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Background
Anorexia nervosa is a serious disorder, which often takes a
chronic course. Early treatment leads to a significantly better
prognosis and prevents chronicity. However, existing evidence
on facilitators and barriers in anorexia nervosa treatment
initiation is scarce.

Aims
Against this background, the FABIANA study (ClinicalTrials.gov
Identifier: NCT03713541) aims to (a) identify potentially modifi-
able facilitators and barriers from the perspectives of adolescent
and adult patients with anorexia nervosa, carers and physicians,
(b) develop and test an instrument for the combined assessment
of multiple key facilitators and barriers, and (c) quantify the effect
of potentially modifiable versus non-modifiable key facilitators
and barriers on the duration of untreated illness (DUI) in patients
with anorexia nervosa.

Method
FABIANA is an observational, mixed-method-study divided into
three consecutive substudies each corresponding to one of the
study aims. All three substudies will include female patients with
anorexia nervosa aged 14 years and older at the beginning of
their first psychotherapeutic anorexia nervosa treatment. The
qualitative substudy I and the quantitative substudy III will add-
itionally include carers and involved physicians. The recruitment
will take place at 20 cooperating study centres throughout
Germany, which provide in-patient or out-patient anorexia ner-
vosa specialist care. The DUI will be calculated based on the
month of illness onset as determined in validated interviews on

lifetime anorexia nervosa symptoms and the therapist-reported
date of treatment initiation.

Conclusions
Strengths and limitations of the retrospective assessment of the
DUI will be discussed. The findings of the FABIANA study will
contribute to the development of evidence-based early-inter-
vention approaches and the prevention of a chronic course of
illness.

Trial registration
ClinicalTrials.gov Identifier: NCT03713541.

Declaration of interest
None.

Keywords
Anorexia nervosa; duration of untreated illness; early interven-
tion; facilitators and barriers; psychotherapy.

Copyright and usage
© The Author(s) 2019. This is an Open Access article, distributed
under the terms of the Creative Commons Attribution-
NonCommercial-NoDerivatives licence (http://creativecom-
mons.org/licenses/by-nc-nd/4.0/), which permits non-commer-
cial re-use, distribution, and reproduction in any medium,
provided the original work is unaltered and is properly cited. The
written permission of Cambridge University Press must be
obtained for commercial re-use or in order to create a derivative
work.

Background

Anorexia nervosa is an eating disorder mainly characterised by self-
induced underweight, intense fear of weight gain and body image
distortions.1 Anorexia nervosa predominantly affects female
patients, has its onset during adolescence or young adulthood and
the estimated lifetime prevalence among female patients ranges
between 1 to 4%.2,3 The disorder is associated with severe individual
and societal burden. The high mortality rates in individuals with
anorexia nervosa are repeatedly emphasised and exceed the rates
of any other mental disorder.4,5 Even when non-lethal, the
somatic symptoms because of underweight are various and
concern neurobiological, cardiac, endocrine and skeletal altera-
tions.6 Furthermore, individuals with anorexia nervosa commonly
have psychiatric comorbidities and a decreased quality of life.6,7

From a societal perspective, anorexia nervosa was found to generate
direct healthcare costs comparable with schizophrenia.8

In general, specialised treatment has proved effective, with
respect to the improvement of eating disorder-related symptoms
as well as secondary outcomes such as depression or quality of
life.6 Psychotherapy should be central in the treatment of anorexia

nervosa. In adolescent patients, family therapeutic approaches are
regarded as first-line treatment. In adult patients, different psycho-
therapeutic approaches proved equally effective and can be consid-
ered evidence based and guideline recommended.9 Despite the
general effectiveness of psychotherapy, the course after treatment
is highly variable. Relapses are common10 and long-term studies
suggest that even 20 years after treatment only 40% to 50%
achieve remission.11

Duration of untreated illness

Strong indications point to the conclusion that an early diagnosis
and treatment leads to a significantly better prognosis and might
be decisive in the prevention of a chronic course of illness.12,13

