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Abstract

Objective Models of treatment for adults with severe and enduring eating disorders focus on harm reduction and
improving quality of life. However, there is a notable gap in the pediatric literature in this area. The current study set
out to assess the perspectives of health professionals regarding clinical care for young people (e.g., ages 10-25 years)
with severe and enduring eating disorders, and to explore perceptions about appropriate treatment options for these
presentations.

Methods Health professionals were invited to complete a two-stage online survey about their experiences

with clinical care for pediatric eating disorders through Canadian and Australian professional eating disorder
networks. Survey 1 included questions about their experiences in supporting individuals with severe and enduring
presentations. Participants who completed Survey 2 reviewed clinical vignettes and shared their perspectives about
treatment recommendations and models of care, including for a severe and enduring presentation.

Results A total of 85 clinicians responded to questions on Survey 1 about severe and enduring eating disorder
presentations. A portion of these respondents (n=25) also participated in Survey 2. The majority of respondents to
Survey 1 reported providing clinical care for pediatric severe and enduring eating disorder presentations. Amongst
respondents to Survey 2, there was low consensus amongst respondents for the clinical care that would be most
appropriate for young people with a severe and enduring eating disorder presentation. Numerous challenges in
models of care for severe and enduring presentations in pediatric settings were raised in responses on Survey 2,
with clinicians sharing their awareness of models focusing on quality of life, while also raising concerns about the
appropriateness of these models for young people.

Conclusions The preliminary results of this study demonstrate that the majority of clinicians report that they
have provided care to young people with severe and enduring presentations. There is a clear need for establishing
guidance for clinicians working in pediatric eating disorder settings around models of care focused on quality of
life. Engagement with interested parties, including those with lived experience, can clarify the development of
terminology and clinical pathways for severe and enduring presentations of pediatric eating disorders.
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Treatment models focusing on harm reduction and quality of life (as opposed to eating disorder recovery) are
available for adults with severe and enduring eating disorders. However, these models are not widely available

for young people. In fact, there is very limited research on severe and enduring eating disorder presentations in
pediatric populations. We assessed the views of health professionals regarding clinical care for young people with
severe and enduring eating disorder presentations, and asked professionals about what treatment options might
be most appropriate for these presentations. Most participants reported providing clinical care for pediatric severe
and enduring eating disorder presentations. However, clinicians had diverse views about the treatment that would
be most appropriate for a severe and enduring eating disorder presentation in a young person. Further research
and engagement with clinicians and those with lived experience is needed to clarify the terminology and clinical
pathways for severe and enduring presentations of pediatric eating disorders.

Keywords Severe and enduring, Eating disorder, Pediatric, Health professional, Treatment allocation

Introduction
There is a growing body of literature on chronic presenta-
tions of eating disorders in adults, particularly anorexia
nervosa (AN). Proposed criteria for severe and enduring
AN were published to address challenges in classifying
and communicating about this condition [1]. These cri-
teria put forth a minimum duration of illness of at least
3 years, in addition to functional impairment, persistent
eating disorder symptoms, and exposure to at least two
evidence-based treatments [1]. However, it is noteworthy
that a Delphi study of international experts demonstrated
a lack of consensus on terminology for long-standing
eating disorder presentations, and that participants
endorsed terms that were perceived to be more neutral,
including “persistent” eating disorders [2]'. Furthermore,
the terminology of “severe and enduring” eating disor-
ders has not been used in the pediatric eating disorder
literature [4], and there are potential harms of the term
“enduring” (see e.g [5]). The current study was designed
to explore the perceptions and experiences of health pro-
fessionals with severe and enduring eating disorder pre-
sentations in young people (i.e., ages 10-25 years).
Alternative models of care have been developed for
adults with severe and enduring eating disorders. Harm
reduction approaches have been proposed, primarily
focused on mitigating potential harms associated with
eating disorder symptoms in adults with a long history of
AN [6]. The harm reduction approach focuses on offering
treatment to the individual with AN to improve quality
of life, as opposed to an explicit goal of eating disorder
recovery. One of the early models, the Community Out-
reach Partnership Program (first developed in Canada in

! We use the term “persistent” in the title of this paper in lieu of “enduring”
to highlight our belief that eating disorder recovery is possible, regardless
of duration of illness or past treatment experiences. However, hereafter we
continue using the term “severe and enduring” in the paper, except where
citing a paper where authors use a different term, as this is the predominant
terminology in the field, and has been identified by individuals with lived
experience as preferable over other labels such as “chronic” [3].

1995), focused on harm reduction, motivational enhance-
ment and psychosocial rehabilitation [7]. Similar alterna-
tive models of care have been developed internationally,
including the United Kingdom [8], and Finland [9]. These
models are active treatments which engage individuals
with severe and enduring eating disorders in goal setting
around quality of life. However, this literature is specific
to adults with eating disorders, and there remains as key
clinical question about when a quality-of-life focus would
be appropriate.

