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Part 1: Abstract

Project title: Development and Evaluation of a First Episode and Rapid Early Intervention Service for Eating Disorders (FREED)

Lead organisation: South London and Maudsley NHS Foundation Trust

Partner organisation: Institute of Psychiatry, Psychology and Neuroscience, King’s College London

Lead Clinician: Danielle Glennon


The Problem 
Eating Disorders (ED) are severe mental disorders with a peak onset in adolescence / early adulthood. Early effective intervention within ~ 3 years of onset is essential to prevent ED becoming chronic and treatment-refractory.

A key barrier to early effective treatment is poor access to services. A survey of young ED sufferers by the charity Beat (2013) showed that: 30% had to wait > 18 weeks and another 34% had to wait > 6 months to access care. 74% said their ED got significantly worse whilst they were waiting for treatment. Research has shown that waiting for treatment disempowers patients, and reduces engagement with and responsiveness to subsequent treatment, and young patients are particularly vulnerable to this effect. 

Intended Improvement
Available evidence provides a compelling case for reducing the duration of untreated eating disorder (DUED) (and wait-time as an important component of DUED) in young people with ED and providing early intervention.  

Aims
To assess whether a novel First Episode and Rapid Early Intervention Service for young people with an ED (FREED) shortens DUED and waiting time and improves outcomes.  

The Intervention and Why this is Innovative
We developed FREED for young people (aged 18-25) with short (<3years) first episode illness duration to overcome barriers to effective early treatment. This service is embedded in a large NHS specialist ED service for adults and is delivered by a multi-disciplinary team.  FREED is innovative through its unique combination of a rapid screening & assessment protocol, evidence-based guided online & manualised self-help interventions for patients and carers, and an implementation tool-kit for staff and services. 

Key Results and Impacts
Results
· FREED patients waited almost 40% less time for an assessment (63% when there were no funding delays) and waiting time for treatment was more than halved (69% when no funding delays) compared to matched audit data.
· All (100%) of the FREED patients took up treatment, compared with 87% from published data. Treatment dropout was 15%, compared to 20-44% from published data. 
· Overall clinical improvement is rapid, with patients’ average eating disorder symptom at 6 months below the cut-off for a clinical eating disorder.  
· Patient and carer satisfaction with FREED are high. 
Impacts
Locally
· Several local NHS commissioners are now allowing direct referrals of young people from GPs to the EDU, in response to our findings. 
· Our Trust have given us four additional staff members to sustain/expand FREED after the project. 
Nationally 
· FREED has been widely reported in the national media.
· FREED will be disseminated to other professionals at key national and international conferences.
· FREED was reported as an example of good practice in a 2015 NHS England Eating Disorders Commissioning Guide.   
Key challenges and Learning 
· Early intervention (i.e. reduced DUED and waiting times) are associated with improved outcomes and high levels of patient satisfaction. 
· Funding delays contribute to longer DUED and waiting times.
· Further engagement with commissioners is key in making early intervention available to all young people with ED.  

Part 2: Quality impact: outcomes

The FREED service includes a rapid screening and assessment protocol, which aims for patients to complete their assessment and start treatment within 1 month of referral. Once assessed, patients are rapidly allocated to an evidence-based treatment including individual therapy and guided online or manualised self-help interventions. 

Development and implementation of the FREED service was managed by a working group within the ED team, which included senior staff members, a dedicated psychologist and research worker. During the pilot stage, FREED patients were screened, assessed and treated primarily by this working group. The integration phase followed, during which administrative and clinical responsibilities of the FREED service were transferred across the wider clinical team. Processes that facilitated this transition include: team training days, standing agenda item in weekly team meeting, and development of protocols which act as a ‘tool kit’ for staff. Changes to service procedures were regularly evaluated and adjusted through update meetings and monitoring of balancing measures (i.e., waiting times for non-FREED patients). 

Our tests of change include process measures (i.e., waiting times) and clinical outcomes (i.e., ED psychopathology). We also elicited patients’ and carers experience through questionnaires and interviews. 

Primary and secondary data used to demonstrate impact on quality

Primary data 
FREED data were matched (on age and illness duration) to previous 2 year audit data.
· DUED: length of time between ED onset and the date patients attended their assessment. 
· Waiting times for assessment and treatment: time period from GP referral to the date patients attended for their assessment and first treatment session.
Secondary outcomes
· Engagement: treatment up-take and drop-out rates (i.e. treatment discontinued against clinician recommendations) compared to existing literature.
· Clinical measures: ED and other mental health outcomes were measured at start of treatment, 3 months and 6 months (12 months still to be collected). 
· Patient satisfaction and experience: evaluated via questionnaires and semi-structured interviews.
a) Adjustments to outcome measures: originally our main focus was on clinical outcomes (i.e. ED psychopathology). However, due to project time constraints the primary focus was redirected to DUED and waiting times. Exploration of clinical outcomes is ongoing.

b) Source of data and how easy it was to access: 
· FREED data: collected by research worker with high rates of completion.
· Audit data: some issues related to inconsistencies in record keeping.
c) Validity and reliability of the data: The FREED data relating to DUED and waiting times are valid and reliable; dates of referrals, assessment and treatment were recorded accurately throughout the study. ED onset was determined with a retrospective life chart with anchors, an approach that has been validated in other studies. All questionnaires used to assess clinical outcomes are validated. In regards to the audit data, inconsistencies in record keeping are likely to have somewhat impeded its validity and reliability.

d) Baseline data quality: 30% (62/201) of referred patients between the age of 18-25 were eligible for FREED (compared to 25% in the matched audit data) and 60 were recruited 


See appendix 2 for a CONSORT diagram with a detailed account of patient flow and analyses. Appendix 3 gives baseline demographic information.


Primary outcomes (excludes 9 FREED pilot cases, n=51)
The FREED service reduced DUED in comparison to both audit data and published data (DUED  of 1.8 and 2.1 years) [2, 3]. This improvement was even more pronounced in those with immediate funding (<1 week).