This may not be surprising since the time interval between the
illness onset and the beginning of the first specialist treatment
(i.e. duration of untreated illness, DUI) is a well-established factor
influencing the outcome in several mental disorders.14

Accordingly, this area of research, which is associated with
varying terminology (such as early intervention, delays to treatment,
pathways to care, DUI), has received increasing attention over the
years.15 However, for individuals with anorexia nervosa, the evi-
dence is still tremendously scarce. For example, a recent review* These authors share last authorship.
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on pathways to care included 32 studies on people at risk for psych-
osis or with first-episode psychosis and only one study on indivi-
duals with anorexia nervosa.16

The few existing studies have demonstrated an average DUI in
anorexia nervosa of nearly 3 years despite the visibility of the dis-
order and a well-developed mental healthcare system in
Germany.17 Furthermore, they found that the most common first
contacts on the way to the initial treatment were general practi-
tioners and family or friends.16,18 Current knowledge on the
factors influencing DUI (i.e. facilitators and barriers in treatment
initiation) in individuals with anorexia nervosa is limited and
highly heterogeneous in design and sampling as well as the
control for potentially confounding variables.19,20 However, this
knowledge would be an important starting point for the develop-
ment and prioritisation of early intervention approaches.

Two recent reviews summarised the lack of research on facilita-
tors and barriers in treatment initiation in detail. First, most evi-
dence refers to all eating disorders rather than specially focusing
on anorexia nervosa.20 However, anorexia nervosa-specific
mechanisms in the process of treatment initiation may be likely,
for example because of the visibility of the illness in most cases.21

Second, the vast majority of existing studies exclusively investigated
adult patients.19 However, it seems probable that different facilita-
tors and barriers in treatment initiation apply to adolescent
patients.19 Third, despite the previously mentioned role of general
practitioners and carers in diagnosing and treatment-seeking, to
the best of our knowledge there is no single study considering
their perspectives.19,20 Fourth, individual facilitators and barriers
most likely differ regarding their potential modifiability (i.e. the pos-
sibility of exerting influence on them). Yet, a systematic distinction
cannot be found in the literature so far.20 Fifth, an instrument to
assess multiple facilitators and barriers in a reliable and valid way
may be important to strengthen the evidence base, but is currently
missing.19,22 Finally, conclusions regarding the facilitators and bar-
riers with the best predictive utility can currently not be made.20

Study aims

Against this background, the FABIANA study (ClinicalTrials.gov
Identifier: NCT03713541) has the following aims.

(a) Explore patterns, thoughts and behaviours involved in the
process of treatment initiation in order to identify potentially
modifiable facilitators and barriers from the perspectives of
adolescent and adult patients with anorexia nervosa, carers
and physicians

(b) Develop and test an instrument for the combined assessment of
multiple key facilitators and barriers in anorexia nervosa treat-
ment initiation.

(c) Quantify the influence of potentially modifiable key facilitators
and barriers versus non-modifiable factors (for example age,
migration status, eating disorder pathology) on the DUI.

In conclusion, we aim to derive evidence-based recommenda-
tions for improved early-intervention approaches in anorexia
nervosa in order to be able to treat more patients at early stages of
their illness in the future.

Method

Study design

The FABIANA study is divided into the three consecutive substu-
dies I–III corresponding to the outlined study aims. An overview
of the FABIANA substudies including the planned recruitment
phases is provided in Fig. 1. All substudies use an observational,

cross-sectional, retrospective, multicentre design. The qualitative
substudy I and the quantitative substudy III are multi-informant
studies and aim to include triads of patients with anorexia
nervosa, carers and physicians. A detailed description of the substu-
dies follows below.

