschanturia, 2015): Cognitive
Remediation and Emotional Skills Training.

A variation of CRT encompassing emotional
regulation skills. Research to date is on adults with
AN and mainly in inpatient setting.

o IPT-BN (Fairburn, 1993, 2015; Murphy 2012):
Interpersonal psychotherapy for BN/EDs (use:
adults with BN). A manualised weekly sessional
programme. Outpatient setting. Patient is weighed
as part of treatment.

e UCAN (Bulik, 2011): Uniting Couples in the
Treatment of Anorexia Nervosa (use: adults — AN).

Further RCTs are ongoing for many of the above
interventions. Other specific psychological
treatments such as radical openness, DBT and
Internet-delivered CBT are undergoing research
at present, but evidence is not currently robust
enough to be included in the clinical practice
guidelines that were reviewed at this stage.

The second approach of the research has been
a focus on broader ‘wraparound’ approaches

to treatment which includes, but is not limited

to, specific psychological treatments. For adult
anorexia nervosa, this has included the following:

o MANTRA (Schmidt 2014, 2016) — Maudsley
Model of Anorexia Nervosa Treatment for Adults.
This is a second-line treatment for adults with
AN. A manualised modular programme of 20-30
sessions’ duration, depending on BMI, including
sessions with dietetics and carers. 8 Modules,
Recovery focused.

¢ SSCM (Mclntosh, 2006), Specialist Supportive
Clinical Management.

Both of these programmes are now
recommended as second-line treatments for

adult AN (RANZCP guidelines 2014; NICE 2017).
In 2016, a follow-up of the multicentre MOSAIC
randomised controlled trial which compared
MANTRA and SSCM found no difference in
outcome between these treatments at two years,
though there was higher patient preference for the
latter (Schmidt, 2016).

Some other wraparound approaches in research
at present and which may have a role when

first and second-line treatments have been
ineffective or for patients with SE-ED/AN include
the ANITT (Anorexia Nervosa Intensive Treatment
Team) approach (Munro, 2014) which has been
described in an open study, but has not yet been
evaluated in an RCT.

It is important to note that the majority of the
psychosocial therapies mentioned in Tables
7.7 and 7.8 are delivered by qualified and ED-
experienced mental health clinicians from a
variety of psychotherapeutic backgrounds (e.g.
psychiatrists, psychologists, psychiatric nurses,
mental health social workers, family therapists,
CBT therapists, etc.). The key is that they have
training/experience in that particular model of
treatment (e.g. Lock, 2015).

Day programmes/inpatient-based
psychosocial treatment programmes

There is currently no RCT or consensus guidance
on which particular psychosocial treatments work
best within day and inpatient programme settings
(with the exception of CRT), and there is limited
guidance on how best these interventions can

be adapted and incorporated into non-home-
based settings (Loeb, 2015). Pragmatic evaluation
studies on Multiple Family Therapy for Anorexia
Nervosa (Eisler, 2016) day programmes and
Radical Openness inpatient programmes for adult
anorexia (Lynch, 2013) suggest the potential of
these two approaches within an intensive day
programme for eating disorders.

In summary, whilst the evidence base for specific
psychosocial treatments for EDs is growing,
significant gaps in high-quality studies remain:
particularly for ARFID, for males, for children

and adolescents with bulimia and for those with
SE-ED (Bailey, 2014). Clinical training provided by
the HSE National Clinical Programme for Eating
Disorders will aim to target the most current
evidence-based treatments and will be subject to
regular updates as part of HSE commitment to
patient quality and safety.
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Box 7.4: Summary of key principles of effective psychosocial freatment

¢ All of the evidence based treatments are underpinned by supportive, motivational,
empowering, psycho-educational, and recovery-focused clinician attitudes and skills.

* However, these strategies do not replace an active ED-focused, evidence-based
treatment. Treatment as usual (TAU) has not been found to be effective.

* A key component of successful treatment is that the clinician has ED experience
and specific training, and is aware of the dynamics of the therapeutic relationship.
This is essential in order to manage setbacks quickly and collaboratively and to
enhance fidelity to the treatment model being used.

* Weight restoration and refeeding are the key initial goals and steps towards
recovery. ‘Food is medicine’. Refeeding may precede psychological work when
the patient is too unwell cognitively or physically to engage in psychological work
Therefore, regular weight monitoring is part of psychosocial treatment and the

weight is usually shared with the patient.

* Although the therapeutic discipline of the clinician is not generally specified in
the guidelines (experience and training in EDs is), complex cases may need to
work with staff from specific clinical backgrounds; e.g. some comorbidities or
complexities may specifically benefit from work with the psychologist, social
worker or psychiatrist on the team as a key therapist.

¢ Families and carers are a key support to recovery and should be included in all
treatment plans, for both adults and children. Family interventions are the core
focus of therapeutic work with adolescents and children.

e Early intensity of treatment improves outcomes and this in turn predicts
prognosis. Progress is closely monitored in the first 4-6 weeks.

* Those with SE-ED require additional functional recovery-focused goals.

¢ Evaluation of clinical progress is an important part of effective treatment, and the
regular use of clinical outcome evaluation measures is recommended (NICE, 2017)

e See Section 16.

7.4.2: The role of self-help

Self-help strategies, such as information-sharing,
bibliotherapy and use of internet resources, are a
key part of any treatment and have been shown
to improve patient satisfaction, enablement and
recovery across all medical disorders. From an

ED perspective, these strategies have been

found to be superior to placebo and to decrease
the distress of adults waiting for assessment or
treatment (Perkins for Cochrane, 2006). Structured
online self-help programmes have also been found
to produce significant reductions in expressed
emotion and distress in patients with EDs, as

well as a reduction in depressive symptoms in
carers (Grover et al., 2011). Supported self-help
approaches have been found to be effective as
a standalone treatment for BED (lacovino, 2012;
Streigel-Moore, 2010), and to be acceptable to
many patients.

Most ED guidelines that were reviewed included
reference to self-help, particularly at community
and primary care level (Table 7.3). However,
with the exception of adult BN (NICE, 2017),
self-help in itself is not an effective treatment for
eating disorders. It is an adjunct to evidence-
based treatment that may improve engagement

Eating Disorder Services: HSE Model of Care for Ireland
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and motivation as well as self-care (e.g. dental
advice for people who are purging). Self- help has
not yet been robustly researched in children or
adolescents with EDs.

7.4.3: Evidence-based pharmacological
treatments for EDs

Overall, current guidance on the pharmacological
treatment of EDs is that medication is not an
effective standalone treatment for eating disorders,
and that it should be seen as an adjunctive treat-
ment to refeeding and psychosocial interventions,
or used to treat comorbidity if clinically indicated
(BG, 2010; RANZCP, 2014; AACAP, 2015; NICE,
2017; Maudsley Guidelines (2015).

Anorexia nervosa

For adults, a recent meta-analysis of 18 RCTs
found, with caution, that antipsychotic and
antidepressants achieved no difference in clinical
outcome when compared with placebo for

AN, although some weight gain with hormonal
treatment was noted (De Vos, 2014). Other
guidance suggests a limited role for certain
antipsychotic medications (RANZCP, 2012;
AACAP, 2015). Generally, the current advice with
regard to AN in adults is to reserve medication for
refractory cases, those who are severely unwell,
and those who have significant comorbidity
(British Columbia MOH, 2010). Serotonin levels

are decreased during starvation, and this may
have a negative impact on the efficacy of SSRI
antidepressants.

There is currently no strong evidence base around
the use of psychotropic medication or hormonal
treatments for anorexia nervosa in adolescents
(Lock, 2015; NICE, 2017).

Bulimia nervosa and Binge Eating Disorder
(BED)

High-dose SSRI medication (Fluoxetine, up to
60mg) is licensed for use in adults with BN and
BED in Ireland, and it appears to have some
effectiveness in reducing the urge to purge

and binge (RANZCP, 2014; BC MOH, 2012).
Topiramate has also been found to be effective
as a second-line treatment in this group (McElroy,
2012), though it is not licensed for this purpose in
Ireland. RANZCP (2014) guidelines suggest that
pharmacological treatments can be used alone for
adults when psychological treatment (in this case
CBT-E) is not available. Other pharmacological
agents are not supported in the clinical guidelines
that were reviewed by the working group.

There is at present little evidence on the use of
psychotropic medication to treat childhood BN
or BED. CBT has been found to be superior to
pharmacological treatment alone in adolescents
(Lock, 2015; BC MOH, 2012).

Box 7.5: Key principles of pharmacological treatment in people with EDs

* Poor to low evidence base for AN in adults.

¢ |If medication is used for BN/BED, it is as an adjunct to other evidence-based treatments.

* Treat comorbidity as per the clinical guidelines for that condition.

e Ensure that starvation is not mimicking the symptoms of other conditions such as anxiety,
depression, Asperger syndrome, emotional regulation, rigidity or distress.

* Because of the high risk of medical instability in this clinical group, closer physical risk
monitoring is required for all patients with EDs who are prescribed psychotropic

medications.

* No evidence base for pharmacological treatment for ARFID, OSFED.

* No robust evidence base around pharmacological treatment of EDs in adolescents and

children.
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7.4.4: Medical interventions in ED
treatment

The National Clinical Programme for Eating
Disorders aims to work collaboratively and

on an ongoing basis with the National Clinical
Programmes for Acute Medicine, Paediatrics,
Primary Care and Emergency Medicine, as well
as with Consultants in liaison psychiatry and their
teams. This is essential in order to ensure that
people with EDs will have their medical needs
met and to maintain their safety and recovery.
This includes the collaborative development of
integrated clinical pathways, guidelines, training
and resources for professionals.

In reviewing the literature, the following guiding
principles were noted in relation to the physical
health of people with EDs.

e People with severe EDs are at substantial risk
of physical harm and/or death, and may require
urgent refeeding and medical stabilisation (See
Section 2).

e Medical intervention has a central role in both
the recognition and management of risk in EDs.
Doctors who are likely to meet such patients include
GPs, general and liaison psychiatrists, emergency
medicine physicians, acute medical physicians,
gastroenterologists, endocrinologists, adolescent
health physicians and paediatricians, in addition to
mental health clinicians in specialist ED services.

e The physical complications of ED treatment
may be acute (e.g. medical destabilisation) and/
or chronic (e.g. impaired growth, gastrointestinal,
osteoporosis, delayed puberty, endocrine,
anaemia, renal, fertility, etc.).

o For the majority of people with EDs, regular
monitoring of their physical wellbeing can be
conducted safely in primary care, outpatient
psychiatric or medical settings, through regular
weighing and monitoring of key physical
parameters (see Table 7.3 and 7.4). They may
also need support for any chronic comorbidity
through outpatient medical, gastroenterology,
endocrinology or paediatric clinics.

o A smaller proportion of people with EDs,
particularly anorexia nervosa, will require medical
admission in order to be medically stabilised, to
initiate refeeding (including nasogastric refeeding)
for acute malnutrition, or less commonly as a form
of intensive treatment.

e A systematic integrated approach by clinicians
to the physical risk management of patients

with EDs, and particularly anorexia nervosa,

is recommended in all of the clinical practice
guidelines that were reviewed. The majority
included specific care pathways and guidelines

to assist clinical decision-making on when and
where to admit (RANZCP, 2014; AACAP, 2005;
Society of Adolescent Health and Medicine, 2015;
RCPsych, 2012 & 2014; BCDOH, 2010, etc.).

¢ In terms of AN, the most widely known risk-
management guidelines at this time are the
MARSIPAN guidelines for adults (RCPsych, 2015)
and the Junior MARSIPAN guidelines (2012) for
under 18s. These guidelines use a checklist (and
an additional traffic-light system for under 18s)

in order to estimate risk assessment of acute
medical instability and safety in a standardised
way. This in turn supports collaborative and
evidence-based decision-making by the various
clinicians and teams e.g. where and when to
admit (e.g. ICU, AMU, ward or psychiatric unit)
and discharge. Such risk guidelines also provide
direction on the initial assessment of people with
anorexia nervosa, including the rapid exclusion of
other conditions that can cause rapid weight loss
e.g. diabetes mellitus, hyperthyroidism, coeliac
disease, IBD, malignancy, etc.

e In the UK trained ‘virtual’ MARSIPAN teams
are now being established across the NHS,
consisting of a consultant physician/paediatrician/
gastroenterologist, consultant psychiatrist/
consultant in liaison psychiatry and a senior
dietitian, in addition to the medical nursing team.
Such clinicians form as a ‘virtual’ team when

an anorexia nervosa case presents to hospital

as medically unstable. The team agrees a
collaborative treatment plan that is communicated
to the patient, family and staff, and charted in

the patient’s notes. The principle of this model

is to provide a comprehensive, integrated,
multi-agency, and responsive approach to risk
management, with clear patient pathways and
close collaboration between clinicians, patient and
parents/carers. The goal is patient safety and a
reduction in deaths from EDs.



7.4.5: Refeeding of patients with
restrictive EDs

e The refeeding process is the most essential part
of treatment for restrictive EDs such as anorexia
nervosa, and the ‘food is a medicine’ approach

is a cornerstone of medical stabilisation and ED
recovery.

e People with severe AN usually have poor
cognitive function due to their starved state,
and this often limits their ability to engage in
psychological treatments.

¢ When there is no obvious other underlying
physical illness, it is imperative that refeeding is
not delayed. Box 7.6 summarises key principles of
safe refeeding for adults, and Box 7.7 summarises
those for children and adolescents.

e The clinical goals of refeeding are medical
stabilisation and to achieve weight gain to a level
that will enable healthy bodily functioning in order
to recommence growth or menstruation, avoid
ovarian or osteoporosis complications, etc. Table
7.4 displays healthy and unhealthy BMI categories
for adults, and Table 7.5 displays the BMI % risk
categories for under 18s. The healthy ranges

in these tables are considered to be targets for
refeeding, although some individual variance does
occur (CDC, 2015; RCPsych, 2014).

Children and adolescents

¢ In this age group, height as well as weight
should increase during the treatment period
because the child is still developing. Therefore,
the child’s target weight range will also change
and increase over time and will need to be
recalculated.

e The target BMI % is that needed for normal
growth and for development to be restored.
Lai (1994) found that menses resumed at an
average of 96% weight for height but, as for
most biological parameters, there is a normal
distribution and therefore variation in this.

e Pelvic ultrasound scan can show whether
uterine size and ovarian maturation has
progressed (Allan, 2010). This may be a

more sensitive marker than BMI% of return of
hypothalamic-pituitary axis function in someone
recovering from the effects of starvation. When
pelvic ultrasound is not available, a target weight
range of approx. 95% to 100% weight for height is
generally recommended.

e Premorbid weight trends prior to the onset

of illness area are useful in conjunction with
estimated healthy weight range, in helping to
determine when healthy bodily functioning is likely
to recommence for each individual (Lask, 2007).
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7.4.5.1: Refeeding syndrome

Refeeding syndrome is a rare but potentially fatal
condition that can affect malnourished patients
who have engaged in prolonged fasting in the
early stages of refeeding. The person’s metabolism
switches from a catabolic to an anabolic state
and, as a result of this flux, they may experience
severe shifts in their fluid and electrolyte balance,
particularly with regard to phosphate, potassium,
magnesium and sodium, as well as glucose and
other electrolytes (Mehanna, 2008). The drop

in phosphate in particular can result in severe
cardiopulmonary, neuromuscular and cognitive
dysfunction. Symptoms include arrhythmia,
cardiac failure, confusion, seizures and coma.
Death can occur as a result of cardiac arrhythmia
and failure, multiorgan failure and acute respiratory
distress (Vignaud, 2010; SAHM, 2015). Refeeding
syndrome also occurs in non-eating-disordered
conditions that cause starvation.

Treatment of refeeding syndrome

The MARSIPAN (2014), Junior MARSIPAN
(2012) and Society for Adolescent Health

(2015) guidelines include detailed and specific
recommendations on the identification and
management of refeeding syndrome in severe
anorexia nervosa and EDs. The NCPED
recommends that the most up to date versions
of these international guidelines be used as a
reference by clinicians when refeeding care plans
are being put in place.

7.4.5.2: Route of feeding

The preferred route for refeeding for all patients
with EDs is the oral route (RCPsych, 2012 & 2014;
AACAP, 2015; SAHM, 2015; RANZCP, 2014). It is
therefore recommended in the first instance that
all attempts be made to encourage the patient to
re-establish their oral intake through a stepped,
supported and managed eating plan.

7.4.5.3: Nasogastric feeding

Although oral feeding is the route of choice for
refeeding of restrictive EDs, there is consensus
that refeeding by a non-oral method may need
to be considered in a small number of patients
who have been unable to tolerate oral refeeding
for physical or emotional reasons and who are
medically unstable. The nasogastric (‘tube’)
feeding route is the recommended route for non-
oral refeeding for patients with anorexia nervosa
(NICE full draft guidelines, 2016). Patient and
parent/carer consent for this is crucial and, in the
absence of either of these an appropriate legal
framework should be considered (see Section
13). Key to this issue is the treatment setting

and the training of nursing and medical staff.
Appendix 2 contains references to key resources
on nasogastric feeding and medical management
of refeeding.

Box 7.6: Summary of International recommendations for the refeeding for adults with

restrictive eating disorders

(See MARSIPAN Guidelines 2014 for complete advice; IRSPEN, Boland, 2013)

Outpatient

e Aim for a gain of 0.5kg per week (ESCAP 2015 reports 0.2-0.5kg).

¢ Use diaries and reference tables to calculate the person’s calorie expenditure and make

recommendations.

* Check baseline calorific intake, refeeding bloods and physical parameters including weight
in order to determine the calorific increases that are needed.

* Monitor physical parameters for signs of instability, and refeeding syndrome.

* Weigh weekly to ensure that weight gain is on target, and graph progress.



Monitor bloods as indicated by baseline results.

For those at lower risk of refeeding syndrome, empower the patient to refeed in collaboration with
their doctor/therapist and as part psychosocial treatment e.g. CBT.

If not gaining weight over the first few weeks, consult with MDT/consultant. Consider a
supplementary dietitian consultation.

Avoid underfeeding (the person should aim to regain 0.5kg per week each week).

Empower carers with meal coaching strategies and education so that they can support the
refeeding.

Even when physically stabilised, the person with the ED will require regular physical risk reviews
by their doctor as part of their recovery plan so that signs of relapse and longer-term sequelae
can be monitored (see Table 7.7 below).

Encourage the patient to take an oral multivitamin and multimineral supplement until their diet

is adequate to meet reference values (NICE, 2017). Consider the need for thiamine supplementation.

Intensive / inpatient / high risk of refeeding syndrome

Aim for 0.5-1kg weight gain per week (RCPsych, 2014).

MARSIPAN (2014) recommends an increase in intake of 20 kcal/kg/day in a specialist inpatient
psychiatric setting (SEDU).

Patients at high risk of refeeding syndrome or requiring medical settings may need to start at
5-10/kcal/kg/day, with a clinical and biochemical review every 12 hours (MARSIPAN, 2014).

Use the hospital refeeding plan. Consult with hospital dietitian as soon as possible.
Monitor for refeeding syndrome by:

- Checking baseline physical parameters and monitoring daily for first 5 days.

- Checking baseline refeeding bloods and monitoring them daily for first 5 days and then three times weekly until
stable (Boland, 2013).

Monitor weight twice weekly.

Start supplementation of thiamine (200-300mg/day) and multivitamin immediately and for first
10 days of refeeding (Boland, 2013).

Calorific increments are based on baseline intake and physical parameters, with dietetic
consultation where available.

Avoid underfeeding or overfeeding.

Specific diet plans are recommended in consultation with specialist dietitian and responsible
physician/psychiatrist.

Consider the need for oral nutritional supplementation or NG feeding if patient is not restoring
weight adequately.

Continue to monitor for physical comorbidity as it arises. Once stabilised, empower the patient
with meal coaching strategies to support their refeeding after discharge.

Eating Disorder Services: HSE Model of Care for Ireland
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Box 7.7: Summary of international recommendations for the refeeding of children
and adolescents with restrictive eating disorders
(See Junior MARSIPAN Guidelines, 2012, SAHM, 2015, ESCAP, 2015)

Outpatient

Aim for a gain of 0.5kg per week (see review by ESCAP, 2015 which ranges 0.2-0.5) — 0.5kg
gain may require up to 1,000 excess kcals per day in some cases.

No clear consensus on starting calorie intake (international ranges are from 10- 40mg/kg/
day). SAHM (2015) recommends a more aggressive approach.

Avoid underfeeding and overfeeding (refeeding syndrome risk).

Check baseline intake, refeeding bloods and physical parameters including weight to
determine dietary intake.

Monitor physical parameters for stability and refeeding syndrome, and weigh weekly to
monitor whether weight gain is on target. Repeat bloods if indicated by baseline.

Recommend multivitamin and multimineral supplement until intake is adequate.

For those at lower risk of refeeding syndrome, empower parents to refeed their child, with
doctor and as part of FBT/SFT/CBT-E programme.

If not gaining weight over first few weeks, consult with MDT/consultant. Consider
specialist dietitian consultation. For under-18s, consultation is initially with parents.

Avoid underfeeding.
Empower parents/carers with meal coaching strategies to support refeeding.

Even when stabilised, children and adolescents will require a physical risk review by their
doctor/psychiatrist every 6/52 as part of their biopsychosocial treatment plan to monitor
for relapse and longer-term sequelae (QNED, RCPsych, 2016).

Intensive / inpatient / high risk of refeeding syndrome

Aim for 0.5-1kg gain per week when admitted to inpatient/intensive treatment setting
(RCPsych, 2012).

No clear consensus on starting calorific intake. International ranges are from 10
to 40mg/kg/day. It should not be less than intake at admission.

Obtain a dietetic plan/referral as soon as possible.

Refeeding syndrome is most likely to occur within the first 4 days, but may occur
up to a week. Monitor for refeeding syndrome by:

- Checking baseline physical parameters and monitoring daily for first 5 days (J. MARSIPAN, 2012)

- Checking baseline refeeding bloods and monitoring them daily for first 5 days and then three times
weekly until stable

Avoid underfeeding or unnecessary delays. Monitor weight twice weekly.



¢ Supplementation of thiamine (200-300mg/day) and multivitamin immediately before and
for first 10 days of refeeding.

» Calorific increments are based on baseline intake, physical parameters, with dietetic
consultation where available.

¢ Avoid underfeeding or overfeeding (review 12-hourly — MARSIPAN).

* Specific diet plans are recommended in consultation with specialist dietitian and
responsible physician/psychiatrist.

e Consider the need for oral nutritional supplementation or NG feeding if patient is not
restoring weight adequately.

e Continue to monitor for physical comorbidity as it arises.

* Once estabilised, empower parents and carers with meal coaching strategies to support
ongoing refeeding after discharge.

Box 7.8: Identification of high risk of refeeding syndrome
(Ref: RCPsych,2012, SAHM, 2015, NICE 2016 (Draft)

* Very low weight (BMI <16) for adults or weight for height (<80% BMI) for <18 years

* Minimal or no intake for 3-5 days (<400-600kcals/day), exacerbated by
compensatory behaviours

¢ Weight loss of >15% in last 3 months or fast rate of weight loss (0.5-1kg/week)

* Abnormal electrolytes (potassium, magnesium, phosphate) before refeeding
begins (i.e. baseline bloods)

¢ Prior history of refeeding syndrome

* Neutropenia

9 Eating Disorder Services: HSE Model of Care for Ireland



7.4.6: Nutritional supplementation:
vitamin and mineral supplements and
meal supplementation

In general, nutritional supplementation is used

on a case-by-case basis when clinical indicated
following a full physical risk assessment including
blood parameters with evaluation of fluid and
electrolyte balance. Table 7.10 summarises the
international consensus on the use of vitamin and
mineral supplementation.

Oral nutritional supplementation (ONS) can be part

of a refeeding plan, particularly in the following
situations:

e When a patient is transitioning from nasogastric
feeding

e During the early stages of refeeding (fluids may
be more manageable for the patient initially but
intake should also include solid food)

¢ When meals are not completed (the patient
has the option to make up for lost calories with
nutritionally complete ONS)

e When energy requirements are such that it is
difficult to ingest a sufficient volume of food to
continue weight regain (e.g. when the patient is
approaching a healthy weight range)

It is recommended that the use of nutritional
supplementation be discussed with a dietitian.
Specific paediatric ONS should be used in the
case of children.