	
	Matched audit data (N=89)
	FREED cohort (N=51)
	FREED – immediate funding (n=14)
	FREED – delayed funding (n=37)

	DUED
	16 months
	15 months
	12 months
	16 months

	Wait for assessment
	10.0 weeks
	6.4 weeks**
	3.7 weeks
	7.5 weeks

	Wait for treatment
	19.8 weeks
	9.6 weeks**
	6.2 weeks
	10.9 weeks


** p < .001

Secondary Outcomes (entire FREED cohort included, N=60)

Treatment uptake and drop-out
FREED had 100% treatment up-take (i.e. all patients who were offered treatment started it), which is higher than rates reported elsewhere (e.g., 87%) [4]. 15% of FREED patients dropped out of treatment (9/60), this is lower than previously reported rates of between 20 – 43.7% [4, 5]. 

Clinical outcomes
We measured clinical outcomes at the start of treatment, at 3 months and at 6 months (12 month data still to be collected). At baseline 17% (9/53) had an EDE-Q global score < 2.8 below the clinical cut-off. This rose to 38% (11/29) at 3 months and 56% (9/16) at 6 months follow up. Moreover, we observed improvements in scores on measures of general psychopathology with large effect sizes. 

	
	Start
M(SD) n=53
	3-months
M(SD) n=29
	6-months
M(SD) n=16
	Effect size (d) start – 6months 

	EDE-Q global score
	4.05 (1.29)
	3.12 (1.36)
	2.41 (1.25)
	1.29

	DASS-depression
	11.69 (5.58)
	8.62 (6.13)
	5.62 (3.83)
	1.29

	DASS-anxiety
	8.38 (4.98)
	5.96 (5.06) 
	5.00 (4.47)
	0.71

	DASS-stress
	12.04 (5.32)
	9.89 (6.17)
	8.00 (4.60)
	0.81

	CORE-10
	19.58 (7.99)
	15.96 (6.62)
	12.69 (4.84)
	1.07

	WASA
	20.25 (9.52)
	17.64 (9.38)
	12.69 (4.84)
	1.05

	CIA
	38.43 (11.89)
	30.78 (16.30)
	22.31 (12.30)
	1.33

	LEE
	15.54 (11.91)
	14.33 (9.76)
	10.60 (6.03)
	0.55


Cut-off scores: Eating Disorder Examination – questionnaire (EDE-Q: >2.80 clinical severity; 21 item Depression, Anxiety and Stress Scale (DASS-21) depression 11-13 severe, 7-10 moderate, 5-6 mild; anxiety 8-9 severe, 6-7 moderate, 4-5 mild; stress 13-16 severe, 10-12 moderate, 8-9 mild; 10 item Clinical Outcomes in Routine Evaluation (CORE-10): >20 moderate-severe, 16-20 moderate, 11-15 mild, <11 non-clinical; Work and Social Adjustment Scale (WASA): >20 moderate-severe, 10-20 moderate, <10 non-clinical; Clinical Impairment Assessment (CIA): >16 ED case status; Level of Expressed Emotion (LEE) scale: no clinical score ranges available at present.

Preliminary analyses suggest that FREED helps AN patients (with BMI at assessment < 18.5kg/m2) improve weight.
 
	
	Start of treatment
M (SD) n=22
	3-months 
M (SD) n=15
	6-months 
M (SD) n=8

	Weight (kg)
	45.13 (4.89)
	46.13 (5.19)
	48.06 (5.04)

	BMI (kg/m2)
	16.26 (1.62)
	16.40 (1.17)
	17.30 (1.47)



Patient satisfaction and experience
Average satisfaction with waiting times was 9.08 (n=17) and for the process of starting treatment was 9.15 (n=16) (0 ‘unsatisfactory’ to 10 ‘highly satisfactory’).

Quotes from interviews with FREED patients and carers highlight the importance of reduced waiting times and funding difficulties:
· “the referral process is really good… that it’s so quick”
· “it’s been good and helpful because she could have been still waiting and her situation could have been worse”
· “had my mum not called the commissioners up and said what’s happening they wouldn’t have put it through… they were sitting on it… and that day we got an email saying I had funding and could start treatment… its only because of my mum’s persistence… that’s a flaw in the system’   

Impact against original intended outcomes  

The FREED service has demonstrated a positive impact on the quality of patient experience and patient safety throughout the treatment journey - from referral to clinical outcomes. DUED was reduced by approximately 1 month (4 months when no funding delays). On average, a FREED patient waited almost 40% less time for an assessment (63% when no funding issues) and waiting time for treatment was more than halved (69% when no funding issues). Patient engagement with the FREED service was excellent: there was a 100% up-take of treatment (compared to rates of 87% reported elsewhere [4]) and drop-out rates were reduced by 25-35% (when comparing to previously published rates [4, 5]). Clinically significant reductions in psychopathology were observed across treatment on a range of psychometric measures (ED and general psychopathology). Crucially, at the 6 month point, the average score on the EDE-Q (the most widely used scale for ED psychopathology) was below the clinical cut off. Moreover, patients reported very high rates of satisfaction with the service.       


Part 3: Cost impact

Key cost measures and our understanding of the financial impact of the project 
Our key cost measure is the specialist eating disorders unit service utilisation cost of patients participating in FREED. 

Service Utilisation Costs
We will be able to conduct a full analysis of the service utilisation costs after all FREED participants have completed their follow-up (i.e. 31st of August 2016). We will then have full data on specialist eating disorder unit (EDU) service utilisation (including number of treatment sessions attended, proportion of patients needing in-patient or day-care treatment) and will be able to compare this information against previous patient cohorts (audit data, clinical trial data) from our service. We will also be able to break down this information for different diagnostic groups (anorexia or bulimia nervosa). 

We expect the number of treatment sessions attended to be similar or slightly higher in FREED than in comparison data, given better treatment uptake and lower treatment drop-out in this group. However, higher costs due to better session attendance might be offset by somewhat shorter treatments due to earlier recovery. To date 5 patients have completed treatment and these have averaged 20 treatment sessions.

How we estimated the cost of existing pathways / packages of care  
Care options provided by the EDU are outlined in the Specialist Service directory of the South London and Maudsley NHS Trust (https://www.national.slam.nhs.uk/). Costs for these are as follows: clinical assessment: £355, outpatient sessions: £150, days in day-care £265 or days in in-patient treatment £491. These will form the basis for our cost-estimates. 