Study centres

The main study centre of the FABIANA study is located at the
Institute for Psychosomatic Medicine and Psychotherapy of the
University Medical Center Hamburg-Eppendorf, Germany.
Additionally, 20 cooperating partners are involved in the recruit-
ment of eligible patients. The exact locations of the cooperating
study centres are shown in Fig. 2. The cooperating study centres
consist of 12 in-patient clinics, 2 medical care centres, 2 psychother-
apy training centres, several psychotherapists providing out-patient
care, and 1 counselling centre. Three of the in-patient clinics, one of
the medical care centres and all remaining out-patient care provi-
ders are located in Hamburg. The remaining cooperating centres
are located throughout Germany. During the course of the study
additional out-patient care providers might be recruited. As speci-
fied in Fig. 2 only selected study centres will participate in substudy
I, whereas all study centres will be involved in substudy II and sub-
study III.

All cooperating study centres provide and/or refer into specia-
lised eating disorder treatment in the context of routine care provi-
sion in Germany. This means for all settings that psychotherapy is
the integral part of the treatment. All in-patient and day-patient care
providers offer multimodal treatments consisting of individual psy-
chotherapy, group psychotherapy, nutritional therapy including
weight contracts, psychoeducation and different non-verbal therap-
ies. Outpatient treatment is either cognitive–behavioural or psycho-
dynamic individual psychotherapy. For adolescents, family
therapeutic sessions are usually added in both settings. The intensity
of out-patient treatment usually ranges from 24 to 100 sessions. All
cooperating study centres have experience of several years in the
treatment of patients with eating disorders. The costs of out-patient
and in-patient psychotherapeutic treatments are fully covered by all
statutory health insurances in Germany. Individually specific reim-
bursement regulations apply for individuals who have private health
insurance (approximately 9% of all insured people).23

Eligibility and recruitment

The inclusion and exclusion criteria, that apply to all substudies
equally, are presented in Table 1. The rationale for the criteria in
detail is as follows: the minimum age limit of 14 years was chosen
in light of the sufficiently consolidated development of higher-
order cognitive functions (such as abstract, logical thinking and rea-
soning, the ability to reflect on oneself or complex problem-solving)
at the end of early adolescence.24 This criterion seems especially
important for the participation in the qualitative interviews in sub-
study I. Additionally, the chosen age limit allows for greater consist-
ency within the applied instruments (in particular Structured
Clinical Interview for DSM-IV Axis I/II diagnoses (SCID)
assessments25,26).

In addition, we specified criteria regarding the timing of the first
psychotherapeutic treatment. Accordingly, the treatment com-
mencement should not be longer than 3 months previously, in
order to minimise the risk of recall biases and response shifts.27

However, patients should also not be included in the study at the
very beginning of their treatment (i.e. before the completion of
7 days as an in-patient or five sessions of out-patient treatment)
in order to exclude patients on a waiting list or individuals with
early treatment drop-out. In line with this reasoning, earlier psycho-
therapeutic treatments only constitute as such, if they lasted for or
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exceeded this duration (7 days inpatient treatment or five sessions
outpatient psychotherapy).

Eligible study participants need to fulfil all inclusion criteria and
no exclusion criteria. In the first step, the cooperating partners will
screen for eligible patients in the context of their regular admission
interviews or initial consultations. They will inform eligible patients
about the study, invite study participation and hand out study mate-
rials (i.e. written informed consent, questionnaires). Afterwards, the
study team examines the final eligibility of each patient in the
context of an interview for example validation of anorexia nervosa
diagnosis using SCID-I, fulfilment of the specified criteria regarding
first psychotherapeutic treatment).

The recruitment of carers and involved physicians is based on
the included patients. Therefore, study patients will be asked to
name one carer, who supported or followed their path from
illness onset to treatment initiation, and one physician, who was
involved in the process of treatment initiation (for example diagno-
sis, referral). After obtaining the patient’s written consent to contact
the carer or the release of patient–doctor confidentiality the study
team will invite the carer or physician to participate in the study.

Assessment of DUI

DUI will be assessed in all participating patients throughout all sub-
studies and will be specified in months. The DUI is operationalised
as the time interval between the anorexia nervosa illness onset and
the beginning of a psychotherapeutic anorexia nervosa treatment.