The Short Treatment Allocation Tool for Eating Dis-
orders (STATED) [10] can facilitate clinical decision-
making, and guide recommendations for interventions
that focus on quality of life vs. recovery. The STATED
proposes tailoring treatment to an individual based on
three features: medical stability, symptom severity/life
interference, and readiness/engagement [10]. Readiness/
engagement refers to individuals’ interest and willing-
ness to make behavioural changes and work towards
recovery [11]]. According to the STATED, a quality-of-
life focus is appropriate for those who have high symp-
tom severity and/or life interference, and low readiness/
engagement. Outpatient support is provided with regular
medical monitoring, with intermittent inpatient support
as needed to support harm reduction goals (e.g., brief
symptom interruption admissions).

An advantage of using the parameters put forth in the
STATED (i.e., medical stability, symptom severity/life
interference, and readiness/engagement; [10]) is that
an individual does not need to be labelled as having a
“severe and enduring eating disorder” (SEED) to access
a clinical pathway focused on quality of life. Concerns
about labelling individuals as “SEED” to access appropri-
ate care pathways have been raised by service users with
longstanding eating disorders [12]. The STATED was
developed for eating disorders across the lifespan, with
guidance for pediatric populations, for clinicians to con-
sider readiness and engagement of both the individual
and their caregivers. However, a caveat was proposed by
Geller and colleagues [10] that the quality-of-life focused
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treatment needs to be considered with care in pediatric
populations given the potential for irreversible medical
complications associated with the eating disorder.

The literature on severe and enduring presentations,
and quality-of-life focused interventions, is almost exclu-
sively focused on adult populations. Even with quality-
of-life focused interventions, there are challenges with
consensus. Mixed views have emerged in a study of cli-
nician practices in what clinical characteristics would
be most appropriate for a “quality of life” focus in the
STATED. In a survey which assess clinician’s views about
appropriate treatment options for young people (and
their families) and adults with eating disorders, nearly
half of clinician responses (48%) were not consistent
with the STATED recommendations [11], suggesting that
there are diverse views about who is best suited for qual-
ity-of-life focused approaches.

One of the likely factors contributing to the paucity of
attention on severe and enduring presentations of eating
disorders in pediatric populations is the duration of ill-
ness criterion. Although Hay and Touyz [1] proposed a
three-year duration, the majority of studies in the field
have required a seven-year duration of illness [2]. Given
the peak incidence of eating disorders is between ages 13
to 18 years [13], it would be uncommon to see individu-
als in pediatric settings with a duration of illness of seven
years or more. Yet, a portion of individuals with AN dem-
onstrate symptoms emerging before age 13 years [13].
Therefore, when considering the proposed duration cri-
teria of at least 3 years [1], it is likely that there are young
people receiving clinical care in pediatric settings who
would meet these proposed criteria.

The lack of consensus within the field about the defi-
nition of (and label for) severe and enduring presenta-
tions is particularly relevant when considering pediatric
populations. There are concerns about potential percep-
tions of suggesting that eating disorder recovery is not
possible for a subset of young people [14]. The term
“treatment resistant AN” has been used to describe indi-
viduals (including children and adolescents) who do not
respond to treatment [15]. Yet, there is risk with using
this term for pediatric populations as this can imply a
lack of hope for the possibility of recovery. A new term
(AN-PLUS) has been proposed to describe young people
with anorexia nervosa (AN) who are characterized by a
poor quality of life, lack of response to evidence-based
treatments, medically severe and unstable, and who are
presenting with severe eating disorder symptoms [14].
Notably, there is no fixed minimum duration of illness
associated with AN-PLUS. Furthermore, the terminol-
ogy of AN-PLUS intentionally avoids implications about
prognosis or recovery [4, 14]. A person-centred, harm
reduction approach is proposed for young people with
AN-PLUS in situations where the risks or harms of a
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treatment (including involuntary treatment options) out-
weigh the expected benefits [14].

The proposed AN-PLUS criteria [14] provide guid-
ance for pediatric health professionals around the appro-
priateness of harm reduction approaches. Yet, with few
publications on severe and enduring presentations of
eating disorders in pediatric populations, it is not clear
the extent to which health professionals encounter
these presentations in their clinical work with pediatric
populations, and to what extent they incorporate harm
reduction, or quality-of-life focused approaches, or even
conceptualize presentations as severe and enduring. The
goals of this study were to: (1) assess the perspectives
of health professionals regarding clinical care for young
people with severe and enduring presentations of eating
disorders, and (2) explore perceptions about appropri-
ate treatment options for pediatric severe and enduring
presentations in relation to the STATED [10] recommen-
dations. Given the paucity of literature in the field, and
the established lack of consensus about defining severe
and enduring presentations [2], we anticipated clinicians
would share significant barriers to providing clinical care
for this population. Based on the discordance between
clinical practice and the STATED recommendations that
has been demonstrated for the quality-of-life focus [11],
we further expected diverse clinician perspectives about
treatment of young people with a severe and enduring
eating disorder presentation.