Table 7.10: Summary table of current best-practice recommendations on the use
of nutritional supplements for eating disorders

RANZCP Junior APA NICE AACAP ESCAP MARSIPAN
(2014) MARSIPAN (2006 guidance (2015) (2015) (2014)
&2012) (2017)
Age range All <18 All <18 <18 As clinically
. . indicated
Multivitamin As clinically Al Consult Lack of
indicated dietitian evidence noted
Zinc Grade B Multimineral
evidence  supplement
Phosphates  Adults: 500mg recommended
bd for 1 week for all patients
with AN
Thiamine Adults:100mg
for 1 week
Calcium

@ Eating Disorder Services: HSE Madel of Care for Ireland

7.4.7: Nutritional counselling

Nutritional counselling is recommended as a
supplementary treatment to the psychosocial
therapies as summarised above, but it is not

an effective standalone treatment for eating
disorders (RANZCP, 2015; BCMOH, 2010; NICE,
2017). However, expert consensus recommends
that dietitians are a core part of ED teams

and services as they can provide specialist

nutritional counselling and support both to the
multidisciplinary team and to people with EDs.
For children and adolescents with non-complex
EDs, dietitians may initially work indirectly via
consultation and advice to the doctor and ED
therapist who is providing FBT/CBT-ED. In the
case of complex or severe EDs, inpatient and
intensive daypatient settings, and for those at
high risk of refeeding syndrome, or who are failing



to gain weight or grow, etc., dietitians take on
a more direct role in educating, supporting and
empowering parents and advising them on the
child’s nutritional and growth needs.

Similarly, for adults with EDs, dietitians often work
indirectly through the therapist e.g. during CBT-E,
but they may also work directly with the person
to help them to make changes and develop

a collaborative nutritional care plan. Again,

this nutritional counselling is done as part of a
collaborative and comprehensive treatment plan.
Specialist nutritional counselling is essential for
anyone admitted to an acute medical setting for
medical stabilisation and refeeding (see Box 7.6
and 7.7).

7.4.8: Treatment of osteoporosis

The consensus is that routine oestrogen therapy
to treat low mineral density in children is not
recommended, but that it may be appropriate

in some cases for older adolescents and adult
females. The use of bisphosphonates in adults has
also been researched, with no overall consensus
reported in the best practice guidelines at this
time.

7.4.9: Other somatic tfreatments

e No clinical guideline that was reviewed
recommended the use of other somatic
treatments for EDs, based on the available
research (e.g. Light therapy) (APA, 2012).

e The NICE guidelines (2017) do not recommend
physical therapy such as transcranial magnetic
stimulation, acupuncture, eye-movement
desensitisation, weight training, yoga or warming
therapy as part of treatment for EDs, based on the
evidence available.

7.4.10: Physical exercise

Understanding the role of physical exercise in
relation to eating disorders during treatment and
managing exercise in the recovery of people

with EDs is one of the challenges faced by
treating clinicians. The pathological use and risk
associated with excessive exercise as a symptom
of the eating disorder must be balanced with the
mood regulation and health benefits of exercise
when patients are nearing normal weight.

In terms of treatment, a systematic review of the
literature suggests that managed exercise may
have a role in the later recovery from anorexia
nervosa (Moola, 2013, Cook, 2016). However, no
consensus on this role of exercise was addressed
in the guidelines that were reviewed. The 2016
NICE draft guidelines made no recommendations
in this area, although they suggest that the role

of exercise in BED and BN be an area for future
research. Weight training and yoga are not
recommended in the 2017 NICE guidelines. The
UK’s Royal College of Psychiatrists has produced
guidance for physiotherapists who encounter
adult patients with anorexia nervosa and bulimia
nervosa (Bentley et al for RCPsych, 2011), and
this is recommended as a reference point for
clinicians. For clinicians working with athletes with
EDs, international consensus guidelines on ‘return
to play’ are also available to assist in clinical
decision-making in this area (Joy, 2014).
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Current Service
Description

The HSE’s current model of service is that its
eating disorder services are provided through its
community mental health services.

8.1: Outpatiemt treatment

People with EDs currently receive their outpatient
treatment through community AMHS (Adult
Mental Health Service) and CAMHS (Child and
Adolescent Mental Health Service) teams. There
are also a few HSE clinicians with ED-specific
roles nationally, for example in Sligo and in Dublin.
The community AMHS and CAMHS teams are
multidisciplinary, with every patient with an eating
disorder having a named consultant psychiatrist.
Recently, a small number of mental health
dietitians have been recruited to specific AMHS
and CAMHS teams. Their caseload includes,

but is not specific to, ED treatment. ED-specific
psychosocial treatments are available in some
CAMHS and AMHS teams. However, while waiting
lists for ED assessment have reduced in recent
years, in many areas internal waiting lists have
developed for psychosocial treatment including
for EDs. This is a significant access barrier for
patients in many areas of the country.

The HSE does not currently collect a
comprehensive national clinical dataset on mental
health or ED activity within the mental health
service in Ireland on a regular basis. Therefore,
comprehensive data on the national number of
ED referrals, assessments, treatments offered,
outcomes and waiting times is not available.
However, It is known that access, services,
treatment, waiting times and risk management
vary widely across the country. A number of
local ED service initiative s and examples of good
practice are summarisec in Appendix 3.

There is no activity data available on HSE
outpatient services for over 18’s with eating
disorders. A HSE follow-up survey undertaken
in 2016 of 62 clinicians v/ho had completed
HSE CBT- E training, two-thirds of whom were
working in AMHS, found that 91% of those who
participated reported thet their AMHS team was
treating five or fewer ED cases at that time.

In terms of under-18s, the annual HSE CAMHS
survey undertaken each November provides the
only indication of the amount CAMHS outpatient
work with people with EDs, and this is taken only
at a single point in time each year. In November
2015, 60 of the 62 HSE CAMHS teams who had
returned data reported that EDs accounted for
278 (0.03%) of the patients who attended CAMHS
nationally that month (Table 8.1). In 2016, a follow-
up survey of training of 71 CAMHS clinicians from
across the country found that multidisciplinary
CAMHS clinicians reported a median of three
current ED cases (range = 0-6 cases) that were
open to their CAMHS team.

Table 8.1: Number of patients with EDs
aftending HSE community CAMHS in
November 2014 & November 2015

2014 2015
DML 85 80
DNE 48 48
South 82 68
West 106 82
Total no. of cases 321 278

Source CAMHS desk, 2016

8.2: Infensive, day, outreach and
group programmes

There are no dedicated day, intensive treatment
or outreach programmes for eating disorders
currently in operation within HSE. A small number
of local day/intensive-treatment programme
initiatives take place nationally (see Appendix 3).
In 2015, a number of HSE services in Dublin,
Limerick and Cork collaborated with Bodywhys
in providing PiLaR support groups for carers (see
Section 11). A 10-day intensive multifamily group
for anorexia nervosa (MFG-AN) also took place
in 2015, and was attended by six families. These
initiatives were supported from within existing
AMHS and CAMHS services.
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8.3: Inpatient treatment

The current model of care within HSE is that,
when more intensive treatment and refeeding is
needed than outpatient services can provide, the
only other setting available for ED treatment is an
inpatient setting.

Psychiatric admissions to HSE
inpatient units

There are currently three dedicated psychiatric
ED beds based at St Vincent’'s University
Hospital for adults with eating disorders who

are in need of psychiatric admission. In other
parts of the country, adult patients are admitted
to local general adult mental health units and
attend generic inpatient treatment programmes.
Nasogastric refeeding is not currently provided in
psychiatric units in Ireland. The number of adult
people with eating disorders who were admitted
to inpatient psychiatric units in 2016 is displayed
in Table 8.2.

For children and adolescents with EDs, inpatient
psychiatric care is provided in the four regional
inpatient adolescent units nationally in line with
A Vision for Change (DOHC, 2006). There are
no minimum or maximum numbers of ED beds
in these units. EDs accounted for approximately
20.7% of cases admitted in 2016. In addition to
access to generic inpatient group therapy and
education programmes, specialised refeeding,
dietetic, individual and family ED treatments are
provided as part of ED programmes in these
settings, including adapted forms of FT-AN, SFT,
CBT-E and CRT. Nasogastric refeeding is not
currently provided in the adolescent inpatient
psychiatric units.

Table 8.2 provides data on inpatient admissions
to the four HSE adolescent units in 2016. All but
one were of voluntary status. Excluding those
who were still admitted at the end of 2016 and
so where it could not be calculated, the median
age at admission in the 4 units was 15 (range =
12-17 years), and the median length of stay was
significantly longer than for people with other
psychiatric diagnoses at 112.5 days versus

49 days.

Other psychiatric admissions funded
by the HSE

In addition to psychiatric admissions to HSE
units, the HSE Treatment Abroad Scheme (TAS)
approved funding for 12 out of 14 applications
that it received between 2015 and 2017 to date.
However, some of these may refer to more than
one referral per case and the majority did not
subsequently go ahead. The total cost to date

of TAS for eating disorders is £1,596,733.21
between 2015-2017. Reasons given for TAU
application by Consultants included the need for a
specialised feeding programme and a specialised
ED unit.

In some cases, treatment abroad for eating
disorders is funded directly through local CHO
mental health services rather than TAS. In 2015,
this involved five patients (4 adolescent, 1 adult).
Whilst final figures on cost are awaited, feedback
from 5 CHO areas indicated a cost of 900,017
with €58,174 in family travel costs in that year.

Local CHO services also occasionally provide
funding for admission to private/ independent
inpatient eating disorder providers in Ireland when
demand exceeds capacity. In 2015, this amounted
to 12 cases, and 846 bed days. Figures for 2016
are awaited.

Medical admissions

People with EDs who are medically unstable

and require medical admission for acute medical
stabilisation, and those who require intensive
initial refeeding, including nasogastric feeding,

are admitted to HSE acute and general hospitals.
There are currently no medical or paediatric
consultant physicians or hospital-based dietitians
with dedicated special-interest time in EDs in

the HSE. There is no national care pathway

in operation for transitions in and out of acute
care, though some local initiatives based on
MARSIPAN/JMARSIPAN are in operation or being
piloted at St Vincent’s Hospital Dublin, the National
Children’s Hospital, Sligo General Hospital,
Wexford General Hospital and Cork University
Hospital.

Table 8.3 summarises HIPE data for discharges
of people with an ED (primary or secondary) from
acute hospitals in Ireland in 2015. Figures 8.1 to
8.3 display the 10-year trends for discharge and
length of stay of inpatients with eating disorders.
There has been an increase in the annual number



of children and adolescents under 18 with a
primary diagnosis of an ED who are discharged
from acute hospitals in the last decade: from 46 in
2006 to 93 in 2015 and 95 in 2016. The numbers
for adults were stable until 2016, but rose from 62

in 2015 to 80 in 2016.

The median length of stay of under 18’s with

eating disorders in acute hospitals has been stable

over the last decade, with a peak in 2010-2011.
However, while the average length of stay for all

ages has also been stable over the last decade
(23.8 days in 2006 and 23.1 days in 2015), it is
significantly longer than for other acute hospital
diagnoses at discharge which was 12.3 days for
other mental and behavioural disorders in 2015,
and 5.7 days for all ICD dignoses (Table 8.4). The
mean duration of admission in acute hospitals

is generally longer for adults with EDs than for
children, but the duration of admission for under-
18s has risen in the last decade.

Table 8.2 Inpatient Psychiatric admissions and discharges of Adolescents with a
Primary Diagnosis of an Eating Disorder in 2016

No. of admissions

No of discharges

No. of Bed days*
(all cases discharged in 2016)

Length of stay in 2016*

Under 18 years (4 regional HSE units)

(primary ED Diagnosis)
Facility
HSE child and ” 30
adolescent units 34

(32 Female: 2 Male)
(secondary ED Dx for

4 others)

General hospital

psychiatric unit 1

(adult)

HSE Total 35

Private Units 25

Total (both) 60 (47 1st admissions)
4 M; 56 F

4268 Eating disorders
Median = 112.5 days
Range = 1-319 days
Mean = 125.52 days

Included in adult

figures below
All disorders
Median = 49 days

4268* Mean = 66.52 days

Median = 57 (all Dx)
Mean = 54.96 (all Dx)

1 Source HSE CAMHS Audit, 2016 and HRB, 2016. * Bed days for patients not yet discharged were not included in this calculation.

Table 8.3: Inpatient Psychiatric admissions and discharges of Aduits with a Primary

Diagnosis of an Eating Disorder in 2016

No. of Bed days
(all discharges)

Length of stay (all discharges)

Private and HSE Hospitals

No. of No of discharges
admissions
General hospital 149 143 (129 of those
psychiatric unit (13 Male, who had been
(adult) 137 Female) admitted in 2016)

Source HRB, 2017

6340 Eating Disorders
Median = 34.3 days
Mean = 44.3 days for all discharges
Mean = 40 days for discharges of
people admitted in 2016

All Diagnoses

Median = 15 days

Mean = 57. 7 days all discharges
(Mean = 23 days for discharges of
people admitted in 2016
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Figure 8.1:
Number of
discharges from
acute hospitals
of patients

with a primary
diagnosis of an
eating disorder:
2006-2015

Figure 8.2:
Median length of
stay of patients
with a primary
diagnosis of an
eating disorder in
acute hospitals:
2006-2015

Figure 8.3:

Mean length of
stay of patients
with a primary
diagnosis of an
eating disorder in
acute hospitals:
2006-2015
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Table 8.3: Total HSE Acute hospital
discharges -any eating disorder

(Primary and secondary diagnosis)
(HIPE 2015)

All ED diagnoses
Age: < 18 years

Hospital No. of discharges
OLHSC, Crumlin (<16 years) 25
Cork University Hospital 20
Mayo University Hospital 20
Temple Street Children’s Univ Hosp (<16 years) 17
Tallaght Hospital 8
Wexford General Hospital 7
Beaumont Hospital 6
University Hospital Galway 6
Other HIPE* 36
Total 145

Primary diagnosis of ED

Age: 18+

Hospital No. of discharges
Cork University Hospital 14
St Vincent’s University Hospital 10
Other HIPE hospitals* 38
Total 62

Secondary/additional ED

Age: 18+

Hospital No. of discharges
Cork University Hospital 19
St James’s University Hospital 15
Tallaght Hospital 14
St Vincent’s University Hospital 13
Midland Regional Hospital (Portlaocise) 7
Mater Misericordiae University Hospital 6
Beaumont Hospital, Dublin 6
Other 63
Total 143

* ‘Other HIPE’ includes HIPE hospitals that reported <5
discharges for EDs.

** Primary diagnosis is that recorded as chiefly responsible for
the admission; secondary/additional is that coexisting or which
arose during the admission.

8.4: Current HSE policy

In 2006, A Vision for Change recommended that
the following resources be provided by HSE for
patients with EDs:

e Adult services: 4 regional eating disorder teams;
24 inpatient beds nationally, located in association
with those teams

e Child and adolescent services: 8 national
inpatient ED beds in the National Children’s
Hospital. Other ED psychiatric admissions to the
4 regional inpatient adolescent units.

As outlined previously, in the intervening decade
the landscape regarding best practice in ED
service provision has changed substantially in
line with the evidence that improved outpatient
treatments for patients that lead to better clinical
recovery. The Vision for Change proposals were
inpatient-focused, and the purpose of this National
Clinical Programme for Eating Disorders is to
update the HSE vision for its ED service provision
in line with international best practice, research
and patient needs.

8.5: Workforce development and
training

Since the establishment of the National Clinical
Programme for EDs, a number of training
initiatives have taken place with the aim of
developing a workforce of clinicians within HSE
who have specialist skills, experience and training
in working with people with eating disorders.
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Box 8.1: HSE workforce development strategy to date

1. FBT training: Progress

e 72 CAMHS clinicians: core training with Prof. J. Lock (2015)

* 1 CAMHS FBT supervisor trainee commencing in 2017

* National FBT training day for all of the above in 2016

e FBT group supervision network established in 2016 (8 groups nationally)
* Formal evaluation of the FBT training programme is ongoing

2. CBT-E training: Progress

* 63 CMHT and CAMHS clinicians completed CBT-E accreditation in 2013-4

» 2 advanced CBT-E training days were held for all with Prof Fairburn in 2015

e CBT-E supervision groups (7groups nationally) with CREDO supervision commenced in 2016
e National CBT-E training day 2016 for all CBT-E therapists

* Formal evaluation of the CBT-E training programme ongoing

3. ED CPD hubs: Progress
6 HSE ED CPD hubs are in operation nationally (Cork, Cavan/Monaghan, Limerick, Galway,
Portlacise and Sligo) since 2013

Box 8.2: Evaluation of the current HSE approach to ED service delivery

Strengths
* Local CAMHS/AMHS team provision enables local geographical access.

* ED services are built within the existing mental health infrastructure (staff, pathways,
management). This requires less change or adaptation.

* Generic service may be better in cases of high comorbidity.

* Where FBT/CBT-E/ SFT is provided effectively in community teams, it works well for patients
and families.

Weaknesses

* Poorer clinical outcomes for EDs are generally found in generic mental health services: longer
duration, more expensive, less satisfaction, higher overall cost (Gowers, 2007).

e This has an impact on access for ED patients and for other patients — external and internal
waiting lists.

* No existing day, outreach or intensive programmes — rapid escalation to medical or psychiatric
admission leads to delayed access to bed and risk, delayed hospital discharges and increased cost.

* The local catchment areas in A Vision for Change are well below the recommended population
threshold for teams to develop adequate ED expertise (25-50 cases per annum®).

* HSE staff who have taken FBT/CBT-E training report a lack of cases to develop their skills on,
a lack of dedicated time, co-workers, and completing demands as barriers to developing expertise.

e There are long internal waiting lists for ED-specific psychosocial treatment in some areas.
e Practice varies around ED prioritisation, access, and admission thresholds.

e Practice around the choice of treatment offered varies (20-30% of variation in clinical outcome is
known to depend on what is offered)**

* RCPsych 2012/NCCMH 2015; ** Waller (2016¢, b)



A Stepped Model of Care

The right treatment for the right patient at
the right time to achieve the best clinical
outcomes

9.1: A stepped care model of service
delivery

As summarised in Section 8, our examination

of the international research and best practice
indicates that a stepped care model provides the
HSE with the best model for its delivery of services
for those with EDs. Stepped care will enable the
delivery of evidence-based care to patients with
EDs when and where they need it.

Figure 9.1: HSE stepped model of care
for eating disorders

Level 4:
Inpatient team
(ED programme):
psychiatric or medical

Level 3:
Dedicated Eating
Disorder team:
Day/intensive programmes:

Level 2a:

Dedicated Eating Disorder team:

Outpatient
Level 2b:

Mental health service
AMHS/CAMHS Outpatient

Level 1: Primary care:

GP, community dietetics, primary care team, paediatrics, student health,
schools, Bodywhys support/self-help/education

Figure 9.1 illustrates the recommended stepped
care model of care for HSE ED service provision

in the future. It includes four levels of care setting,
running from primary through to tertiary/inpatient
care, with the aim of taking the patient from case
finding and early recognition through treatment
and then into stabilisation and recovery. This
model is recommended for both HSE child and
adult ED services. It envisages a lifespan approach
to ED care, with both services working in parallel
clinically (in line with Mental Health Commission
guidelines), but collaborating closely on ED clinical
pathways, supports, transitions, education and
training, evaluation, clinical governance and
research, both at CHO level and nationally. Sample
pathways for adult and under-18s services are
displayed in Figures 9.3 and 9.4 at the end of this
section. Box 9.2 summarises the benefits and
challenges of the stepped care model.

o Admission: Medical stabilisation and/or refeeding including NG
e Inpatient team/specialist ED team/liaison psychiatry team
o Brief medical or brief psychiatric admission

o Day patient/partial hospitalisation
e Structured day programmes, groups

o OQutpatient: Full range of outpatient treatments,
groups, outreach, supervision, consultation, advice,
support to AMHS/CAMHS/GP as needed

o Qutpatient: First-line treatment and
monitoring in some locations, comorbidity,
long-term support, stepdown

e Qutpatient: Case recognition,
physical risk monitoring
e Support, self-help, education
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Box 9.1: Key components of the stepped care model

* Appropriate, personalised evidence-based advice, treatment and support is
accessible to patients at each level of care

* Access to higher levels of care is dependent on risk and the effectiveness of
previous levels in terms of sustainability. This is done through shared care, early
intervention, consultation and timely access to treatment in order to minimise
deterioration and escalation to inpatient care.

* The levels are not mutually exclusive; e.g. the GP remains involved as part of the
team as patients move up and down the steps, as does the keyworker. Access to
consultation is available from other levels (see below).

e Day programmes, groups and partial hospitalisation offer a structured but more
enabling alternative to inpatient care.

* Specialist ED teams operating at levels 2a, 3 and 4 provide advice, support,
and consultation to AMHS/CAMHS and to primary care. Care may be shared,
for example, when a person is attending a local CAMHS/AMHS, but also requires
dietetic or group intervention from the ED team

* Patients move up and down the levels of care according to their level of need, and
remain at higher levels (e.g. day service) for the period that is clinically necessary.

Box 9.2: Benefits and challenges of the stepped care model

Benefits

e This model is supported by the current international best practice guidelines for ED
treatment and services.

* Access to each level of care is guided by the assessment of physical risk and clinical need.

* The model promotes access to evidence-based treatment in a timely fashion in the
most efficient setting in order to improve outcomes.

* |t promotes recovery principles and provides for shared decision-making with
service users on treatment options.

* |t provides an opportunity for access to evidence-based interventions within a
comprehensive, wraparound ED service.

It provides the opportunity to develop seamless and fluid transitions between levels
of stepped care.

e |t alleviates service pressure at three key areas: in often overstretched generic
AMHS/CAMHS where ED treatment takes much longer (e.g. external and internal



waiting lists), acute and psychiatric inpatient bed capacity demand, and delayed

discharges.

¢ |t allows for the development of sustainable expertise in EDs within HSE mental
health services through the involvement of ED teams with larger catchment areas.

* Day/intensive treatment options are a less expensive step-up/down than extended inpatient

care.

Challenges (see Section 12)

* As in other countries, the equitable provision of specialist services across Ireland
is challenging in terms of geographical access and dispersed population areas (see

Section 10).

* Additional staffing and resources are required, including some redeployment and
backfilling of experienced staff with existing ED skills.

e It requires sustained leadership and negotiation with stakeholders at local and
national level to ensure integration into other HSE programmes, strategy and services.

* It requires an adequate catchment area population size to develop workforce

expertise and to be sustainable.

* Development of collaborative integrated care pathways with other stakeholders is
needed - e.g. CAMHS/AMHS, primary care, paediatrics, acute hospitals, etc.

* |t needs to be embedded within the mental health infrastructure.

9.2: Level 1: Primary care

Early case finding and identification of eating
disorders is essential to improving clinical
outcomes. The most common first point of
contact with the health service for patients with
EDs is through their GP. Given that internationally,
most people with EDs never reach mental health
services, GPs have traditionally had a key role

to play, by default, in eating disorder care. In the
comprehensive development of the HSE eating
disorder service this must be taken into account;
i.e. that Level 1 of any ED service provision is at
primary care and community service level.

Collaboration with primary care will therefore

be a key component of the provision of ED
services. It will be a priority for the HSE Clinical
Programme for Eating Disorders to jointly develop
care pathways, resources and supports with

colleagues in primary care and the National
Clinical Programme for Primary Care. As well

as the GP, Level one also includes community
dietetics, the primary care team, student health
services, psychology and community support
organisations. The range of ED care provided at
primary care level is outlined in Box 9.3.

It is essential that GPs and primary care teams
are linked in with the other levels of the stepped
care model of ED service delivery in an integrated
fashion, and that they are supported by the ED
network in their area so that their effectiveness can
be enhanced. Integrated care will be supported
though the availability of case consultation,
toolkits and electronic supports, collaborative
pathways, joint education and CPD initiatives, and
opportunities for participation in local ED service
development at CHO and national level.
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Box 9.3: Level one: the key roles of the GP and primary care team

* Promoting and raising ED awareness in the community by displaying information on
EDs and support groups (Bodywhys) in clinics, surgeries, etc.

e Consulting and case recognition of patients who presenting with possible EDs,
including those presenting initially with secondary or comorbid physical issues.

* Providing basic education and advice, including referral for community dietetic
advice and education on healthy eating, if appropriate.

* Shared decision-making with the patient on the risks and benefits of ED service
and treatment options depending on patient needs, and making evidence-based
recommendations.

* Monitoring of borderline or at risk cases.
* Supporting the patient to engage in self help which is evidence based.

* Onward referral to ED team, AMHS, CAMHS, acute medicine or paediatrics when
clinically needed.

* Shared care with mental health services on physical risk components of the ED;
GP knows the patient medical history, family, has access to lab, etc.

* Follow up when the recovered patient has been discharged from mental health services
back to primary care.

e Liaison and consultation around patients with ED team and local community mental
health services.

e Community supports to patients with SE-ED who are living alone and need home
support.

Onward referral

e When?

- Case recognition and physical parameters indicate that a full ED multidisciplinary
assessment is now required (by ED-focused consultation, SCOFF questionnaire,
physical parameters, risk assessment, etc.).

e How?

- Liaison with coordinator of local ED or mental health service.

— Use of a standardised referral form with key clinical risk information is recommended.