The retrospective assessment of the illness onset is based on a
combination of questionnaire data and SCID-I lifetime interview.26

The two-staged procedure follows existing recommendations to
minimise recall biases28 and was tested within a small pilot study
(n = 14: n = 3 adolescent patients, n = 11 adult patients). First, the
patient answers questionnaire items on the lowest and highest
weight, episodes of rapid weight loss and the lifetime occurrence
of different anorexia nervosa symptoms (for example amenorrhea,
binge eating). Afterwards, the patient is asked to map each item
on a life chart. The life chart is constructed to shortly describe
important life events or stages of life as anchor points in the free
space below the timeline and the first occurrence of single anorexia
nervosa symptoms in the space above the timeline. This question-
naire data is used as preparation for the SCID-I anorexia nervosa

lifetime interview, which is used to finally determine the month of
illness onset. As recommended, the assessment will focus especially
on the onset of somatic and behavioural symptoms (such as first
occurrence of underweight, amenorrhea, beginning of purging
behaviours) rather than on psychological symptoms (such as body
image disturbance, fear of weight gain).28

The beginning of the first psychotherapeutic anorexia nervosa
treatment is either the date of hospital admission or the date of
the first out-patient psychotherapy session. It will be assessed
using a short questionnaire, which is filled out by the treating psy-
chotherapist. In case of a missing therapist report, the patient-
reported date will be used as a surrogate.

Substudy I

The main aim of the qualitative substudy I is to identify facilitators
and barriers in anorexia nervosa treatment initiation from the per-
spectives of patients, carers and involved physicians using personal
interviews. For sample description purposes, various other variables
will be assessed. An overview of the complete data collection of sub-
study I is provided in the Appendix. Based on the therapist-reported
weight and height, we will calculate the body mass index (BMI) as
kg/m2. In adolescent patients we will additionally calculate the
age- and gender-adjusted BMI percentiles and the percentage of
expected body weight (observed BMI/50th percentile BMI × 100)
using the latest representative growth charts for children and
adolescents in Germany.29,30

The interviews on facilitators and barriers will be semi-struc-
tured using an interview guideline created for each perspective.
The guidelines begin with open questions to reflect on personal
experiences during the process from illness onset to treatment initi-
ation, and get increasingly more problem-centred and focused on
potentially modifiable facilitators and barriers. Each interview is
expected to last 30 to 90 min. The interviews with the patients will
be face to face, and the interviews with carers and physicians will
be conducted by phone. All interviews will be audio-taped and
transcribed.

According to the applied grounded theory approach, a theoret-
ical sampling method with the goal to include patients whose cases
are heterogeneous (particularly with respect to DUI and age group)
will be used. Therefore, the sampling procedure can be considered

• Multi-informant (total
   n = ~25–40)

• Cognitive pre tests
   (n = ~10)

• Multi-informant (n = 130
   each perspective)

• Questionnaire data
   analysed using Cox
   regression

• October 2019 October
   2020

• Psychometric item
   analysis (n = ~40–100)

• January–September 2019

• Semi-structured
   interviews analysed using
   grounded theory

• August–December 2018

SUB STUDY I SUB STUDY III

SUB STUDY II

Identification of
facilitators and

barriers Effects of facilitators
and barriers on DUI

Instrument
development and

adaptation

Fig. 1 Overview of the FABIANA substudies.

DUI, duration of untreated illness.
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Fig. 2 Location of FABIANA study centres across Germany.

