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Bl SCIENTIFIC QUALITY OF THE PROJECT

B1.1 Research topic

The INTACT network will research and develop inntove strategies for the optimisation of health
care in the prevention and treatment of eatingrdess (ED). ED such as anorexia nervosa (AN),
bulimia nervosa (BN), and binge eating disorder&DB are serious and complex disorders
affecting mainly female adolescents and young womeé&hey are relatively common in
industrialised societies and are rapidly increagingconomically emerging regions. More than one
million young women (plus a considerable but unknawimber of girls and female adolescents)
were affected by these eating disorders within st 12 montHs ED are associated with an
elevated risk for physical disability and psych@mulisorders, and especially for AN with a high
mortality. Self-harm such as cutting and burningseif are common, and a high risk for co-morbid
substance misuse disorders is also present (d,J2[L BED are often associated with obesity,
which is becoming the next public health epidersic [

Treatment is costly, and not always successfuls ©hespecially true for AN which has the highest
average cost by diagnosis of any psychiatric camdi([4], [5]). Various treatments proved
efficacious [6], however the situation is far fr@atisfactory. In a European collaboration data were
collected from 3284 patients at 80 centres in Juhtiies yielding the following findings [7]:

Many patients get help late: the mean illness duratas 6.6 years,
Effectiveness of treatment is low: only 31 % wearefof the key symptoms after treatment,
Risk of relapse was high: after 1 year approxinyad@l % had relapsed,

The effectiveness varied considerably between ¢éiéres and in many places was considerably
lower than that achieved under experimental cooruti

Research of the last decades led to a better uaddisg of ED. Several studies give hope for
effective treatmentindividually tailored strategiesthat include early intervention, treatment, and
after care measures andstepped careapproach, in which treatments are provided sedplbnt
according to patients’ needs, have been recomme(elgd [4]). However, research into these
approaches is still in its infancy.

The INTACT network believes that the developmenindividually tailored, stepped care treatment
approaches for ED begins with a better understandirthe processes of getting ill, getting well,
and staying well, and that these treatments caanbbled and delivered cost effectively by the use
of Internet and mobile technologies. The focusNTACT will lay the scientific foundations for
these innovations and will tackle methodological sechnological challenges by focusing on three
major themes:

(1) Research on the risks for the development oEBnand the identification of the individual
resources that are crucial for recovery. INTACTIwligvelop longitudinal risk models to identify
genetic, environmental, and psychosocial factoas flwrther or hinder the development of an ED
and process models of the course of recovery. Eheank will also study the impact of media on
at risk populations, i.e. teenage girls, and yowogien. A better understanding of this influence, at
the psycho-linguistic level, will help improve fuuprevention and treatment strategies for ED.

(2) Understanding the process of getting ill, gettivell and staying well in order to support the
development of new methods, and strategies foin@iyidual tailored care, according to the needs
and resources of the person, and (2) the provisfiseamless care from prevention to treatment,
and through to post-treatment care.

! Green Paper: Improving the mental health of theufation: Towards a strategy on mental health fier European
Union, COM(2005)484, 14.10.2005.
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(3) Explore the potential of the latest communmatiools such as Internet and mobile phones to
develop tools for clinical knowledge management taneinable the delivery of innovative step care
programs for eating disorders (e-health).

These tasks call for collaboration of researchelisjcians, and technicians, of specialists from
psychiatry & psychology, genetics & biology, infaatics & computer linguistic, public health &
economics. The major activity of the network isttain young and experienced researchers in
working with the latest investigation tools and ralsdfor fundamental research into the aetiology
of ED, as well as, applied techniques in develomlgical evidence for the deployment of new
“technology enabled” prevention or treatment sg@® Thus, this network will provide an
interdisciplinary environment that offers opportigs for training and research in new fields,
bridging boundaries between academic, and inno¥ativall enterprises (SMES).

B1.2 Scientificoriginality of the project

This RTN is motivated by the lessons learnt from tlata of more than 3000 patients within the
European collaboration COST Action B6 (co-ordinabgdthe Heidelberg group), two Framework

V projects “Factors in Healthy Eating” (co-ordinétby the London group), which focussed on
genes and environment in ED, and SALUT: Intelligéntvironments for the Diagnostic, Prevention

and Treatment of Eating Disorders (co-ordinatedhgySwiss group) focusing on the development
of web based tools and strategies for the treatmeB&D. The combined results of these projects
will set the foundation for originality and innovat within the INTACT network.

INTACT will innovate by developing individually t@mred treatment and stepped care interventions
based on research into the process of gettingeatting well and staying well. Not all women akris
for ED actually develop the disorder and not alltlbdse who fall ill need the same type and
intensity of care. Some may be helped through mé&tion or psycho-education by working with a
self-help book or interactive computer programmtiers may benefit from support through
friends, relatives or paraprofessionals, and ag#ers may require long-term treatment from a
professional therapist with specialised expert@aen in treatment, some respond quickly, others
slowly or not at all.

Research into the process of getting ill will bedigo develop prevention and early intervention
strategies (step-up), research into the procesgetiing well will support the development of
individually tailored treatment strategies, andeggsh into the process of staying well will inform
innovations in relapse prevention and treatmermdredire (step-down). Developingstepped care
approach, in which treatments are provided secalgntaccording to patients’ needs, will be a
significant innovation of the network.

Another INTACT innovation is looking at chronic desse management as a process continuum
rather than as discrete steps towards wellnessoWpw, research has concentrated on the search
for and evaluation of efficacious treatment. Safenknowledge about steps of care before regular
treatment is meagre, and almost non-existent &gssof care after regular treatment. INTACT will
give priority to understanding step-up and stepfu@are, as well as, exploring the links between
the steps, i.e. when does treatment stop and afeebegin.