Limitations 
These costs do not include any patient visits to primary care during the study period or any other medical treatments/appointments that patients may have had. 

How we have calculated the cost of the FREED intervention 
The cost of the FREED intervention will combine the cost for the project lead funded by the Health Foundation (0.8 band 7 clinical psychologist; £42,544), the training costs for the Eating Disorders Team (including cost of trainers and team attendance for 1.5 days; total £ 9,300) and any excess treatment costs incurred by FREED patients over and above usual treatment costs by patients seen usually in our service. 

Assuming that excess treatment costs are minimal or non-existent, the cost of setting up and running FREED per patient is: £864.

Limitations
We have not included the additional time given by project team members to the project, because most of this has focused on evaluation aspects of the project, report writing and preparing for Scaling Up, which are not FREED intervention costs.  

We have not included broader illness related costs, e.g. buying binge foods, costs of laxatives. We also have not included societal costs e.g. due to patients’ reduced productivity or lost earnings (patient or family members, e.g. because of appointments attended or sickness leave).

Accounting for implementation costs
These costs are listed above under the costs of the Shine intervention. 

[bookmark: _GoBack]Demonstration of cash-releasing saving from our project?  
N/A 


Part 4: Learning from the project

Achievements
To summarise overall, we achieved more than expected in this project in a number of areas. The project was set up and started on time and has run to expected time lines. As evidenced in Part 2, extremely positive improvements in quality of care, including reductions in DUED and waiting times, improvements in clinical outcomes and high levels of patient and carer satisfaction have been achieved. We were encouraged FREED did not lead to an increased assessment waiting list for Non-FREED patients, due to the additional SHINE funding.  Due to the success of FREED, the department has expanded to reduce overall waiting times for all patients.  In response to the project, we have updated service protocols and processes. Hugely important, the early success of the project has changed the commissioning structures of two boroughs to significantly speed up access to care and remove barriers to care. These improvements gave the team the confidence and data to apply for the Shine Scaling Up award. The project has also generated substantial excitement, both from peers within the field (invited to speak at conferences) and the media (Appendix 1).
Aspects that contributed to achievements include a good skill set mix within the core project team and being embedded within a team that is motivated, enthusiastic and research/ quality improvement ready; financial support and encouragement from Jane Hannon, Head of Pathways for Specialist Care within the Trust and support from Richard Edgeworth of Springfield Consultancy. More broadly, we are fortunate to be based in an NHS Trust that is forward thinking and innovative. A national focus on waiting times in Eating Disorder Services also highlighted the relevance of the project.

Challenges

The most significant and on-going challenge of the project is frequent changes and delays in commissioning based funding panels. At the beginning of the project we invited commissioners and GPs to an open day designed to launch the project, but none came. However, Project Lead, Danielle Glennon has worked tirelessly to engage commissioners, utilising positive media coverage and we are very pleased that two commissioning groups have streamlined their processes as a result. 

We have encountered challenges in implementing changes to existing service administration processes including referral screening, assessment booking procedures and allocation of patients. We also recruited somewhat fewer patients than originally estimated; however, on analysis of previous audit data initial recruitment estimates were inflated.  

As described in Part 2, a further challenge has been inconsistency in previous record keeping which has impacted on the retrospective audit data required for the comparison with the FREED data.

Specific learning on introducing and sustaining innovation in the NHS

Patients and carers were essential to highlight the value of FREED and we involved them at all stages (regular feedback; included in media events; Open days). To sustain FREED at a team level, we focused on regular team days, incorporating FREED into team life (sharing responsibilities, regular agenda item at meetings, FREED newsletter) and celebrating successes together and involving team in mini projects (e.g. development of social media guide). 

To introduce and sustain at broader NHS level, we are developing a FREED service toolkit, including clear flowcharts, which make it easy for all to work with. We networked at Health Foundation Events and specific conferences. Finally we drew on learning from other fields (e.g. early intervention in psychosis).

Advice for a similar project

Key advice would be to keep the project manageable, and select a realistic goal. If it’s successful, this can be built on. Process based goals maybe more appropriate for fixed, short time periods. Attempt to involve commissioners from the beginning of the process. A weekly meeting with the core team was essential to ensure efficiency, clear planning and communication. Project ‘champions’ encouraged and supported the development and embedding of FREED. It is vital to have the direct care team and senior management staff on board with the project. This is a valuable learning opportunity, be open to new ideas and people and record all ideas and reflections. 

Finally, we shifted the focus from clinical measures to process measures as a result of the short time frame of the project. This gave us very ‘real and relevant’ high impact data which were easy to share with commissioners and the media.
 







Part 5:  Plans for sustainability and spread

FREED has been embedded in the service successfully and will continue within the service as a care pathway for young people aged 18-25 years old.  New administration systems have been put in place, and much work has gone on with commissioners to try and streamline the referral process.   The Trust have been impressed with the success of FREED and have supported our service to employ a further four members of the psychology team, therefore meaning that time can continue to be dedicated to FREED, and that other ‘non-FREED’ patients will also benefit from reduced waiting times..  

The weekly referrals meeting will continue to ensure that FREED patients are captured.  FREED champion in the department will continue and FREED patients will continue to be discussed and allocated within the weekly MDT meeting. Protected assessment slots for FREED patients will continue within the department.

In addition the FREED project has benefited non-FREED patients in that the social media guide and nutrition guide that have been compiled as part of FREED are available to all our patients.

We have made an application for The Health Foundations Scaling Up Project and are successfully through to the second round of the application. Our aim is to complete our toolkit and spread our innovation to other eating disorder services around the country using e.g. the Royal College of Psychiatrists Eating Disorders Faculty and the associated Eating Disorders Quality network (QED).  We are also going to be making an application to the Health Foundation for Spreading Improvement funding, where we hope to put together an interactive website with video’s for young adults, carer’s, GP’s and commissioners to provide psycho-education to help shorten the length of untreated illness.  

We have had much external interest from the media (see Appendix 1), and several other services are interested in adopting our care pathway for 18-25 year olds to reduce the length of untreated illness.  Also through the media interest two of our seven commissioners have come on board with providing quick decisions for funding.  Our aim is to continue the work with commissioners and we will have a meeting with all our seven commissioners (covering a local population of 2 million people) in November to discuss and agree a FREED care pathway using the evidence from this project.