Table 1 Inclusion and exclusion criteria

Patients Carers Physicians

Inclusion
criteria

Female gender
≥ 14 years
Diagnosis anorexia nervosa (Structured Clinical Interview for DSM-

IV diagnoses)
First psychotherapeutic anorexia nervosa treatment, i.e.: (a) the

start no longer than 3 months ago; (b) at least 7 days of in-
patient care or five sessions out-patient care completed; (c)
since illness onset no psychotherapeutic anorexia nervosa
treatment (of at least 7 days in-patient or five sessions out-
patient therapy)

In patients aged 14–15 years:
parent

In patients aged ≥16 years: any
significant other (for example
relative, partner, friend)

Patient named the person and
gave consent

At least one patient contact within the
past 12 months

Physician in private practice (for
example general practitioner,
paediatrician, gynaecologist)

Patient named the person and gave
release of confidentiality

Exclusion
criteria

Insufficient language skills
Acute suicidality
Serious comorbid psychiatric disorder (for example psychotic

symptoms)
Serious comorbid somatic disorder that would prohibit study

participation

Insufficient language skills Insufficient language skills
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as an iterative process that will be finished with theoretical satur-
ation.31,32 A total number of 25 to 40 interviews is expected (i.e.
10 to 15 triads of patients, carers and physicians including non-
response). Each interview will be analysed independently by two
members of the study team using grounded theory as the theoretical
approach and MAXQDA as analysis software.33 Grounded theory
distinguishes three modes of coding the interview material (open,
axial and selective coding). The identification of key facilitators
and barriers will be a result of the selective coding, for which we
apply established criteria as representativeness (i.e. quantity of
material implying the relevance of a factor) and interconnectedness
(i.e. relevance for other factors).34

Substudy II

The key factors identified in substudy I form the basis to subse-
quently develop an instrument for the combined assessment of mul-
tiple facilitators and barriers in anorexia nervosa treatment
initiation, which is the main aim of substudy II.

As recommended, anchor examples (i.e. prototypical state-
ments) from the qualitative interviews will be inspected regarding
their use for item formulation.35 The feasibility of this newly con-
structed instrument will be tested using cognitive interviews in a
sample of ten patients with anorexia nervosa. The cognitive protests
aim to detect items that may not be sufficiently easy to understand,
clear or recallable. These items will be re-formulated.

Afterwards, the first comprehensive psychometric test of the
instrument will be conducted in 40 to 100 patients using principal
component analysis. The sample size is based on the recommenda-
tion to include at least four participants for each item in order to
carry out the planned principal component analysis.36 Patients
will be recruited consecutively in all cooperating study clinics
during a time period of 4–5 months. Study patients will be asked
to fill out the newly developed instrument as well as the basic infor-
mation questionnaire from substudy I (Appendix, excluding SCID-
II). Moreover, established measures (such as on treatment motiv-
ation, perceived stigma) will be applied to validate the instrument
depending on the identified key factors. Finally, the instrument
will be adapted based on the results of the psychometric item ana-
lysis (for example the parameters mean, standard deviation,
range, skewness, kurtosis, item-total correlation, Cronbach’s
alpha) and the principal component analysis.37

Substudy III

In order to finally derive recommendations and prioritise early-
intervention approaches, it is essential to quantify the effect of

individual facilitators and barriers on the DUI. This is the major
aim of substudy III.

Apart from the qualitative interviews, data collection is analo-
gous to substudy I but supplemented by the newly developed instru-
ment to assess facilitators and barriers in treatment initiation, and
the German eight-item short version of the Eating Disorder
Examination – Questionnaire (EDE-Q) or Child EDE-Q (ChEDE-Q)
depending on the age group.38,39 The application of further ques-
tionnaires will be influenced by the results of substudy I and II.

In the prediction of DUI, we will control for fixed, non-modifi-
able variables with a potential influence (Table 2). The non-modifi-
able control variables were a priori selected based on the existing
evidence. Specifically, we included all non-modifiable variables
that demonstrated a significant influence on the DUI or the treat-
ment initiation in at least two eating disorder studies or one anor-
exia nervosa study. The variables were theoretically grouped into
predisposing, enabling and need factors according to Andersen’s
behavioural model of health service use.40 Strong evidence exists
for some of the prespecified covariates (i.e. migration background,
purging behaviour as operationalised via the anorexia nervosa
subtype), whereas the influence of other covariates is only supported
by single studies (i.e. insurance status, BMI, eating disorder path-
ology). Conflicting evidence exists regarding the role of age and
comorbidity with some indications of higher age and comorbidity
in treatment seekers and other findings that imply the opposite dir-
ection.20 Consequently, no directed hypothesis was formulated. In
general, it is expected that a significant amount of variance will
already be explained by the prespecified covariates.