Finally, the INTACT network includes European rasbars that are at the leading edge of risk
factor research, especially, gene-environmentactan and psycho-linguistic. Another strength of
this network is the integration of two Europeantpars (a research institution and a SME) that are
pioneers in the use of evidence based SMS and wesbdbtherapeutic support and aftercare
programs for patients with mental disorders. THMSACT will help create a critical synergy
between these pioneering groups and help reinfarme maintain European leadership in the
development of more accessible and cost effectiveadth programs for ED.
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B1.3 Project objectives

The overall objective of this RTN is to improve duarowledge about how to provide optimal care
for people at risk of or suffering from ED, thupegsifically contributing to improving quality offé

of young women. The network seeks to provide a irmselttorial and multi-disciplinary training
ground for young and experienced researchers byding the opportunity to research and develop
new cost effective, patient centred health carevelgl strategies required for meeting the challenge
of providing quality health care. Specifically, IARCT will conduct research on the process of
getting ill, getting well, and staying well, andlmhelp describe a strategy for the optimisation of
costly resources allocation in health care andhatsame time, to optimise of the match between
patients’ needs with the type, intensity and doratf care. This research is organised into the
following objectives:

1. Prevention & early intervention (step up care): The applicants see three research priorities:

1. To improve scientific knowledge about the prscef getting ill: Although cross-sectional
studies generated useful hypotheses regardindadsérs [8], longitudinal data are required now to
determine whether these putative risk factors digtpeecede the development of an ED. INTACT
will prospectively monitor the course of mental bieaf adolescents and young women at risk over
critical periods of up to two years focussing oe futative risk factors such as drive for thinnass
adherence to perfectionist standards for anorsgtigptoms or negative affect for the binge-purge
cycle [9]. Linguistic fingerprints [10] will be Ideed at to better understand the role of media. The
data will be integrated with genetic risk factossthey emerge, to create a gene-environment model
of ED [11].

2. To develop and evaluate innovative e-healthstéoi prevention:‘According to recent research
and own experience the delivery through the inteoreother new media appears helpful for
bringing care to the people who need it (e.g.,[[2], [13], [14]). Therefore, INTACT will give the
development and evaluation of such e-health tquésial attention.

3. To bridge the gap between available help andviddal needs especially for under-served
groups: There are strong suggestions that women from etlaltural or religious minorities who
have ED are under-diagnosed and go untreated Tig.RTN will investigate the relationship
between epidemiological assessed need for merathhsare and subjective perception of need of
young minority women and/or their parents [16] ars@& this new knowledge to improve care for
these groups.

2. Individually tailored treatment: For BN and BED cognitive behavioural therapy (CBifs
consistently been found to have reasonable effigacy, [6]). However, only 40% to 60% of patients
treated with CBT cease binge eating and purgingptetely, some show partial improvement, but a
number derive no benefit at all [17]. Recent redeauggests additional steps of care to enhance the
effectiveness of CBT [18]. The situation is worge AN. There is very little evidence to guide
decisions about which form of clinical managemaertiype of therapy to choose, and no effective drug
treatments. The clinical literature usually sugg@gpatient care ([19], [4]). This implies a corsible
financial burden for families and health care systand underpins the need for new, more effective,
but less costly and intrusive strategies of cahe le of the family in treatment is often empbedi

for AN. That invites research for innovative waysnwolving families and parents [20].

INTACT sees two ways of improving efficacy, effegness, and cost-efficiency of treatments:

1. A better understanding of the processes ofnggettiell: Surprisingly little is known about how e.g.
CBT, the best researched therapy, achieves itst&ff@nly recently, this issue has been addre2dgd [
Almost nothing is known about (e.g.) whether ancemviignificant changes in behaviour occur and
how these interact with changes in attitudes anat \specific patterns of change may mean for final
outcome. INTACT will use the monitoring system wW&KQUASI ([22], [23]) developed by the
Heidelberg team that allows such innovative prcoessome research.
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2. Adaptive treatment strategieRatients respond differently to therapy. Some nedp@pidly,
others slowly or not at all [21]. New findings segtthat timely feedback on individual response to
the therapist can be used to adapt the interventiorthe individual speed of change and thus,
enhance treatment outcome ([23], [24]). Again, tke of systems like web-AKQUASI will allow
the RTN to systematically evaluate such strategies.

3. Relapse prevention and rehabilitation (step-down care): Patients who do not respond to
the best available treatments or relapse soon afidrof treatment present a major challenge.
INTACT sees two key strategies for improving there:

1. Post-treatment care for non-responders throudtealth Only one study so far has addressed this
problem in ED [25]. Patients with BN who did noffgiently improve at the end of a CBT package
received either a course of interpersonal psycheglgeor medication. About 50% of the patients deapp
out of the second-level treatments. Data of COSloAdB6 suggest to give slow responders more time
and treat rapid responders more briefly. INTACTI wilvestigate such individually tailored treatment
duration as an alternative to the applicationgirsecond-level treatment.

2. Post-treatment relapse preventidRelapse after successful treatment is quite comimdtD,
relapse rates go up to almost 50% within 6 montftles treatment ([7], [26]).

The RTN sees great potential for e-health to enadoliidually tailored post-treatment care. This
relies on positive experiences of members of tAINNRA minimal support programme delivered
through text messaging yielded promising resuttprdved technically feasible, highly acceptable
to patients with BN, and cost-efficient [13].