Methods

Participants

Healthcare professionals based in Canada or Australia
who provide services for young people with eating dis-
orders were invited to participate in a two-stage online
survey. We chose to limit participation to these two
countries, to achieve an international perspective while
considering similarities between Canada and Australia
(i.e., a mix of public and privately funded health care ser-
vices, and large geographical service regions). Study invi-
tations were distributed through established networks of
eating disorders health professionals in both Canada and
Australia, including the Eating Disorders Association of
Canada, the Australia and New Zealand Academy for
Eating Disorders, the InsideOut Institute, and the British
Columbia Eating Disorders Network. We briefly posted
study invitations on social media of a Canadian eating
disorders organization, but identified spam responses
upon posting the study link, and swiftly removed the
social media postings and created a new study link that
was subsequently disseminated through email and pro-
fessional networks. Individuals were encouraged to pass
on study information to other colleagues who work with
pediatric eating disorders.
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English-speaking health professionals who were work-
ing in Canada or Australia, and who had provided clini-
cal care in the past year to young people ages 25 years
and under were eligible to participate. Study information
letters and emails included a link to a web-based survey,
which individuals could access to review consent and
eligibility information. Participants reviewed a consent
form online, and acknowledged understanding the study
information and confirmed meeting eligibility criteria
prior to proceeding to the web-based survey (Survey 1).
The web-based survey and study database were main-
tained using Research Electronic Data Capture (RED-
Cap; [16]), hosted by the BC Children’s Hospital Research
Institute. Individuals who completed Survey 1 had the
option of remaining anonymous or indicating interest in
being contacted for Survey 2 (in which case, they were
asked to provide their name and e-mail address). Ethics
approval for this project was obtained from the Univer-
sity of British Columbia/Children’s and Women’s Hos-
pital and Health Centre of British Columbia Research
Ethics Board (H21-02240).

Procedure

The goals of this study were part of a larger study on
assessment of readiness/engagement in young people
and their families, and clinical decision-making in rela-
tion to the STATED [10] for pediatric populations. The
procedures specific to the goals relating to clinical care
for severe and enduring presentations of eating disorders
in young people are presented here.

Survey 1. A 25-item general survey (Survey 1) was
completed by all participants, which assessed partici-
pants’ experience with providing clinical care for pedi-
atric eating disorders. There were two questions specific
to experiencing with clinical care for severe and enduring
eating disorders in their practice. Participants were asked
“Do you see children/adolescents with severe and endur-
ing eating disorders in your clinical practice (e.g., individ-
uals who have had an eating disorder for 3 or more years,
and who have severe eating disorder symptoms)” A yes
or no response option was provided. Participants who
responded yes were then prompted with an open-ended
question “What are some of the key concerns that you
have in providing clinical care for children/adolescents
with severe and enduring eating disorders?” We inten-
tionally did not provide proposed criteria for severe and
enduring presentations, to allow participants to evaluate
whether they provide care for this population based on
their own perceptions and experiences. However, draw-
ing from Hay & Touyz [1], we provided a prompt that this
may include individuals with at least a 3-year duration of
illness, to ensure that participants were not responding
with examples relevant to relatively short durations of ill-
ness (e.g., 12 months). The survey also included questions
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about participant demographics (i.e., age, gender identity,
and highest level of training), in addition to clinical expe-
rience with pediatric eating disorders and work setting,
which was adapted from a previous survey of health pro-
fessionals from our research group [17].

Survey 2. Participants who responded to Survey 1 were
asked if they wished to be contacted to participate in Sur-
vey 2, in which they review clinical vignettes and share
views about treatment recommendations for pediatric
eating disorders. Participants who agreed to be contacted
were provided with a consent document through a study
link. Participants reviewed study information, and con-
firmed that by completing the questionnaire they were
consenting to participate in the research. A total of five
vignettes were presented in Survey 2: four in which there
is a recent onset of an eating disorder and youth and
family readiness/engagement is manipulated across the
vignettes ((1) low youth/high parents;; (2) high youth/
low parents; (3) high youth/high parents; (4) low youth/
low parents), and a fifth vignette with a severe and endur-
ing eating disorder presentation with low readiness/
engagement in youth and parents. These vignettes were
developed by the lead author, in collaboration with a non-
clinical member of the research team (SM), and piloted
with five members of the research team who are involved
with clinical care for eating disorders, to ensure that suf-
ficient information was presented and that the level of
readiness/engagement portrayed in the vignettes was
accurately perceived. Vignettes have been demonstrated
to have validity in the assessment of clinician decision-
making, and recommendations for vignette development
[18] were followed in the design of the vignettes used for
the current study. Vignettes are available in Supplemen-
tary Materials (Appendix A). Vignettes were presented
with gender-neutral pronouns and ambiguity about the
gender identity of the youth, to make these scenarios
inclusive across gender.