Our team are also going to be presenting FREED at the Royal College of Psychiatrists’ Eating Disorder Faculty Annual Scientific Meeting in November 2015 and at the London Eating Disorders International Conference (EDIC) in March 2016.  We have been shortlisted for The Royal College of Psychiatrists Psychiatric Team of the Year due to our innovations.   FREED has also be named in NHS-England’s Commission Guide for Eating Disorders for Child and Adolescent Services as a model of best practice.  


Appendix 1: Resources from the project

Please attach any leaflets, posters, presentations, media coverage, blogs etc you feel would be beneficial to share with others

Overview
· Leaflets and resources
· FREED launch day invitation
· FREED tool kit (contents page)
· Posters
· Presentations
· Invited plenary talk presentation on FREED at the Royal College of Psychiatrists Eating Disorders Faculty Annual Scientific Meeting, London, Nov 2015.
· Invited workshop presentation on FREED at the Eating Disorders International Conference, London March 2016. 
· Media coverage
· Mentioned in an article in the Guardian (14th June 2015)
· Feature article in the Guardian (21st June 2015)
· Mentioned in an article in the Independent (21st June 2015)
· Interview with Prof Schmidt and a FREED patient on BBC Radio 4 Woman’s Hour (29th June 2015)
· Interview with Dr Mountford on the Heath Today Radio program on (22nd July 2015)
· The FREED service was cited as an example of best practice in NHS report on Eating Disorder Service (July 2015)
· Mentioned in SLaM newsletter (August 2015)






Leaflets
FREED launch day invitation
[image: ]


FREED toolkit
Contents
Part I – Introduction to early intervention

Part II – Rationale for early intervention in eating disorders

Part III – Patients perspective
· Case stories

Part IV – Carers perspective
· Case stories

Part V – Clinician perspective & guide
· Staff stories working on FREED
· Guide to working with FREED patients & their carers

Part VI – Service Components
· Processes and timelines
· Health systems (i.e. the NHS, private treatment etc)
· Setting up the FREED service
· Operational changes (e.g. FREED champions) 
· Assessment
· Treatment
· Tips for administrators
· Impact on other aspects of service
· Adolescent perspective/transitions

Part VII – Commissioners Guide

Part VIII – Health Economics

Part IX – Resources for service users
· Social media information booklet
· Dietetic information booklet
· Preparing for university focus groups

Part X – New technologies

Part XI – Learning, sustaining & dissemination
· Website

Part XII – Conclusion & appendices

Posters
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Media Coverage
Mentioned in an article in the Guardian (14th June 2015)
http://www.theguardian.com/society/2015/jun/14/eating-disorders-long-waits-nhs-treatment-lives-risk 
[image: ]
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[image: ]Article in the Guardian (21st June 2015)
http://www.theguardian.com/society/2015/jun/21/eating-disorders-nhs-trial-anorexia-bulemia
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Mentioned in an article in the Independent (21st June 2015)
http://www.independent.co.uk/voices/comment/i-spent-six-years-trying-to-recover-from-the-bulimia-i-developed-as-a-fifteen-year-old--with-earlier-intervention-it-all-could-have-been-avoided-10372373.html 
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Interview with Prof Schmidt and a FREED patient on BBC Radio 4 Woman’s Hour (29th June 2015)
http://www.bbc.co.uk/programmes/b0607w1l
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Interview with Dr Mountford on the Heath Today Radio program on (22nd July 2015)

http://www.nhs.uk/Conditions/health-today-radio/Pages/welcome.aspx


The FREED service was cited as an example of best practice in NHS report on Eating Disorder Service (July 2015) 
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Mentioned in SLaM newsletter (August 2015)
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Appendix 2 – CONSORT diagram
 (
Patients between age 18 - 25 assessed during study period 
(n=201)
)

 (
Treatment outcome analysis (n=
60
):
Baseline assessment: completed (n=5
3
), awaiting
 (n=4), did not complete (n=3; 1
 
missing
, 
1 drop-out, 
1 moved out of area)
3month assessment: completed (n=29), awaiting (n=17), did not complete (n=14; 9 
drop-out
, 3 moved out of area)
6month assessment: completed (n=16), awaiting (n=32), did not complete (n=12; 9 
drop-out
, 3 moved out of area)
)
:
) (
Excluded (n=141), with r
easons: 
-
 Aged 18-25 but 
ED history > 3 years (n=95)
- 
Atypical
 ED/comorbid diagnosis
 (n=8)
- 
Funding not approved (n=3)
- No further contact
 (n=29)
- Other (n=6
)
) (
DU
ED & waiting time analysis (n=51
)
:
) (
Funding delays (i.e
. > 1 week) for assessment (n=37
)
) (
Excluded (n=2), with reasons:
-
 moved out of area prior to assessment (n=1)
- 
no
 further contact (n=1)
) (
Met inclusion criteria for FREED (age 18-25 and illness duration < 3 years) (n=62)
) (
FREED cohort (n=60
)
) (
FREED pilot cases 
(
referred prior to start of study
,
 assessed during the study period
) 
(n=9)
) (
Immediate funding (i.e. < 1
 
week) for assessment (n=14)
) (
Trea
tment Uptake and Adherence (n=60
):
Offered Treatment following assessment: n=
60
Took up treatment: n=
60 (in-patient n =1, outpatient=
5
9
)
Completed treatment n=5
Dropped out from treatment: n=9
 
Moved out of area n=5
Curr
ently still in treatment: n=41
)

Appendix 3 – Baseline demographic information

	
	Audit data (n=89)
	FREED cohort (n=60)
	FREED with immediate funding (n=14)
	FREED with funding delays (n=37)

	Age on referral
	20.47 (1.99)
	20.39 (2.42)
	21.33 (3.05)
	20.37 (2.27)

	Gender (F:M)
	87:2
	58:2
	13:1
	36:1

	Diagnosis
	

	
	AN-restrictive
	28 (32%)
	19 (32%)
	5 (36%)
	10 (27%)

	
	AN-binge/purge
	5 (6%)
	5 (8%)
	-
	5 (13%)

	
	BN-purging
	23 (26%)
	16 (27%)
	4 (29%)
	11 (30%)

	
	BN-non purging
	2 (2%)
	3 (5%)
	1 (7%)
	1 (3%)

	
	BED
	4 (4%)
	1 (2%)
	-
	-

	
	EDNOS-AN
	17 (19%)
	8 (13%)
	3 (21%)
	5 (13%)

	
	EDNOS-BN
	6 (7%)
	6 (10%)
	-
	4 (11%)

	
	EDNOS-other
	4 (4%)
	2 (3%)
	1 (7%)
	1 (3%)
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Eating disorder patients' lives at risk due to long
‘waits for NHS treatment

Oversetched specliss
years mean those untreated

T

Deats Campbell Heaith correspondent

0000006

‘The lives of people seriously ll with eating disorders are being put at risk because:
they have to wait up to thee yearsfor NHS reatment.

