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In serious physical disorders, and increasingly in psychiatry, illness stages (from high risk,
through to prodromal, early and late stage illness) are being distinguished, with different
prognostic and treatment implications. Early intervention may help to prevent onset or alter
the course of illness, e.g. through delaying or averting unfavourable outcomes, or through
avoiding disruption in people’s development and associated secondary disabilities. Early
intervention critically depends on early detection of a disorder or its precursors and the

commencement of effective treatment, tailored to the patient’s stage of illness.

In psychiatry, these ideas have most strongly penetrated the psychosis field, where
comprehensive early intervention programs for first episode cases have been introduced. One
key research focus has been the impact of the duration of untreated psychosis (DUP) (i.e.
time from onset to first treatment) on different outcomes. Systematic reviews have shown that
a shorter DUP is associated with better outcomes in relation to symptoms, functional
outcomes and relapse rates. These are robust small to medium sized effects. Recent studies
confirm the enduring impact of DUP even on very long-term term outcomes (> 10 years).
The mechanisms by which DUP asserts its effect on outcome is unclear, but it has been
suggested that DUP might be contributing to a neurodegenerative process. It is so far not
clear what is the critical window of DUP, beyond which poor outcomes invariably occur.
Some outcomes appear to be more sensitive to delayed treatment than others. Questions also
exist regarding the measurement of DUP, both in relation to how best to define onset and end

of DUP.

Despite these open questions, DUP is widely seen as a modifiable, independent risk factor
and this has led to vigorous attempts to reduce DUP through primary care education

campaigns, development of early intervention services for first episode and prodromal cases
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and examination of delays in care-pathways. Several trials have demonstrated that specialised
early intervention services that reduce DUP have better outcomes and greater treatment
satisfaction than standard psychosis care. Evidence regarding early detection services is more

mixed.

Astonishingly, in eating disorders (ED) no parallel developments have occurred. Whilst there
is a sizeable literature on prevention of ED, this has not been married with any attempts to
develop or research early intervention services for patients with first episode or early stage
illness. This article will address the following questions: Why consider early intervention in
ED? How can ‘duration of untreated illness’ be defined and measured in relation to ED?
What are the barriers to early intervention in ED? What might a comprehensive stage-specific

first episode ED service look like?

Why consider early intervention in ED?

Arguments for the utility of illness stages and an early intervention approach in ED were first
examined 10 years ago?, giving this idea cautious support. A recent systematic review
concluded that for anorexia nervosa (AN), there is now considerable evidence to support a
stage model of illness, with evidence of neurobiological progression and some evidence that
stage-matched interventions optimise outcomes. For bulimia nervosa (BN) or binge eating
disorder (BED) the evidence is more limited?. The review suggested that based on available

evidence early stage illness should be defined as an illness duration of < 3 years.

Defining duration of untreated eating disorders (DUED)
Any definition of duration of untreated eating disorders (DUED)?*, needs to consider what

constitutes ‘onset’ and what constitutes ‘treatment’. Standardised and reliable assessment of
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symptom duration and severity is possible via longitudinal interviews which use anchor
points from patients’ biography to enhance recall. We have previously argued that treatment
is the point at which the patient begins an evidence-based intervention for their ED *. Others
have defined a further variable of interest, i.e. the duration of illness until first contact with

health care services, to explore the processes preceding treatment initiation®.

Benchmarking DUED

Although many studies have examined illness duration in ED, very few provide information
specifically on DUED, i.e. time to first treatment. Only two studies have assessed the time
interval between onset and first treatment in AN, none have focused on DUED in other ED.
A systematic review of six studies found the average DUED to be 21.6 months in AN* ina

further study it was 25 months®.

Barriers to early intervention in ED
There are several major barriers to shortening DUED and providing early intervention. These

include: (a) Patient and family-related barriers: Young people with ED may be ambivalent

about treatment and unaware of their disorder’s dangers and consequences. They are often
also sceptical of conventional health care services. Families are usually concerned and want

to help but may inadvertently maintain the problem through lack of skills. (b) Primary-care

based barriers: In many health care systems, primary care staff (e.g. family doctors) play a
key role in early detection and management of ED, and sign-posting to specialist services.
Lack of awareness, knowledge or skills on the part of primary health care personnel, may

lead to under-diagnosis or delays. (c) Service-related barriers: These include (1) poor access

to services, (2) waiting times within services and (3) poor transitions between services.

These are considered below.
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Access to services is determined by the availability and capacity of specialist services, but
also by other factors specific to different health care systems (e.g. insurance cover, referral
procedures, gate-keeping arrangements). In the UK, a survey of young people with ED®
found that one third had to wait more than 18 weeks for treatment and another third had to
wait up to 6 months to access care. Most young people surveyed said that their ED got

significantly worse whilst they were waiting for treatment.