Patients with AN need more intensive after careeylTbften leave hospital in a state of partial
remission only. The RTN will investigate the effgenhess of a continuation treatment via the
Internet; i.e., patients will be transferred to ypeherapy that will take place in an Internet ehat
room as successfully piloted by the co-ordinatimgwork team [12]. Parents will be invited to
participate in internet-self help groups while thehildren are treated in specialised hospital$.[20

B1.4 Research method

INTACT will offer training opportunities in non-staard research methods and novel applications
of modern technologies for an innovative care méaielvomen with ED. Especially, INTACT will
enter uncharted territory in the following areas:

Genetics and biology: The new possibilities of genetics open an exciamgnue for ED research.
Participants in this network have been pioneethénapplication of genetic and biological research
to better understand the aetiology of ED (espscialthe FP5 project “Factors in Healthy Eating”).
This information can also be used, in nosologidassification of a complex and fluid diagnosis
and in treatment choices.

The identification of genetic risk factors for E&Bnd the focus on genetic endophenotypes such as
childhood perfectionism and measures of drive fonrtess, rigidity and persistence are possible
important tools for advancing the care of patienth ED. These genetic factors may influence not
only the onset of iliness, allowing us to identiiygh risk individuals but also the course and
outcome. As an example, the planned prospectivdy stfl patients in treatment will allow us to
identify the genotypes of those who do best atrqudar type of therapy such as CBT, as well as
other vulnerabilities such as obsessive compulseleaviours which can be specifically addressed.

Linguistics: The use of new communication technologies in psywrapy (e-mental health) opens
not only ways for innovative forms of delivery adire, but also promises new insights in mental
illnesses through the investigation of patientsigiaage and communication styles (“linguistic
fingerprints”). The field of Computational Linguiss made tremendous progress in the last ten
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years. Robust text analysis tools have been madiable which opens up attractive innovative
applications of natural language processing teatesdgn ED research.

Society and culture are assumed to have an immiefisence on eating behaviour. From an
anthropological and sociological perspective, ipestulated that the risk for ED is increased by a
cultural pressure, which emphasizes thinness axially important value. Socio-cultural values
and attitudes such as the unrealistic standard$éemofle beauty are to a substantial extent
transmitted through the media (e.g. advertising monotional materials). It is hypothesized that
adolescents at risk for the development of ED dig@ specific responsiveness to such media
messages. Analysing both, the language of youngemowith different cultural backgrounds, and
media contents in different societies (e.g. newsmpvomen’s magazines) on multiple linguistic
levels, allows the investigation of this assumptan promises a better understanding to which
extent ED are “societally induced”.

Delivery of care via Internet and mobile phones (e-mental health): Secure data transfer and
management and protection of privacy are essdntidhe use of modern communication means in
health care. The methodologies briefly describetbvibehave been examined and approved by
ethical committees in Spain, Sweden, France, Geypaard Switzerland as well as by the official
representative of the office for data securityhsf state of Baden-Wirttemberg (D). NetUnion will
bring in the specific expertise in security tecluag and software programming for safe and
confidential use of Internet and mobile phones.

Members of this network were among the pioneersth@ use of modern communication
technologies for the delivery of care for patiewith mental disorders. They successfully piloted
various approaches, which proved technically fdasibighly acceptable to the patients, helpful,
and cost-efficient ([12] [13] [14]). INTACT will esduate three most promising adaptations:

Online treatment support and relapse preventionBbdrand BED: The online therapeutic support
programme for BN from the SALUT project will be gqded for the purpose of individually tailored
treatment support and relapse prevention for BNEED.

Post-treatment care through computer mediated tes$saging via mobile telephonéster the
end of treatment patients with BN send weekly-séadided reports on the status of their key eating
disorder symptoms. A computer programme evaluéiegpatient’s current status in comparison to
the preceding one and suggests one-response stateous of a set of pre-prepared alternatives,
that reinforce improvement and suggest alterndbeleaviour in case of deterioration. A person
with basic clinical training checks its suitabilfiyr this individual patient before sending it.

Post-treatment care through internet chat-groupster the end of treatment patients meet as a
group in an internet chat-room together with aicéfly trained moderator. The setting is kept

similar to typical group therapy sessions; i.e.08gatients meet weekly for 90 minutes for a
maximum of 52 weeks. In the opinion of the RTN #gproach is suited for patients with AN, who

are often treated in specialised hospitals far afvagn the home of the families — not at last,

because family members can easily be integratethgiaternet.

Assessment technology and statistical methods. The consortium of the RTN considers
information to be the key to individually tailoresiepped care. As the clinical decisions about
continuation of a specific step of care or switchahother depend on the actual information about
the current individual status of the patient, theilability of useful information at the right tinis
central. Web-AKQUASI, a specifically developed sadte for the documentation, evaluation, and
information feedback of care for patients with namtisorders will be used for monitoring status,
progress and treatment outcome of patients. WebK&l was developed by the co-ordinating
network team. The basic version has been usedveralethousand cases and has proved practical
and useful in clinical routine ([22]). The newestsion uses internet-technology and is prepared for
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decision oriented testing, which promises to sigaiftly reduce the time and effort of the
assessment without loss for the quality of thesdeni[23].