‘Experts war that specialst servicesare struggling to cope witha growing
caseload and are so overstretched they have o prioritis patients with anorexia,
because ey are at greatestrisk, ahead of those with bulia - even though thelr
‘condition i serously affecting theirives.

Patients forced to endure long delays e at greaterrsk o serious damage totheir
health becaus it deteriorates whilethey are waiting. They also have a smaller
chance of making a full ecovery.

‘Some people wait solong they are forced to pay forhelp prvately or get help
abroad - in South Afica, the US and elsewhere - o ackle conditions that have
the highest mortalty rate of any metal illness.

‘Being on a waiting list is pretty toxic ... Anorexics lose more
‘weight; bulimics can binge and vomit more frequently

Utnke Schmidt

[09]

Paychiaiss who'reat people with eating disorders - often gisand young.
Women - sy NS services ae s nadequatethat insome lacespatents whosre
very unwll havetolose more welght to qualiyf treatment.

“Certain services only see people when they reach a cerain level ofseveriy with
thelreating disorder. People might be tod that thelr welght st low enoughto
be seen, tht they need to get sicker o get seen,” said Ulike Schmidt, rofessor o
eating disorders at King's Colege London. “I’s paradoxica. s hortble for
patients tobe told that you have to get worse before you get any speciast help.
‘That'ssoul-destroying and very rightening.

“Aduls with eating disorders do often wat a long time; that can be more than six
months.”

‘Schmidt, one of the NHS's leading specialistssaid that atthe south London and.
‘Maudsley NHS mental healthtrust where she works: “We try to rioriise those.
‘eople who have anorexia nervosa, who really are very,very severely il (and] are
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atisk of dying or coming to serious medical harm.

“That means that people who aren't at thatleve,including people who have
quite severe eating disorders, such as bulimia nervosa or binge eating disorder,
they really have to wait along time. People with bulimia can st o the wating
st for months,

“Being ona waiting st i pretty toxic. Theirsymptoms worsen. Anorexics lose
‘more weight; bulimics can binge and vomit more frequently. And people offered
treatment aftera delay of several months may not engage with the treatmen,
perhaps because they have switched into a degree of learmed helplessness.”

Loma Gamer,the interim chief executive of Beat,the cating disorders charky,
Said: “Long waitsare relatively common among people with eating disorders, and
insome cases they can be life-threatening. One in 10 people with anorexia wil
die prematurely cither through sicide ororgan falure. Soif there’s 3 delay in
treating them, that increases the iskof premature death.”

‘Howgotback from anorexta

Beatis receiving more critcal call fom people who have been unable to gt help
from the NHS “We often hear of people having to wait one, two and sometimes
three years for therapy treatment.”

Recent Beat research involving 435 eating disorder patients found that 41%
waited more than six months after being diagnosed to start treatment, while 19%
waited more than a year.

Norman Lamb, the former minister for care and support,said: “These wits are
intolerable. Justas with cancer, s ust a imporant tospeed-up access to eating
disorders treatment. Both sets of patients deteriorate f they don'tget ealy
treatment.

The NS necded o tra and ire more peychiaists "o eradicatethisappalling
pracice of people being td in efect that they need togo sway and gt sicker
and then we might hlp you", he added.

Meanwhile,Dr Carolyn Nahman,aspecilist and spokesoman fo the Royal
Calloge of Pychiarss, sid the halthof childen witheating disoders
destabilsed much moce quickly than that of adults

‘The shortage ofresources meansn some plces  very underweight chld with
body massindexf about 15 15 deemed not thin enough toget care

Nabiman s “When they dom't et treatment uicky, the sk of sudden death
Stansincreaing. A waiing s i the same a5 welght o st Whilesomeone s
watin fos trtimen,they generaly contine toose weight and that can be
dangerous A thei ealth detrirates the sk of collapse or cardiac evrt, or
iskof a sudden deat, orotherrisk asociated with starvatin,sarts increasing
and this mental heslth deteioates significanty, oo

D Max Permberto, a specils peychiaist i London, wote i the Daily Mail
eaer his month that “inth eating disorder service where 1 work there 3 o>
‘yearwatfor peychotherapy. My collagues and I are distaught”,

()

Thave been waiting for therapy for 13 months and itis
predicted to take another six until 1am top of the list
Anoaymous

®9)

Parmnts senking el for 1 hildwith an eatin disoror ond n fesling
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“frustation but alsg worry and fear”, said Garmer. “You have this sense of
disempowerment and that there’s nowhere to g0 to gt help,” she said. “You
know there’s a service, but you can't access i, o not s soon as you need to,
because you have this idiculous merry-go-round of constant referal to one place
and then anothe before you get o seethe eating disorder specilit. And while
that's happening, the person's health i deterioating, That's also awful orthe
child, who needs help.

‘The Department of Health said it was tackling historical problems in eating
disorders provision: “For years, servicesthat treat people with cating disorders
bave suffered from underinvestment and haven't been prioitsed by the NHS. We.
are putting tisright. We are investing an additional £150m to mprove the way
these services work, with new money this year. And for the firs time i the
history ofthe NHS, we are introducing new targets so that patients have the same
uarantees about treatment times they would fora physical condition.

‘The DH sid it wold honour  commitment first made by Lamb to introduce a
‘maximum waiting ime for people with an eating disorder. It will b introduced
next year, the spokeswoman sad.