9.3: Level 2: Outpatient treatment

As indicated in Section 7, research indicates that
the majority of patients with DSM-5 EDs can be
treated at least as effectively in an outpatient
setting as in an inpatient one. Key to this is having
timely access to evidence-based treatment

from outpatient clinicians and teams who are
experienced in working with EDs (Gowers, 2006).
Conversely, treatment as usual (TAU) at generic
CAMHS has been associated with delayed
recovery, longer attendance, more referrals
onward, and therefore higher costs. After the
acute phase of treatment, outpatient treatment
for EDs is appropriate for patients who were
previously at high medical risk, but are now in a
stage of recovery or stabilisation. The core clinical
recommendations for outpatient care for ED
across the age range are outlined in Box 9.4 and
9.5.

Taking into account the differences in catchment
area size in Ireland between the average A Vision
for Change AMHS/CAMHS team sector of 25,000
to 50,000, and the estimated catchment area
population of 500,000 required for an eating
disorder team to have enough numbers of

clinical casework to develop expertise and run
programmes (RCPsych, 2012; NCCMH, 2015), as
well the issue of staff retention and geographical
access, we recommend that outpatient treatment
for EDs be available for patients via two routes: 2A
and 2B below (Figure 9.2).

9.3.1: Level 2b: AMHS/CAMHS
outpatient care

Where a CAMHS/AMHS team includes clinicians
who have ED experience as well as training in
first line evidence-based treatments for eating
disorders (e.g. CBT-E and FBT etc.), local AMHS
or CAMHS teams may be the appropriate and
accessible service setting for patients with mild/
moderate EDs or for those with comorbidity. This
may also be the suitable option for people living in
geographically remote regions of low population,
who would otherwise have long distances to
travel. In these cases, consultation and support
will be available to the CAMHS/AMHS team from
their section ED team (see below and Section 10).

Sustainability is a major limitation of this generic
CAMHS/ AMHS model of service delivery for
eating disorders. Feedback from clinicians to
the working group indicates that issues such

as retention and movement of ED-experienced
staff, gaps in key clinical roles and a lack of
referral volume have to date resulted in this
route becoming untenable or unsafe in some
HSE areas. The result is patchy services, delays
in access to treatment or no treatment being
available. This in turn can lead to escalation

in patient risk, poorer outcomes, increased
admissions, delayed inpatient discharges and
inconsistent communication amongst clinicians.
The practice of individual clinicians working
alone on ED cases, however skilled, is not
recommended due to the complexity, level of risk
and variety of clinical needs with which people
with EDs present.

Figure 9.2: Referral options for access to Level 2 outpatient ED freatment

Person with ED

ED team — adult or child B >

AMHS/CAMHS
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To manage risk, it is recommended that, where a
local CAMHS/AMHS team is providing a service
for people with EDs:

* A key senior clinician from the AMHS/CAMHS
team who has ED training and experience
becomes the keyworker for the team for ED
cases, and continues to co-work with the rest of
their team to deliver treatment.

e If fewer than 10 cases are attending an AMHS/
CAMHS team per annum and there is also no
nearby ED team (see below), it is recommended
that 2-3 AMHS or CAMHS teams co-work the ED
caseload across a larger sector of the population
than individual team catchment area size in order
to retain expertise.

¢ In these two scenarios, clinicians are
recommended to link formally with their nearest
ED team (see Section 11) in order to access extra
advice, consultation, resources, supervision,
training and support.

9.3.2: Level 2a: Specialist ED teams —
outpatient care

A number of dedicated adult and child ED teams
will be established at key locations nationally in
order to support the stepped care model of ED
service delivery in HSE. These ED teams will
operate at Levels 2, 3 and 4 of the stepped model
of care — i.e. providing specialised outpatient, day-
patient and inpatient care/support to people with
eating disorders. In addition to this core clinical
work (as described in Tables 9.1 and 9.2), these
ED teams will support generic AMHS and CAMHS
teams by:

¢ Providing consultation and support to CAMHS/
AMHS and primary care in their sector (as
described above).

e Enabling patients who are attending AMHS/
CAMHS for treatment to gain access to ‘add-on’
groups, dietetic advice and other specialist ED
initiatives in the area, although the patient in this
case remains under the responsibility of CAMHS/
AMHS for their overall care planning.

e Providing an alternative setting for specialist
outpatient ED treatment if it is not otherwise
available, when first-line outpatient treatment at
CAMHS/AMHS has been ineffective, or when
there is a high level of risk, complexity or severity.

The roles and responsibilities of the ED team at
outpatient level are the same as those for AMHS/
CAMHS (2b), but with an enhanced range of
treatment options. Key to the effectiveness of

this route will be the close collaboration between
the ED team and generic AMHS/CAMHS team,
through keyworker, consultant psychiatrists and at
times, shared care arrangements around complex
cases and those with comorbidity.

9.3.3: Early infervention

Early intervention is a cornerstone of this HSE
model of care in terms of reducing the mortality
and morbidity associated with EDs. A core
component of the programme will therefore
include the use of timeframes in order to ensure
that services meet this need.

Recommended timeframes

e The ED team coordinator (Section 10.4.3)
contacts the referrer and patient within 72 hours of
receiving the referral.

¢ A decision is made on the level of risk and
urgency based on the information gathered:

- Assessment within 2-4 weeks depending on
the clinical severity and risk in the individual case

- Treatment starts within 2-4 weeks of
assessment.

- Information and advice about local support
services, Bodywhys, useful books and information
literature are provided for all cases while waiting
for assessment or treatment — i.e. active waiting
list management and empowerment of the person
with an ED and/or their family.

e Risk advice: the ED team should be
contacted and an earlier appointment be
given if the patient deteriorates.



Box 9.4: Level 2 a and b recommended guidelines for the outpatient care of adults
with eating disorders (CAMHS & ED team)

Referral Stage

Consultation provided to primary care
as needed

Coordinator contacts referrer within 72 hours
Active waiting list support

Screening for EDs within generic CMHT
caseload

Liaison within ED teams on case-by-case
basis

Liaison with acute medicine, emergency
medicine, liaison psychiatry service, GP and
AMHS services in transitions — e.g. medical
admission, turning 18, etc.

Assessment Stage

Multidisciplinary assessment within 2-4
weeks (Table 7.2)

Involvement of family, carers, with permission

ED-focused assessment — e.g. duration,
severity, fears, methods, drive, body image,
etc.

Psychiatric assessment and mental state
examination

Screening for comorbidity
Diagnosis based on DSM-5/ICD-11 criteria

Comprehensive ED-focused physical
examination and investigations (Tables 7.3
and 7.4)

Evaluation of risk using MARSIPAN
parameters

Feedback/psycho education
Signpost to support/Bodywhys

Treatment Stage

Appoint keyworker

Treatment starts within 2-4 weeks of
assessment

Evidence-based outpatient psychosocial,
pharmacological, nutritional treatments

available as per current standards (e.g.
CBT E, CBT-ED, MANTRA, SSCM, IPT- BN,
etc.) See section 7.

Weekly weights initially

Core team includes therapist, consultant
psychiatrist, dietetic consultation, GP

Regular core team case reviews

Regular clinical outcome evaluation,
including BMI

Regular physical exam and risk monitoring
MARSIPAN)

Access to medical OPD/GP assessment
when needed - physician

Work with carers/family — coaching, support

Home care — e.g. living alone, SE-ED and not
able to travel

Treat comorbidity — rest of MDT access

Discharge Planning Stage

No ED: discharge back to Level 1
Has ED - which setting?

? Severity

? Supports

? Local infrastructure

? Location

If outpatient Tx is suitable: attends ED team or
AMHS as per local arrangements

Request enhanced support from ED team as
clinically needed - e.g. dietetic consultation,
group access, consultation, etc.

Move to next level up if:

— First-line treatment ineffective after
adequate trial

— Needs more structure than 1-2
appointments per week

— Deteriorating

Eating Disorder Services: HSE Model of Care for Ireland



Box 9.5: Level 2 a and b recommendations for the outpatient care of EDs in children
and adolescents (CAMHS & ED team)

@ Eating Disorder Services: HSE Madel of Care for Ireland

Referral Stage

e Consultation to primary care as needed
» Coordinator contacts within 72 hours

¢ Active waiting list support

¢ Screening for EDs within generic CAMHS
caseload

e Liaison within ED teams on a case-by-case

basis

e Liaison with paediatrics, acute and
emergency medicine, liaison psychiatry
service, GP and CAMHS and AMHS
services in transitions — e.g. medical
admission, turning 18, etc.

Assessment Stage

* Multidisciplinary assessment within 2-4
weeks (Table 7.2)

¢ Involve family/carers, with permission
e ED-focused assessment — e.g. duration,

severity, fears, methods, drive, body image,

etc.

* Psychiatric assessment and mental state
examination

* Screening for comorbidity

* Diagnosis based on DSM-5/ICD-11 criteria

* ED-focused physical examination and
investigations (Tables 7.3 and 7.4)

e Evaluation of risk using Junior MARSIPAN
parameters

* Feedback/psycho education
* Signpost to support/Bodywhys

Treatment Stage
* Appoint keyworker
e Treatment starts within 2-4 weeks

¢ Evidence-based outpatient psychosocial,
pharmacological, nutritional treatments

available as per current best practice
(Section 7) — FBT, SFT, CBT-E etc.)

Weekly weight initially

Core team includes therapist, psychiatrist,
dietetic consultation, GP

Regular core team case review
Clinical outcome evaluation, BMI

Regular physical exam and risk monitoring
(Junior MARSIPAN)

Access to medical outpatient assessment
when needed - paediatrician/medicine

Work with carers/family — coaching, support
Home care — not able to travel
Treat comorbidity — rest of MDT

Discharge Planning Stage

No ED: discharge back to Level 1
Has ED - which setting?

? Severity

? Supports

? Local infrastructure

? Location

If outpatient is suitable: attends either ED
team or CAMHS team as per local
arrangements

Request enhanced support from ED hub as
clinically needed - e.g. dietetic consult,
group access, consultation, etc.

Move to next level up if:

— First-line treatment ineffective after
adequate trial

— Needs more structure than 1-2 per week
— Deteriorating

Refer to AMHS adult ED team well in
advance of 18 years as per model of care
recommendations



9.4: Level 3: Intensive treatment and
day care

Day or partial hospitalisation programmes offer

a more cost-effective alternative to inpatient
treatment and are an effective step-up to more
structured intensive treatment for patients for
whom outpatient care has been ineffective after

a trial of weekly sessions, or due to their level of
illness severity (Section 7). Such programmes are
also useful as a step-down from inpatient medical
and psychiatric admission, and can thus assist in
discharge planning.

In the HSE stepped model of care for ED services,
Level 3 ED care will involve day and intensive
treatment programmes. These will be delivered by
the same dedicated ED team that provided care
at Level 2a. Attendance at such programmes may
be part-time or full-time, and programmes are
generally time-limited, structured and intensive.
Boxes 9.6 and 9.7 display details of such Level

3 programmes for adults and children. Group
programmes are not evidence-based for younger
children, and at this time it is recommended

that Level 3 day programmes for under 18s be
focused on adolescents. As treatment at this level
may be short-term (e.g. a weekly group, or time-
limited programme), it is recommended that the
original AMHS/CAMHS team retain the lead role
as primary service for their patient, if that patient
is receiving their outpatient treatment from that
service.

9.5: Level 4: Inpatient treatment

Level 4 is the most intensive treatment setting
within the HSE Model of Care for people with
eating disorders. It involves both psychiatric and
medical inpatient admissions.

e Although there is good evidence that inpatient
psychiatric care is not required for most patients
with EDs, it is recognised that a small number

of people, mainly with restrictive EDs, require
inpatient care for short periods during their iliness,
for structured refeeding and/or stabilisation.

e In guiding the clinical decisions in such
situations, based on the current literature, the HSE
NCPED has endorsed the MARSIPAN and Junior
MARSIPAN guidelines for adults and children with
anorexia nervosa respectively. (RCPsych 2014,
2012). These risk-management guidelines help

doctors determine an objective level of medical
risk, and therefore to decide collaboratively which
setting is most appropriate for the patient —
inpatient acute medical/paediatric, psychiatric or
outpatient.

¢ In the HSE Model of Care for eating disorders,
each adult and child ED team in the HSE network
will be linked with an acute medical or paediatric
hospital in terms of medical admissions of patients
with EDs.

e Psychiatric inpatient beds for EDs be collocated
with acute hospitals in order to ensure smooth
transitions and manage patient safety more
effectively. Where this is not possible (e.g. the
regional adolescent units), medical input to
patients with EDs on the psychiatric ward will

be formalised through sessional input from a
paediatrician, youth health physician or physician
with an interest in EDs.

e This clinical programme supports the formation
of MARSIPAN and Junior MARSIPAN type

‘virtual teams’ in each hub of the ED network

S0 that critical decision-making around medical
stabilisation is rapid through local care bundles
and pathways, including transfer arrangements.
Such teams include the patient keyworker (plus
an ED team member if the local ED team was

not previously involved), ED psychiatrist, liaison
psychiatrist (where available), physician or
paediatrician/adolescent health physician, hospital
dietitian and medical nurse managers or advanced
nurse practitioners.

9.5.1: Medical admission of people
with EDs

Medical admission is required when patients are
identified as being at substantial risk of physical
harm and/or death due to the physical causes

of starvation and when urgent refeeding under
medical observation is required. People with
severe anorexia nervosa of very low weight or
severe dietary restriction and high risk of refeeding
syndrome, medically unstable bulimia nervosa, or
comorbid physical disorder such as diabetes fall
into this category (Box 9.8 and 9.9).

@ Eating Disorder Services: HSE Model of Care for Ireland
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Box 9.6: Level 3: recommendations for day/intensive treatment programmes for

adults with eating disorders

Assessment

* Assess as previously described (Section 7)

* Discharge to Level 2a or 2b if patient does
not require or want an intensive treatment
programme

* Requirements

— QOutpatient treatment has been inadequate
in intensity or deterioration

— High structure is needed
—The patient is eating and commits to do so

— Medical risk does not suggest inpatient
admission is required (MARSIPAN)

— Referral has come via ED outpatient or
AMHS team on referral form and discussion
has taken place on clinical appropriateness,
goals and responsibilities

* As these programmes are time-limited (e.g.
8-10 weeks), case remains open to original
team and keyworker in a shared care model

* Original keyworker continues to liaise with
and support the patient and ED team

Treatments provided at level 3

¢ Time-limited programmes usually have up
to 10 places (maybe more if part-time)

¢ Intensive refeeding programme/partial
hospitalisation to include:

— Some meals onsite in group

— Weekly core team meeting

— Weekly individual patient goals and
therapeutic outcome evaluation

— Weekly psychiatric review and risk
management, including physical
parameters and lab work

Consultant physician consultation and
review as needed (sessional)

Dietitian consultation and advice

Individual psychotherapeutic treatment
based on most current evidence-based
models (currently CBT-E, MANTRA, SSCM,
CRT, IPT-ED, etc.)

ED-focused group programme may include:
— Psychoeducation

— Cooking/meal preparation

— Shared meals/coaching

— Cognitive and emotional strategies — e.g.
CBT, CRT, Mindfulness, RO, CREST

- Body-image work

— Occupational recovery goals, incl. return
to school

Individualised occupational therapy (e.g. for
those with SE-ED)

Carer interventions, incl. groups and
carer-focused models (e.g. MANTRA)

Treatment of some comorbidity related to
the ED - e.g. anxiety, depression — or may
be done via AMHS team through shared
care

Pharmacological treatment as appropriate

For some EDs a once-weekly group
programme to support outpatient care may
be more appropriate (e.g. BN)

Other less intensive group programmes to
enhance outpatient work may be also
co-facilitated or supported through Level 3
—e.g. SE-ED, carer workshops, etc.



Box 9.7: Level 3: Recommendations on day/intensive treatment programmes for
adolescents with eating disorders

Assessment

Assess as previously described (Section 7)

Discharge to Level 2A or 2B if patient does
not require or want an intensive treatment
programme

Requirements

— QOutpatient treatment has been inadequate
in intensity or deterioration

— High structure is needed
—The patient is eating and commits to do so

— Medical risk does not suggest inpatient
admission is required (J.MARSIPAN)

— Referral has come via ED outpatient or
CAMHS team on referral form and
discussion has taken place on clinical
appropriateness, goals and responsibilities

As these programmes are time-limited (e.g.
8-10 weeks), case remains open to original
team and keyworker in a shared care model

Original keyworker continues to liaise with
and support the patient and ED team

Treatments provided at level 3

Time-limited programmes usually have up
to 10 places (may be more if part-time)

Intensive refeeding programme/partial
hospitalisation to include:

— Some meals onsite in group

— Weekly core team meeting

— Weekly individual patient goals and
therapeutic outcome evaluation

— Weekly psychiatric review and risk
management, including physical
parameters and lab work

Consultant physician consultation and
review as needed (sessional)

Dietitian consultation and advice

Individual psychotherapeutic treatment
based on the most current evidence-based
models (FBT, FT-AN CBT-E (CBT-ED), CRT,
MFT-AN, etc.)

ED-focused group programme may include:

— Psychoeducation
— Cooking/meal preparation
— Shared meals/coaching

— Cognitive and emotional strategies —
e.g. CBT, Mindfulness, RO, CRT

- Body-image work

— Occupational recovery goals, incl. return
to school

Individualised occupational therapy where
needed

Parent/carer interventions including groups

Treatment of some comorbidity related to
the ED (e.g. anxiety, depression) — or may
be via CAMHS through shared care

Pharmacological treatment as appropriate

For some EDs a once-weekly group
programme to support outpatient care may
be more appropriate (e.g. BN)

Other less intensive group programmes to
enhance outpatient work may be also
co-facilitated or supported through Level 3
— e.g. parent/carer workshops, etc.

Eating Disorder Services: HSE Model of Care for Ireland
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Box 9.8: Level 4 — Recommendations for the inpatient medical admission

of adults with eating disorders

Admission

Goal: Admit those who need it

GP, consultant psychiatrist, ED team or
medical team recognise potentially severe
medical risk

* Medical risk assessment using MARSIPAN
guidelines — physical examination, bloods
etc.

* Same-day consultation with ED team and
MARSIPAN team (including liaison
psychiatrist)

¢ Decision to admit, how and where - e.g.
ward/AMU/ICU, (collaborative pathways —
to be agreed by local subgroup)

Treatment
Goal: Medical stabilisation

e Composition of core MARSIPAN team
agreed as previously described

e Collaborative care plan agreed
— with patient/family

— in the notes

* Immediate evidence-based refeeding plan
instituted and scheduled

e Oral refeeding trial if at all possible (NG if
needed)

¢ Daily medical review of risk of refeeding
syndrome including bloods x 5 days (see
Section 7)

* Biweekly weight and BMI calculation

* Minimum of weekly MARSIPAN core team
meeting to update this plan and risk

e Daily dietetic consultation

* Regular consultant psychiatry, psychiatric
reviews

* 1:1 support: keyworker sessions

* Support of the medical nursing staff by ED
team to support and coach patient in
refeeding

* Psychoeducational materials and activity
given to patient appropriate to their
cognitive ability (keyworker)

Discharge
Goal: Discharge as soon as patient is stable

¢ Decision to stay or discharge is under daily
review by MARSIPAN team, based on
medical stability

e Parameters for discharge are agreed, based
on patient risk/safety in each setting

* Options: which level to discharge to?
? Level 2A: regional ED team
— Is outreach needed?
— General day hospital
— Supported accommodation

— 2B support?
? Level 3: Intensive ED programme

? Level 4: Inpatient psychiatric eating
disorder bed



Box 9.9: Level 4 — Recommendations for the inpatient medical admissions
of children and adolescents with eating disorders

Admission

Goal: Admit those who need it

¢ GP consultant child psychiatrist, ED team
or medical team recognise potentially
severe medical risk

* Medical risk assessment using
J.MARSIPAN guidelines - physical
examination, bloods etc.

e Same-day consultation with ED team and
J.MARSIPAN team including paediatric
liaison consultant

* Decision to admit, how and where — e.g.
paeds/lICU (collaborative pathways, to be
agreed by local subgroup)

Treatment
Goal: Medical stabilisation

° Composition of core J.MARSIPAN team
agreed as previously described

¢ Collaborative care plan agreed

— with patient/family
—in the notes

¢ Immediate evidence-based refeeding plan
instituted and scheduled

* Oral refeeding trial if possible (NG if needed)

¢ Daily medical review of risk of refeeding
syndrome including bloods x 5 days (see
Section 7)

* Biweekly weight and BMI calculation

¢ Minimum weekly JMARSIPAN core team
meeting to update this plan/risk

¢ Daily dietetic consultation

¢ Regular consultant child psychiatry/
psychiatric reviews

* 1:1 support: keyworker sessions

¢ Support of the medical nursing staff by ED
team to support and coach patient in
refeeding

* Psychoeducational materials and activity
given to patient appropriate to their
cognitive ability (keyworker)

Discharge
Goal: Discharge as soon as patient is stable

¢ Decision to stay or discharge is under daily
review by MARSIPAN team, based on
medical stability

e Parameters for discharge are agreed, based
on patient risk/safety in each setting

¢ Options: which level to discharge to?
? Level 2A: regional ED team
- |s outreach needed?
— General day hospital
— Supported accommodation

— 2B support?
? Level 3: Intensive ED programme

? Level 4: Regional adolescent unit or NCH
ED bed

Eating Disorder Services: HSE Model of Care for Ireland
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9.5.2: Inpatient psychiatric admissions

e When treatment has been unsuccessful at
outpatient (Level 2) and day-patient (Level 3) levels
of care, a period of inpatient psychiatric admission
may be the most appropriate setting for the
patient to obtain ED treatment.

e This includes patients with:

- severely low weight (e.g. < 75% BMI) but who
don’t require medical admission

- comorbidity that requires inpatient psychiatric
treatment

- those who require 24 hours’ structured
refeeding and stabilisation

e The aim is to provide a short period of intensive
refeeding and treatment so that the patient can
stabilise enough to live safely at home and engage
in a day or outpatient care plan.

e Brief admissions are particularly important for
children and adolescents, where some of the most
effective treatments such as FBT and CBT-E can
only be delivered effectively when children are
living at home and where parents are empowered
to lead in supporting the refeeding and recovery of
their child on a daily basis.

e Shorter psychiatric admissions protect family
relationships more than longer admissions,

and thus are important for the psychological
development of adolescents.

The recommendations for inpatient psychiatric
treatment are displayed in Box 9.10 and 9.11.

9.5.3: Eating disorder ‘champions’

The National Clinical Programme for Eating
Disorders (NCPED) has proposed a model of
integrated service delivery in the HSE approach

to ED service provision, which is new in involving
acute hospitals and primary care as well as mental
health services. The programme will require both
national and local support to achieve its objectives
and to be implemented effectively across the HSE.

In collaboration with other HSE clinical
programmes, the NCPED plans to identify ED
‘champions’ or leads from across paediatrics
and adolescent health, acute medicine, and
primary care, at acute hospital network and CHO
level. Their role will be to collaboratively support,
educate, promote best practice and lead a focus
on excellence in ED treatment in their respective
departments at both clinical and at management
level (see Section 12).

derstane.



Box 9.10: Level 4 — Recommendations for inpatient psychiatric admissions

of adults with eating disorders

Admission
Goal: Admit those who need it

GP/consultant psychiatrist, ED team or
medical team recognise potential need for
psychiatric admission:

* Failure of outpatient & day-patient treatment
— more structure needed

* Psychiatric comorbidity requires admission

* Medically stabilised (MARSIPAN) but need
24-hour refeeding programme

e Brief respite
¢ Discuss with ED consultant

¢ Decision to admit if eating and medically
stable, how and where (e.g. ED beds
in the specified adult uni for this hub),
formal pathways to be developed locally
— see Section 10)

Treatment

Goal: Refeeding and psychiatric
stabilisation

Composition of patient core team for this stay
also includes the patient’s original keyworker.

e Minimum of weekly core team meeting
» Collaborative care planning

* Recovery and discharge-focused weekly
goals

e Early dietetic assessment and individualised
structured refeeding plan

* Meal coaching

» Consider capacity for brief period of NG at
mealtimes where needed and patient is
medically stable

* Regular physical risk review including
physical observations, examination
and lab work (MARSIPAN)

* Access to physician consultation
* Weekly psychiatric review and MSE

e Carer support and engagement — access to
Level 3 support group, meal coaching

e Keyworker support visits

¢ |ndividual evidence-based, ED-focused
therapy if cognitively suitable — e.g. CREST,
CRT, psychoeducation

* Groups — generic and specific if appropriate
e Treat any comorbidity

Discharge

Goal: Discharge to day programme as soon
as ready

* Discharge is under daily/weekly review

* Parameters agreed by core team, based on
patient need, bloods, safety in each setting

* Options: which other level of stepped care?
? Level 2a: Back to AMHS OPD treatment:
— Is outreach needed?
— Regional day hospital
— Supported accommodation

? Level 2b: regional ED team — outpatient
care

? Level 3: Intensive day programme, partial
hospitalisations

? Level 4: Inpatient medical

Eating Disorder Services: HSE Model of Care for Ireland
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Box 9.10: Level 4 — Recommendations for inpatient psychiatric admissions of
children and adolescents with eating disorders

Admission

Goal: Admit those who need it

GP/consultant child psychiatrist, ED team or
medical team recognise potential need for
psychiatric admission:

Failure of outpatient & day-patient treatment
— more structure needed

Psychiatric comorbidity requires admission

Medically stabilised (J.MARSIPAN) but
needs 24-hour refeeding programme

Brief respite

Discuss with ED consultant child
psychiatrist

Decision to admit if eating and medically
stable, how and where (e.g. ED beds in
regional unit or NCH 8-bedded ED unit),
formal pathways to be developed by local
hub - see Section 10)

Treatment

Goal: Refeeding and psychiatric
stabilisation

Composition of patient core team for this stay
also includes the patient’s original keyworker

Minimum of weekly core team meeting
Collaborative care planning

Recovery and discharge-focused weekly
goals

Early dietetic assessment and individualised
structured refeeding plan

Meal coaching

If NG needed, consider NCH or paediatric/
adolescent health physician, AMU transfer

Regular physical risk review including
physical observations, examination
and lab work (J.MARSIPAN)

Access to paediatric and physician
consultation

* Weekly psychiatric review and MSE

Parent support and engagement through
SFT, meal coaching and prep for FBT at
discharge

Keyworker support visits

Individual evidence-based, ED-focused
therapy if cognitively suitable — e.g. CREST,
CRT, psychoeducation

Groups — generic and specific if appropriate

Treat any comorbidity

Discharge

Goal: Discharge to day programme as soon
as ready

Discharge is under daily/weekly review

Parameters agreed by core team, based on
patient need, bloods, safety in each setting

Options: which other level of stepped care?
? Level 2a: Back to CAMHS OPD treatment:
— Is outreach needed?