The use of the web-AKQUASI will optimise communicat within the participating network teams
(intra-net) as well as between them (Internet)anous ways: (1) It supports data entry by hand, by
scanner or electronically by PC, handheld compui@jsit standardises the structure of the data
base across the various participating network tea@ttisough it will be possible to add measures
which are of specific interest to a network teailme standardised structure will ensure data
compatibility and ultimately efficient data exchanlgetween the network teams. (3) It transforms
the incoming data into meaningful information, ii@. the given context, into standardised
information on current status and course of he#thlt provides specifically developed feedback
tools that transport the information to the intezdarties.

In terms of assessment measures, INTACT takes tatyaof the procedures for clinical diagnoses,
and psychometric questionnaires that have beedatdised and validated in the COST Action B6

[7]. The instruments capture the view of the clahiexperts as well as the view of the patients and
people at risk. The main instrument for the clih@ssessment is the Longitudinal Interval Follow-

Up Evaluation (LIFE). This includes standardise@gedures for diagnosing ED according to

DSM-IV, a standardised rating scale for severitgy@hiatric rating scale), and a measure for the
assessment of co-morbidity and general functiof2@@ The self-report measures allow patients to
give their own view on their health status and peots. They comprise ED specific instruments as
well as instruments for the measurement of germpeyathological impairment.

Expected breakthrough: We expect a major breakthrough in the optimisabbrcare for young
women at risk for or suffering from ED through thew knowledge and technology created in this
RTN. Specifically, we envisage:

(1) better understanding of the gene-environmetgraction and its use for creating targeted
prevention and maintenance programmes.

(2) better understanding of the influence of mexhd cultural differences on the development of
young women through linguistic fingerprints.

(3) easier access to effective care for people avkaunder-served today, e.g., people in rural areas
and cultural or social minorities.

(4) more effective delivery of care through the aéenodern communication tools such as Internet
and text messaging.

(5) greater cost-efficiency through individuallyilbaed stepped care that will better allocate
expensive therapeutic resources according to theidual’s needs.

B1.5 Work plan

The work programme consists of 14 innovative stwdiad is divided into four work packages
(WP). In addition to the description below, thedss and the responsibilities are displayed inetabl
5 (p.37). Each of the network teams takes full redie responsibility for the studies that it is
conducting. The studies are actually carried oupublic or private clinics, i.e., under ‘real life’
conditions in non-academic routine. They are ictmnected through the general topic and
objectives. Tables 1 and 2 give an overview onvibek and time plan and the deliverables of the
RTN.

The co-ordinating network team together with Netiniwill serve as the technological support
centre and will provide the tools for assessmentwedl as for the computer mediated
communication (e-health) and be responsible foretihgsaged adaptation to future methodological
and technological developments. Specifically, tleeoddinating centre in Heidelberg will be
responsible for the data management and statisticalysis according to the standards of the
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International Harmonisation Conference (especighl E6* and ICH ES), while the adaptation of
the e-health tools, provision and technical supparttheir use will be concentrated in Lausanne
(NetUnion).

The work packages are connected as depicted imefijuand the work will be co-ordinated to
maximise synergy (e.g. by sharing the e-healthst@nich as assessment technology, computer
mediated communication) and thus facilitate tragnirsits and secondments.

Exploitation,
Merket Strategy

WP4
Technology /
Support &
Development \ \

Figure 1: Thematic and organisational structurthefwork programme

Research into the modelling of psychological riaktdrs (2 studies) and of therapy process and
outcome (5 studies) will use a similar experimenadign (prospective longitudinal observational
studies) and statistical methods (such as disdnete survival analysis and hierarchical linear
modelling). Both types of studies will also aimitentify patterns or sequences of change (e. g.
investigating whether change of one factor depemdbie change of another).

The genetic and linguistic part of the researclgramme go across several studies of the RTN. The
genetic approach requires specific knowledge arichstructure (provided by the London and
Utrecht groups). It may be particularly powerfut fotegrating genetics into the assessment of risk
factors (e.g. by gene-environment interaction; WP dnd contribute to the optimisation of
treatment by identifying genetic factors relevanetarly onset cases (WP 2 & 3). To obtain DNA,
cheek swab samples will be taken from consentintjicgaants at all sites and sent to London for
preparation of DNA and analysis of genetic inforimaty standard methods. Members of the RTN
will be trained in the use of this genetic datatlie types of analyses envisaged in the work
packages. The network team in London will co-ortnthis part of the research programme and
ensure the specific methodological standards. Trguiktic part of the research programme will
also use data from several studies of the RTN.d&ssthe study on the writing style of female
adolescents in Germany, text material will alscabéomatically collected via web-AKQUASI in
the other two studies on risk factors for the depeient of ED.

2 Good clinical practice. London, UK: Internatior@bnference on Harmonisation, 1996. Adopted by CRME 1996
(CPMP/ICH/135/95).

% Statistical principles for clinical trials. Goodlinical practice. London, UK: International Conface on
Harmonisation, 1998. Adopted by CPMP March 1998MERCH/363/96).
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The specific step-up (2 studies) and step-down a@ppeoaches (3 studies) will build on the process
models mentioned above. These intervention studiisshare the same experimental design
(randomised control trials using the adaptive ramidation strategy) and will use similar statistical
methods for the evaluation of the efficacy. Theoagganying process studies will investigate how
individual tailoring — that is, the continuous flow¥ information about the process of change —
affects the clinical decision-making and eventu#tly change process itself. These process studies
can be considered as empirical validation of thesoteveloped in the first step and may lead to
their modification.

WP 1: Development of risk models (studies 1-4):

Four studies aim to develop risk models to imprémewledge about how people develop ED.
Given that ED are complex and multi-faceted phenan&NTACT investigates risk factors from a
psychological, biological, and socio-cultural persive.