Crlesforhelp
‘The following accounts are examples of people who ang the Beat helpline with
their experiences of waiting for NHS treatment

©6 My daughter suffred age 1214, had four sood years then relapsed
spectacularly when moving to universiy and was made to wait 10 months to
getany help, which she had asked for and wanted. It was  nightmare to w
as he deteiorated, and when she go o treatment it was aready entrenched
‘and she was more resistant to change. The impact of the por treatment when
she was 12-13 years old as an inpatient males herreluctant to trus treatment
again

©8 1 have been waitingfor therapy for 13 months and it i predicted to take
another six il am top o the It

@6 nitilly, we were booked intoseethe specialist consultant for mch later
Late. However, my mum was very persistent and luckily a cancellaton meant
that an appointment becare available within a week. Had I not been abl to
see the consultant that week, 1 may not have survived.

©6 My daughter's been llalong time - snce she was 18 and she’s now 26. She's
been in hospita nearly 70 miles from home for 21 months and the previous
year was in foreight months and has been under section for much of that .
‘Had she had earlier speciais intervention, she might not be where she is now.
el traumatised by that period and how things were handled. Financialy,
ie's been a real strain. I'vespent thousands of pounds on petrol and parking

©6 1was not referred for specilist treatment until tree years
diggnosed because  was tol there was o specialit servic n the area. I was
justprescrbed antidepressants. 1 only gt specialis reatment when I moved to
another area

ter 1 was

“Tuwasn't thin enough toget NEIS care’





image9.png
#8 www-theguardian-com. pdf - Adobe Reader,

Sign | Commer,

‘Sought nelp from the NHS when she Rad a relapse ta 2012. But after
‘waiting 10 months for an appointment and being refused treatment, she
‘paid for private care. Now 26, she Is stable and works for an education
charty. She lives in Wimbledon, south-west Loadon.

s ———
P
e

“Ihave never been able toaccess the NHS system due toastronomical walting
listsand my own health not meeting the crtera, despite it being a dsabling.
condition.

“In December 2012, 1 went to my GP and asked If1 could get some help because |
was realy struggling. She put a referal letter n forme staight away.

“Over the course of 2013, things got increasingly and sgnificantly worse -
especiallyin terms of my mental health. 1 felt partiularly vlnerable because my
job got buster and more stressful. 1 was aware that 'd heard nothing back from
the referal. It was about Apel when I started chasing it.

“By the time it got to July, 1 had a bit of a breakdown. 1 felt emotionally very
‘unstable and 1 was fixating on the numbers on the sales. As wella starving.
myself 1 was exercising a ot more and using laxatives and dietpill. 1 ang my GP
tochase what was going on, but  had kind of started giving up on ever gettng an
appointment, 1 have a really bellant GP, but there was nothing she could do It
was very frustaating.

“Having fought o ge help over quite a long period of time, 1 was losing the will
toget help with my eating disorder. Fnally, in September 1 was told  could have
an appointment n mid-October. By thattime, 1 had waited nearly a year to gt
‘my appointment; my health had deteriorated and I had lost more welght. The
insupportable reason is that with mental health thereis o maximum waiting
tme as with other areas of NHS care.

“Ihad the assessment but afterwards 1 was told 1 didst meet thereally sict
criterta for treatment. The ritera includes thingslke ‘system or organ failure’,
‘which obviously 1 didm’t have. Everyone knows early itervention s both cost-
effective and saves lives, o 's completely contradictory that they are working
offthis model i this day and age. The system s so complicated.

“It ol ke it was a case of not being ll enough, not being thin enough’, and if
‘you tell someone with an eating disorder that they don't it thecriteia, what's
going tohappen? So by the time of the followup appointment n November, had.
ot even more welght but 1 sl wasn'tgiven treatmen. After Chrstmas, 1 got
really unwell again and 1 ended up in ASE in January.

“My parents stepped in and paid fo pivate treatment. We came to the
‘conclusion tha the NHS wastt going to help. For 14 months, [ had outpatient
help. 2w therapist once a week and a dietician fortnightly. The therapist was
a trainee, which helped keep costs down as she only charged £25 per session. The
dietician was £105 per appointment, 1 was lucky they were abl to support me;
noteveryone has this option.

“By thetime ! started this outpatient treatment, 'd had an eating disorder for 14
‘yeats. Why was it necessaryto pay foc help pivately when ! had a chronic
‘condition? It would be different f they were trating a physcal isve like
aiabetes o asthma.

“Why do we pay our taxes, which g0 to fund the NHS, only toget denied
treatment when we realy need it?”

—_— — —
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Eating disonters
NHS trial ‘transforms live
bulimia sufferers

of young anorexiaand

ie-month rialled by Kig's Colege London shows tht speeding up reatment o eating
sorders hasa wide range ofberefis

I
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Deats Campbell Health correspondent
ooy 1 205 236607

006000

292

“1fyou have a child with cancer, you wouldst wait until they had reached stage
four cancer before stating treatment. s no diffeent with an eating disorder,
because ifyou delay treatment, then theiliess becomes more ingrained and
‘more cifficult o reat.”

Ulike Schimid, professorof eating disordersat King’s College London (KCL),is
explaining why she and a team of medical personnel have begun helping young
adults suffring from anorexta and bulimia tostart speclalst treatment within
‘weeks rather than the months of delay thatare so common across the NHS. The
st episode and rapid earlyintervention for eating disorders (Freed) tral has
only been going for nine months but has sofar given patients - mainly young.
‘Women - access o vital treatment n an average of 33 days rather than the usual
time ofbetween four and eight months.
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lo0|
It's unusual to find eating disorders sufferers who take part

in treatment as willingly - parents are utterly delighted
Prof Ulrike Schmidt

[09]

s initial esults show that cutting long waiting times makes patients much more
likely o engage with the treatment; reduces the high dropout rate from such
care; hlps patients recover more quickly than normal; and i hugely appreciated
by patients and their pareats. Although only 45 patients have so fa benefitted
from this innovative appraach at the South London and Maudsley (Sham) NES
foundation trust, it has the potential o elp end what Schmidt callsintolerable
waitsfor urgent treatment.