— Day hospital

— Other community supports

? Level 2b: ED team - outpatient care

? Level 3: Intensive ED day programme,
partial hospitalisation

? Level 4: Inpatient medical

? Level 4: NCH admission needed



Figure 9.3: Proposed care pathway for adults
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Figure 9.4: Proposed care pathway for children and adolescents
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A National Clinical
Programme for Eating
Disorders

10.1: National ED network

The purpose of the HSE National Clinical
Programme for Eating Disorders (NCPED) initiative
is to ensure that people in Ireland with eating
disorders receive evidence-based, accessible
care from services that are sustainable in the
long term. Therefore, it is recommended that the
dedicated ED teams in each CHO area (adult and
child) also form a local hub within a national ED
network of HSE eating disorder teams in their
area. This network is tasked with leading the
delivery of the NCPED across the country. It will
ensure a consistent approach to service delivery,
so that people with EDs will have reliable access
to evidence-based treatment at the level of care
that they need, wherever they live. This approach
also will also include national strategies on how
to support community and inpatient CAMHS and
AMHS teams at local and national level.

10.1.1: ED hubs and minihubs

All of the ED teams will be organised as follows:

e ED hub teams: These teams are located in
large population centres with designated inpatient
psychiatric ED beds, and comprise of a full adult
and a full child ED team (Section 12). All levels of
the stepped model of care for EDs are delivered
by these hub ED teams — i.e. levels 2a (outpatient),
3 (day/intensive), and 4 (inpatient support and
consultation).

e ED minihub teams: These teams are

located in CHO areas which have less than the
recommended population of 500,000. They do
not have designated inpatient ED programmes or
beds, and they refer to regional centres when an
inpatient treatment programme is needed. The
teams are proportionately smaller, and provide
Levels 2a and 3 of ED care (outpatient and day-
patient) on a full-time or part-time basis depending
on need. Cases that require inpatient psychiatric
admission have pathways to a linked inpatient

unit with ED beds. However, the minihub ED
teams otherwise operate independently of the hub
teams, and take the lead for ED services in their
own sector.

For adult services, each dedicated eating disorder
team is therefore linked with the hub ED team that
supports a unit with adult ED inpatient beds. For
adolescent services, ED teams have direct links
are through the regional adolescent units, as is
currently the case for CAMHS teams. The reason
that all hubs do not have psychiatric ED beds is
that an adequate cohort of patients is required

in order to deliver an effective eating disorder
inpatient programme and to allow for inpatient
staff to develop expertise.

Locations of the HSE ED hubs and minihubs
have been chosen with reference to the following
factors:

o Accessibility
o Size of population served

e HSE ED capacity and specialism in the
CHO area

Current referral patterns and pathways

Geographical size and spread of the population
served

CHO area and configuration

Acute hospital network configuration

Presence of other independent sector providers
of ED services

The locations of the adult ED teams are displayed
in Figure 10.1 and in Table 10.1. The locations of
the child and adolescent ED teams are displayed
in Figure 10.2 and in Table 10.2. The child and
adolescent ED network will also include eight
national ED inpatient beds that were proposed

in A Vision for Change (2006), and which will be
located in the adolescent psychiatric unit in the
new National Children’s Hospital.
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Table 10.1: National adult ED network by CHO

ED hub or minihub team Total pop. AMHT

18-65 yrs (2016 census)

CHO 1: Sligo/Leitrim/Donegal/Cavan-Monaghan
e Sligo ED minihub

North Dublin also covered by CHO 1

« Cavan minihub with outreach to CHO 9 394,333
CHO 2: Galway/Roscommon/Mayo
o Galway ED hub 453,109
CHO 3: Limerick/Clare/North Tipperary
 Limerick ED minihub 384,99
CHO 4: Cork and Kerry
o Cork ED hub 690,575
CHO 5: South Tipp/Carlow/Kilkenny/Wexford/Waterford
« Kilkenny ED minihub 510,333
CHO 6: Dublin South-East and Wicklow (SVUH)
e ED hub —extended team
also covers CHO 7 and part of 8 445,590
CHO 7: Dublin South-West and Kildare
« Covered by the CHO 6-based extended ED hub team 645,293
CHO 8: Laois, Offaly, Longford, Westmeath
% « Laois/Offaly to be covered by CHO 6 ED hub
B « Longford/Westmeath, Meath and Louth to be covered
5 by CHO 9 ED hub 616,229
i CHO 9: North Dublin and Dublin North City MHS
ks  North Dublin ED hub
% also covers part of CHO 8 621,405

Psychiatry beds
(acute hospital)

GUH (5 beds)
Connolly Hospital

GUH (5 beds)
(Acute hospital link: GUH)

1 short-term bed at LUH **
Long term >> GUH

5 beds at SLMHU
(Acute hospital link: CUMH)

1 short-term bed
**Long-term >>(SVUH or SLMHU)

6 at SVUH
(Acute hospital link: SVUH)

SVUH

SVUH

Connolly Hosp.

5 beds at Connolly Hospital
(Acute hospital link: Connolly)

* All psychiatric beds are collocated with an acute hospital with AMU/ICU.** The beds in LUH and SLH are for local respite/short-term use.
If longer-term admission is needed, transfer to a psychiatric unit with an inpatient ED programme is recommended. Attendance at local
intensive day programme may also be an option. CHO 5: if Kilkenny, link with Dublin; if Waterford, link with Cork.
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Table 10.2: National child and adolescent ED network by CHO (under 18 years)

Hub/Minihub Sector Total pop. CAMHS Psychiatry beds
(2016 census) (acute hospital)
National: Psychiatric unit in NCH (Linn Dara**) National ED beds
o ED hub team- service to Dublin sectors Up to 18 years 8 ED-dedicated beds
8 national beds National CHO 7/all (Acute link: onsite NCH)
CHO 1: Sligo/Leitrim/Donegal/Cavan-Monaghan
o Qutreach to Donegal from Galway minihub CAMHS Inpatient Unit Merlin Park
« Cavan/Monaghan ED minihub 394,333 (GUH link)
CHO 2: Galway/Roscommon/Mayo CAMHS Inpatient Unit Merlin Park
« Galway ED hub 453,109 (Acute link with GUH)
CHO 3: Limerick/Clare/North Tipperary
o Limerick ED minihub 384,998 CAMHS Inpatient Unit Merlin Park

CHO 4: Cork & Kerry
Eist Linn adolescent unit

o Cork ED hub 690,575 (Acute hospital link: CUH)
CHO 5: South Tipp/Carlow/Kilkenny/Waterford/Wexford
o Waterford ED minihub 510,333 Eist Linn adolescent unit
CHO 6: Dublin South-East and Wicklow*
o Covered by the CHO 7 Linn Dara ED hub (below) 549,531 Linn Dara adolescent unit
CHO 7: Dublin South-West and Kildare* Linn Dara adolescent unit
¢ Linn Dara ED hub team- extended** (Acute hospital link

Also covers CHO 6 and part of 8 541,352 NCH, Connolly)

CHO 8: Laois, Offaly, Longford, Westmeath
o Laois/Offaly to be covered by Linn Dara hub

« Longford/Westmeath, Meath and Louth to be covered Linn Dara / St Joseph’s
by CHO 9 hub 616,229 (Tallaght/NCH)

CHO 9: North Dublin and Dublin North City MHS

o North Dublin ED hub (also covers part of CHO 8) 621,405 St Joseph'’s
North Dublin also covered by CHO 1 minihub (NCH, Beaumont)

* The variance in the total populations CHO 6 & CHO 7, reflects the current coterminous anomaly between specialities.
** Linn Dara ED team will also be supported by NCH-based HSE hub. NCH unit is an approved centre linked with Linn Dara Services.
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10.2.1: People living in remote areas

e People living in isolated areas or at distance
from large population centres have more difficulty
accessing any type of specialist service. This

can be particularly difficult for patients with EDs
because they may be physically compromised
whilst also requiring weekly or twice-weekly acute
treatment. For adolescents, it may not be feasible
for the entire family to travel long distances
regularly for FBT or SFT treatment sessions.

e In such cases, the balance of risk and feasibility
may mean that their outpatient treatment for EDs
should be delivered by the local AMHS/CAMHS
team so that they can receive accessible, regular,
safe care (Level 2b care).

¢ In such cases, it is essential that the CAMHS/
AMHS team have access to support from

their local ED team. This may be in the form of
consultation, training, telemental health, virtual
medicare (see below), access to ED groups, and
outreach clinics such as dietetics, etc.

¢ In such cases, the core team and keyworker for
the case will be from their local generic CAMHS/
AMHS team (Level 2b care).

10.2.2: Telemedicine, telemental health
and virtual medicare

e A key role of the ED team will be to support
generic AMHS and CAMHS where they are
delivering ED care.

¢ Telemedicine and virtual medicare maximise
the opportunity for clinicians working in generic
mental health services to ‘meet’ remotely and
be supported by the ED hub team for clinical,
supervision and other support. It maximises
access for clinicians and minimises non-clinical
time used in travelling. It is also useful for
communication with teams in acute hospital and
distant inpatient facilities about referral, care and
discharge planning (Vaitheswaran, 2012).

¢ Telemental health has been enacted effectively
for some new mental health initiatives for remote
communities in Scotland (Millar, 2009). Although
research is limited, from a patient perspective
feasibility and acceptability are reportedly high,
and some patients prefer it to long commutes.

It has also been associated with lower financial
costs and clinical time commitment due to
reduced need for the clinician to travel.

e However, telemedicine may not be suitable for
some people with EDs when frequent weighting,
monitoring, etc are essential. Local arrangements
may therefore be needed in such cases, including
with GP’s in primary care.

¢ The National Clinical Programme for EDs
(NCPED) will explore the feasibility and cost of
telemedicine/virtual medicare for key geographical
areas of low population density (e.g. Donegal,
Kerry). Both local CAMHS/AMHS and ED teams
will require training and infrastructure in order to
maximise its potential for regular effective use.

10.3: ED hub/minihub working

e The core units for delivering the model of care
for EDs in each area/CHO will be the ED adult and
child eating disorder teams (Figures 10.1 and 10.2).

e To maximise the effectiveness and development
of the NCPED in each CHQO, it is recommended
that adult and child ED teams work collaboratively
and in an integrated fashion, as an ‘eating disorder
hub’ in each area. This will also assist transitioning
of adolescents from child to adult services. (Figure
10.3).

e [t is recommended that the adult and child ED
teams in each hub or minihub hold a business
meeting regularly (at least quarterly) to discuss and
develop ED services in their area or CHO in the
following areas of clinical governance:

- ED service strategic planning within their
CHO/sector in collaboration with the Executive
Clinical Director, Mental Health Lead, and area
management team

- Development of consistent care pathways with
other services and referrers (primary care, acute
hospitals, inpatient and between adult and child
services) where feasible.

- Involvement and collaboration with service
users, including with the national ED support
group, Bodywhys.

- Development of MARSIPAN and J.MARSIPAN
teams in collaboration with staff in the local
nominated acute hospital — there should be
consistency of framework where possible,
particularly in the context of the 16/17-year-old
age group.

= Local communication strategies about EDs
for service users: leaflets, website and resource
development



- Metrics and evaluation of the ED service/hub: e To optimise collaborative care, it is recomm-
shared learning and improved reliability though ended that adult and child ED teams collaborate
local experience and data in interprofessional education, training initiatives
and CPD activities where they overlap (see
Section 15). A monthly internal ED CPD session is
recommended as a minimum for each hub.

- Risk-management strategies

- ED service innovation and projects

o Community AMHS and CAMHS teams who are
also delivering ED treatment in their area should

- Research initiatives be included as part of this extended ED hub in
each CHO area in terms of attendance at such

° Itis also reqommeqded that teams hold a , educational meetings and CPD initiatives (Figure
monthly meeting to discuss transfer of upcoming 10.4)

cases from child to adult services. This process
should be commenced at 17.5 years, in order
to plan for seamless and strategic transfer and
handover at 18th birthday.

- Collaboration with the national ED network

Figure 10.3: National adult and child network of ED hubs and teams

Eating disorder network

Child and adult ED teams in each hub work
togetherlocally and as a national network on:

+ care pathways and policies

* support and communicationto primary
care, acute hospitals etc

*Clinical governance

*Data collection and evaluation

«Staff training and education

*Risk management/ MARSIPAN :

*Service development ff i

asle

+Psycho-educational resources
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Figure 10.4: Eating disorder ‘hubs’ and their interfaces

Figure 10.5: ED hub roles and responsibilities in each CHO area
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Figure 10.6: Clinicians delivering the model of care

« GP and primary care team
« Level 2b AMHS/ CAMHS

« Level 2a ED teams

« Student health departments

(Levels 1 & 2)

Outpatient
Care

~
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—day (home)

« ED teams with medical support

(Level 3) Mental Health

Intensive treatment —
day (home)
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Disorder

\Hub/

~

« ED team keyworker/consultant

(-I\/\edicol outpatient and inpatient
«GP

« Paediatrician/adolescent health
physician (and team)

« Adult physician and team
» AMU/ICU nursing team

« Hospital Dietetics

(ER (liaison team support)

(Levels 2,3,4)
Medical
Care

(Level 4):
Psychiatric

Inpatient Care « Key members of inpatient MDT

and nursing feam with ED expertise

J

Box 10.1: Key components of each ED hub (minihub)

e Each ED hub consists of the adult and child ED teams working in a particular geographical
area, and also includes other key service providers such as paediatricians, physicians,
liaison psychiatrists, local GP lead or representative, Bodywhys representative, service
user representative, etc.

* The ED hub aims to work seamlessly across the different levels of the stepped care model

* The ED team works in an interdisciplinary way where feasible and safe —i.e. in addition to
their profession-specific skills, all clinicians will have a range of essential ED clinical skills
in order to flexibly manage clinical demand, minimise internal waiting lists, and respond
effectively to crisis.

* The ED team has situational awareness and is trained to be responsive to crisis.

e The ED hub functions as part of the national ED network in terms of development,
pathways, evaluation, data collection, training and governance (as described above).

e Child and adult ED teams adopt a shared and collaborative approach to ED service
development and delivery within their area. This will assist service users, referrers and
colleagues to access and understand the service (Figure 10.4).

* Where local AMHS/CAMHS clinicians are delivering first and second-line ED treatment,
they are understood to be part of the extended ED hub in terms of access to support,
consultation, clinical supervision, and other initiatives. This will ensure standardisation,
equal access, and staff support in the provision of ED care.

10.4: ED team competencies

Key to the implementation of this model of
care is the successful functioning of each
ED team within the wider mental health and

acute hospital system. Section 12 outlines the
resource requirements to fully implement this

ED programme. Additionally, certain key team
competencies are required to enable an ED team
to function effectively (Table 10.3).

@ Eating Disorder Services: HSE Model of Care for Ireland
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Table 10.3: Competencies within each dedicated eating disorder team

Clinical competencies

Experience, training and expertise in working with
people with EDs

Range of assessment, risk management and treatment
skills for EDs and their common comorbidity including
but not limited to the following evidence-based
treatments:

— Child and adolescent: Family Based Therapy, FT-AN,
Systemic Family Therapy, CBT-E (CBT-ED), IPT-ED,
MFT-AN, RO, SSCM, DBT, CRT, meal coaching etc

- Adults: CBT-E/ED, CBT-SE, IPT-ED, MANTRA, CRT,
SSCM (including for SE-ED), Focal psychodynamic,
MET, meal coaching

Risk management

Situational awareness and flexibility: CRM crisis skills to
respond quickly

MARSIPAN and J.MARSIPAN training and competencies

o HSE open-disclosure training

Communication and interpersonal skills

 Interprofessional communication, consultation and

negotiation skills to enable collaborative working

— across all levels of the model of care, settings,
variety of professionals and with service users

= within the team

- to prioritise communication and collaboration
around case management

- to ensure mutual understanding of roles and
clinical responsibilities

- to prioritise team meetings for the purpose of
communication and collaborative care planning

Clear and timely verbal and written competency to MHC
and international ED quality standards

Collaboration on the development of ED services
nationally and locally

Patient-centred focus
 Personal and clinical recovery is prioritised

« Collaboration with patient, shared decision-making
and communication of risk information

« Empowering patient, including carer/family

« Acting on patient and stakeholder feedback

Leadership and strategy
« Project management and outcome-focused skills to:

— develop ED services within the catchment area —
e.g. care bundles and shared pathways, training

- collaborate with other local stakeholders

— contribute to the National Clinical Programme for
Eating Disorders

IT skills and data skills

« Data-collection and core analysis skills to enable
clinical outcome evaluation/KPI interpretation

« Audit and evaluation at regional and national level

« Telemedicine

Education, supervision and academic

o (linical supervision, consultation training skills to
provide consultation and support within the catchment
area

« Education and teaching skills to develop local ED
training initiatives both within the team and in
overlapping services

« Clinical research capacity — data-collection and
analysis skills to evaluate outcomes, improve service
functioning



10.5: Key ED team roles

In order to sustain the work of the ED team, the
working group has identified three key roles within
the team.

10.5.1: Clinical leadership

In line with A Vision for Change and the Mental
Health Act 2001, each ED team will be clinically
led by a consultant psychiatrist or consultant child
psychiatrist, and be under the clinical leadership
of the executive clinical director in the CHO area in
which they are based.

10.5.2: Clinical keyworker

“Each service user has an individual care
and treatment plan that describes the
levels of support and treatment required in
line with his/her needs and is co-ordinated
by a designated member of the multi-
disciplinary team, i.e. a key-worker”

— MHC Quality Improvement Framework (2007):
Standard 1.1.

e Communication and transitioning between
services has been particularly associated with
high clinical risk for people with eating disorders
(RCPsych, 2012).

¢ In that context, every person with an ED who

is attending the ED hub team will be allocated a
keyworker, who may be any clinical member of
the multidisciplinary team.

e The clinical keyworker will usually be the person
working most closely clinically with the service
user and their family or carer, and may change
over time as a result of transitions — it is often the
person’s key therapist.

e The aim is to provide continuity and consistency
for the service user as they negotiate their way
through the many interfaces and transitions across
services as they receive treatment and care.

¢ Details of the clinical keyworker role and
responsibilities are outlined in Box 10.2.

10.5.3: Referrals and ED team
coordinator

The role of the referrals co-ordinator is:

“.. an intrinsic part of the mental health
team... fulfilling clinical and administrative
function... the administration and triage
of referrals in consultation with the
consultants and other team members,
managing the waiting lists, organisation
of team meetings, and liaising with GPs
and primary care professionals, local
community agencies, self-help and other
community”

— A Vision for Change (DOHC, 2006): p82

“... The team coordinators serve as a single point
of access to the team, a function that brings them
into close relationships with general practitioners
and other referring agencies...” — Mental Health
Commission (2006)

e We recommend that each ED team have a
referrals coordinator who has a key role as a
common point of contact for referrers and as a
source of initial information and advice.

e [t is recommended that this person be a senior
clinician of any discipline who fulfils this role in a
part-time capacity (while also working clinically so
as to maintain their clinical role and retain clinical
competency).

¢ As clinical lead, the consultant psychiatrist
provides oversight regarding clinical decision-
making about incoming referrals processing and
waiting-list prioritisation.

e The line management of the referrals
coordinator is within their profession.

@ Eating Disorder Services: HSE Model of Care for Ireland
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Box 10.2: Proposed role of the clinical keyworker

In addition to their clinical role on the team, clinical keyworker roles will include:

Introducing their keyworker role to the service user and their family, carer or advocate (clarify
consent if over 18).

Serving as a point of contact for the service user and for their family, carer or advocate
throughout their treatment.

Serving as the link person between the ED team and any other service or professional that
the service user is involved with such as school, GP, Bodywhys, etc.

Listening to service user and family to understand their ideas, concerns, expectations, values
and questions.

Providing information on the HSE ED programme, local ED hub team, support groups and
self-help resources in a way that service users and families can understand, etc.

Supporting shared decision-making in collaborative treatment planning between the service
user/family and the consultant psychiatrist and multidisciplinary team.

Ensuring that care plans are regularly reviewed by the MDT (e.g. through team meetings,
professionals meetings) and that the service user is fully informed.

Working with other members of the MDT to ensure that liaison with relevant agencies takes
place.

Providing information and support on likely next steps at each stage of treatment.

Coordination and support at all steps and levels of the service user’s treatment, including
to inpatient care as follows:

- When the service user is hospitalised on a medical ward, the key worker attends weekly
care planning meetings with hospital MDT, provides ongoing support to the service user/
family on the ward, and is a link between hospital staff and ED team (as well as consultant
to consultant).

- When the service user requires psychiatric admission, the keyworker is a consistent link
between the hospital and ED team, attends review meetings, provides ongoing support, and
helps in discharge planning.

Co-ordinating the discharge process with MDT and other relevant agencies and ensuring

timely written communication

When a young person is turning 18, the key worker and be part of the transition process
and meeting between child and adult mental health services.

Ensuring that all relevant documentation, including formal care plans, risk clinical outcome
measures and data, have been completed for this service user in line with best practice,
including standards of the HSE NCPED.



Box 10.3: Proposed role of the referrals and team coordinator

Carries out administration and triage of referrals in consultation with the consultant
psychiatrist and multidisciplinary team

Acts as a single point of contact for referrers and queries

Coordinates the waiting list and ensures that referrals are processed efficiently in accordance
with clinical need, the team’s operational policy and the NCPED

Liaises with referrers, acute hospitals, CAMHS, local community agencies, self-help and
other community resources (e.g. Bodywhys)

Develops local professional relationships and establishes local ED training needs. Takes a
lead role in the coordination of team meetings

Together with the consultant psychiatrist and the rest of the ED multidisciplinary team:

- Ensures that there is meaningful service user and carer involvement in both local ED service
development and clinical decision-making

- Helps facilitate equitable team workload distribution and appropriate level of service

- Communicates any resources required to the consultant, CHO management team and
NCPED

- Helps coordinate team members’ leave, in accordance with the protocols agreed with
relevant consultants and line managers, so as to ensure that there is an adequate number of
clinical and admin staff on duty to deliver the required level of service

- Works with the ED consultant to help identify team training needs and support training days
- Supports the ongoing audit of clinical records, integrated care plans and teamwork practice

— Collaborates with the NCPED in the ongoing development of ED services: rollout of
minimum standards, clinical governance and quality guidelines

- Collaborates in evaluating clinical activity levels in line with nationally agreed key
performance indicators and metrics of the NCPED, as well as any local requirements

- Supports the ED team in ensuring that their service is planned, delivered and evaluated in a
recovery-centred manner, and to the required standard of the HSE’s organisational approach
and this Model of Care

- Co-develops and updates team policies and resources, in collaboration with the consultant
psychiatrist and MDT (e.g. MHC frameworks and NCPED)

Eating Disorder Services: HSE Model of Care for Ireland
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The Patient Journey
1.1

A core value of the National Clinical Programme
for Eating Disorders (NCPED) is that the HSE
model of care will provide the opportunity, care
and environment for people with EDs to recover.
As well as evidence-based and timely treatment
provided by trained staff, patients with EDs find

that a number of other factors can assist, support

. . Bodywhys, the national support organisation
The patient perspective for those with EDs, and a collaborator in the
development of this Model of Care, has provided
the HSE working group with insights from the
Irish patient perspective, in order that this too can
guide the development of the HSE model of care
for eating disorders. Box 11.1 and Figure 11.1
summarise their perspectives.