The teams in St. Etienne and Braga will speciatigus on under-diagnosed and/or under-treated
groups. While the French team will examine the iotjmd acculturation on help seeking behaviour
(especially in people of North-African origin whoeacommon in the Rhone-Alpes area) and on the
risk for developing an ED, the team from North-Bgetl will focus on the rural population in the
Minho region around Braga. Both studies will bedih®n adequately powered sample sizes of
about 1000 women for the screening and then apijptefy specified for the specific research
guestions of the further stages.

Co-ordinated with these two studies on psycholdgisk factors, the team in London will examine
the impact of genetic risk factors on the developimend course of ED. The identification of
genetic risk factors for ED is making rapid progrésrough the efforts of researchers at the NIMH
and in Europe (EC Framework V QLK1-1999-00916). Eyimey genetic risk factors include the
brain derived neurotrophic factor in ED (BDNF), gdo factors related to obesity in bulimic
illness, and genes of the serotonin and dopamiséesg in personality and psychopathology
factors such as harm avoidance, obsessive compslaivd perfectionist traits. We do not intend to
identify risk genes in the present study, but te sk genes identified by other large and powerful
studies such as those currently underway in the BiSREurope.

Investigating the role of the mass media in theettgwment of ED and especially addressing the
guestion to which extent language reflects an ammd risk for ED, the team in Heidelberg will
investigate the linguistic style of female adolegsein different age groups, and with different
cultural backgrounds (“linguistic fingerprints”).aba will be collected from German adolescents as
well as from women participating in the studies gsychological risk factors conducted by the
teams in Braga and St. Etienne.

WP 2: Longitudinal risk models & step-up carefor early intervention (studies 5-6):

The expected findings of WP1, i.e. the identifioatiof sub-syndromal and full ED cases will be
used to develop and evaluate a low intensity iretion for young women who present with mild
to moderate symptoms. The approach will compriseraprehensive clinical assessment combined
with a small number of psycho-educational sessismsceeded by a low intensity long-term
support. The latter will consist of a computer si&gl reinforcing supportive programme that uses
text messaging via mobile telephones.

Variants of the programme will be developed to addrthe specific needs of providing care in a
rural area like North-Portugal or to facilitate ess to care for young women of North-African
origin in the Rhone-Alpes area: In the Braga stutgre will be monthly visits to a primary care
physician. This inclusion of ‘sentinel’ doctors n@lddress the problem of under-served groups in
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the rural north of Portugal. Continuous monitormdj be used to individually tailor to decide when

to discontinue treatment of responders and wherefer to specialist care at the co-operating
clinical centres in case of non-response or detian. The team in St. Etienne will adapt the
programme for use in their centre. Additionallyythaill develop and evaluate a culture-specific
version of the intervention for female studentsNarth-African origin who subscribe at the

Universities of St. Etienne and Clermont-Ferrand.

WP 3: Development of longitudinal therapy process-outcome models (studies 7-11):

So far, little is known about the processes of mrpment in psychological treatment for ED. A
better understanding of these processes, espeofathpid response and slow or non-response to
treatment, is crucial for individually tailored earTherefore, longitudinal prognostic studies (LPS)
will be conducted for patients with AN, BN, and BE®develop process-outcome models.

The team in Budapest will focus on BN, and the téaBeneva on BED. The teams in Prague and
London will conduct a two-site LPS on AN to ensareappropriate sample size.

The team in Utrecht will conduct a third study ol ,Aocusing on the relation between biological
mechanisms and treatment process and outcome liesadat patients. There is empirical evidence
that AN and the onset of puberty might be related that certain neuroendocrinological profiles
are related to outcome in AN patients. Mainly theptin level seems to be a good indicator for a
patient's current status. Therefore the team inedhtr will add genetic and repeated
neuroendocrinological assessments to the desigmeoAN studies described above and investigate
the relevance and prognostic value of these infoaomdor events such as treatment response, non-
response and outcome.

WP 4: Enhancing the process of getting well through step-down care (studies 12-14):

The models developed in WP 3 will provide inforroation when key improvements are achieved.
Randomised controlled trials - separate for AN &id - will evaluate the efficacy and cost-
effectiveness of two different step-down intervens.

All studies will start with “treatment as usual’llfmved by a low intensity step through computer
mediated communication: a) The team in Budapestimiéstigate how care for BN patients can be
improved when CBT delivered in an outpatient sgttis followed by a computer-assisted text
messaging approach via mobile telephones. b) FqorafNoth sites (London and Prague), the initial
treatment will be inpatient therapy followed by aftercare programme which will be provided
through Internet chat-groups led by clinical modiensfor about six months.

Given the broad agreement that parents or fanshesild be included in treatment of AN, the two
network teams will carry out complementary researdb different ways of involving carers:
Whilst the team in London will investigate the etfeof an interactive Internet-based carer training
programme, the team in Prague will offer multifamgkoup sessions through Internet chat-rooms.
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B2 TRAINING AND TRANSFER OF KNOWLEDGE ACTIVITIES
B2.1 Objectives

The overall objective of this RTN is to maintaindaadvance European leadership in the research
and deployment of innovative health care model sardices for women with eating disorders. The
network addresses in a timely fashion, an imporkardwledge gap in the quest for developing
individually tailored stepped care models, and arswan urgent need for a focused and highly
visible European platform to train and retain dical mass of young researchers to sustain the
capacity and competence of European research ftar beealth care solutions, especially in the fast
growing area of e-health.