Participants were asked to identify what type of treat-
ment they would begin with for each vignette, and
whether their decision would change if the vignette pre-
sented a younger child (e.g., age 11 or 12 years). Treat-
ment options were based on the options presented in the
STATED [10]: outpatient - focus on youth/family engage-
ment; outpatient - focus on recovery; intensive treat-
ment service - day, inpatient, or residential with focus
on recovery; outpatient with inpatient support - focus
on quality of life; and hospitalization - focus on medical
stabilization. “Other” (and describing) or “unsure/I don’t
know” were also provided as options. Participants could
select only one option. There was one open-ended ques-
tion after the vignette, where participants were invited to
explain their treatment choice for the vignette. There was
also an open-ended question at the end of all vignettes,
where participants were invited to write about their
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thoughts about models of care that are appropriate for
young people with severe and enduring eating disorders
and low readiness/engagement.

Participants who took part in the general survey were
provided with the option to enter a draw for one of ten
$20 gift cards (in either CAD or AUD, depending on
participants’ country of residence). Contact information
for those who entered the draw was stored in a separate
database, to maintain the anonymity of participants.
However, individuals who were interested in taking part
in Survey 2 were asked to provide their e-mail address,
and therefore were not able to maintain anonymity®
Those who took part in Survey 2 (reviewing vignettes)
were offered a gift card valued at $15 (in either CAD or
AUD, depending on the participant’s residence).

Statistical analyses
Demographic data and data on experiences with provid-
ing clinical care for pediatric severe and enduring eat-
ing disorders is presented with frequencies. Chi-square
analysis was performed to assess differences in the pro-
portion of respondents who provide clinical care for
severe and enduring presentations across primary, sec-
ondary and tertiary settings. The frequencies for the rec-
ommended treatment approaches for each vignette are
also reported. Given the small sample size for Survey 2,
analyses were performed on available data for each sepa-
rate analysis. Information about the number of responses
analyses were based on is provided for each variable.
Responses on the open-ended questions were coded
into themes by the lead author (JSC) and second author
(TP). Conventional content analysis was performed
[19]. The lead author initially reviewed all open-ended
responses, then re-read the responses and developed a
coding scheme, which was reviewed and discussed with
the second coder. Responses that clustered together
were grouped under a theme. A total of nine themes
were initially identified, which were then reviewed and
reduced based on responses that were commonly occur-
ring together. The second coder independently coded
all responses. The lead author is a clinical psychologist
and researcher with 20 years of experience in the field
of eating disorders, and the second author is a bachelor’s
level research coordinator with 18 months of experi-
ence in a specialized eating disorders research setting.
The agreement between coders was reasonable, with K
ranging from 0.66 to 0.83 for Survey 1, and 0.63-1.00
for Survey 2. After determining the agreement between
coders, the two coders met to review and resolve

2 Ethics approval was obtained to link the responses between the Survey 1
and Survey 2. Unfortunately, an error in the REDCap survey distribution
set-up meant that a portion (40%) of participant responses to Survey 2 were
recorded anonymously, thereby precluding the possibility of linking partici-
pant demographics with responses to the vignettes for these cases.
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inconsistent responses, and mutually agreed on the final
coding scheme and ratings for open-ended responses.
Experienced eating disorders clinicians with expertise in
adolescent medicine (PYL) and child psychiatry (SG), as
well as clinical ethicists with experience supporting clini-
cal decision-making in pediatric eating disorders (AV,
AOQOP) collaborated on the interpretation of results.

Results
Participants
A total of 120 individuals entered the study link and pro-
vided consent. Of these, 10 responses were identified as
spam and were removed from the database (responses
immediately after posting on social media, which all
included illogical responses), and an additional 10
responses contained no responses to study questions. A
total of 100 individuals provided consent for the study
and went on to complete at least some items on Sur-
vey 1. Of these, 85 participants completed the questions
related to clinical care for severe and enduring eating
disorders. Data from these 85 participants are presented.
There were 61 participants living in Canada (71.8%), 23
in Australia (27.1%), and 1 participant who did not report
their country of residence (1.2%). Respondents included
a mixture of physicians (n=17, 20%), nursing staft (n=10,
11.8%, and allied health professionals (n=58, 68.2%). Par-
ticipant demographic information is presented in Table 1.
Sixty respondents to Survey 1 expressed interest in tak-
ing part in Survey 2, of whom 40 responded to the invi-
tation that was distributed and were sent a study link.
A total of 25 individuals responded to at least some of
Survey 2, and 20 respondents completed this follow-up
survey. Data from all 25 respondents was maintained for
analyses, and available data for each variable is presented.

Experiences in providing care for pediatric severe and
enduring presentations

The majority of respondents (#=70, 82.4%) indicated that
they provide clinical care for young people with severe
and enduring eating disorder presentations. A follow-
up chi-square analysis demonstrated that those working
in tertiary (hospital-based) settings were more likely to
work with severe and enduring presentations (n=35/37,
94.6%) in comparison to those in secondary (community-
based) programs (n=24/33, 72.7%) or primary practice/
private practice (n=10/14, 71.4%), x> (2, N=84)=7.00,
p=.03. However, it is noteworthy that across settings, the
majority of health professionals report providing clini-
cal care for severe and enduring presentations in young
people.