Box 11.1: What patients need from eating disorder services

(written by Bodywhys, the national service user support group for people with EDs)

The three main areas that people tell us are crucial for them are:

1.

Expertise and consistency

Specifically in relation to treatment for people with EDs, there needs to be continued focus
on ensuring that all service providers, from the GP in primary care to the inpatient
consultant psychiatrists and staff, understand the complexity of treating a person with an
ED, and that anyone who enters the health system to access help can benefit from a
pathway to recovery that is both expert and empathic.

We hear frequently that a lack of consistency in the provision of treatment proves
problematic for patients with EDs, and often has a detrimental effect on a person reaching
recovery. A main focus for the clinical programme should be ensuring consistency in:

a. Pathways of treatment

b. Rationale, understanding and methodology within each service,
and connecting to the step up and step below

c. Personnel — we cannot stress enough how obstructive it is for patients to see different
clinicians on each visit, or not being able to work with one person throughout their
treatment by any service

. Appropriate and Individualised treatment and support

Each person has an individual experience of EDs. It is important that the treatment
pathway fits them, rather than they having to fit it. This means that the service would have
the flexibility and expertise to be able to treat someone even if problems arise due to the
nature of resistance and denial in an ED.

3.Time

It takes time to recover, but often time is not considered as a vital part of the recovery
process. That patients are given the time to recover and that the service they are part of is
resourced to enable the patient to do so is a key to recovery.

and motivate them along their journey to recovery.

11
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Figure 11.1: What people have told us they need from clinicians and staff — Bodywhys

... doesn‘t treat me
like a child

... admits that they
may not have all the
answers but is willing to
listen and learn about

eating disorders

...seesmeasa
person and does
not label me as ‘the
anorexic’ or ‘the
‘bulimic’

11.2: Patient support

The HSE National Clinical Programme for Eating
Disorders has embedded these key concerns

of people and patients with eating disorders

as described above, into its model of care for
eating disorder services. This includes a focus on
systems and pathways to sustain:

e Engagement

Continuity of care

Seamless transitions

Patient and family support

Collaborative and shared decision-making

Evaluation from the service-user perspective

A flexible, person-centred system to respond to
individual clinical needs

Recovery focus

Access to staff with expertise (see Section 15)

... is non judgmental

Someone who ...

... is honest even
when | don’t want to
hear things

... Will not treat me as
irrational despite my
irrational behaviour

... sees me as a team

player in my own
treatment

... does not belittle
my situation

Figure 11.2 displays the ED care pathway from
the patient perspective. A number of key factors
in this HSE model of care have been are designed
to address the issues of continuity of care and
seamless transition for patients as they make their
journey through treatment, as follows:

11.2.1: Keyworker

The clinical keyworker on the team is a key point
of ongoing contact and support for every patient
throughout their engagement in ED treatment and
programme, and across the multiple settings that
can take place in (see Section 10.4.2). This will
help address anxiety and concerns that can occur
regarding changes in clinical staff and doctors,

as well as improving communication between
professionals.



11.2.2: Core team

e From a patient perspective, in order for

their mental and physical wellbeing to be
comprehensively and consistently managed, they
will mainly work with a core group of clinicians
from the larger multidisciplinary team.

e Regular communication within the core team
is important for ensuring patient safety and
understanding. This includes weekly meetings
and teleconferences/video conferences between
professionals when patients are admitted to day/
inpatient care.

e The core team for each patient includes:
- Main therapist (also keyworker)
- Consultant psychiatrist
- General practitioner

- Physician (paediatrician/adolescent health
physician/acute medical/endocrine)

- Dietitian as clinically indicated

11.2.3: Bodywhys and support services

e Access to support is a key part of patient care
at all stages of their clinical journey, from screening
and assessment through to recovery, and this
includes for the family. Support is particularly
important at times of service engagement and
transition.

e Access to formal support in parallel with
treatment can enhance patient understanding
and motivation, and thus improve engagement
with treatment (which is often uncomfortable).
This in turn improves outcomes and decreases
disengagement and risk to the most vulnerable
patients.

o Therefore, the national ED support service in
Ireland, Bodywhys, is a partner organisation with
HSE in the development of this Model of Care.
The Model of Care includes a strong collaborative
and shared commitment with Bodywhys and ED
support services to ensuring that patients get

the most effective advice and treatment. Box

11.2 describes the services currently provided by
Bodywhys to complement each level of the Model
of Care

e [t is recommended that evidence based
educational resources provided by organisations
such as Bodywhys be actively recommended and
available for access by people attending for eating
disorder treatment at all levels of this HSE Model
of Care and as a complement to their clinical
services.

e Similarly to other aspects of the ED programme,
it is important that support programmes for
patients are also evaluated, so that they can be
refined and developed in line with the needs and
values of people with eating disorders.
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Box 11.2: Bodywhys support services at each level of the HSE Model of Care
(by Harriet Parsons, Bodywhys)

Bodywhys can support the work of the HSE clinical programme by working with both the person with
the ED and their carers. Essential to this stepped care approach is the collaboration between the HSE
clinical programme and Bodywhys.

Level 1: Primary care: support, self-help, education

For the person with an ED, Bodywhys can be both a confidential listening ear supporting and
motivating the person in taking their initial steps towards recovery seeing a professional,
encouraging initial and ongoing engagement with services and providing accurate information about
EDs and treatment pathways.

Patient resource pack, online, phone support.

Bodywhys also, in partnership with the ICGPs, has developed a resource for GPs to enhance their
knowledge, understanding and approach when seeing people with EDs for the first time.

Bodywhys can support the education of professionals and the general public in the area of EDs. It
works in schools, both primary and secondary, and at third level where requested.

Level 2a and 2b: Outpatient care

Support for those engaged in the service and their family — support between appointments is
sometimes essential to ensure that the person engages fully and is encouraged and motivated to
see this part through.

The PiLaR programme is one such initiative where Bodywhys works with parents and carers for four
weeks to provide them with understanding of EDs, as well as tools and skills for supporting their
loved one through the treatment process.

Level 3: Day and intensive treatment programmes

At this level it is more often the family that requires support, as the person is fully engaged with the
service. The family for the most part always play a huge role in the recovery process, and, depending
on the age of the person with the ED, this can be more or less formal. Families need support to
ensure they take care of themselves, and also that they understand the intricacies of recovery from
an ED. This can be a slow process. Families need to be supported so that they can see it through as
the person moves from Level 3 to Levels 2 and 1 in recovery.

Bodywhys can also provide support to the person as they recover and descend from Level 3 to
Levels 2 and 1, where they often look for aftercare-type support that is frequent and safe.

Level 4: Inpatient care - psychiatric or medical

This can be an extremely distressing and difficult time for families. When a person requires this level
of care, they are often reluctant and too unwell to engage in support themselves, but rather rely on
the clinicians and family for support. It is crucial that families can receive support for themselves at
this level. Recovery from this point will take time. To sustain good support for the person in question,
they must also be supported.



Figure 11.2: Patient care pathway and journey to recovery
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11.3: Primary prevention and early
recognition

e A Vision for Change (DOHC, 2006)
recommended that awareness of EDs be
increased through general publicity campaigns
by national and voluntary bodies at primary and
community mental health level.

o Early detection and diagnosis, prevention
programmes and appropriate cost-effective
treatments have been proven to greatly reduce the
impact of an eating disorder, as outlined below.

11.3.1: School and college-based
prevention programmes

Background

“ .. general mental health education
modules as part of positive mental health
awareness rather than as a module
devoted specifically to eating disorders,
for example in the SPHE programme. “This
education should stress positive healthy
eating and positive body image following a
general prevention model”.

— A Vision for Change (DOH, 2006)

As mentioned in Section 2, approximately one-
third of adolescent females in Ireland diet regularly
and are dissatisfied with their body, with around
10% of being at risk of EDs (McNicholas, 2010).
Of the primary prevention programmes that

have developed over time, most are school or
college based as described by Stice (2013) and
summarised as follows:

e The earliest prevention programmes were largely
taught formally and were and psycho-educational
in content. These have not been found to reduce
risk factors, symptoms or future onset of EDs
(Pearson, 2002).

e The second generation of school-based
programmes were also didactic, but they targeted
empirically proposed risk factors such as body
image and body dissatisfaction. They produced
significant reductions in select EDs risk factors,
but rarely affected the core ED symptoms or the
onset of EDs (Stice, 2013).

e The third generation of school/ education-

based prevention programmes also target
empirically established risk factors, but do so
with more interactive intervention, and often using
motivational principles from social theory and
positive psychology (Steck, 2004). They have
tended to reduce ED risk factors and symptoms,
and sometimes to reduce ED onset (Stice, 2013).
Research has also shown that targeting protective
factors that reduce the likelihood of developing
an ED may also be effective in promoting self-
esteem, confidence and positive body image in
college students.

In a narrative review of the literature by Stice in
2013, of the 60 or so school-based programmes
that were reviewed, significantly larger intervention
effects had tended to emerge for those that
targeted high-risk individuals versus a universal
population, were interactive in nature, that focused
on targeted risk factors and that used a multi-
session format (Stice, 2013). Only two such
programmes produced a statistically significant
and clinical meaningful reduction in DSM-4 EDs at
three-year follow-up: the Body Project Intervention
(Seidel et al., 2009) and Healthy Weight (Stice,
2008 and 2012). Body and shape concern
programmes have more recently been researched
through internet-based school and college-based
programmes, with some potential benefit (Jones,
2014).

In summary, it seems that the best place in
which to promote the mental health of children
and adolescents is in the school, and the best
approach to addressing the issue of EDs at this
level of primary prevention is not to make EDs
themselves the specific focus of the intervention
programme, but to focus on risk factors in a
multimodal approach (Borresen et al., 2003).
This is also in line with the recommendations in
A Vision for Change (DOHC, 2006). The most
effective aspects of ED prevention programmes
with adolescents are displayed in Box 11.3.



Box 11.3: Recommendations for prevention programmes for adolescents

¢ Use a health promotion approach, focusing on building self-esteem and positive body image.

* Use interactive approaches — young people learn more this way.

* Develop social and recreational practices that incorporate the person’s support network.

¢ Use developmentally appropriate materials.

* Focus on strengthening protective factors.

* Follow a multi-session structure, allowing for both direct experience and time between
sessions for reflection (necessary to reinforce learning).

¢ Include a long-term follow-up.

* Include media literacy and advocacy components.

* Take a balanced approach to nutrition and physical activity, challenging the social pressures
to be thin and emphasising the negative outcomes of pursuing the thin muscular ideal (e.g.

the body project intervention).

11.3.2: Community-based prevention
programmes

There is also a need for greater general public
awareness regarding EDs so that people at risk of
developing EDs can be identified and supported
to seek help more quickly, and so that general
misconceptions and stigma about EDs can be
addressed and reduced.

e Campaigns such as Eating Disorders
Awareness Week, Bodywhys’ ‘Be Body Positive’
and, internationally, the Academy for Eating
Disorders’ ‘Nine Truths about Eating Disorders’
(now translated into Irish) provide opportunities
for people with EDs to feel supported in coming

forward to seek help, as well as to empower those

who have recovered to collaborate with the HSE
Clinical Programme and Bodywhys in promoting
accurate and recovery-focused views about EDs
and ED treatment.

e In third-level education settings, the Healthy
Body Image programme, trialled with US college
students, is an example of a combined IT and
community-based approach, which screens

Ref: Stice 2013

and targets students at risk of EDs and aims to
change community culture (Jones, 2014). The
Body Project Collaborative (Stice, 2011) uses a
trained peer led cognitive dissonance programme
approach and has been widely researched,

and introduced to 140 college campuses in 25
countries.

e However, although such selective dissonance-
based ED prevention programmes have been
found to have a long-term impact on ED

risk factors, sub threshold symptoms and
psychosocial impairment, they have not been
found to alter the timing of onset, BMI or service
use of college students with EDs (Stice, 2015).
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11.4: Patient self-management and self
help

As summarised in Section 7.4.2, self-help, self-
management and health literacy are well known
to be key components of iliness recovery and
improved clinical outcomes, either as a primary or
as a supporting intervention. For example, patient
education and shared decision-making has been
associated with patient enablement, satisfaction,
better coping and adherence to treatment both
across healthcare (Adams, 2010) and specifically
in mental health (Hamann, 2006). This may in turn
help services to manage their resources more
effectively.

In relation to the evidence base for self-help in ED
care, one of the most effective first-line treatments
for BED is a supported self-help programme

and manual (Fairburn, 2008 & 2013), and is a
first-line intervention for that condition (RANZCP,
2014). The same manual also supports the CBT-E
programme for anorexia nervosa and bulimia
nervosa. Use of a parent self-help manual is also a
key support to the FBT approach in empowering
parents (Lock, 2015b).

There is also now a growing research base that
suggests that in the future, online treatment
programmes and evidence-based App
programmes may support clinical treatment,
enhance patient enablement and improve access
to treatment for those living far away from services
or working, where attendance is more challenging.
For example, the study by Jones (2014)
mentioned above, used an online programme

to screen college students and identify those

at risk, and who were then invited to targeted
interventions.

However, at this time, the majority of web-based
apps and programmes have not been formally
evaluated and are not evidence-based.

In addition, searches through the plethora of
‘pro-ana’ and ‘pro-mia’ internet websites yield
vastly more accessible and strongly negative
material that promote ED motivation and
behaviours (Borzekowski, 2010). Such websites
are extremely destructive, if not deadly for people
with EDs, as can be the overuse of social media
where body type is compared and discussed to
extreme levels.

This Model of Care will support the
enablement and education of people with
EDs and their families by:

e Recommending educational, bibliotherapy self-
help resources to patients that are accurate, safe,
well researched, recovery-focused and relevant.

e Encouraging people with EDs to become
enabled and actively involved in their care plan
through shared decision-making around care,
and the active use of any patient manuals that
accompany treatment programmes.

¢ Providing information about additional supports
and supporting theirinvolvement in same e.g.
Bodywhys, PiLaR.

e Warning patients and parents/carers of the risks
of accessing pro-ana and pro-mia websites and
advice on the safe use of social media such as
Facebook and instagram for adolescents.

e Involving service-user representatives in the
development of ED services in their region
and nationally through the HSE service user
engagement initiatives.

e Collaborating with patients and researchers

in developing and evaluating resources that can
support self-management and empower people
with eating disorders towards optimal recovery.



Resources Required to
Deliver the Service

The HSE will require additional multidisciplinary
staff and infrastructure resourcing in order to
deliver the Model of Care and to meet and
manage the clinical needs of this complex, high-
risk population. The development of the National
Clinical Programme for Eating Disorders (NCPED)
was driven by a recognition that Ireland currently
lacks the services needed to meet the needs of
people with EDs, and that additional specialist ED
services are needed.

The NCPED supports the recommendations for
adult, child and liaison psychiatry services as
outlined in A Vision for Change (DOHC, 2006).
However, whilst specifically addressing the need
for ED service improvement and resourcing,

A Vision for Change focused on an older
understanding of ED provision —i.e. inpatient
beds, generic teams and mainly adult-focused
services. As outlined in Sections 2 and 7 of this
document, ten years later we now know that that
vision for eating disorders is inadequate in meeting

12

the quality, access and safety needs of this
population. The need for specialist ED services in
Ireland has also been outlined previously by the
Royal College of Psychiatrists (2003).

In the absence of existing services and
comprehensive data, there are no current Irish
recommendations as to the level of resources
needed to deliver a national ED service in Ireland.
When estimating the requirements to deliver this
Model of Care, the working group therefore looked
to international staffing recommendations from
other countries with large public health systems,
as well as to Irish epidemiological projections.
This included reference to documents from the
UK’s Joint Commissioning Panel for Mental Health
(2013), National Collaborating Centre for Mental
Health (NCCMH) (2016), the Royal College of
Psychiatrists (RCPsych, 2012, 2013) and NHS
(2014), and from the Royal Australian and New
Zealand College of Psychiatrists (RANZCP,

2014). Common to all the resource documents
reviewed is a typical range, experience and ratio
of healthcare professionals within the specialist
ED teams that is needed to provide an accessible,
quality and cost-effective ED service.
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12.1: Staffing and HR requirements

Existing services

e This Model of Care is designed to enhance the
quality of HSE ED service provision rather than to
replace the work of existing AMHS/CAMHS where
high-quality ED care is currently being provided.

e Itis expected that any existing ED capacity
within AMHS and CAMHS wiill continue to be
dedicated to EDs. It is also recognised that some
people with EDs will prefer to attend local CAMHS
and AMHS teams for reasons of geography,
access or preference, as well as for treatment of
co morbid conditions.

¢ The Clinical Programme will continue to provide
support and training to clinicians working in
generic AMHS/CAMHS teams through the ED
network of hubs and supervision groups. It has
to date trained 73 and 62 clinicians in FBT and
CBT-E, respectively, in this regard.

o This section will therefore not address existing
primary care or community AMHS/CAMHS team
resources that are already in operation.

e A quality national ED service cannot be provided
without additional resources for EDs being funded.

12.1.1: Specialist ED team staffing
requirements

e The recommended team composition and
requirements for each full adult and child eating
disorder team are displayed in Tables 12.1

and 12.2. Together with CAMHS/AMHS, they
represent the clinical capacity needed to manage
projected demand for ED intervention based on
the current population in Ireland. In the absence
of existing services and comprehensive adult and
adolescent ED data in Ireland, they should be
viewed as a starting point.

e Each ED team provides outpatient, day
programme/partial hospitalisation and inpatient,
where appropriate. However, it is recommended
that each team initially focuses on developing
specialised outpatient and day-patient capacity
in order to bridge the gap between inpatient and
outpatient services within mental health services
nationally.

e The grades of post mentioned below are the
minimum requirements to deliver ED-specialised
treatment effectively and also to provide
consultation, supervision and support to local
AMHS/CAMHS clinicians when needed. Eating
disorder experience is essential for all clinicians.

Box 12.1: Recommendations for mental health staffing

* HSE services nationally already include a small number of ED-specific posts, special-interest
sessions or clinicians, and ED therapists, teams and beds. In the context of clinical
governance under the NCPED, it is recommended that these be aligned with the ED network
teams and hubs, and be included as existing ED posts in ED capacity calculations in each

CHO.

¢ It is recommended that the ECD and CHO management teams in each area complete a
needs assessment and gap analysis to determine the extent of ED service staffing and skill in

their area.

e Specialist ED services should be staffed appropriately by mental health clinicians with
experience in EDs. Therefore, staff who are experienced in working with EDs may be
redeployed where feasible, with backfilling of their original posts.

» Separate ED recruitment panels may need to be created, as it is essential that staff working
with EDs have the necessary experience, expertise and skill in EDs to work safely and
effectively with patients with EDs and provide aTier 2, 3, and 4 specialist service. This is in
addition to having a solid background of general mental health experience.



Table 12.1: Adult ED team staffing: base capacity (per 500-600,000 population)

Discipline* Whole-time equivalence (WTE) Minimum grade

Consultant psychiatrist 1 Consultant

Psychiatric nursing** 3 At least 1 CNS, 1 CMHN

NCHD 1.5 1 registrar (OP/DH)*** 0.5 senior registrar
(SR supports team liaison with inpatient teams)

Clinical psychologist 1 Senior

Consultant physician 0.2 +0.1 Consultant

Dietitian 1 Senior

Dietitian — acute hospital 0.1 Senior

Occupational therapist 1 Senior

Social worker 1 Senior

Creative therapist 1 Senior

Clinical coordinator (clinician) 0.5 Senior

Admin 2 1 x grade 4; 1 x grade 3

Ancillary staff for day programme Sessional

Total 134

* Includes a trained family therapist in the team from among these disciplines. ** Nurse numbers reflect key role in supporting the day programmes,
meals and hospital liaison. *** OP = Qutpatient; DH = Day Hospital.

Table 12.2: Child & adolescent ED team staffing- base capacity (per 500,000-600,000 pop)

Discipline* (WTE) Minimum grade

Consultant child psychiatrist 1 Consultant

Senior registrar/registrar 1.5 1 registrar (OP/DH)™* and 0.5 senior registrar
(supports team liaison with inpatient teams)

Clinical psychologist 1 Senior

Social worker 1 Senior

Dietitian with ED specialism 1 Senior

Dietitian — acute hospital 0.1 Senior

Psychiatric nursing™* 3 CNS/CMHN

Occupational therapy 1 Senior

Paediatrician/adolescent health

physician/acute physician 0.2 +0.1 Consultant

Co-coordinator 0.5 Senior

Admin 2 1 grade 4

Ancillary (staff for day programme/

education/ creative) 2 Department of Education

Total 14.4

* Includes a trained family therapist in the team from among these disciplines. ** Nurse numbers reflect key role in supporting the day programmes,
meals and hospital liaison. *** OP = Qutpatient; DH = Day Hospital.
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12.1.2: Staffing for the inpatient beds

The HSE’s National Clinical Programme for Eating
Disorders is prioritising the development of the
specialist ED teams, with a goal of reducing the
need for inpatient psychiatric ED beds and length
of stay as a result of these teams. However, for a
small percentage of people with eating disorders,
psychiatric inpatient admission and access to
dedicated beds will be required.

e Adult psychiatric inpatient staffing

The development of the 20 adult inpatient ED-
focused beds nationally, in addition to the three
ED beds already in place in St Vincent’s Hospital,
Elmpark, Dublin, will require additional nursing and
staffing in line with standard HSE inpatient staffing
levels. Inpatient access to specialist ED dietitian
and the consultant physician linked with the ED
team is also essential.

e Child and adolescent psychiatric
inpatient staffing

The four regional adolescent inpatient units

are currently staffed to include provision for ED
admissions, and so no new ward staffing is
required here. Extra MDT input may be needed to
provide more ED-specific inpatient programmes,
and day attendance at the local ED day
programme is also a possible way of in delivering
this level of care. Staffing for the planned eight
psychiatric inpatient beds in the psychiatric unit
of the National Children’s Hospital is part of the A
Vision for Change (2006) framework and staffing
projections. The NCPED will support the National
Children’s Hospital and HSE in their planning of
this unit so that it aligns with the NCPED and its
model of care. Additional extra staffing for these
child and adolescent ED beds will include access
to paediatrician/ adolescent health physician,
specialist ED dietitian and teaching staff.

Table 12.3: National staffing requirements to support the NCPED Model of care

Discipline* WTE
National programme manager 0.2
National clinical — other 0.2
Data analyst 0.2
Admin 0.2
Total 0.8

12.2: Facility and infrastructure
requirements

The NCPED is a new service development within
HSE acute services in Ireland. It also proposes
innovative methods of service delivery in Ireland,
for example through telemedicine in mental health
and regularising collaborative working across
mental health and acute care. As such it will
require additional facility infrastructure in order
to support clinicians in delivering the model of
care. Tables 12.4 and 12.5 summarise the core
estimated requirements for each hub in order
deliver the model of care in each sector.

Grade
TBC

Consultant
5
5



Table 12.4: Adult ED Team

Level of Model of Care

Level 2a

Level 2b: Outpatient

Level 3: Day/intensive
treatment programme

Level 4: Inpatient psychiatric

Level 4: Medical beds

: Estimated facility requirements per hub team

Requirements

No new requirements

One clinical facility per CHO

Individual therapy/outpatient rooms/office space (capacity of 1 per WTE clinician)
Group rooms x 2

Viewing room and facilities

Patient quiet room

Kitchen

Dining/meal area

Admin office

Meeting room

Physical examination room and equipment — ht/ wt/ ECG etc.

Accessible location: physical exercise an issue in travelling in this clinical group
Formal IT links to acute hospital: electronic access to lab results

IT infrastructure to collect data for evaluation

IT infrastructure for videoconferencing & teleconferencing

Access to training facilities for staff and public

23 inpatient beds nationally”
St Vincent's, Dublin — 6
Connolly Dublin — 5
CUH-5

GUH-5

LUH -1

SLK -1

* Qverall reduction in demand for inpatient beds (HSE and external) is expected
once outpatient and day services are developed

No extra requirements over the Vision for Change numbers. A reduction in demand
for inpatient beds expected once outpatient and day services are developed.
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Table 12.5: Child and adolescent ED team: Recommended facility requirements

per hub team

Level of Model of Care

Level 2b: Outpatients

Level 3: Day Programme

Level 4: Inpatient psychiatric

Level 4: Medical beds

Requirements

One clinical facility per CHO

Individual therapy/outpatient rooms (capacity 1 per WTE per clinician)
Family rooms x 3

Group rooms x 2, 1

Viewing room and viewing/recording equipment for family therapy
Kitchen

Dining/meal area

Patient quiet room

Admin office

Meeting room

Physical examination room and equipment — ht/ wt/ ECG etc
Accessible (physical exercise an issug)

Direct IT links: electronic access to lab results, etc

IT infrastructure to collect data for evaluation and audit

IT infrastructure for videoconferencing & teleconferencing
Training facility access for public and staff training

National Children’s Hospital — 8 national beds

No extra requirement for the other regional inpatient units*

A reduction in demand for inpatient beds is expected once outpatient and
day services are developed

No extra requirements

A reduction in demand for inpatient beds is expected once outpatient and
day services are developed



12.3: IT requirements

12.3.1: National IT requirements

e In order to enable the HSE National Clinical
Programme for Eating Disorders to measure its
impact and progress in relation to its aims of
quality, access and cost-effectiveness, it requires
the ability to evaluate the programme at local,
CHO and national level. To do this effectively

will require the systematic, comprehensive and
feasible collection of activity and clinical data
across both CHO and acute hospital settings
(Section 16).

e Given the flow of patients between services in
this population, the working group recommends
the establishment of a national electronic eating
disorder register in order to enable staff from these
different settings to record anonymised data for
the evaluation of the programme.

e The working group also recommends the
development of a dedicated HSE ED website to
provide evidence-based resources and information
to both staff and patients.