INTACT will bring together researchers, cliniciangnd IT professionals to create a

interdisciplinary and inter-sectorial network of ademic and non-academic partners, with
complementary knowledge and skill sets. The trgmrogramme is designed to take full advantage
of this diversity, by offering young and experiedo@searchers the opportunities to work with
world-renowned researchers in their area of exgerfi.e., genetic analyses, linguistic analyses,
longitudinal methods, e-health programmes, stegpeel). They will also receive practical training,

acquiring the necessary complementary skills toeimse career mobility and development (e.g.
ethics, data protection, project management, paiiic, dissemination, market strategy).

The assembled network has a European, as wellnagjternational dimension, that cannot be
duplicated in any national setting. Starting froneaae group of pioneering institution, INTACT
seeks to become the reference network for Europelamalth research, training and technology
transfer in tailored stepped care and e-healtre&ting disorders. This ambition is supported by a
clear strategy for dissemination, technology transénd collaboration with other European and
international research networks, as well as pastrfeom newly associated states and less
advantaged economic regions in Europe. (See tespyndtansfer and dissemination strategy in
section B4).

At the same time, INTACT will further support theed toreduce fragmentation in European
research and training. The network has already taken first steps byulidg partners from less
favoured economic regions and newly associated raesrgiates, i.e. Northern Portugal, Hungary
and the Czech Republic, and by consolidating keynbexs of 3 previous European research
consortium on eating disorders (COST Action B6,3projects "Factors in Healthy Eating”, and
“SALUT”: Intelligent environments for the diagnosti prevention and treatment of eating
disorders) into one focused research and traingtgyark.

B2.2 Requested personal resources

The applicants consider essential for the trairang career plan of the early stage researchers
(ESR) that they fully share scientific responsiiiln a study. Therefore, we envisage that one ESR
will always conduct one of the 14 studies as ppacico-investigator supervised by a personally
assigned experienced senior researcher from thetders. Specifically, the ESR will be involved

in the development of the design, collection ofadatatistical analysis, and publication. Therefore
the contract with the ESR should cover the whaldysperiod. The requested total of 468 person-nsonth
of ESR follows from the duration and work prograrsrokthe 14 studies (see table 5, p.37).

The situation for the more technically oriented EB the three ER is slightly different (see p.38).
Especially the three ER will be essential for thensfer of the technological knowledge in this
project. Therefore the ER will be employed by theidelberg team and NetUnion. The adaptation
and further development of the e-health tools meguesearchers with sound experience in
psychometrics, informatics, and software enginegeriAt the same time the work planned is
innovative and will be of great value for the fidwareer of the ER. The knowledge transfer to the
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specific study groups will be needed for the whdlgation of the RTN, which justifies the
requested 66 person-months for three ER. The tawgnt plan is outlined in detail in B4.3 (table 5,
pp.37-38).

B2.3 ESR and ER Career Development Plan

The specific studies planned are novel and chatlgngnd offer opportunities for training in new
concepts, methodology, and technology. We are denfithat ESR can accomplish the work under
supervision of experts and in co-operation witheotpost-doctoral and doctoral students at the
sites.

Each ESR and ER will be assigned to a mentor, wih@dvise her or him on setting up a personal
career development plan. Especially, ESR will beoemraged to use the studies that are assigned to
them as a dissertation (because the different tondiacross European countries, this cannot be
mandatory). For the ERs, greater emphasis willuieop continuing education and career planning.
Working together with the experts of NetUnion viiltther the specialisation of the ER, and the co-
operation with the teams conducting specific staighdl further the interdisciplinary orientation.

B2.4 Training resources of the network teams

All research teams of the network are associatednteersities. This ensures free access to all
academic facilities, lectures, and seminars forEB® that will be essential for their research and
training (see also B3.2). Sequential employmerugh NetUnion and the Centre in Heidelberg
and secondments will ensure full access to acadeeaiing and exchange for the ER. All network
teams are co-ordinated by nationally and intermallg highly respected researchers. The ESR and
ER will be fully integrated into the teams compuiipost-doctoral researchers and doctoral-
students working in this area.

B2.5 Specifictraining and transfer of knowledge

The project aims require interdisciplinary and irgectorial co-operation. The training on network
level will comprise training in and knowledge tréarsof a broad range of specific contents such as:

Research and Methodology:

designs for molecular genetic analysis of diseasese, treatment response and endophenotype
analysis such as factors influencing personality meuropsychological impairment

evaluation of the function of genetic risk factargl their interaction with environmental factors

public health research: a) research into underrtisgd and under-served groups such as ethnic,
cultural or religious minorities, migrants, or rug@opulations; b) relevance of cultural and
sociological factors for ED research; c) healthreroics

automatic text-analysis on different linguisticééw (“linguistic fingerprints”)
individually tailored interventions, flexible treaent strategies, stepped care
development and application of e-health tools er éffective delivery of care
computer-assisted assessment and clinical knowledgagement

non-standard methodology and statistics (e.g. tadmial analyses, stochastic modelling to
better understand the processes of getting illggtting well)

data security and privacy protection for onlineltremformation
Complementary skills (foreseen co-ordinating experts in brackets):
ethics in research under special considerationr@adth programmes
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communication with the scientific community: wriginpresentation, and publication

communication with the non-academic community eslgc patient and carer organisation as
well as general public

project management, grant writing, financial planxghéand resource management
implementation of programmes into routine care iatal clinical education programmes
cost-benefit analysis, market segmentation and et atkategies.