Of the 70 individuals who reported providing clinical
care for pediatric severe and enduring presentations, 59
provided an open-ended response to highlight their key
concerns about clinical care with this population. There
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Table 1 Participant demographics

Sample size
of health
profession-
als (n=85)
Age
25-34 years 35 (41.2%)
35-44 years 30 (35.3%)
45-54 years 15(17.6%)
55-64 years 3(3.5%)
Missing 2 (2.4%)
Gender Identity
Male 6 (7.1%)
Female 73 (85.9%)
Non- Binary 1(1.2%)
None of the above 1(1.2%)
Missing 4(4.7%)
Years working the field of ED
<1 12 (14%)
1-4 31 (36.5%)
5-9 20 (23.5%)
10-14 13 (15.3%)
15-19 3(3.5%)
20+ 5 (5.9%)
Missing 1(1.2%)
Primary Work Setting
Private Practice / Primary Care 14 (16.5%)
Secondary Services 33 (38.8%)
Tertiary Services 37 (43.5%)
Missing 1(1.2%)
Work Setting
Rural 7 (8.2%)
Suburban 22 (25.9%)
Urban 55 (64.7%)
Missing 1(1.2%)
Primary Treated Age Group®
Children/Adolescents 28 (32.9%)
Youth/Adults 11 (12.9%)
Across the lifespan 46 (54.1%)

2Children/adolescents were defined as age 18 years and under. Youth/adults
were defined as 17 years and above. Respondents were able to select more
than one age group. If respondents worked with both children/adolescents
and adults, they were added to ‘across the lifespan’ category. The overlapping
categories were included given that some programs in the region offer support
to transition-age youth (i.e., who are transitioning out of the pediatric system,
into the adult system)

was a wide range of details that respondents shared in the
open-ended responses, with the word count of responses
ranging from 2 to 494 (mean=39.3 words; median=21
words). A total of 6 themes were constructed from the
responses. The total number of responses that were
coded under each of the themes is noted (given that some
responses were lengthy, many were coded under more
than one theme).

Medical management, transitions in care, and support-
ing concurrent psychiatric diagnoses (n=29): Participants
highlighted medical monitoring and stability, access to
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medical care, as well as managing psychiatric comor-
bidities as key concerns. Participants also shared chal-
lenges in supporting both an eating disorder and other
mental health diagnosis, indicating that limited access
to paediatric psychiatrists and other specialized health
professionals means that “access to appropriate pharma-
cological treatment with adequate monitoring is more
difficult to access and clients [don’t] have the full benefit
of psychological treatment” (participant 75).

Some responses bridged both resources and medical/
psychiatric management themes, indicating that there is
“Not sufficient resources to provide outpatient treatment
and not sufficient community services and ability to treat
comorbidities” (participant 91). Responses also high-
lighted challenges with medical monitoring and other
clinical care in the context of transitions in care between
the pediatric and adult systems. One respondent shared
a concern surrounding “the capacity of the primary care
provider to continue to follow the client medically, ESPE-
CIALLY youth that are 17 /18 and aging out of pediat-
ric medical care systems or who are 18+and aging out of
provincial mental health systems” (participant 39).

Availability of resources or appropriate treatment
options (n=28): Participants shared their perspectives
about the “lack of resources for this population” (par-
ticipant 35). Many participants also highlighted the lack
of diverse services in their area, with significant geo-
graphical barriers (e.g., more than 4 h drive to intensive
treatment service options). Barriers in rural and remote
settings were also identified, with a lack of dedicated cli-
nicians who are trained in supporting eating disorders,
or limited resources in the local eating disorder program.
Several respondents highlighted lack of alternatives to
family-based therapy (FBT) in their setting, or shared
concerns about the quality of evidence-based approaches
(e.g., FBT that did not adhere to the model). “There’s no
other modality to offer in our community if FBT doesn’t
work” (participant 21). Another participant reflected on
the need to train clinicians in a variety of approaches,
highlighting:

Clinicians need to be upskilled as to when to choose
FBT versus say parent-supported CBT-ED [cognitive
behavioural therapy for eating disorders], or AFT
[adolescent focused therapy], or MFT [multi-family
therapy]. Yes, FBT is the leading EBP Tx [evidence-
based practice treatment], but what happens when
FBT is not a right fit? (participant 95).

Burnout and supports needed for caregivers and clini-
cians (n=23): Participants shared concerns about limited
supports that are available both to parents/caregivers of
young people with eating disorders, as well as staff who
are providing clinical care. Respondents indicated that
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there is a lack of resources, including respite, for parents
supporting their child with a severe and enduring presen-
tation. Further, the limited resources available to parents/
caregivers was perceived to impact their ability to con-
tinue to provide the level of care needed (e.g., meal sup-
port and emotional support). Several respondents shared
experiences with limited or no family involvement. Cli-
nician burnout and lack of supports (including access to
appropriate education and training) was also highlighted.
Respondents also shared concerns about clinician moral
distress, compassion fatigue, and apathy. Participants
presented key concerns about both “parent burnout/
fatigue” and “staff fatigue” (participant 80) in the same
response.