12.3.2: ED hub IT requirements

Database and supporting infrastructure

Each team will require access to IT, a database
and software in order to collect and analyse
clinical outcome data at local and hub level for
performance planning. This infrastructure is also
needed to enable teams to collect activity and
KPI data that will be developed nationally for
evaluation of the NCPED. Formal links to HRB
regarding access to acute hospital (HIPE) activity
data is also required.

e Video and teleconferencing facilities

In order to enable access to the ED service by
service users who are living far away or who are
unable to travel to the hub, in addition to fulfilling
the consultation, supervision and supportive
commitments of the ED teams to AMHS and
CAMHS, it is essential that videoconferencing and
teleconferencing facilities be available at each ED
hub. This will also allow for communication and
effective management within the ED network.

e Training

Each ED hub will require regular access to
audiovisual training equipment and space in order
to fulfil its roles as a provider of clinical supervision,
training and support for clinicians in AMHS/
CAMHS, primary care and acute hospitals who
are caring for people with EDs.

e Lab IT links

Given the high level of physical monitoring required
in order to manage clinical risk in people with EDs,
the ED teams require direct [T links in order to
access hospital lab results efficiently, and act upon
abnormal results as soon as possible (acute risk
management)

Box 12.2: Recommendation for local
needs assessment and planning

* A needs assessment and gap analysis
should be carried out by each CHO mental
health Lead, ECD and area management
team in order to determine and plan for
the staffing, facilities and IT requirements
they need in order to implement the HSE
Model of Care for EDs.

12.4: Training budget requirements

A key requirement of the ED hub is that the
teams can work effectively and collaboratively
across settings in an integrated care model. As
discussed below in Section 15, interprofessional
education has been shown to improve patient
outcomes and safety, to enhance collaborative
teamwork and to manage access and resources
more efficiently (WHO, 2010). Therefore, each ED
team hub will require annual funding to resource
interprofessional team-based training programmes
in their sector, maintain their expertise and to
address gaps. This includes joint training — e.g.
MARSIPAN training and primary care — with
acute hospital clinicians. The working group
recommends that an education budget be ring-
fenced to the ED programme and its hubs and
managed by the NCPED at CHO and national
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level so that joint or national team-based training
initiatives can be undertaken, where cost-effective.
Funding of an induction programme for all staff
will also require resourcing and collaboration (see
Section 15).

12.5: Intferdependency with other
clinical programmes

The NCPED will require collaboration with other
HSE clinical programsnmes in order to deliver this
integrated model of care for patients with EDs,
including training requirements (Figure 12.1). It
is planned that ED care pathways and bundles

will be developed in collaboration with HSE

and primary care programmes as well as key
stakeholders, such as liaison psychiatry services.
A key focus of these early working groups will

be on access and discharge pathways to and
from primary care, acute hospitals and the

eating disorder teams and on training. It is also
recommended that specific subgroups be formed
to develop best-practice service guidelines/
consensus on the management of nasogastric
feeding and refeeding, services and care for those
with intellectual disability and eating disorders, and
on the management of severe and enduring EDs
(Table 12.6).

Figure 12.1: A collaborative and integrated model of care
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Table 12.6: Recommended clinical pathways and working review groups within the
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psychiatrist, psychiatrist and physician, etc.

rders- first steps

First Review Groups

Nasogastric Feeding

MARSIPAN/JMARSIPAN Implementation

Severe and Enduring EDs

ED Care in people with Intellectual Disability

Education and Training Group



Legal and Ethical
Considerations

From a legal perspective, the HSE National Clinical
Programme for Eating Disorders will operate under
the following legislation and frameworks so that

it fulfils its legal and ethical obligations towards
people with EDs and ensures that their clinical
needs, safety and rights are respected in line with
their best interests at all times.

¢ Mental Health Act 2001, its reviews and codes
of practice

e The Mental Health Commission’s Judgement
Support Framework and publications (where
relevant)

e Any upcoming capacity legislation
o Children First Act (2015)

o Data Protection Acts

e Any other relevant Irish legislation

The National Clinical Programme for Eating
Disorders will collaborate with other key
stakeholders such as the Mental Health
Commission and College of Psychiatrists of Ireland
in order to clarify common ethical and legal issues
that arise specifically in relation to the clinical
management of people with EDs. This will also
include facilitation of the sharing of resources and
support to frontline HSE clinicians on a case-by-
case basis, when legal dilemmas or queries arise
in connection with patients with EDs, if this is
available, and in association with HSE solicitors.

13.1 :Consent to treatment
Under 18’s

1. Psychiatric treatment

e Children and adolescents with EDs who are
under their 18th birthday must have the consent of
their parents or legal guardian in order to access
psychiatric or mental health treatment (Table 13.1).
This is a legal requirement and includes the mental
health treatment of EDs.

¢ In the case of adolescents aged 16 and 17,
it is additionally considered good practice to
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obtain adolescent ‘assent’ to treatment. Although
this is not essential from a legal perspective,

in practice psychiatric treatment is much more
likely to be successful where an adolescent is in
agreement with treatment so this approach is is
also clinically sound. Finally, the ethical prerogative
is to collaborate with competent, autonomous,
informed patients where possible.

e The MHA 2001 applies to children and
adolescents with eating disorders in Ireland.

2. Medical treatment

¢ In terms of medical treatment, parental/
guardian consent must be obtained for children
and adolescents under the age of 16.

e Adolescents aged 16 and over can provide their
own consent for medical treatment, and parental
consent is not legally required (Non-Fatal Offences
Against the Person Act, 1997).

This anomaly in Ireland concerning the age of
consent to psychiatric and medical treatment,
between the 16th and 18th birthday, is particularly
challenging in the management of EDs, where
refeeding, though not a psychotropic or
psychosocial intervention, is part of eating disorder
treatment by mental health teams. In practice,
where uncertainty arises and time allows, legal
advice may be sought on a case-by-case basis
(see Table 13.1).

Adults

1. Medical and psychiatric treatment

All adults over the age of 18 with an ED may
consent to medical and/or psychiatric treatment
for an eating disorder once they are fully informed
and have capacity to do so. Where capacity is
lacking or if they meet the criterion for mental
disorder under the MHA 2001, the appropriate
legislation or legal advice should be sought (see
Sections 13.2 and 13.3 below) and family should
be involved where possible.

@ Eating Disorder Services: HSE Model of Care for Ireland



Table 13.1: Consent to treatment before 18th birthday

Child agrees Child refuses
Parent Treatment goes ahead. Under 16, parental
agrees Parent consent is not consent is adequate.

needed if over 16. Over 16, get legal advice
Parent If under 16, parental Consider common law if
disagrees consent is required. acute risk; seek legal advice-

@ Eating Disorder Services: HSE Madel of Care for Ireland

Medical treatment is
needed (refeeding)

Medical treatment is
needed (refeeding)

[f over 16, child can
consent. Consideration of
Children First/ court/
Guardian ad litem.

High Court regarding
court order. Consideration of

Guardian ad litum

Box 13.1: Definition of mental disorder
(MHA 2007)

Person has a ‘mental illness’ under the act
(‘a state of mind affecting their thinking,
perceiving, emotion or judgement which
seriously impairs the mental function of
the person to the extent that he or she
requires care or medical treatment in his
or her own interest or in the interest of
other persons) and because of the illness
either:

* poses a risk of immediate and serious
harm to themselves or others (3a),

or

¢ judgement is so impaired that failure

to admit them would lead to a serious
deterioration or prevent the administration
of appropriate treatment that could only
be given by such an admission (3B1)

and

* admission would be likely to benefit or
alleviate the condition to a material extent
(3B2)

Children First guidelines./court

Psychiatric treatment
is needed

Psychiatric treatment
is needed

Child agrees Child refuses
Treatment goes ahead
with Parental consent
and child assent.

Under 18, parental consent

is legally adequate, but work
to try to gain assent. Get legal
advice/court if unsure.

Consider Mental Health
Act 2001

(District Court)
Consideration of Children
First / Guardian ad litum

Consideration of Children
First / Guardian ad litum
Consider MHA 2001

13.2: Mental Health Act 2001

The Mental Health Act 2001 is the legal framework
in Ireland under which psychiatric patients may be
admitted for involuntary psychiatric treatment to
an approved centre under the care of a consultant
psychiatrist. Key to this framework is that the
person is suffering from a ‘mental disorder’ as
defined under section 3 of the MHA 2001. (See
Box 13.1).

The best interest of the patient is paramount.
The MHA 2001 offers legal protection and formal
reviews for those admitted under this legal
framework. For adults, this involves a tribunal
panel. For children, reviews of detention take
place in the district court. The different processes
and pathways used to detain adults and children
under the Act are clearly described in the Act and
in its codes of practice.

For a small number of people with eating
disorders, their clinical condition will meet the
above criteria for a mental disorder under section
3 of the MHA at a certain time, and they will
require detention in their best interests. This
includes, for example, people with severe anorexia
nervosa or bulimia nervosa who require inpatient
psychiatric treatment where outpatient treatment
is inadequate or has failed. It is important to

note that the current MHA and Mental Health
Commission guidelines governing restraint do not
include the coercive feeding of patients with EDs
who are detained under the MHA.



International research suggests that people with
EDs who are detained on an involuntary basis tend
to be more unwell, and have a longer duration of
admission than their voluntary counterparts. They
have been found to achieve higher weight gain
but to have poorer long-term prognosis (Ramsey,
2009). Smaller studies that have researched the
experience of involuntary admission suggest

a variable outcome. Some patients get angry

as they feel that they were not so unwell as

to warrant involuntaty admission, while others
describe feeling ‘saved’ (Colton, 2004). An
adolescent case series of 12 participants found
that some of those admitted on an involuntary
basis went through a series of psychological
stages as they progressed through involuntary
treatment (‘battle’, ‘bubble’, ‘stepping out of the

bubble’,” the anorectic self’) (Seed, 2015).

13.3: Capacity and refeeding

As outlined above, children under 18 in Ireland
lack the legal capacity to consent to psychiatric
treatment (Box 13.2). This also holds true for
children under 16 in terms of consenting to
medical treatment. However, it is important to
note that even adults with severe EDs, especially
anorexia nervosa, often have poor cognitive
function due to their starved state. Together
with the anorectic cognitions inherent within
the disorder, this can be associated with a lack
of clinical capacity to make decisions about
consenting to refeeding.

Box 13.2: Clinical capacity in decision
making

Clinical capacity includes the ability to:

¢ Understand information

* Retain information

¢ Understand the balance of risk,

* Make and communicate a decision

* Reflect on the implications of a
decision to accept or reject refeeding
and treatment

While immediate lifesaving treatment can be
provided under common law in Ireland, once the
patient is acutely medically stabilised, a decision
must be made quickly regarding further treatment.

Some individual cases have been referred to the
High Court in order to seek an individual Treatment
Order when there is uncertainty about the legal
status of refeeding as an intervention. In most of
these cases, the family, legal team and medical
team have all been in agreement about obtaining
a court order in order to feed the patient. On the
rare occasions where there is no such agreement,
the court may appoint a guardian ad litem to act
for the patient. During the High Court process, the
Mental Health Act process continues in parallel.

In the absence of current capacity legislation and
clarity, and when there is doubt as to the course
of action, it is recommended that the consultant
psychiatrist, clinical director of the service, director
of nursing and senior hospital administration seek
advice from HSE solicitors on a case-by-case basis.

13.4: Child protection legislation

All clinicians and staff members working within
the ED programme should be trained in the
principles of the Children First national guidance
on the protection and welfare of children. This
includes having awareness of child protection
concerns and procedures for reporting them and
in collaborating with Tusla (the Child and Family
Agency) where such issues arise.

13.5: End-of-life decisions and care

(Developed in collaboration with the National
Clinical Programme for Palliative Care)

This section considers issues regarding the
management of patients with EDs, mainly anorexia
nervosa, who are dying from their iliness.

e While psychiatric practice often involves chronic,
severe illness, and also sudden death from
suicide, it can be difficult to manage patients who
are starving to death as a result of a mental health
condition, and particularly young patients.

o Unfortunately, there is a paucity of evidenced-
based literature to guide clinicians in what can be
a very challenging part of caring for patients with
severe EDs.
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e Much of the existing literature revolves around
the use of involuntary admission, including
coercive feeding, to treat severely ill patients as
described above. In many jurisdictions, this is now
accepted practice (e.g. Ireland, United States,
Australia, New Zealand, UK) and is considered
life-saving.

Treatment of refractory anorexia nervosa

As previously noted, more than 10% of patients of
with anorexia nervosa will die as a consequence
of their illness. This means that treating clinicians
will inevitably encounter patients whose illness

is refractory to all available treatment. There is

no agreed definition of what treatment refractory
anorexia nervosa actually means. However,

there is a general acceptance that patients who
continue to deteriorate despite having received
evidence-based treatment, and for whom

further treatment is believed to be futile, can be
considered to have reached the point of being
described as treatment-resistant. Treatment is
considered to be futile if ‘recovery is impossible or
virtually impossible’ (Lelie, 2003).

People with treatment refractive disease may be
grouped into two broad categories:

e People with EDs who have had lengthy
unsuccessful treatment, and who make a decision
to refuse further distressing treatment in the
knowledge that this (refusal) will lead to their
imminent death.

e People with treatment refractive EDs, who
refuse further treatment but do not believe that
they will die as a result of this decision.

In other branches of medical practice, a palliative
care approach is adopted by the primary team in
the management of patients who are considered
treatment refractive. Additionally, specialist
palliative care teams may be requested to assist in
the management of complex physical, emaotional,
psychosocial or spiritual issues related to the life-
limiting condition.

For the first group of patients, adopting a palliative
care approach and involving the specialist
palliative care team, has been found by some
teams to be a helpful intervention. Lopez,
published on their experience of this (2010) and
found that their patient benefitted from palliative
intervention, and ultimately hospice care.

However, the timing and value of involving the
specialist palliative care team in the management
of the second group of patients remains a topic
of debate, nationally and internationally. Some
argue that the specialist palliative care team have
a role in promoting patient understanding of the
realities of their situation, providing relief from
distressing symptoms or responding to staff or
family distress. Others point to a concern that
providing palliation of symptoms before a ‘point of
no return’ may inadvertently support the patient’s
denial of the serious nature of their illness and limit
opportunities for interventional management.

As stated, there is no agreed care pathway for
managing ED patients who are considered by the
multidisciplinary team to be approaching the end
of life. However, certain general principles can be
considered as outlined in Box 13.3.



Box 13.3: Principles of end of life care for patients with freatment refractive
anorexia nervosa

A decision that a patient is refractory to treatment is made by the treating consultant
psychiatrist with expertise in managing EDs, and in collaboration with the MDT and
physicians.

In certain cases, if there is doubt about whether the patient would benefit from further
treatment, a second opinion from another consultant psychiatrist specialising in eating
disorders can help to clarify the situation.

Multidisciplinary team management is a cornerstone of treatment in caring for patients
with EDs, even for those patients who are considered to be refractory to treatment and
who are approaching the end of life.

The multidisciplinary team should possess palliative care approach skills (Palliative Care
Competence Framework, 2014) and regular assessment of palliative care need should be
conducted (Palliative Care Needs Assessment guidance, 2014).

In addition to the patient’s usual team, there is likely to be medical physician involvement
to support the patient’s physical care at this time.

As above, there is some evidence that referral to specialist palliative care (SPC) can be
helpful. In those patients who recognise that their iliness is terminal, the palliative care
team can provide support, if needed (National Eligibility Criteria for Palliative Care, 2014).
For those patients who do not believe that their illness is terminal, inviting the patient to
have SPC assessment can signpost the seriousness of the situation for some, and enable
the patient to make choices about their care. The value of further engagement of the SPC
team following initial assessment should be made on a case-by-case basis, with input
from consultants in psychiatry, physicians and palliative care.

As in other end-of-life situations, family is an important consideration. Not only can the
family assist the patient in making choices about their care, they will often have struggled
for years with a very ill loved one, and find the terminal process difficult and distressing.
Palliative care can be a useful support for them.

It is important to be aware of the stress that staff who have been caring for a patient may
experience when providing care towards the end of life, and after the patient dies. Staff
should be supported and facilitated in managing this stress. SPC staff may need training
and supports to manage the specific psychological aspects of caring for those with EDs;
ED clinicians may need training and supports to manage the palliative aspects of care. A
group opportunity to discuss what is happening, or has happened, can also be helpful.

The HSE offers a specific confidential, facilitated debriefing service for staff, which
some clinicians have reported as beneficial. This service can be accessed by contacting
the Employee Assistance Programme, Dr Steevens’ Hospital, Steevens Lane, Dublin 8.
Telephone number: 00 353 1 6352319.

Eating Disorder Services: HSE Model of Care for Ireland
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* In light of the limited evidence base and experience in this area, ED and SPC teams
should reflect upon and share their learning from experiences of collaborating in the
provision of care.
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Clinical Governance of
the HSE National Clinical
Programme for Eating

Disorders

Clinical governance has been defined as:

“A framework through which ...
organisations are accountable for
continuously improving their services
and safe-guarding high standards of care
by creating an environment in which
excellence of clinical care will flourish”

(Scally, 1998).

Figure 14.1 displays the seven key pillars of
clinical governance on which this programme
will focus in relation to quality improvement and
implementation. In doing so, the programme
will also develop its governance structure, with
reference to the following national frameworks.

e Best Practice Standards for Mental Health
services (HSE, 2017)

¢ National Clinical Programmes: Checklist for
Clinical Governance (HSE, 2011)

e Framework for Improving Quality in our Health
Service (HSE, 2016)

o Standards for Clinical Practice Guidance.
National Clinical Effectiveness Committee (DOH,
2015)

e Achieving Excellence in Clinical Governance:
Towards a Culture of Accountability (HSE, 2010)

e Quality Framework for Mental Health Services in
Ireland (Mental Health Commission, 2007)

o Excellence in Mental Healthcare Records
(Mental Health Commission, 2007)

e Code of Governance Framework for the
Corporate and Financial Governance of the HSE
(HSE, 2011)

o Draft HSE National Framework for Developing
Policies, Procedures, Protocols and Guidelines
(PPPG) (HSE, 2016).

e MHC Guidance Document on Individual Care
Planning Mental Health Services (2012).

Figure 14.1: Clinical governance pillars of the National Clinical Programme

for Eating Disorders

Staffing and

Research
and
development

management

Clinical
audit and
evaluation

Clinical

Clinical
effectiveness

Service
user
involvement

Governance

Risk
management

Staff

training &
development

14

6 Eating Disorder Services: HSE Model of Care for Ireland



e Eating Disorder Services: HSE Madel of Care for Ireland

14.1: Clinical governance practice and
procedures

¢ In line with the goals of quality and safety that
underlie the HSE Clinical Programme’s Strategy
Division and the Mental Health Division, this Model
of Care has a number of components embedded
in its core framework in order to ensure that
clinical governance is maintained and developed
as the National Clinical Programme for Eating
Disorders is implemented. These are summarised
below.

e It is recommended that the clinical leadership
within the individual ED teams and national
network collaborate with CSPD, the HSE Mental
Health Division and HSE CHO area management
teams in order to evaluate the National Clinical
Programme for Eating Disorders on a regular
basis so as to review progress towards standards
and KP!’s, identify barriers and trends, support
progress and plan strategic development.

e We recommend that this process happen
through quarterly meetings at both CHO and
national level, so that the ED network can evolve
as a learning organisational network in the
broadest sense.

o All eating disorder teams will participate in the
HSE Best Practice Guidance for Mental Health
Services, though self assessment in relation to its
five themes and the use of the GAIT tool.

14.2: Risk management

e Eating disorder teams within the NCPED will
operate within the existing risk management
structures of the HSE and Mental Health Division.

e The NCPED will be subject to the HSE Safety
Incident Management Policy (2014) in terms of its
reporting and management of critical incidents.

e This programme will operate under the ethos
and principles of the HSE Open Disclosure

policy when adverse outcomes arise, so that
such incidents can be recognised, managed and
resolved promptly (Proposal for Health and Social
Care Services: a change management approach
to implementing an open disclosure programme.
HSE, May 2015).

o Quarterly governance meetings, risk register,
and the collection of key outcome data will assist

in the monitoring of potential patient risk at both
local hub and network level (see Section 16).

e From a clinical perspective, the programme
supports the MARSIPAN and Junior MARSIPAN
clinical risk management guidelines and the
development of related local clinical pathways and
virtual crisis teams so that services can provide
an early collaborative response to clinical risk
escalation. The development of frameworks and
local integrated clinical pathways will be enhanced
at national level though formal collaboration with
key clinical stakeholders in the development of
these patient safety pathways (National Clinical
Programmes in Paediatrics, Acute Medicine and
Emergency Medicine, etc).

e The prioritisation of clinical supervision and
training in evidence-based intervention within the
Model of Care, will reduce patient risk through
the development of expertise and support within
clinical teams.

o All team members will be supported through the
clinical leadership of a consultant psychiatrist.

o Core national training for staff in their first

year of working on the programme will include
modules on clinical risk management, open
disclosure, crisis team management and clinical
risk management as part of the risk management
strategy in working with eating disorders (see
Section 15).

14.3: Clinical effectiveness and
evidence-based practice

¢ In formulating the standards and content of this
HSE Model of Care, the working group referenced
the most up-to-date international guidelines and
research available on clinical and service best
practice (Appendix 1, Section 8).

e Consultation with the Eating Disorder Clinical
Advisory Group (College of Psychiatrists of Ireland)
and other external advisors in the development

of this Model of Care has ensured that the
recommendations made are robust in their
potential to ensure clinical effectiveness.

e At its initial three-year review and as this
programme develops, the role of the ED network
and its clinical leadership will be to ensure that
the NCPED continues to operate on the basis of
up-to-date, high-quality research evidence when



delivering HSE eating disorder clinical services
effectively and efficiently to patients, to the level of
international best practice standards.

e The design of the national programme as a
network will improve the dissemination of clinical
knowledge, training and expertise on the ground
at national level, though the sharing of good
practice in a learning culture. This includes impact
at acute hospital and primary care services.

¢ A dedicated HSE ED web resource for
professionals will be developed.

e Individual teams will be responsible for
developing their own internal CPD and training
events, and identifying local training gaps and
needs

14.4: Service-user involvement and
experience

Service users will be actively involved in the
National Clinical Programme for Eating Disorders
in a number of ways:

o At national level, through the participation

of Bodywhys, the national patient support
organisation for EDs, in the working group that
developed this Model of Care. Bodywhys will
also be involved in its further reviews and meet
regularly with the NCPED as the programme is
implemented.

e At CHO level, through collaborative and
complementary working relationships between
HSE ED services and Bodywhys (e.g.
complementing PiLaR and other supports with
local demand for support groups).

e At team and clinician level, through the case-by-
case evaluation of the patient experience of HSE
services — through Patient Reported Experience
Measures (PREMs) and feedback forms (see
Section 16). These will be evaluated in the core
data that will be collected for every patient and
reviewed by the team and hub as part of quality
improvement.

e By including service users in the delivery of the
core training curriculum for every clinician, so that
the patient experience is understood by clinicians.

e By using service-user feedback in the planning
of local ED service initiatives, highlighting and
learning from feedback, etc.

e By sharing feedback to patients who attend

the ED programme in order to improve trust and
manage patient expectations at CHO and national
level — e.g. results of audits, activity, etc.

» By developing a dedicated HSE ED website
with information for service users.

14.5: Clinical audit and evaluation

e Evaluation of both the clinical and training
components of the NCPED is an essential part of
its clinical governance. Detailed descriptions of
the approach that will be used in the programme
are outlined in Sections 15 and 16. This 360°
approach to clinical evaluation will ensure that the
programme will meet international best-practice
standards in clinical outcome evaluation (CORC,
2014).

e The clinical metrics recommended for use in
this Model of Care will enable robust clinical audit
so that clinicians, teams and the ED network

can evaluate, reflect and improve the clinical
effectiveness of the programme as part of their
standard practice at clinician level. This includes
metrics for acute hospital admissions.

o Activity metrics will enable resources to be used
most effectively in order to maximise access and
efficiency at service and clinical programme level.

e A specific clinical audit skills module will be
included in the core training curriculum for this
programme so that all clinicians have the skills to
regularly audit their own clinical practice as well as
the competency to contribute and collaborate with
larger clinical audits within their hub and across
the ED network.

e Service goals that are set each year will include
the completion of a team-based audit and quality-
improvement initiative.