In sum, the training programme covers a broad rafggneral contents relevant for research (e.g.
ethics, data protection, project management, patodic, dissemination, market strategy) and of
specific topics relevant for the INTACT network de.genetic analyses, linguistic analyses,
longitudinal methods, e-health programmes, stegpee). Thus ESR and ER will acquire a variety
of complementary skills and knowledge for their o@te work in the RTN but also for their future
research career.

B2.6 Training

INTACT combines local and network-wide training igittes. Training will be offered on an
individual as well as on network level. The interesuse of Internet communication bridges training
on individual and network level, so that roughlsatio of 40% to 60% is envisaged.

Individual training is provided by the host institution and includég facilities and training
programmes of the universities. Taking over thgaoasibility for the foreseen study, supervised by
an experienced team member will be an essentialgbahe individual training. The personally
assigned mentor of the host network team or anogiaemer of the RTN will support the
development of individual training plans on a dayday basis. Both, the ESR and ER will be fully
integrated to the team and participate and corn&ibuthe team conferences and seminars. Special
support will be provided to facilitate the starg.e

English will be the official language within the tm@rk. However, in all specific studies
interaction with probands or patients will be reqdi Therefore - if necessary - a 4 week
language course will precede research activitiesreds training can start following arrival.

Guest researchers will receive assistance in fqdiausing, either by taking advantage of
existing structures such as University owned guesises or on a private basis. Special
attention is given to the needs of women by praygdiousing in safe neighbourhoods.

Working hours and working arrangement for pareatsg for young children can be flexible.

In several of the centres support for foreign regess is provided on an University level —
researchers in INTACT will receive the respectimormation. Thus, social integration of the
researchers into the host culture will be explditistered.

The ESR will be encouraged to visit and participateparallel studies at other places, most
typically in form of secondments. Sequential empient and secondments of the ER through
NetUnion and the centre in Heidelberg as well asagch visits of the ER at the various study sites
to transfer the knowledge to the teams responfablne specific studies are indispensable.
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Training at network level comprises seminars, summer schools, workshopsyngosia that the
RTN will conduct at varying places. Responsibility these training activities will be distributed
equally among the network partners and accordintheéd main research expertise. The foreseen
network teams responsible for the organisationliated in table 3. The technology of secure and
confidential Internet chat will be adapted for fhepose of teaching and training which will allow
scheduling weekly seminars via Internet. That meprssentations and lectures relevant to status
and progress of the specific studies will be deédethrough the Internet and discussions will be
arranged in a chat-room. The use of Jabber-Techypdlahich provides electronic tools for e.g.
instant messaging, virtual collaborative workingieanote system, the common use of data files,
secure data transfer between users) will consitiefatilitate the co-operation between the trainees
at the different sites.

Basic Training: The recruitment of ESR will be run in two main weavwith a time lag of 12
months. This will allow the ESR of the first wawedontribute substantially to the training of those
in the second wave. For both groups a one-weekitigaseminar will be organised within 3 months
after start of recruitment to introduce them to specific study they are recruited for. This tragi
comprises basic knowledge about ED and ED treat@entell as the methodology for designing
and conducting the study. The seminar will be fe#d by a workshop to bring the ESR together
with the network teams, to co-ordinate the stathefstudies, and establish personal contacts.

Workshops & Seminarstsually, two workshops accompanied by training isans will be
conducted per year (see table 3). The workshopgraming seminars will bring the ESR and ER
together with researchers of the network. Partimpawill be open for post graduates of the
network teams not appointed through INTACT as wslfor external young researchers. However,
priority will be given to ESR/ER if limitations Wibe necessary to ensure effective skills training
and the development of a team spirit. While theisars focus on training, the workshops aim at
the scientific exchange between the network memdosisexternal experts.

In addition to the face-to-face meetings, weekiyual training seminars will be conducted using
modern communication technologies, such as Intechat-rooms. Mentors from other network
teams can also be consulted via chat. The prograofitiee workshops and seminars will be split:
While one part will follow the progress of the seesland address the relevant topic, the other will
follow the career development plans of the ESR.imguthe last year of the ESR in their projects,
training in publication and exploitation of the dyuresults will be the focus. In addition, the ESR
and ER will be expected to report on the findinftheir studies at the workshops in this phase (see
table 3).

Summer SchoolsSummer schools will offer specific training on timethodology of research on
genetic factors and gene-environment interactionafemaller number of ESR (basic theoretical
knowledge will be provided as part of the semireard workshops and thus be accessible for all
ESR). The two specialised centres in London anddbtrare well known for their summer schools
and will adapt their curricula for the purposesto$ RTN.

Lecturers: The network assembles a reservoir for lecturersnofe than 50 recognised experts.
Some examples may illustrate the broad range thatovered by the network partners: As
mentioned above, genetics is well covered by tamgefrom London and Utrecht; training in best
clinical practice for the treatment of eating daens will be guaranteed by the partners in Prague,
Geneva and London; the partners in Braga and Bustiapk represent the current view of process-
outcome research and in addition will focus ongpecific public health challenge of underserved
groups in rural areas; the partners in St. Etidngether with Hans Hoek (Utrecht) ensure that the
transcultural perspective will be well representedintroducing computer linguistic methods the
Heidelberg team in co-operation with the EuropeadMab will add an exciting new approach for
investigating the influence of media; the industp@rtner NetUnion will not only ensure training in
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internet technology on a top level, but also previtie opportunity to learn from a business
company how to manage projects and prepare th#ingsproducts for the market.