Evidence-based treatments and treatment experi-
ences (n=22): Respondents shared that there is “a lack
of clear evidence-based guidelines for the treatment of
these youth” (participant 11). The lack of alternatives to
EBT or intensive (e.g., inpatient) treatment were raised,
in addition to concerns about past treatment experiences
that “did more harm than good” (participant 36). Several
participants highlighted challenges with the readiness
and willingness of young people with severe and endur-
ing presentations to participate in treatment, and how
to provide adequate care to engage these individuals in
treatment.

Ethical considerations and trauma-informed practice
(n=11): Several participants raised ethical consider-
ations, including those related to involuntary admissions,
and considerations around trauma-informed practice
and providing safe and appropriate clinical care. One
participant raised concerns about labelling young people
as having “SEED” and whether it is ethical to treat them
in the same way as adults, questioning “should we always
be recovery-focused given their age and our role as adults
to guide them during their development?” (participant
59). Participants shared that young peoples’ experiences
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in treatment may be experienced as traumatic, includ-
ing physical restraint to provide nasogastric tube feed-
ing, indicating that the “re-traumatisation of children and
adolescents is therefore my primary concern” (partici-
pant 81).

Institutionalization, community connections, and sup-
porting safety-related concerns in treatment (n=9):
Respondents shared concerns about the risks associated
with long-term hospitalization on development, and
engagement in school, family, and vocational interests.
Some participants also shared concerns about how to
safely contain behaviour in treatment settings: “will hav-
ing consequences/boundaries/expectations lead to dys-
regulation that we cannot contain?” (participant 7).

Survey 2: Reflections on Case vignettes

Participants who took part in Survey 2 were asked to
identify the treatment option that they would recom-
mend to begin with for each vignette, and the propor-
tion of respondents selecting each treatment option
was assessed. There was the highest consensus amongst
participants for cases 2 (high youth/low parent readi-
ness/engagement), 3 (high youth/high parent readiness/
engagement), and 4 (low youth/low parent readiness/
engagement), with more than 75% of respondents select-
ing the same treatment recommendation for these
vignettes. In contrast, 56% of respondents chose the
same treatment recommendation for vignette 1 (low
youth/high parent readiness/engagement). Vignette 5
(low youth/low parent readiness/engagement with severe
and enduring presentation) presented with the lowest
consensus of all vignettes (<35% of participants chose
the same recommendation). See Table 2 for treatment
options selected by respondents for each of the vignettes
(note that the relative proportions for each vignette varies
as there was a range of 20—25 responses across vignettes).

Table 2 Participant responses indicating the type of treatment that they would recommend for each of five vignettes, in which youth
and parent readiness/engagement is adjusted across vignettes, in addition to duration of illness/treatment history for case 5

Case 1 Case 2 Case 3 Case 4 Case 5
lyouth tyouth tyouth lyouth lyouth
1 parent | parent tparent | parent |parent
(n=25) (n=21) (n=21) (n=20) (n=20)
Outpatient (focus on engagement) 44% 76% 19% 85% 20%
(n=11) (n=16) (h=4) (h=17) (h=4)
Outpatient (focus on recovery) 56% 19% 76% 15% 0%
(n=14) (h=4) (n=16) (n=3) (h=0)
Intensive Treatment (recovery focus) 0% 5% 5% 0% 25%
(n=0) (n="1) (n=1) (n=0) (n=5)
Outpatient with inpatient support (quality of life focus) 0% 0% 0% 0% 35%
(n=0) (h=0) (n=0) (n=0) (n=7)
Hospitalization (focus on medical stabilization) 0% 0% 0% 0% 5%
(n=0) (n=0) (n=0) (h=0) (n=1)
Other 0% 0% 0% 0% 15%
(h=0) (h=0) (n=0) (n=0) (n=3)
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Participants’ responses to the vignette with the severe
and enduring presentation were classified as STATED-
consistent if they selected outpatient with inpatient sup-
port (focus on quality of life) [10]. One of the “other”
responses was recorded to outpatient with inpatient
support (focus on quality of life), bringing the total to
8 of the 20 respondents (40%) who shared a treatment
recommendation that aligned with the STATED [10]
recommendations.

The majority of respondents (n=13/20, 65%) indi-
cated that their treatment choice would have differed if
the vignette presented a younger individual (e.g., age 11
or 12 years). Open-ended responses were evaluated to
contextualize the treatment choice indicated by partici-
pants (a total of 17 responses out of the 20 participants
who responded to vignette 5, with the word count rang-
ing between 7 and 167 words; mean of 31.3 and median
of 21 words). Even with the 16-year-old featured in the
vignette, there was clear discomfort about the potential
for a quality-of-life focus in participants’ explanations.
One participant shared:

This is a difficult case scenario as it seems completely
bizarre to offer quality of life supports to a youth.
... I am unsure if this is the appropriate method of
action due to Spencer being only a youth and not an
adult however I do not see the benefit in more inten-
sive treatment or hospitalization for the eating dis-
order” (participant 14).