“We have transformed the care and livs ofthese young people. We can already
see thatthis is relly making adifference,” said Schmidt. “People’s recovery s
brought forward so mach, patients actually engage intreatment - s unusul to
find eating disorders sufferers who take part i treatment a willngly - and
parents are utterly delghted. Eating disorders re such a burden on families, in
‘which every meal i battle and you worry thatyous child might drop dead
because of the sudden death associated with anoresia,that parentsare very glad
tohave such expert help so early and tobe so ivolved.”

10 most eating disorder services, up o 40%of patients drop out for complex
psychological reasons, and therisk ofthat happening ishigher the longer they
Bave to wait to start. Dropout used tobe 30% from Slam’s eating disorders
service itis down o 13% among Freed patients.

Funded by a £75,000 grant from the Health Foundation chariy, Freed offers
Speedy reatment to 18- 10 25-year-olds whose anorexa o bulimia has begun
within the past three years. It s delivered by Schmidt,a psychiatrs, two clinical
poychologists and two nurses

10 vital togetin there and tackle an eating disorder a eadly as possble. That's
what we're trying to do. People with longer llnesses have structural and
functional changes in the brain so that the brain can appear shrunken. The longer
starvation goes on, the more it makes behavioural pattems relating to ating,
habits more ingrained. This can cause extreme fluctuation in bood salts that lead
t0fits and also high levels of stress hormones that can be toxic o the brain.”
‘Rapid treatment was partculary important for anorexics - bout half Freed's
caseload - because their health could deteriorate the most sharply without
specalit help.

Preliminary analyses by the Freed team suggested thatits early intervention
elped patients with anorexta normalise weight more rapidly compared with
patients from a clinicaltrial undertaken n Slar's eating disorders sevice, where
patients had to wait for treatment, sid Schmidt. “The numbers are, s yt, small
butitlookslike Freed patients achieved full weight recovery a sx months ater
Strting treatment, whereas the patientsin the clinical tral had not quite caught
upat 12 months” she added.

Prof SieSimon Wessely, presdent ofthe Royal Callege of Pychiatrists, welcomed
Freed's early results, which could ultimately speed up eating disordr treatment
across the NHS. “Thisis an important plot nitative which acknowledges that
tme is of the essence when treating young people with eating disorders. tisa
‘novel service buit around the patient,rather than expecting patients and thelr
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patients had
butitlookslike Freed patie
hereas the patients in the clinica tral b
dded.

Families o it into the service. It s a model of good practice that should be made
widely available soother young people can benefit beyond south London,” he

Wessely, who's alsoa professorat KCL and an honorary
consultant at lam, added: “The weight lossand starvation
that comes with severe eating disorder have serious physical
effects, including on brain development, which can reduce the
chance of recovery. So preventing this from happening is
major priotiy.”

L] Recent research by Bea, the ating disorders charty, found
that 415 ofpatients had to wait more than sx months to get iagnosed and start
treatment, and 1% at least a year. Loma Gamer, Beat's nterim chief executive,
urged ministers ointroduce maximurm waiting times forreatment, given those:
already existfor patients awaiting planned carein hospitalfor physical health.
problems.

“While there s  powerfully enforced 18-week walting ime targetfor physical
ealth, with financial and poitcal incentives and penaltis, there s nosuch
‘guarantee for mental health conditions. Mental health conditions are no less
Serious than physical ones, Why should't they receive the same pricrty?* Garmer
said.
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ars trying to recover from the bulimia I
developed as a fifteen year old - with earlier

intervention it all could have been avoided
‘Mental health among young people has never been of greater importance

Mental halh s aneof the biggest problem fcin young pecple in
he UK today. Bt accordin o former Health Miitor Pasl
‘Brstow,under MichaslGove student welfare st wasn' seen as
the Dopartment o Educaton's “core busines” andinstead, Gove
quietly downgraded the mportance of mentalhesth i scbok.

I anatic publishd by The Guardian, Burstow aseuses the
former Secretay of Sate for Education f a lack ofnterest i
chiires heslth and wellbeng, offaiin toequip schoos nd
teachers todenty thoe in need, and even of disbanding a team of
offcls eading on mental bealth nedacatin. If the report s
correct then Gore s gulty of an atttude symptomatic o our
approach towards mental heaklyinthis county.

i e whichfgnore the ct ht on i e voung pcgle
nthe UR b  restale sl s, o oy one
rcevs e, Ove h et e o, the NES o repoted
ot the b o hiden s 10-14 st o bospalin
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‘England for sol-harm i at a fve-year bigh, i cating diorder

three.

Sedly i this same aittode that s condeming an entie
seneration o2 fetime of misery, by ignringthe mportance of
early reatment. When it comes toeaing disoders inpartclar,the
Iattr hasbeen sapported by arecent tudy at King's Colege
London. Thei recent il showed that catting walting times made.
patintsfa mre kel toengage with the treatment, reduced the
high dropout atefrom such care an belped patients recover mre
quickly than ormal. I you have a chld with caner, you wouldn't
‘wai i they had reached stag fur cancer beforestartng.
treatment” says Professo Ulike Schmidr, "I’ o diflerent with an
eating disorder:

[Nt Y—————

T spent s years ryin 1o rcover romthe blimia developed a3
fitcon year od. When st over twostone dring my GCSE and.
my body mas index (BMI) dropped 03 worryin 16 (s ealty BMT
s botwoen 185 10 24.9) it tookaver  year for my schanlto
recognie that T had aneating disorder and  staggering 18 marihs
for me tobe refered to CAMES, the Chid and Adlt Mental Feakth
Services,only for me tobe discharged  few manths ate when |
turned 18 without reforra o anotber servie. At niversity my
bulimiabocame sosevere tha I was force 10 take a year oot during
which ialyreceived te reatment I desperately neoded. Even.
ow, st struggeto mainaina bealth approach to mels and

1fmy chool had inervened earler,  might haveavoided six very
painulyearsof suffering and, if aseparate study condicted by the
Tnsttate fo Fiscal Stadie s anything 10 8o b, 'd lsobe ikely to
arn more and lead a more flfling e The think-tank reprts that
peapie who experionce mental fness n shidbond wil kse mare than
£300,000 cch n oo, o average, dring thee etime, ecsing
the UK ssobilon i st earning over thelas 40 years. I says the
pecple who traggle with psychalogkal problems aschikiren go.n to
‘work ewer hours, earnless money nd, depressingy that were
even s Hicly tomarry.