¢ A key requirement for evaluation and clinical
audit is to have adequate capacity, training,
administrative support and IT infrastructure in
order to complete the data analysis. The working
group has recommended access to a national
data manager, IT resources and collaboration
within a proposed research network so that
audit and evaluation can be supported nationally
(Section 17).
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14.6: Staff training, development and
support

e As outlined in Section 15, the NCPED will
include a robust and comprehensive education
and training programme to support and train
HSE staff to deliver high-quality ED treatment and
care effectively and safely. This will include the
development of a core training programme for all
clinicians during their first year of working in the
ED hubs.

e This education programme will require
dedicated development and training time and
support, particularly in the initial years of the
programme, and while a national and local HSE
ED staffing infrastructure is being established.

e This Model of Care recommends that funding
be provided on a national and local team basis so
that interprofessional education (IPE) initiatives can
enhance collaborative care and integrated team
working on the ground (Section 15). This includes
IPE initiatives with services such as primary care
and hospital-based teams. To date, this approach
has been effective in shaping the national HSE
FBT and CBT-E training strategy, as well as in
other team-based ED training initiatives.

e Oversight of the training and development
programme for staff working with EDs will take
place both at team level and nationally at the
quarterly meetings. This will include a process of

regular staff and team feedback so that gaps can
be identified and addressed, and so that clinicians
and other staff are confident, informed and skilled
in meeting the quality standards of the NCPED
and HSE.

e In their role within each CHO, the ED teams
will also provide and collaborate in education
and training initiatives with partner services also
working with people with EDs, such as local
mental health and liaison psychiatry services,
paediatrics, medicine, emergency, primary care,
education. This includes supporting staff in acute
hospitals where people with EDs are admitted
and MARSIPAN/Junior MARSIPAN training
programmes.

¢ As with the rest of AMHS and CAMHS, all staff
should have access to

- Professional supervision within their discipline
- Peer CPD on a team/hub level

- Clinical supervision on cases from the clinical
lead on the team (consultant psychiatrist) so that
clinicians feel supported and safe in their work

e As noted in Section 2, working with EDs can
be challenging, Clinicians are recommended and
will be supported to develop and attend process/
reflective groups (e.g. Ballint, Schwartz Round
etc.) in order to maintain their resilience. Ideally,
these should be independently facilitated.




14.7: Staffing and management

Line and service management

e Each ED team is an integrated part of their
local mental health service. They will therefore
operate under the clinical leadership of the local
Executive Clinical Director in that CHO, and under
the management of the Head of Mental Health
Services and area management team for that
sector. This includes involvement in local on-call
roster arrangements with other mental health
teams in the sector.

e [t is recommended that in each ED Hub, the
ED consultant clinical lead and coordinator meet
with their local ECD, risk manager, and local
management team formally on a regular basis

in order to develop and integrate the ED service
in each CHO area. This will be supported by the
NCPED within each CHO.

e Each ED team is also part of the integrated
NCPED and its network. It is therefore
recommended that the ED lead and coordinators
meet quarterly on a national basis with other hub
teams in order to progress the quality of their

ED service within the Clinical Programme, share
innovation and improve its quality.

o Finally, at local level, it is recommended that
key members of both adult and child hub teams,
acute hospital leads, primary care and a service
user representative meet quarterly to develop the
clinical aspects of the programme locally (e.g.
pathways, care bundles, checklists, etc) and to
evaluate progress. This will be supported through
the national website for the programme.

e Local line management for individual clinicians
is similar to other staff working in HSE AMHS/
CAMHS in each area.

Clinical management

¢ In line with both the Standards for Mental
Health Services in Ireland (MHC) and the Mental
Health Act 2001, each ED team will be led by a
consultant psychiatrist or consultant child and
adolescent psychiatrist.

e The consultant psychiatrist retains overall clinical
responsibility and leads care planning for patients
attending the ED service in collaboration with

the MDT. This includes the provision of clinical
consultation and clinical supervision on these
cases to other clinicians on the team.

¢ In terms of consultant clinical responsibility for
each patient with an ED who is attending the
MHS:

- When the person is attending their local
AMHS/CAMHS team for ED treatment, the clinical
lead for their care will be the local AMHS or
CAMHS consultant psychiatrist or consultant child
and adolescent psychiatrist.

= This arrangement will also apply where
the patient and local AMHS/CAMHS team are
accessing short-term ED treatment from the ED
service e.g. weekly group or consultation from
individual members of the ED team.

- When the patient is attending the ED team for
all of their care, the clinical lead for their care is the
ED consultant psychiatrist or consultant child and
adolescent psychiatrist.

= When the patient is admitted to a medical
setting, they will be admitted under the care of
their medical consultant or paediatrician with
consultation from their ED (or sector) consultant
psychiatrist, consultant child and adolescent
psychiatrist or liaison psychiatrist in the acute
hospital.

= When adult patients are admitted to mental
health inpatient settings, they will remain under the
care of their consultant psychiatrist (generic or ED
team)

-~ When children or adolescents are admitted to
inpatient psychiatric settings, they will come under
the care of the consultant child and adolescent
psychiatrist for that inpatient unit, with consultation
with their ED consultant (unless the latter has
admitting rights).

- All patients admitted medically or to inpatient
settings will have the option of specialist case
consultation with the ED consultant psychiatrist or
consultant child psychiatrist, and ED team for that
area.

14.8: Research and development

See Section 17 regarding research network.
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Education, Training and
Workforce Development

15.1: Background

One of the common themes that emerges from
the literature on the provision of ED care is that a
lack of specialized ED training and clinician skill is
associated with poorer outcomes, longer recovery
times, higher costs and higher hospital admission
rates (Gowers, 2010). Inexperience and clinician
self-perception of lack of confidence has also
been associated with stigmatized and negative
attitudes among staff regarding those with EDs
(Thompson Brenner, 2012). Disengagement with
services and dissatisfaction with care are likely to
be inevitable consequences.

To address this issue at international level, there
have been three broad approaches to the training
and development of an ED-skilled workforce:

e First, there has been an explosion in the number
of short ED clinical training courses being offered
in recent years. Virtually none of these have

been formally evaluated in terms of educational
effectiveness or patient outcome, and many are
narrowly focused on one aspect of therapeutic
approach, which is inadequate to address the
broader complexity of needs of people with EDs.

e A second approach has been to provide training
placement opportunities in specialist ED teams

for longer periods, with ongoing supervision. This
is sometimes accredited by postgraduate training
bodies and networks (e.g. RCPsych). In countries
with an ED infrastructure, this has worked well and
expertise is then brought to other services. The
downside is the limit in placement opportunities
and high cost of sending staff for away training for
long periods.

¢ A third approach has been to develop longer
programmes providing core training in EDs.
Again, the literature review indicates a lack of
comprehensive evaluation of the quality of these
courses to date, and most are not accredited

by a recognised education or training body.
More recently in international settings, the
university sector has stepped into this area in
other countries through the development of CPD
modules/postgraduate qualifications. Additionally,
in NHS England and Scotland, where there has

15

been a formal switch in provider from generic
AMHS/CAMHS to specialist ED services, and the
NHS is working with a number of collaborating ED
specialists to develop a core training programme
for all NHS staff working in their dedicated eating
disorder teams. This model is of a comprehensive
interprofessional induction and CPD programme,
including follow-up casework and supervision.

15.2: The role of interprofessional
education (IPE)

In addition to the challenge of training up

a workforce skilled in ED care, two further
challenges will affect the HSE’s ability to develop
a sustainable, safe and effective ED service,

and both can potentially be addressed through
training:

e First, the current recruitment and retention
crisis in international and Irish health services
particularly in relation to mental health comes at
a time of rising population, clinical chronicity and
diminishing mental health resources. This has led
to depleted services, lengthy internal and external
waiting times, and an overreliance on inpatient
eating disorder care.

e Secondly, people with EDs in particular are
likely to encounter a wide variety of doctors,

allied health professionals, and teams from

across primary care, acute and mental health
settings. They will therefore usually encounter
great complexity in the health system and require
greater formal cross-service collaboration and
integrated care pathways. Greater complexity
breeds increased risk and safety concerns when it
comes to healthcare, especially for those with EDs
(RCPsych 2012).

In 2010, the World Health Organisation, in its
‘Framework for Action on Interprofessional
Education and Collaborative Care’, endorsed the
view that, to address these twin global issues,
interprofessional educational (IPE) was the
essential key to increasing workforce capacity and
improving collaborative practice (WHO, 2010). IPE
is defined in Box 15.1 and differs from traditional
‘unidisciplinary’ and ‘multidisciplinary’ educational
approaches, the latter of which involves parallel
learning.

Across mental health, effective team-based
collaborative care has been associated with
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increased patient satisfaction, reduced error

and safety incidents, and increased patient
engagement, including for those with severe and
enduring mental illness (Malone, 2007). However,
it is not without its challenges in the context of

the multiple professional boundaries in healthcare
(Ferlie, 2005). Studies on the impact of training

on health professionals have found that IPE is
associated with higher team satisfaction, improved
implementation of evidence-based practice,

fewer errors, and lower need for inpatient stays
(Hammick, 2007; Sargeant, 2011; Morey, 2002;
Bleakley, 2012; Lee, 2013; Brock, 2013; WHO,
2010). IPE and collaborative care do not replace
the specialist skills of individual professional
disciplines, but enhance them while improving
clinician and team flexibility, which in turn improves
access to care.

Box 15.1: Definition of interprofessional
education (IPE)

“Interprofessional Education occurs
when two or more professions learn,
with, from and about each other, to
improve collaboration and the quality
of care” (CAIPE, 2002)

15.3: The Irish context

15.3.1: Current undergraduate and
postgraduate ED tfraining

¢ Undergraduate education

Undergraduate students report that EDs have
not traditionally been included in most of the
undergraduate curricula for medical and allied
health professional degree courses in Ireland.
When included, ED education has generally
been limited to a single lecture or tutorial, with no
patient involvement or clinical opportunities.

e Professional postgraduate training

Eating disorders have traditionally been included
minimally in generic professional training
programme curricula (e.g. psychiatry, psychology,
nursing), if at all. Due to their complexity and the

small case distribution across generic teams, in
practice, most mental health professionals have
therefore treated few or no people with EDs by
the time they have attained their professional
qualification.

¢ Post-professional qualification

After qualification, and in line with current
uniprofessional funding steams within HSE, any
interested clinicians seek out individual short
courses or training opportunities funded by their
departments or through independent self-funding.
Many such formal training programmes for FBT,
CBT-E, IPT, etc are accessible to any qualified,
experienced mental health clinician once they
have a background in psychotherapeutic work as
part of their training and the opportunity to work
with enough people with eating disorders

15.3.2: Recent ED education and
training inifiatives in Ireland

HSE Clinical Programme

Recently, there have been a number of

new initiatives within HSE to address these
training gaps and to lay foundations for the
implementation of the NCPED Model of Care.

e Since the NCPED was first announced (in
2013), a number of interprofessional CPD groups
focused on eating disorders have been developed
in Cork, Cavan, Kilkenny, and Dublin. These meet
regularly for CPD, peer supervision and case
discussion and, in some cases, run group or
sector-wide clinical initiatives.

e Since 2014, the HSE NCPED has collaborated
with both CREDO at Oxford University and the
FBT Training institute at Stanford University in
order to begin the development of its future ED
workforce. Training has been provided in the two
most evidence-based first-line treatments for EDs
as these have the best outcomes in terms of early
intervention: FBT and CBT-E. To date:

= 63 mental health clinicians nationally from
five clinical disciplines have been accredited in
CBT-E from across child and adult mental health
teams nationally, and through an innovative online
and case supervision-based formal research
evaluation. A further 33 are currently accessing
online training.



- 73 clinicians from CAMHS have received
basic training in FBT. From this, a three-year
workforce development programme towards
accreditation for key clinicians is being rolled out.
An Irish FBT supervisor is also being trained in
addition to some other clinicians being accredited
and the development of an FBT supervision group
network.

- 8 CBT-E supervision groups are now in place
nationally, facilitated though CREDO.

- 8 FBT peer supervision groups are in place
nationally.

- National FBT and CBT CPD days were held in
2016 and 2017.

= An ED annual update for all mental health
teams was piloted in Cork in 2016, with 55
attendees from adult and child teams Cork/Kerry.
This took an interprofessional, adult learning
workshop approach.

To date, formal educational evaluation of the
above initiatives suggests that key protective
factors for clinicians working with eating disorders
are ongoing supervision groups, clinician prior
experience with EDs, and having a designated
role in the team in providing ED care. Barriers to
implementation have been low levels of referrals
in small sectors, working in isolation, lack of
confidence, and competing clinical demands
(McDevitt, 2014, 2015). Evaluation of these
programmes is ongoing.

Other professional body and support
initiatives

e The College of Psychiatrists of Ireland (CPsychl)
has commissioned two-day training in EDs for
basic and higher specialist psychiatry trainees
since 2015 as part of its core training curriculum.
In 2014, it established an ED special-interest
group (EDSIG) in order to promote and support ED
training, standards and CPD within Irish psychiatry
for both trainees and consultant psychiatrists. All
consultant psychiatrists are currently registered

in one of the four psychiatric specialist divisions

of the Medical Council . The CPsychl and EDSIG
plan to develop specific guidelines on additional
experience and competencies that would be
recommended for future consultants leading the
dedicated ED teams. Specialist ED placements
will also be developed in collaboration with the

Postgraduate Training Department. The CPsychl is
collaborating with the HSE in the development of
these future ED training initiatives.

e The Nursing and Midwifery Planning and
Development Unit (HSE Dublin North) is currently
developing a national guidance document to
equip both medical and psychiatric nurses in
Ireland with a holistic understanding of EDs. This
will provide them with knowledge and skills to
assist them in the assessment, management and
therapeutic engagement with individuals who are
experiencing an eating disorder. It is envisaged
that this will align with the educational aims of the
NCPED, with both programmes being in active
communication and collaboration.

e A number of interprofessional training initiatives
now take place regularly for medical staff working
with EDs — e.g. National Children’s Hospital, St
Vincent’s Hospital, and nationally.

e Bodywhys takes an active and collaborative role
in the delivery of professional training and CPD

in EDs through their work in presenting at HSE
training events for professionals on the patient
perspective, their research and services, and

also through the provision of psycho-educational
material.

15.4: Education and training strategy of
the NCPED

e Based on the clinical requirements of patients
with EDs, the published literature on EDs, IPE,
ED training and workforce development, and

on the evaluation of HSE’s own ED training
programme to date, it is essential that this clinical
programme develops an evidence-based strategy
for the development of its ED workforce that is
comprehensive, evidence-focused, effective and
sustainable. A goal for the NCPED in 2017/18
will be to develop a comprehensive and detailed
educational strategy.

o Key to the effectiveness of the HSE’s training
strategy is an acknowledgement that clinicians
coming to work in the HSE ED programme will
have benefited greatly from other ED training they
have received elsewhere through their professional
bodies, universities and other organisations. The
focus in the NCPED educational strategy and its
Model of Care is not to replace other initiatives,
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but to focus on ensuring that the HSE supports Box 15.2 summarises the 10 key principles

its clinicians and teams to meet the overall goals and five components that will underlie the HSE

of the NCPED: quality and safety, value for money education and training strategy for its ED network.
and access in ED service provision.

Box 15.2: HSE education, training and workforce development strategy

10 principles

Interprofessional education approach

* Includes a focus on collaborative care/ team training

* Areas of greatest clinical need to be prioritised first for training
¢ Focused on evidence-based treatment

e Common evaluation standard for all training programmes

¢ Sustainability of learning through clinical supervision

* Experienced mental health staff, in order to maximise retention of learning, deliver more
specialised ED treatments and to supervise others

* National strategic approach to training: training priority for those with high clinical ED workloads
and need

* Service-user collaboration in training programmes

* Knowledge translation: passing on the learning

5 components

Training in the HSE ED network

e Core interprofessional clinical training programme for all ED staff

* Clinical supervision structures

* Any specific ED training will focus on treatments recommended in current CPG/BPG

Training of others (Mohanna, 2011)

* Provide education to others: collaboration with other clinical programmes, ICGP etc. in the
co-delivery of training at CHO level

Supporting others in their ED training:

e Support ED staff to support discipline-specific undergraduate and postgraduate training initiatives
within HSE, professional bodies, universities, etc.



15.4.1: Core inferprofessional clinical
training

e The HSE Clinical Programme will establish an
interprofessional education and training advisory
subgroup comprised of key experts in eating
disorders and in education in order to advise

on developing a collaborative IPE core training
curriculum.

e This curriculum will include the key competency

areas identified by the working group and which
are based on the literature to date (see Figure
15.1). The purpose of training is to enable the ED
hub to function effectively, flexibly and safely and
provide patients with EDs with the treatment they
need, when they need it.

e Many of the uniprofessional educational
initiatives mentioned above in section 15.3.2 are

likely to include content that can be adapted easily

for an interprofessional audience.

e The development and delivery of the core
training may also involve collaboration with third-
level institutions and professional bodies in terms
of shared accreditation, CPD modules, and
resources.

¢ In the context of staff turnover and sustainability,
any such programme is likely to require a strong
online and clinical case supervision component in
order to ensure that new staff in the future will not
have to wait long to access programmes and so
that that learning is translated as soon as possible
into clinical practice.

e The HSE core training will also need to be
supported by annual CPD updates on new
developments in ED care and to be aligned with
other staff CPD requirements.

Figure 15.1: Current recommendations of focus in the core curriculum for the NCPED

/

« ED assessment

« Use of diagnostic criteria

« Use of outcome measure

« Risk assessment — mental and

« Formulation skills

Assessment
and diagnostic
skills

physical — appropriate to clinical role

N

« Team collaboration & consultation
» CRM/crisis and risk management

« Network guidelines/ evaluation,
pathways etc.

« Understanding and supporting
each other’s roles

« Clinical governance

« Legal and ethical aspects

« Training others (Mohanna, 2011)
« Team-working

Team
skills

N\

« Shared decision-making

« Motivational interviewing

« Solution/recovery approach

« Goal-setting

« Psychoeducation — knowledge
« Service-user perspective

Engagement
skills

N

« Best practice for care planning/
decisions

« Core knowledge of evidence-based

Treatment
SIS

« Core knowledge of nutrition
« Individual, family and group skills: key areas of focus, e.g.,
ED-FBT/SFT for CAMHS, CBT-E for all, FPT, MANTRA, CRT
« Core MH therapeutic skills, e.g. emotional regulation,
group facilitation, DBT skills
« Understanding of psychodynamic principles including
dynamics of doctor/therapist-patient/client relationship

biopsychosocial & medical freatments

J

@ Eating Disorder Services: HSE Madel of Care for Ireland



@ Eating Disorder Services: HSE Madel of Care for Ireland

15.4.2: Clinical supervision

When run effectively, clinical supervision
programmes build on formal training programmes,
sustain skills, enhance efficacy, and improve safety
and collaboration on clinical cases. This will be
particularly important for clinicians not working
directly within a dedicated ED hub team. Such
clinicians should have the opportunity to avail of
educational supervision of their ED work, though
teleconferencing/videoconferencing if needed. Any
clinician working regularly with EDs in a given CHO
or hub areas should be included when planning
clinical supervision networks.

Clinicians working in the HSE ED teams will have
access to supervision through the following:

e Professional supervision provision through
existing arrangements with their local line
management professional structure

o Case supervision via the clinical leadership of
the consultant psychiatrist on the ED team to
whom they can go for consultation, advice or
support

e The working group also recommends that
clinicians on the ED teams have access to regular
peer clinical supervision groups through their ED
team/network

e Any formal supervisory component required for
their training in a particular therapy — the existing
FBT and CBT-E clinical supervision groups may be
examples of such programmes

15.4.3: Specific ED-focused training

The NCPED will continue to focus its training
strategy on prioritising internationally evidence
based specialist training in EDs for clinicians so
that the model of care can be delivered. As well
as its ongoing support for the FBT and CBT-E
programmes, the next treatments of focus will
include MARSIPAN/Junior MARSIPAN training at
national level, , SSCM, MANTRA and IPT- BN,
and a focus on intensive treatment and day/group
intervention programmes.

15.5: Provision of education to others

A key role of the local ED hub teams and the
NCPED will be to support the development

and sustainability of clinicians and services who
encounter patients with EDs in the broader HSE
services, such as AMHS/CAMHS, acute hospitals
and primary care. This will include collaborating
and supporting ED training initiatives with ICGP,
local primary care, hospital departments and
universities. Bodywhys has already taken a role
as a collaborator in this area, having a history

of engaging in such educational initiatives. The
national and local ED network will collaborate in
the development of educational material about
EDs for referrers, GPs and primary care services
in their area (e.g. how to screen, access help and
appropriate care pathways for patients with EDs,
self help support etc. ). Pilot projects on Irish GPs
has suggested that simple, electronic dashboards
and toolkits can improve GP case recognition,
risk management and confidence in caring for
people with eating disorders in an Irish setting
(O’Callaghan, 2015; O’Sullivan, 2013).

15.6: Evaluation of training and
education programmes under the
NCPED

In order to ensure that all the training initiatives
that are supported or endorsed by the HSE
NCPED present value for money and benefit for
patients, clinicians and HSE, all of the education,
training and staff development programmes
supported through HSE will be subject to formal
educational evaluation.

Figure 15.2 displays an example of an established
evaluation framework for training which is adapted
here for illustration of how it may work in an

eating disorder training context. The proposed
dataset for the clinical and service evaluation of
the NCPED itself will also assist in providing data
on the effectiveness of future clinician training
programmes (see Section 16).



Figure 15.2: Kirkpatrick’s hierarchical model adapted for evaluation of the
effectiveness of a clinician training programme for eating disorders
(Adapted from Kirkpatrick’s levels of evaluation, and Barr, 2001)

e (linical outcome evaluation: PROMs (HONOSCA, EDE-Q, CIA, PVAS, MRS, BMI,

BMI %, physical parameters, critical and safety incidents); CROMS (CGAS, GAF)
e PREMs: patient satisfaction forms e.g. ESQ
o HSE activity data; waiting times; inpatient admissions rate and length
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EV(] | U(]ﬂon a nd [\/\efrics ED services and outcome evaluation in order

to formulate an initial strategy and minimum
dataset for the NCPED. This included a review of
recommendations by the International Academy
of Eating Disorders (2012), National Collaborative
Centre for Mental Health (UK) (2015), Child
Outcomes Research Collaborative (CORC,
2015), and the RCPsych (2015), in addition

to the broader literature on service evaluation.
Specifically, the systematic evaluation of this

The working group referenced international programme will be based on the principles
best-practice standards on mental health, outlined in Box 16.1.

As the National Clinical Programme for Eating
Disorders (NCPED), through this Model of Care,
evolves to deliver the HSE’s three goals of quality
and safety, good access and value for money, it
will require a robust, formal, and evidence-based
approach to its evaluation from the outset.

Box 16.1: Principles underlying the evaluation model of the NCPED

¢ Enables monitoring of the key goals, including patient access to services, external
access waiting times to assessment, internal waiting-list times to access evidence-
based treatment; access to medical consultation and inpatient admission when clinically
needed, DNA rates etc (Bjork, 2008).

¢ Includes a component that is clinically meaningful and useful to clinicians on the ground.
By obtaining timely feedback on clinical outcomes, clinicians can evaluate their clinical
impact and performance with their patients, individually, as a team and as an ED
network. This enables adjustment where needed, or can reassure if on track (Boswell,
2015). This helps to improve patient outcomes (Davidson, 2014; Knaup, 2009).

¢ |ncludes information on clinician and team caseload, level of care and cost, so that
managers and teams can be accountable for their decision-making in allocating clinical
resources at national, CHO and team level. The aim is to use the most evidence-based
interventions efficiently and effectively.

¢ Enables barriers and gaps at local and national level to be identified and addressed in a
systemic and evidence-based manner; e.g. evaluating the translation of knowledge from
training into patient care and which training has had most impact for patients.

* Includes data on the ED programme though the 360° use of multiple reflective lenses:
clinician, service user, family, hub team, manager, national ED network — i.e. fully
evidence-based.

¢ |s feasible and acceptable for patients: this means striking a balance between
‘questionnaire overload’ and in patients providing information that will help them
personally (recovery curve, safety, collaborative feedback on their progress) as well as
to improve their services. A number of studies indicate that clinical outcome evaluation is
associated with improved experience and outcomes for patients at risk of treatment
failure and that it enhances collaboration and shared decision-making (Wolpert, 2014;
Moran, 2012; Davidson, 2014; Bjork, 2008).