Four themes were constructed from the responses about
treatment choice: (1) reflections on adult models of care
and alternative treatment goals (1=7); (2) engagement
with young people (n=6); (3) parent support/focus (n=5)
and (4) a full recovery focus (n=3). The participants who
emphasized a recovery focus expressed concerns about it
being premature to shift to a focus on quality of life, and
recommended engagement with the young person, or
considering the option of day treatment, as well as pro-
viding clinical care to parents/caregivers. One participant
shared the perspective that recovery-focused treatment
could remain a goal, while taking a “break” to focus on
quality of life with the young person and parents while
establishing non-negotiables (participant 19).
Open-ended responses to a question about models of
care for severe and enduring presentations were evalu-
ated, and there was a range in participants’ engage-
ment on this question (total of 18 responses out of
the 20 participants who completed all vignettes, with
responses ranging from 1 to 157 words; mean of 49 and
median of 37 words). Three themes were constructed
from these responses: challenges with existing models/
lack of research (n=7); engagement in young people vs.
caregivers (n=7); and the importance of recognizing
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the potential for recovery (n=7). Respondents were
divided between the potential utility of alternative mod-
els focusing on quality of life for young people, and the
importance of remaining recovery-focused in pediatric
settings. Participants who endorsed the importance of a
recovery-focused model/approach highlighted ongoing
brain development through adolescence, and shared rec-
ommendations for ongoing assessment of readiness. One
participant suggested that it may be possible to support
young people “in the least invasive manner, while main-
taining safety and working with caregivers to improve
longer term change” (participant 11). Caveats to alterna-
tive models were raised, including one participant who
shared that “first we must try usual treatment approaches
for many years, and have reached real re[-]nutrition peri-
ods before considering it did not work..” (participant
22). Six participants shared uncertainty about the most
appropriate models of care, with comments indicat-
ing that it is currently “ad hoc and unsatisfactory” (par-
ticipant 5), or that the question about models of care for
pediatric severe and enduring presentations was “a really
tough one, and I really don’t know” (participant 15).

Discussion
The results of this study provide a preliminary indica-
tion that clinicians are caring for young people with
severe and enduring presentations of eating disorders.
Over 80% of study participants, regardless of their work
setting, shared that they have provided clinical care for
young people with severe and enduring presentations
of eating disorders, though it was more common for
hospital-based clinicians than for clinicians in primary
or community-based services. As expected, clinicians
shared significant challenges with providing clinical care
for this population. The main themes identified by partic-
ipants were lack of resources, and limited availability of a
variety of models of care, as well as concerns about burn-
out both in parents/caregivers and clinical staff. Partici-
pants also highlighted ethical concerns about identifying
young people as having a severe and enduring presenta-
tion, and how to safely and appropriately provide care for
both young people and their families. Themes of limited
resources and carer burden aligned with previous reports
of clinicians working in adult settings [20], reflecting the
complex care needs of this population across the lifespan.
We expected diverse clinician perspectives about treat-
ment of young people with a severe and enduring eating
disorder presentation, given previously reported incon-
sistencies in clinical practice in relation to the STATED
[11]. Responses on Survey 2 demonstrated the low-
est level of participant agreement for the vignette with
a severe and enduring presentation, in contrast with
the clinical vignettes with a shorter duration of illness
(including a vignette where there was low readiness for



Coelho et al. Journal of Eating Disorders (2024) 12:83

both youth and parent, but with a shorter duration of
illness). Less than half of participant responses for the
vignette with a severe and enduring presentation aligned
with the STATED recommendations for a model of care
focused on quality of life [10]. Open-ended responses
further demonstrated a division in participant responses
about the most appropriate models of care for severe and
enduring presentations in young people, with some par-
ticipants endorsing the potential utility of a quality-of-life
focus, while a small group of participants stressed the
importance of continuing to focus on recovery.

Several participants expressed concerns about labelling
young people as having severe and enduring eating disor-
ders. This aligns with published recommendations based
on engagement with service users about the importance
of treatment pathways focused on quality of life not
resulting in individuals being labelled as “SEED” [12] or
“treatment resistant” One of the advantages of using the
STATED [10] to guide clinical decision-making about
treatment pathways is that it is multidimensional, with
three patient/family characteristics used to guide treat-
ment planning (medical stability, symptom severity/
life interference, and readiness/engagement). Thus, the
pathway for STATED [10]allows the clinician to intro-
duce a quality-of-life focus in a way that could feel less
judgemental to young people and their families about
their future potential. Future research that engages with
individuals with lived/living experience about the appli-
cation of STATED for young people with eating disorders
is needed.