Many specialist ED services manage patient throughput with waiting lists. Yet, considerable
evidence suggests that waiting for treatment is harmful. For example, a systematic review of
cognitive behaviour therapy (CBT) in depression found that being on a waiting list produced
worse outcomes than receiving no treatment’. Likewise, in young people with BN, we found
that those offered immediate online CBT with therapist guidance engaged more and had
better outcomes than those who were given the same programme after a 3-month wait®. In a
recent AN trial we found that 80% of patients waiting for treatment either deteriorated or
stayed unchanged and that those worst affected were younger and less motivated patients
(Schmidt, personal communication). A transdiagnostic study of CBT in ED found that being
on a waiting list led to greater treatment drop-out °. Thus, waiting for treatment has been

described as a nocebo condition’.

Finally, in relation to transitions between services, some young people may have to transition
from Child and Adolescent services to Adult services at a critical point in their illness and
others transition between home and University services. This causes delays, disruption to

care and deterioration.
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What should a comprehensive person-centred team-based early intervention approach
to first episode ED look like and how would it differ from standard care?

Ideally, such a service should span adolescence and emerging adulthood'®!! and provide
services for young people from ~ age 15 to 25. This is a time of major developmental
challenges/transitions occurring against a background of significant structural and functional
change in the brain, and is the peak period of onset for ED. Details of such a service are
listed in Figure 1, which highlights the importance of close links with primary care to
facilitate early detection and early referral, the importance of active outreach and rapid
engagement without waiting lists, a holistic assessment and individualised, developmentally
appropriate treatment plan and the availability of evidence-based interventions which focus
both on the family and the individual. Such a service is based on an illness model that
emphasises malleability of biological and brain changes during early illness stages®? and its
central aim is to reduce DUED and facilitate early full recovery. The approach is pro-active

and empowering.

This contrasts with conventional ED services where patient prioritization occurs by diagnosis
or severity. Such services typically are either for children and adolescents or for adults, with

predominantly either family-based or individual standard packages of care.

The way forward

Compared to psychosis, very little research has focused on development and delivery of ED
service models and care pathways, and on early intervention services and associated concepts
such as DUED. For example, a UK national survey*® found that many services are based on
traditional out-patient/in-patient models, with all the service barriers this entails. The report

recommends the development of innovative person-centred service models, tailored to
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patients’ needs. We have developed such a model for young adults with any ED, called “First
Episode and Rapid Early Intervention Service for Eating Disorders” (FREED). This service
focuses on emerging adults (aged 18 to 25) with any ED diagnosis and with early stage
illness ( < 3 years). The service model is that presented in figure 1. A service evaluation is
currently in progress and we are planning to extend FREED to younger patients.
Additionally, a German consortium? is exploring early intervention for AN only. These
initiatives provide a spring-board for examining how feasible and acceptable such services
are and whether through the introduction of such services DUED can be reduced and the
course of illness altered. If proven effective such services could be extended to include
population-based initiatives and interventions to identify and treat ultra-high risk and

prodromal cases in primary care and schools.
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1. Early detection in
primary care settings:
e.g raising practitioner
awareness and skills in
general practice, schools,
Universities, youth
counselling
organisations) and
provision of clear easy
referral routesto
specialist services.

(l.-\ctire outreach & \

rapid engagement with
YP & their families:

e.g. allow self-referral,
initial contract by
flexible, informal means
(e.g. text, phone, email),
nomalising & reassuring
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4. Psychoeducation &
Nutritional Management:
Focus on malleability of illness-
related biological & brain
changes during the early stages
of illness and the importance of
early nutritional action to remedy

ﬁ Patient-& family
centred, biopsychosocial
assessment: e.g. Medical &
psychological risk
management;

Focus on individual & family
strengths/resources
Motivational & optimistic
outlook; Emphasis on early
full recovery;

these.

5.a. Low and high intensity \
evidence-based psychological
interventions focusing on the
individual: Using a stepped care
approach with guided self-care
interventions as first step to
progressing to more intensive
individual psychological

engagement style.

Qo waiting lists.

Encouragement of early
referrals rather than
watchful waiting.

therapies as appropriate.

\
l

5.b.Family-based interventions:
Family therapy, multi-family
groups and carers skills training
(group, on-line) as appropriate.

developmentally tailored
) care plan

N .

J

Figure 1: Key components of and patient journey within a model specialist early intervention service for young people (YP) with an ED.
Early intervention depends on early detection and early referral and thus close links between primary care settings (1) and the specialist early
intervention service are needed (with ED specialists raising awareness and providing guidance and skills training for primary care practitioners)
and a flexible friendly pro-active referral and rapid engagement process without waiting lists (2). A holistic and non-stigmatising assessment (3)
follows from which flow a range of evidence-based interventions (4,5a,5b), the exact nature, combination and potential sequence of which is
agreed on collaboratively in a developmentally tailored care plan.