Prior to the prediction, a non-responder analysis including age
as independent variable will be conducted. Furthermore, the
missing data mechanism (missing completely at random, missing
at random or notmissing at random) will be analysed and an imput-
ation model depending on the existing mechanism will be selected.
Intercorrelations of predictor variables will be examined, and
highly intercorrelated variables may be excluded. Finally, a Cox
regression model will be computed including the prespecified
control variables, the cluster variable ‘setting’ (in-patient versus
out-patient), and the key facilitators and barriers as potential predic-
tors of the DUI in anorexia nervosa. The Cox regression model was
chosen, because the DUI is a usually heavily skewed, exponentially
distributed time-to-event variable.14

For sample size calculation, we performed a simulation based on
the assumptions of an exponentially distributed DUI with an inter-
cept of log31 (i.e. mean DUI of 31 months)17and six uncorrelated
predictors with a moderate effect (β= log(1.3)). In order to reach a
power of 80%, n = 130 study patients need to be included.

Table 2 Prespecified fixed/non-modifiable covariates in the prediction of the duration of untreated illness (DUI)

Covariate Operationalisation Hypothesis References

Predisposing factors
Age Basic information questionnaire: in years – 18,20,41

Migrant background Basic information questionnaire: yes (own)
versus yes (parents) versus no

Non-migrant background is associated with a shorter DUI than
migrant background

17,20,40

Enabling factors
Insurance Basic information questionnaire: statutory

versus private
Private health insurance is associated with a shorter DUI than

statutory health insurance

17,40

Need factors
Comorbidity SCID-I/II interview: number of comorbid

diagnoses
– 20

BMI at treatment initiation Therapist report Higher BMI is associated with shorter DUI than lower BMI 17

Anorexia nervosa subtype SCID-I interview The restrictive anorexia nervosa subtype is associated with a
shorter DUI than the binge purge anorexia nervosa subtype

20

Eating disorder pathology Short version EDE-Q or ChEDE-Q Less severe eating disorder pathology is associated with a
shorter DUI than more severe eating disorder pathology

20

EDE-Q, Eating Disorder Examination Questionnaire; ChEDE-Q, Child EDE-Q; SCID-I/II, Structured Clinical Interview for Axis I and II DSM-IV diagnoses.
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Assuming a non-response rate of 25%, n = 173 patients need to be
initially approached in substudy III.

Ethics and dissemination

Written informed consent will be obtained from all study partici-
pants prior to study inclusion. In minor participants, the consent
of all legal guardians, or the consent of at least one legal guardian
and written explanation regarding any missing consents are add-
itionally required. Carers of study patients will be invited for
study participation only after obtaining the patient’s written
consent to contact the respective carer. Along the same lines, phy-
sicians will only be contacted if the patient has signed a release
from medical confidentiality. The physicians will receive a copy of
this confidentiality release. The data will be handled confidentially.
Reciprocal information between participants of individual triads is
not intended. After study participation, all study participants will
receive a financial compensation.

The authors assert that all procedures contributing to the
FABIANA study will comply with the ethical standards of the rele-
vant national and institutional committees on human experimenta-
tion and with the Helsinki Declaration of 1975, as revised in 2013.
Ethical approval was obtained from the Ethic Committee of the
Medical Association Hamburg (PV5108) on 11 November 2015.
An amendment including an update of the study materials to
comply with the European Union general data protection regulation
was approved on 18 July 2018. Secondary votes were obtained from
the ethic committees of the medical associations in all relevant
German federal states (i.e. Lower Saxony, Hesse, Baden-
Wurttemberg and Schleswig-Holstein; the primary vote is generally
accepted in Bavaria). The substudies will be conducted and reported
in accordance with relevant reporting guidelines.42–44

Results

The results of the FABIANA substudies will be presented at national
and international conferences, andpublished inpeer-reviewed journals.