Experts:Workshops and training seminars will be organsedatellite meetings to the conferences
of scientific societies such as the European Cowidtating Disorders and the Eating Disorders
Research Society. This will facilitate exchangehwaixternal experts. In addition, the RTN will
organise two scientific symposia to give the ESRABE& opportunity to present and discuss their
work within the scientific community. Generally etexchange with external experts is considered
as essential for training and knowledge transferthnos, the INTACT network will always be open
for co-operation with external experts.
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Table 3: Outline of Workshops, Seminars, and Sun8clools

Training seminars & measures
Nr.| Time | Measures Specific topicsfor: 1¥ recruitment wave’ Specific topicsfor: 2"y ecruitment wave Organisation
1 | month 3 BK Aetiology incI.. genetics, treatment strategiesg-term course London
SS Methodology: assessment measures & technology
BK Putative risk factors (cross-sectional perspegti Aetiology, treatment strategies, long-termrseu
SS Cultural and sociological perspective on ED oditt
2 | month 9 SS Methodology: assessment & monitoring St. Etienne
SS Reviewing and evaluating research literature tto di
SS Concept: developmental models & process-outcoouels of | Concept: early intervention, flexible treatmenatggies,
3 | month 15 care _ individually tailored intervenFion, stepped care Braga
SS Public health: under-diagnosed & underservedpgro E-health tools: text messaging, Internet chaiyas
CS Ethics in research Ethics and law: Specific requirements in e-health
4 | month 18 SS First summer school on genetics of complex desea ditto London
SS Advanced methodology & statistics: Stochastic ittod
5 | month 21 CS scientific writing & presentation & publication ditto Heidelberg
SS Concept: longitudinal risk models & process-omte models of| Concept: efficacious care for ED — especially,rfie of
6 | month 27 care (integrating results to literature) professional and non-professional carers Prague
CS Scientific writing, presentation & publication ittd
7 | month 30 SS Second summer school on genetics and biology to dit Utrecht
SS Public health: health economics Novel methodolowedia research, computer linguistics
CS roject management, grant writin ditto .
8 | month 33 ™ I\F/)Iarjket strateg?ies: depﬁayment of gxpected présluc Feilaer
SS Concept: individually tailored stepped care & eitiea
9 | month 40 (integrating results to literature) Budapest
CS Project management, grant writing
10 | month 46 ™ Market strategies for e-health tools for care delyv I(_sael:wseatlr;ne,

Note. BK: basic knowledge; SS: special skills; €@8nplementary skills; TM: transfer to users & markteategy

* This separation is only for organisational reas@fisESR take part in the whole programme, butipdly in different roles in that those earlier reited will assist in teaching.
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B3 QUALITY/CAPACITY OF THE NETWORK PARTNERSHIP
B3.1 Collective expertise of the network teams

INTACT brings together renowned European expertganetics, epidemiology, risk modelling, and
primary to tertiary treatment with experts on infation technology for management, research, tresgtme
training and dissemination in order to assure tti@tscience is backed up by a strong management and
information technology framework. The overall olijge of the project is to improve women’s health.
Thus, we expect that women will be the main beizeies. This is the reason, why female scientists a
clinicians will have a high profile in the teamsafitievels of experience in this project.

INTACT represents a multidisciplinary and intertsg@l network which bridges a wide variety of
disciplines such as clinical psychology, psychiagncial sciences, and genetics and goes acrosgédhe
groups from adolescents to adults. This composigfiacts the multiplicity of factors determininigese
disorders. In addition, there is technological cetepce present which is central to meeting thderigsds

set by the project with regard to assessment doriation flow and the computer mediated delivery o
care. Overall, the network has a European dimenaiath could not be realized on a national basis. It
maximizes the synergy between the contributiongtsopartners and thus reduces fragmentation in
European research and training in the field ohgatisorders.

The core members of the network have worked togaththe COST Action B6rom 1994-2001, the
Framework V project "Factors in Healthy Eatingand/or thd=ramework VI project “SALUT"Through
these collaborative activities we have learnt ttuevaco-operation on European level. The positive
feedback especially from young researchers ineams$ has motivated us to initiate this new European
collaboration.

The network fosters exchange between researclwrs dstablished countries (D, F, NL, UK), new
member states (CZ, HUN) and less-favoured regiblustt{-Portugal) and across sectors. The SME
NetUnion will provide specific opportunities for R&nd ER to acquire skills, knowledge and expegienc
that will be vital to their future success as sis$) entrepreneurs or managers. Several undeejeaand
graduate students contribute to the research abdtveork nodes and will benefit from the training
opportunities. Thus, the network will include ménran 150 researchers of various degrees of experien
and expertise. It has the critical mass to fostergrowth of a new generation of researchers irfiette
defined by the project objectives. Its compositasures synergetic gain and will promote European
added value. The network consists of 9 network sio@lieeir scientific responsibilities within INTACT
are listed in table 4 (see pp.18-19, and table2®, for the responsibilities of the network parsnfar
training).
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Table 4. Responsibilities of the network partners

Workpackages across Workpackages
WP1: WP2: WP3: WP4.
Risk | Step-up| Process-outcome| Step-down care | GEN LING | TECH
models care AN BN AN BN
1 Heidelberg Res [4] Res
2 St. Etienne .EHI Part [5] Part
3 Prague Part [9]
4 London Part [10] Part [14]
5 Budapest Part [7] Res [12]
6 Braga Part [2] Part
7 Utrecht
8 Geneva
9 NetUnion Res

Note. Res = Responsibility; Part = ParticipatingleloGEN = Genetic research and training; LING =duiistic
research; TECH = Technological development and aappN = Anorexia nervosa; BN = Bulimia nervosadicated
in brackets are the reference numbers of the Hestifsee also table 5, p.37)
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