“There i some good news Nicky Morgan ad the first eve general
debate on mentl beaith nthe Honse of Commons, nd s rying to
ensare tha young people gt the support that s rght for them.
Teachers are being encourage to entify underlying mental heskth
problems, PSHE dasses ar beng extended t nlude mental bealth
25 wel s physical and the cconomic nd hesth beneftsofcarly
ntervention (more ofen than not resalting i preventin) are fnally
being recognised.

More cutsar looming and the pressureson young peopl cotinues
tomount; mentsl ealth among young people has ver boen of
Sreater impartance. We nood o givethem the ight start, and
pririting their menta welbeing i st ne step in the right
direction.
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Professor Cynthia Bulik - AN25K Initiative

Prcrosanervosahas some o th Nighet ot of doah o any eychitic dsease. From an
(ko perepecive, ancr ey seer e nthing et b asting bk, Buthe
‘Gacrde o for mors comple,and expets s g beleved et sating decrers heve s
osnosc camponent. A s g 1 coloct 25 000 DNA samples o poplo whohave
Sufleres o acrekancrdr o ersand whetmakies some pcpl s pracdeposec
0. csting decrdr. 8 LK Chircte's Holb i 0 get 1000 sampls o th poct.
The Prcilo Resaarch ves8eir for ANZSK, Proeseor Cindy Bulk, (ks o Jns sbok
iy she wante sttt mision and what shahopes il acieve.

Anorexia Early Intervention Trial

FREED 1 a phtschemo gt e stngdordor patleds arerthan thoy woukd
Pommlly oo N5 Thel il i show ot by veatng pocle wih ety ierventon,
Suflorers f sncrod o bulimiaaro oo oy tomoko a fastr ecovery. T ot
more, e o Joned by ks Sctwi,Prfos of EatngDisriers tKiga Collgo.
London an one o e teadrs o o schamo,and by ey Jackaon, & parcpantn e

sy,
NS - Eating DisoridorsB.£AT

Rosamund Lupton

Hor st rovel, Siler was o fstast slig by  dobut auorand o 8 0 be modelnio

m string Eml Bt Rosamurd Lupon' kst ler, ot n o acromo andscepe of

Nerthom Aaska oairos 2 werman and e profuncly dof 10yeer okd daugiar g o 04
ut o rth abos e dppesrarce of er husband. Th Qualty of Stenco s ol ram ho
POt ofviow ofboih mothr and daugeras ey svuage f commurialein s doodly
Possa amicement.

Queen of the Desert - Life of Gertrude Bell

The upcoming reease of Weemer orzogs fim Qusen o tho Dosar taring Nk Kman)
Wil sh gt on o ccacrnary o o Gerude Bl Tho fim, based o Coorgina Howels
ograpy. o rown fom s witen axanshely Frovghout Bl i and document her
Bhancimens s hough e el renks ofmlry ieigance an st kgt on e
Rt f Ve, Georgos Fowell ks 10 Jans Gavey about i ra Gorrde Bek.
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Access and Waiting Time Standard for Children and Young People with an Eating Disorder

South London and Maudsley (SLaM) Child Adolescent
Eating Disorders Service

SLaM Child and Adolescent Eating Disorders Service provides community-based eating
disorder assessment, treatment and care for children and young people with severe physical
and psychological problems relating to eating disorders. The service also provides an
intensive day treatment service for children and young people with anorexia nervosa. The
service covers a population of approximately 1.8 million people, which encompasses 7
boroughs in south London. It provides outpatient and day patient care, with the day
programme additionally accessed by children and young people from boroughs in Kent and
Surrey. The service receives 160 new referrals per year and has an active caseload of
approximately 250 children and young people each year.

In 2014, SLaM began a 15 month pilot study in southeast London, to facilitate rapid
assessment and flexible tailored treatment for young adults in the early stages of their
illness. Information on can be found on the SLaM website

The service provides a good example of how CCGs can work collaboratively to commission
services across large geographical areas in order to ensure equal access to a high-quality
service for children and young people in areas with smaller population size, in line with
recommendations in Section 4.2

The impact of this community-based service has been recently audited; data shows that
80% of children and young people receiving this treatment are discharged having recovered
from their eating disorder after an average of 1 year of treatment.

Alongside improved service user outcomes and lowered inpatient admission rates, the
service has demonstrated a strong commitment to training and staff development, in line
with the recommendations outlined in Section 4.3.4. The service aims to share its expertise
through providing team-based training to other community eating disorder services covering
evidence-based treatment modalities (such as eating disorder-focused family therapy, multi-
family therapy, cognitive remediation therapy and CBT) as well as service model
development and delivery.
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First episode and Rapid Early intervention for Eating ca re A
Disorder (FREED) was launched as a pilot study last

September, with the aim of facilitating rapid assessment

and flexible tailored treatment for young adults with

anorexia or bulimia in the early stages of their iliness.

Following nine months of promising resuits, FREED has

been officially launched as a service within our eating The Care Act became law
e ey The act clarifies the right:

Service users and their cai
The initial resuits showed that cutting long waiting times care and support. It aims
makes patients much more likely o engage with the the system easier to navi
treatment; reduces the high dropout rate from such care; 1o help to prevent or dels
helps patiénts recover more quickly than normal; and is need for care and support
hugely appreciated by patients and their parents. people reach crisis point.
SLaM consultant psychiatrist, Dr Ukrike Schmidt said: “We The act sets out new duties
have transformed the care and lives of these young people. staff, particularly care coord
People’s recovery is brought forward so much, patients and those who work with p.
actually engage in treatment — it's unusual to find eating the community.

disorders sufferers who take partin treatment as willingly
and parents are utterly delighted.

“Eating disorders are such a burden on families, in which
every meal i a battle and you worry that your child might
drop dead because of the sudden death assodated with
anorexia, that parents are very glad to have such expert
help 50 early and to be so involved.”
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