Discussion

The present study protocol describes a mixed-methods study that
aims to broaden our understanding on facilitators and barriers in
anorexia nervosa treatment initiation. Thereby, the three consecu-
tive substudies systematically address previously outlined defi-
ciences in the existing evidence on DUI and treatment initiation
in anorexia nervosa. The findings of the FABIANA study may
close crucial gaps in knowledge, which we will highlight in the fol-
lowing discussion alongside challenges and limitations associated
with the study design.

Knowledge gains and strengths of the study

First of all, the results of the naturalistic, observational study will
provide further descriptive information on the DUI in patients
with anorexia nervosa under routine care conditions. This informa-
tion will be of great value as there are few studies that have investi-
gated the DUI in patients with anorexia nervosa and our data will be
based on a relatively large sample from 20 study centres. The mean
DUI as well as the percentage of patients with a comparably long
DUI (DUI > 1 year) will provide information on the extent of pro-
blems with treatment delays in the current healthcare system and
may be an important prerequisite to justify further investments in
the development and implementation of innovative early-interven-
tion approaches.45

In the exploration of potential facilitators and barriers, the
FABIANA study aims to generate new insights, especially by the
exclusive focus on patients with anorexia nervosa, the inclusion of
adolescent patients, the application of a multi-informant approach,
the continuous consideration of the modifiability and the quantita-
tive analysis of the predictive utility of single factors. Currently, the
evidence on treatment initiation is usually aggregated over patients
with different eating disorders (for example Ali et al19 and Regan
et al20). It can be assumed that certain transdiagnostic features
(such as shame in patients with binge–purge behaviours) are rele-
vant for the process of treatment initiation in different eating disor-
ders. However, there may be specific characteristics for patients with
anorexia nervosa, for example because of the visibility of the dis-
order.21 Another point critically noted regarding the sampling of
existing studies is the underrepresentation of adolescent patients.19

Undoubtedly, it is essential to include younger patients, because the
illness onset of anorexia nervosa is usually during adolescence.2

Furthermore, it seems highly likely that the factors influencing the
process of treatment initiation differ depending on the age group
as a result of the often decisive role of parents in adolescent
patients.46 The findings of the FABIANA study may provide infor-
mation on previously overlooked facilitators and barriers for adoles-
cent patients with anorexia nervosa.

Moreover, to our knowledge, FABIANA is the first study, that
incorporates the perspectives of carers and physicians on the
process of anorexia nervosa treatment initiation. Carers are likely
to have an important outside view on the complete process from
first symptoms to treatment initiation. Information on possibilities
and limits to support and on the needs of carers during this process
should be considered. Physicians may have experience of and expert
opinions on delays within the healthcare system, and both key
contact people may provide valuable information not accessible
from the patients. However, the triangulating design with the aim
to collect data ideally from complete triads may also be challenging,
especially since physicians response rates are known to be relatively
low.47 In order to minimise non-response, frequent reminders,
financial incentives and comprehensible and time-economic study
materials will be used.47

A further strength of the FABIANA study is the consideration of
the modifiability of identified facilitators and barriers, and the sub-
sequent analysis of the predictive utility of modifiable and non-
modifiable factors. The analysis of non-modifiable factors may
shed light on certain patient groups at high risk for a long DUI,
whereas modifiable factors may be used more directly to derive
recommendations for early intervention. In general, the majority
of existing studies uses exclusively a qualitative approach and add-
itional quantitative studies are urgently needed.19,20 Along with
the new quantitative data, the FABIANA study may also stimulate
further research by providing a new instrument for the combined
assessment of multiple facilitators and barriers in anorexia nervosa
treatment initiation.