* |s feasible and acceptable for clinicians. This means that the evaluation model:

- Includes data which is clinically in use where possible, albeit informally

Eating Disorder Services: HSE Model of Care for Ireland
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- Is clinically relevant for work in tracking progress, focusing on problem areas, enabling difficult

conversations with patients (Law, 2014)

- Can be also used in supervision and reflective professional development, individually and within

the clinical team (Law, 2014)

- Includes that PROMs (Patient Reported Outcome Measures) and CROMs (Clinician Reported
Outcome Measures) have a track record as being psychometrically and practically sound and

collaborative (Wolpert, 2014)

- Is easy to interpret clinically

— Acts as a support to clinicians, but does not preclude use of other measures and clinician

judgement. (Van Noorden, 2012)

- Is efficient and easy to use

* Includes a process of review, including feedback from clinicians and patients to ensure the
evaluation component of this Model of Care is working optimally. Formal review of the evaluation

model at 1 and 3 years.

* Researchs and shares findings to enhance confidence in the National Clinical Programme for
Eating Disorders with the public, clinicians, HSE and other agencies.

* Is sensitive to cost. Where clinical measurement tools are approximately equal in psychometric
properties and value, the ED programme will first use those which are freely available.

16.1: Evaluation metrics

Table 16.1 summarises the minimum clinical
dataset that is recommended in order to evaluate
the effectiveness of the ED programme in terms
of its impact for adults and children with EDs
who attend HSE services. This is not exhaustive.
ED clinicians may well decide to use additional
screening instruments (e.g. EAT/ChEAT) or more
formal interview-based measures (EDE, EDI-3,
etc). Table 16.2 summarises the activity metrics
with measures mapped onto the HSE aims and
objectives for its clinical programmes (Section 4).

16.2: Data collection

Much of the activity data in the activity dataset

is already collected by HSE from generic AMHS/
CAMHS teams, though not by diagnosis as in the
case of this programme.

e Many of the clinical measures are being
collected routinely by FBT and CBT-E clinician

networks on a case-by-case basis to track
progress and for supervision, However, their use is
often not comprehensive or consistent enough to
track wider progress of a clinicians caseload.

e A key role of the team clinical coordinator will
be to centralise data collection and collation within
the hub, as well as to work with the national ED
programme and team in developing systems to
assist in the evaluation and audit process.

¢ The ongoing use of paper-based questionnaires
in the mental health service requires substantial
clinician time for data entry and analysis. In
practice, much of this data also becomes unused
beyond the immediate clinical session, and this
can be a waste from a clinical, audit, evaluation
and service improvement perspective. An
electronic format for data collection and entry is
recommended in order to enable efficient analysis
in clinical services. The costs of this are likely to be
much lower than the time taken by clinicians to do
this work manually.



e National Eating Disorder Register

People with eating disorders present and
transition between primary care, mental health and
acute hospital settings, all with different data and
IT infrastructure. Together with the lack of a unique
patient identifier, this inhibits communication and
the comprehensive evaluation of mental health

services and the ED programme. The working
group therefore recommends the establishment of
a National Eating Disorder Register, similar to that
used for other specified medical conditions, so
that the patient journey can be properly monitored
and understood for the purpose of improving
services, patient outcomes and safety.

Table 16.1: Recommended clinical outcome and quality evaluation metrics (each case)

Purpose

« To enable the individual clinician and local ED team to clinically audit their work

« To enable 360° progress tracking and collaborative care planning for individual patients with their clinician and at team level

« To assist the clinical team in collaborative decision-making around service improvement, professional development and learning

« Broader recovery focus than just weight

Each Case

When? What?

Which clinical tool or instrument?

Baseline assessment  DSM 5/ ICD 11 Diagnosis

6 weeks

EDE-Q!

CIAS

HONOS/HONOSCA? (consider MFQ".)
CGAS® (child) or GAF* (adult)

ESQ®

BMI if over 18, %BMI if <18 years
Physical risk severity

DSH category (NCP-DSH metric)
Psychotropic medication

PVASE (if < 18)- consider SCORE 15

Main therapeutic approach (multiple)

3 months
6 monthly
At discharge

Bodywhys engagement (yes/no)
Substance use

At baseline Gender

At baseline Age category — range

At baseline Electoral area

Why?
Domain being considered

Diagnostic classification

ED Psychopathology- (PROM)
Quality of life measure (PROM)
Comorbidity

Clinician-rated outcome measure (CROM)
Patient experience (PREM)

Physical parameter (risk and safety)
Monitoring of risk (CROM)
Suicidality (PROM)

Other treatments needed

Measure of carer functioning
Measure of evidence base
Receiving support services
Comorbidity

Demographics
Demographics
Demographics

How often?
How to gather?

Collected by individual
clinicians to evaluate
progress on case-by-
case basis

Anonymised team data
is then collated by team
coordinator monthly for
local clinical evaluation,
clinical audit, service
improvement

1. Eating Disorder Examination Questionnaire (EDE-Q); 2. Health of the Nation Outcome Scales/Children and adolescents (HONOS/HONOSCA);
3. Clinical Impairment Assessment 3.0 (CIA); 4. Global Assessment of functioning scale (GAF) 5. Children’s Global Assessment Scale (CGAS),
6. Parent Versus Anorexia Scale (PVAS), 7 Mood and Feelings Questionnaire; 8. Experience of Service questionnaire

e



Table 16.2: Recommended — access, quality and cost metrics for the NCPED

Purpose

National evaluation of HSE ED programme to ensure its goals of: access, safety & quality, and value for money

Each Team
When?

Assessment

MH treatment

Acute Hospital

Inpatient Psych

50

What?
Which domain?

No. of cases referred and referrer

Source of referral

No. of consultations (i.e. FtF or by phone)
No. of assessments offered

No. of assessments declined

Time from referral to assessment

No. of assessment DNAS

Total no. of clinical appointments offered
and by type (individual or group)

No. of first treatment appointments offered
Time from assessment to 1st treatment session
No. of treatment appointments declined
No. of clinical sessions provided

No. of clinician sessions

No. of inpatient admissions

No. of day-patient admissions

No. of open cases, by how long open

Type of psychosocial intervention

No of discharges

Referrals to private treatment

Referrals abroad for treatment

No. of admissions

Dietitian reviews

Length of stay

Special nursing

ICU

NG feeding

Deaths

TBA

Why?
How to gather?

Access to assessment

Access to assessment
Access to advice
Access to assessment
Access and value
Access to assessment

Access, value for money

Value for money

Access to treatment
Access to treatment
access, value for money
Access, value for money

Value, access,

Safety, access, value for money

Safety, access, value for money

Effectiveness; value
Quality

Effectiveness, value
Value for money, access
Value for money, access
Access, safety

Access, safety

Access, safety, value
Safety, value

Safety, quality

Safety, quality

Safety, quality

How often?

Collated by team admin-
istrator and coordinator

Submitted monthly by
the coordinator to
leadership/management
for purpose of
evaluation, service
improvement and
reflection



16.3: Timeframes in the NCPED model
of care

e The timeframes that are recommended for the
collection of the clinical outcome data (Table 16.1)
are based on literature review, on knowledge that
improvement in the early weeks of treatment is a
key predictor of progress (Waller, 2014), and on
the clinical experience of both the working and
clinical advisory groups. Baseline, three months,
six months, then six-monthly and at discharge
have been identified as key timeframes for the
tracking clinical progress during the patient
journey. The dataset and timeframes summarised
in Table 16.1 will be piloted and reviewed within
one year of commencement in order to evaluate
the feasibility and utility of the data that is being
measured.

e [t is noted that some of the clinical measures
mentioned above are used even more frequently
by clinicians. For example, the ED-15 is a session-
by-session measure to map progress more closely
in the early stages of treatment, and at four weeks
many clinicians would then repeat the longer
EDE-Q and CIA. The timeframes in the model

of care are as a minimum standard, and other
monitoring is at the clinicians discretion.

o Similarly, the physical risk score and BMI (%)
timeframes mentioned here are for evaluation
purposes only. Clinically, it is recommended that
weight be measured weekly in the early months
of treatment until the patient is stable, and that
full physical risk be reviewed regularly; e.g. weekly
or daily in the case of severely unwell/inpatient
status. The RCPsych recommends that even for
stable patients, a 6 weekly full review of physical
status with a psychiatrist every six weeks is
required (RCPsych, 2016).

16.4: Data protection act

Clinical data collected through evaluation of the
programme, whether in paper or electronic form,
is part of the patient record and will come under
the remit of the Data Protection Amendment Act
(2003) in terms of access, safety, storage, rights,
etc.

16.5: Use of data for evaluation, clinical
audit and research

Where clinical evaluation and audit is being
undertaken by the ED hub team or network as
part of its ongoing quality improvement and
service development , data will be anonymised
and collated in order to protect individual patient
confidentiality.

Where ED research is planned within the team, by
the ED network or in collaboration with external
researchers/universities that involves access

to clinical data, this will be subject to the usual
formal ethical approval by the relevant local ethics
committee(s), so that that appropriate ethical
standards on patient confidentiality, anonymity and
rights are maintained. (Section 17).

16.6: Review period

Formal review of the effectiveness of the HSE
NCPED and this Model of Care in terms of quality,
access and value for money will take place initially
at three years, and then as an annual ongoing
process of evaluation. These review will include:

o A review of the programme activity and benefit
to people with eating disorders: the metrics,
measures, timeframes and patient outcomes, as
outlined above.

e Feedback from clinicians and patients on the
ground in terms of their experiences of the clinical
programme, of the outcome metrics and with the
goal of iterative and reflective learning cycles of
service improvement.
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Research Network

As mentioned in Sections 2 and 7 of this Model
of Care, there are many gaps in our knowledge
and understanding of eating disorders and their
effective treatment, particularly relating to:

¢ Treatment: some conditions which still have
quite a limited research basis

o Aetiological basis of eating disorders

 Variable definitions of recovery and good
outcome for patients

¢ Treatment effectiveness in a real-world, non-
university setting

o Patient experience of recovery — cognitive,
emotional and functional

e Impact on carers and families

e Treatment of patients with comorbidity
e Eating disorders in males

e Severe and enduring EDs

e Socio economic cost of eating disorders and
eating disorder care in Ireland

¢ Intensive treatment: what and for whom
e The role of exercise

The National Clinical Programme for Eating
Disorders offers a unique and powerful opportunity
to contribute to the global understanding of
patients with EDs and the development of better
treatment programmes for their care through
clinical and service research partnerships. It has
the benefits of being a national public service, with
a centralised network of teams working together,
a robust clinical evaluation programme, has an
integrated service model across the age range,
and a newly trained, skilled clinical workforce.

In the same way that collaborative clinician-
researcher partnerships have enhanced cancer
research and treatment in Ireland and abroad, the
NCPED will aim to support clinical and service
research in EDs in Ireland where it can. A key
challenge will be to ensure that the research is
robust enough to be meaningful in terms of study
power, impact and relevance for patients.

The research strategy of this clinical programme is
to:

e Promote a research culture that involves
partnership between clinician, researcher and
people with eating disorders

e Collaborate with the HRB and other large
funders of research, and advocate for a focus on
the funding of ED research by those groups

e Maintain a register of research projects that are
undertaken within the NCPED in order to avoid
duplication, enable hubs to link, ensure research
governance is maintained, and support feasibility,
sample power, acceptability, completion and
publication.

e Collaborate with universities and relevant
third-level institutions in providing opportunities
for medical and allied health students with
undergraduate, Master’s or doctorate-level
research requirements, and to collaborate with
clinicians on important, clinically relevant ED
research questions and projects.

e Support research by HSE-ED clinicians in
relation to research into patient recovery and
experience, clinical outcomes, and treatment
effectiveness.

e Ensure that such clinicians have access to
software for analysis such as SPSS and NVIVO in
order to complete this clinical research, with links
to supports where needed.

o Actively support patient involvement in research
through leaflets and posters when research
projects are robust, supervised and ethically
approved, while also clearly separating research
involvement from issues of clinical care.

e Disseminate the results of evaluation and
research projects to people attending the service
and to the wider public.
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Appendices

Appendix 1: Key international clinical
practice standards

International service and clinical practice
standards reviewed by the working group

Table 1: Key clinical practice service
standards used in formulating HSE
Model of Care

e Clinical Practice Guidelines for the Treatment
of Eating Disorders (adult and child) (2014).
Royal Australia and New Zealand College of
Psychiatrists (RANZCP).

e Practice Parameters of the American Academy
of Child and Adolescent Psychiatry(2015) (AACAP

e Clinical practice recommendation for residential
and inpatient ED programmes. (2012).Academy of
Eating Disorders (AED), 2012.

o Worldwide Charter for Action on Eating
Disorders (2008) AED, 2008.

o MARSIPAN: Management of Really Sick
Patients with Anorexia Nervosa (2014), 2nd
edition. RCPsych.

e Junior MARSIPAN: Management of Really Sick
Patients under 18 with Anorexia Nervosa CR 168
(2012) RCPsych.

e Access and Waiting Time Standard for Children
and Young People with an Eating Disorder. (2015)
National Collaborating Centre for Mental Health,
NHS.

e Practice guideline for the treatment of patients
with eating disorders (2006) APA.

o Guideline Watch: Practice Guideline for the
Treatment of Patients with Eating Disorders (2012),
3rd edition, APA, Yager, 2012.

e Eating Disorders in the UK: Service distribution,
service development and training. (2012)
RCPsych.

e [Future directions for Eating Disorder services in
New Zealand. (2008) MOH.

o NSW Service Plan for People with Eating
Disorders 2013-2018.(2013) NSW government

e Eating Disorders in Scotland: Recommendations
for management and treatment. (2006) NHS,
Quality Improvement Scotland

e Guidance for commissioners of eating disorder
services. (2013) Joint Commissioning Panel for
Mental Health, UK.

e Position of the Academy of Nutrition and
Dietetics: Nutrition intervention in the treatment of
eating disorders (2011) Academy of Nutrition and
Dietetics

e Clinical Practice Guidelines for the BC Eating
Disorders Continuum of Services (2011). BC
Ministry for Health.

e Position Paper of the Society for Adolescent

Health and Medicine: Medical Management of

Restrictive Eating Disorders in Adolescents and
Young Adults. (2015) SAHM.

o NICE Guidelines- Eating Disorders in Over 8'’s
(2004) — NICE

o NICE Guidelines- Recognition and Treatment of
Eating Disorders (2017) NICE and draft (2016)

e ESCAP Expert Paper: New developments
in the diagnosis and treatment of adolescent

anorexia nervosa — a European perspective, 2015.

e Individual psychological therapy in the
outpatient treatment of adults with anorexia
nervosa — Cochrane Reviews (2015), Hay et al.

o Meta-analysis on the efficacy of
pharmacotherapy versus placebo on anorexia
nervosa (2014). De Vos, JED.

e Clinical Practice Guideline for Eating Disorders
— Madrid: Quality Plan for the National Health
System of the Ministry of Health and Consumer
Affairs ( 2009).DOHCA.

e The Diagnosis and Treatment of Eating
Disorders. Clinical Practice Guideline of the
following societies: DGPM, DKPM, DGKJG,
DGPPN, DJPS and AWMS. German Eating
Disorder guidelines ( 2011).

e Maudsley Guidelines (2015) 15th edition.

e Eating Disorder Service Operational Policy:
Delivering across the age range (2012). Wales —
Aneurin Bevan Health Board/NHS.

e Family-based treatment of children and
adolescents with anorexia nervosa: Guidelines
for the community physician (2010). Findlay et al.
Canadian Paediatric Society.

e World Federation of Societies of Biological
Psychiatry (WFSBP), Guidelines for the
pharmacological treatment of eating disorders.
(2011) Aigner et al, WFSBP Task Force on Eating
Disorders.
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Appendix 2: Medical risk management resources

FOR ADULTS:
RCPsych

1.

MARSIPAN: Management of Really Sick Patients with Anorexia Nervosa: CR 189.
Accessible at www.rcpsych.ac.uk/pdf/CR189_a.pdf

MARSIPAN Checklist for Really Sick Patients with Anorexia Nervosa.
Accessible at: www.rcpsych.ac.ik/pdf/CR189checklistXX.pdf

Irspen

3.

Guideline document 1: Prevention and Treatment of Refeeding Syndrome in the Acute Care Setting.
Accessible at www.irspen.ie

FOR PATIENTS UNDER 18YEARS:

RCPsych / RCPaeds / Nutrition

1.

Junior MARSIPAN: Management of Really Sick Patients with Anorexia Nervosa: CR 168
e Summary accessible at www.rcpsych.ac.ik/pdf/cr168summary.pdf

e Full version at www.rcpsych.ac.uk/files/pdfversion/CR168nov14

MARSIPAN Checklist for Really Sick Patients with Anorexia Nervosa.
Accessible at: www.rcpsych.ac.ik/pdf/CR189checklistXX.pdf

Great Ormond Street Hospital

3.

Clinical Practice Guideline on Refeeding of Children and Adolescents. Accessible at: www.gosh.nhs.uk/
health-professionals/clinical-guidelines/refeeding-guidelines-children-and-young-people-feeding-and-
eating-disorders-admitted-mildred-creak

Clinical Practice Guidelines: Nasogastric and orogastric tube management.

Accessible at: www.gosh.nhs.uk/health-professionals/clinical-guidelines/nasojejunal-nj-and-orojejunal-
0j-management

Society of Adolescent Health and Medicine (SAHM)

5.

6.

Position paper on the Medical Management of Restrictive Eating Disorders in Adolescents, 2015.
Accessible at: www.jahinline.org/article/S1054-139x%2814%2900686-7/pdf

Position statement on Refeeding Hypophosphatemia in Hospitalised Adolescents with
Anorexia Nervosa (2014).

Accessible at www.Adolescenthealth.org/SAHM_Main/media/Advocacy/Positions/June-14-
Refeeding-hypophosphatemia-anorexia.pdf



Appendix 3: Examples of good practice
and service initiatives

A. A Student health (primary care)
initiative to improve quality and
effectiveness of ED screening and
monitoring initiative: Student Health
Services, University College Cork
(O’Sullivan, 2014)

The aim of this project was to develop a

clear, evidence-based care pathway for the
multidisciplinary team management of Eating
Disorders in a student health setting, in the
context of a recognition of increased prevalence
and impact of eating disorders in the student
population. Referral pathways between student
health physicians, counsellors, psychiatry and
dietitians were agreed and a standardised
Template Care Screen was developed based

on NICE guidelines (2004) and KCL guidelines,
and using the in-house clinical software package
(Helix) for use in primary care consultations.

This prompted all clinicians to have a consistent
approach to the assessment, examination and
recording at each attendance and facilitates
reporting on outcomes for these students. The
template was trialled by GPs in the department.
Initial audit indicated that 16 patients had attended
with a diagnosis of Eating Disorders (15 female,
1 male) prior to its introduction (2011/12). By
December 2013 the total number seen had
increased to 33 (3 male) indicating increased
effectiveness of the screening. Of these, 15 had
co-morbidities (depression, anxiety, stress, ASD
and ADHD). 23 students (70%) had a BMI which
was stable or improving. 2 students (6%) had
BMI’s which deteriorated, 1 student requiring
leave of absence. 8 students (24%) graduated
or were lost to follow-up. The medical team have
concluded that the project has given clinicians a
clear, time-efficient template to work with, in the
screening, monitoring and evaluation of patients
with eating disorders who present in a student
health (equivalent of primary care) setting, as well
as when to refer onward in terms of risk.

B. An ED specialist team and
MARSIPAN pilot collaboration in a rural
location: Sligo/Leitrim/West Cavan and
South Donegal Adult Community Eating
Disorders Service (Harron, 2016)

This ED service was started in July 2011 and
serves an adult population of 107,659 in a
geographically spread rural area across a number
of AMHS sectors. The ED service was developed
from a CAWT project for mild to moderate eating
disorders. The service has also set up a ‘virtual’
MARSIPAN team in Sligo in 2014 for medically at-
risk patients needing medical admission and drew
existing staff from hospital, community and mental
health settings to work in an integrated way to
deliver evidenced-based treatment. This virtual
team includes a consultant physician, consultant
psychiatrist, eating disorders practitioner and
senior dietitian who form and work collaboratively
with the patient, as well as nursing and care staff,
whilst the patient is in the hospital. Patients are
admitted to the observation area of the medical
ward which has now developed the greatest
expertise in managing eating disorders. The team
closely adheres to the principles of the MARSIPAN
guidelines, including teamwork where senior
decision-makers devise and revise treatment plans
that are designed to minimise risk and improve
outcomes for patients. Discharge planning

is detailed, and one of the aims is to provide
seamless continuity of care when the patient
moves from the inpatient to outpatient setting.
Key staff with ED experience were identified and
received MARSIPAN training. Referrals for eating
disorders have increased from 11in 2011 to

46 per annum since the ED outpatient service
started, indicating a higher degree of screening
and awareness of eating disorders in the area.

A total of 137 outpatient referrals have now

been made, with pathways from AMHS. To date

7 patients who would previously have needed
transfer to Dublin have gone through the local
MARSIPAN programme and returned to outpatient
care. Previously patients would have had a lower
referral for private ED treatment in Dublin. The
service has estimated that 376,600 euro has
been saved in the first 2 years of the programme
through treating patients at outpatient level and
managing medical risk locally. Similar J MARSIPAN
initiatives are also in operation or being piloted in
the National Children’s Hospital, Cork University
Hospital and Wexford CAMHS.
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C: A Bodywhys service user support
group/mental health service
collaboration to educate and support
carers (Parsons, 2016) — adult and child

In 2014, based on the benefits of peer support
and peer-led resilience, the PiLaR programme was
developed by Bodywhys as a supportive adjunct
to formal treatment services. PiLaR is a four-week
(one evening per week) programme for family of a
person with an eating disorder. Family members
come together to improve knowledge, gain skills,
and give and receive support from others in
similar situations. The groups are facilitated and
led by a trained clinician from Bodywhys. Topics
covered include understanding eating disorders,
managing mealtimes, how to have constructive
and supportive conversations, helping siblings,
managing anger, coping with relapse, and the
recovery process. It has a strong supportive
ethos. Thus far, the PiLaR programme has been
run 18 times in collaboration with a local HSE
mental health service (both AMHS and CAMHS)
from across Cavan, Sligo, Dublin, Cork, Limerick,
Kilkenny, Tralee, Athlone, Mayo, Waterford. A total
of 343 carers of adults and children with eating
disorders have attended. Registration is also open
to carers from the general population of those

not attending HSE, to encourage help seeking
and resulting in the breaking-down of stigma

and barriers to accessing treatment services.

The PiLaR programme is a great example of a
collaborative and integrated community-based
programme, linking the public provision of HSE
services to those in the community who need
access to both services and support.

D. An adolescent intensive day
treatment programme initiative for
anorexia nervosa to support outpatient
care - Multifamily Therapy for Anorexia
Nervosa in adolescent (MFT-AN): Cork
CAMHS

CAMHS in Cork covers a total catchment area
population size of 542,196 and mental health
services are provided by 8 community CAMHS
teams and one regional inpatient unit with an
inpatient ED programme. There is no dedicated
ED team. In response to a clinical need for an
intensive option as an alternative or step down
from inpatient treatment, as well as in the context
of limited ED resources and staffing in some
sectors, the first MFG- AN group was commenced
in 2011. Multifamily therapy for anorexia (MFT-
AN) is an intensive form of FBT/systemic family
therapy which is used for those who have not
responded to first-line outpatient treatment, or as
a step-down from inpatient care. Families (patient,
parents, siblings, significant other relatives) attend
for an initial psychoeducational session followed
by a 4-day treatment group programme which
ran from 9.30-5pm including snacks and lunch.
Family, sibling, parent groups and activities are
included. 5 follow-up full-day groups take place
over the following 9 months to integrate skills into
daily life, while the family also gets treatment from
their local team. The programme is facilitated
collaboratively by a consultant psychiatrist and
two family therapists from across the service.
MFG-AN has been suggested as an effective,
empowering and cost-effective alternative to
lengthy adolescent inpatient psychiatric treatment
as have adolescent day programmes in general.
The MFG-AN programme has now been run 3
times with a total of 16 families having completed
the programme to date from across 6 teams.
Evaluation indicates that the programme is
associated with empowerment and enablement,
improved family communication, externalisation
of the disorder, acquisition of new skills to fight
anorexia and patient satisfaction. It has provided a
useful step down and alternative for some families
to inpatient care.



Appendix 4: Useful sources of further information on eating disorders for the public
and professionals

RCPsych: Patient leaflets and professional resources)
e http://www.rcpsych.ac.uk/healthadvice/problemsdisorders/eatingdisorderskeyfacts.aspx

e http://www.rcpsych.ac.uk/healthadvice/parentsandyouthinfo/parentscarers/eatingdisorders.aspx

Bodywhys, Irish national support organisation

e www.Bodywhys.ie (lo-call 1890200444)

BEAT, UK national support organisation for EDs

e Wwww.b-eat.co.uk

AED, the International Academy for Eating Disorders — US and international professional association, but
also has information for people with eating disorders on its website

e www.aedweb.org

King’s College London Institute of Psychiatry, Psychology & Neuroscience — resources for professionals
and patients

e www.kcl.ac.uk/ioppn/depts/pm/research/eatingdisorders/index.aspx
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