Limitations

As a potential limitation, the applied retrospective assessment of the
DUI needs to be discussed. However, a prospective design does not
seem to be a viable option because of the comparably low prevalence
rates of anorexia nervosa.2,3 Furthermore, the study will only
include patients at the beginning of their first treatment. In order
to minimise response shifts and recall biases, the maximum time
passed between treatment initiation and study entry is limited to
3 months.48 Additionally, following existing recommendations,
anchor points will be used to assess the onset of the eating disorder
pathology.28
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Another potential methodological limitation worth mentioning
is the version of SCID used. At the time of the study conception and
the beginning of recruitment the German version of the updated
SCID for DSM-V diagnoses was not yet available. Therefore, we
will use, for consistency reasons, the older version referring to
DSM-IV diagnoses during all substudies primarily.1,49 After publi-
cation we will use the version for DSM-V diagnoses additionally.
Compared with the update, the older SCID version contains slightly
stricter criteria for anorexia nervosa (i.e. occurrence of an endocrine
dysfunction, BMI criterion of 17.5 kg/m2) and leads to slightly lower
prevalence rates.50 This may be counterbalanced by the inclusion of
patients with atypical anorexia nervosa, so that a marked effect on
the selection of study patients may not be expected.

Furthermore, it is important to consider that the findings of the
FABIANA study are not independent from the way the healthcare
system in Germany functions. The national mental healthcare
system is generally well developed and the costs of specialised psy-
chotherapeutic treatments is fully covered by healthcare insurance
for the vast majority of patients with anorexia nervosa. However,
in contrast to other countries large-scale early-intervention
models for people with anorexia nervosa are not implemented
within routine care in Germany so far.15 The findings of the
FABIANA study need to be discussed against this background.

Finally, it is important to point out that the FABIANA study
focuses on the time until first psychotherapeutic treatment rather
than on correlates of treatment-seeking. This means that the
study population will only include individuals who eventually
receive professional psychotherapeutic treatment. However, indivi-
duals without specialised health service utilisation constitute a large
proportion of all those with diagnosable eating disorders. A system-
atic review estimated this proportion at 76.8%.51 Further studies on
people with eating disorders but without mental health service util-
isation are recommended and the findings of the FABIANA study
should be interpreted in the light of this limitation.

In conclusion, the FABIANA study aims to generate new and
more comprehensive insights into the process of anorexia nervosa
treatment initiation from the perspectives of adolescent and adult
patients as well as their key contacts. Moreover, a core target of
the study is to develop an instrument to assess multiple key facilita-
tors and barriers, which may be a valuable resource for further
research efforts. In addition, the quantification of the effects of

individual facilitators and barriers with consideration of their mod-
ifiability is an essential prerequisite to derive evidence-based recom-
mendations for improved early intervention. Ultimately, the
findings of the FABIANA study aim to contribute to the prevention
of a chronic course of illness in patients with anorexia nervosa.
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Appendix

Data collection in substudy I

Patients Therapist Carers Physicians

Questionnaire Age, marital status, partnership,
children, siblings, education,
employment, migrant
background, urbanisation, health
insurance; for minor patients:
school, marital and educational
status of the parents

Current height and weight, lowest and
highest weight including dates,
rapid weight loss, lifetime
occurrence of anorexia nervosa
symptoms, life chart

Date of treatment initiation, date of
first anorexia nervosa diagnosis,
previous psychotherapy, internal
versus external motivation for
treatment initiation, family history
for anorexia nervosa

SCID-II questionnaire

Date of treatment
initiation

Weight, height and body
mass index at
treatment initiation

Number of comorbid
Axis I and Axis II
diagnoses

Gender, year of birth
Relationship to the

patient, shared
living situation with
patient

Gender, year of birth
Specialty, year of

approbation
Additional qualifications

regarding mental
disorders, experience
with patients with
mental disorders

Duration of treating the
study patient

Interview Interview I:
Check of inclusion and exclusion

criteria
Assessment of DUI
Facilitators and barriers
Interview II:
SCID-I and SCID-II25,26

– Facilitators and barriers Facilitators and barriers

DUI, duration of untreated illness; SCID, Structured Clinical Interview for DSM-IV diagnoses
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