Based on the reflections shared by clinicians who par-
ticipated in the current study, it appears that pediatric
service providers are aware of emerging models of care
for severe and enduring presentations. Yet, they also
shared ethical concerns about the appropriateness of
these services for pediatric populations, and there was
uncertainty about the most appropriate models of care
expressed by one-third of participants in Survey 2. Some
of the discomfort expressed by clinicians was not spe-
cific to severe and enduring eating disorders, but rather
challenges in the system of care (e.g., timely access to
services, clinician availability, provision of appropriate
evidence-based approaches) that was also perceived to be
connected the development of severe and enduring pre-
sentations. There was a suggestion that taking a quality-
of-life approach might be akin to compromising with the
youth or giving up. However, taking a dialectic view in
which recovery-focused and quality-of-life approaches
are not in opposition may help address some of the dis-
comfort expressed by clinicians. As suggested by a par-
ticipant, it may be appropriate to shift to quality-of-life
focused approaches as a break after attempting evi-
dence-based, recovery-focused approaches, while con-
tinually re-assessing next steps and continuing to hold
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the ultimate goal of recovery. Furthermore, clinicians’
awareness of alternatives to FBT, and the ability to pro-
vide other evidence-based approaches, is an important
aspect of care. Although FBT is the only approach that is
strongly recommended by the Canadian pediatric eating
disorder guidelines, several other approaches can be rec-
ommended (e.g., cognitive behavioural therapy, adoles-
cent focused psychotherapy, adjunctive yoga and atypical
antipsychotics) [21].

Ethics support for clinicians, particularly direct care
staff working in hospital settings, is a key service recom-
mendation for pediatric presentations of AN-PLUS [14],
and aligns with themes captured in the current study.
Part of the challenge in working with young people with
eating disorders is the question of capacity of making
decisions, particularly in cases where the young person
has limited or no interest in engaging in treatment. Ado-
lescents may still be developing cognitive skills to make
decisions, as well as their own value system and identity,
and the potential influence of the illness on values and
sense of self. From an ethical perspective, it is important
to consider the relational nature of autonomy and deci-
sion making. At times, individuals may make choices
beyond individual interests, and their values are influ-
enced by their relationships and environment (see e.g
[22]). Supporting clinicians to navigate ethical consid-
erations in the unique context of pediatric care, where
relational autonomy is distinctly explicit can alleviate
the moral distress that arises with these complex clinical
presentations. Similarly, collaborative care, and foster-
ing compassion for others in clinicians in the context of
severe and enduring presentations can also be helpful to
clinicians [23].

The responses around the need for family/caregiver-
focused support that were shared in the survey also high-
lights a major gap in existing research in the area, as there
are a currently no interventions that have been devel-
oped and evaluated for caregivers of young people with
a severe and enduring presentation. The New Maudsley
Collaborative Care approach was developed to support
carers of adults with a broad range of eating disorders
[24]. The New Maudsley method has been adapted into a
brief, 2-session workshop, which was effective in improv-
ing carer burden and self-efficacy relative to a waitlist
control group [25]. The New Maudsley method has also
inspired a skills-based training for parents of adoles-
cents with eating disorders, with emerging evidence for
the utility of this training in improving parental skills
and reducing guilt and stress [26]. The need to further
develop caregiver-focused interventions beyond FBT has
been identified by parents whose child’s distress persisted
after FBT [27].

In the surveys, we intentionally did not provide specific
criteria to define severe and enduring presentations of
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pediatric eating disorders (given the lack of definition in
wide use for pediatric populations). However, we did pro-
vide a prompt suggesting a minimum duration of three
years based on the criteria put forth by Hay and Touyz
[1]. The lack of specific definition provided to partici-
pants has a potential advantage in ensuring we could cap-
ture broad responses about clinician perceptions about
this population, while also a limitation in the variability
of how clinicians may have conceptualized a severe and
enduring presentation. Future research will benefit from
using the newly developed AN-PLUS criteria [14], and
assessing the frequency with which clinicians are sup-
porting these presentations. It is notable in the proposed
AN-PLUS criteria for pediatric eating disorders [14],
there is not a duration component. Instead, there is a
focus on engagement in evidence-based treatments with-
out improvement, in addition to medical stability, quality
of life, and symptom severity criteria.

One of the strengths of this study is the engagement of
a sample of clinicians who are based in a variety of clini-
cal settings. Furthermore, the study had a broad focus on
perspectives of health professionals on clinical care for
pediatric eating disorders, and therefore was not specifi-
cally advertised as relating to severe and enduring pre-
sentations. Therefore, the likelihood of biased responses
of those with a particular interest in this area was miti-
gated. However, there were limited responses to Survey
2, including some participants who discontinued partici-
pation prior to reaching the vignette with the severe and
enduring presentation (given that the vignettes were not
presented in a random order), which may impact of the
generalizability of study results. This initial exploratory
study relied primarily on descriptive analyses, and we
did not have sufficient power to compare the likelihood
of treatment recommendations across the vignettes, or
examine clinician characteristics that were associated
with positive views of quality-of-life focused approaches.
Future research aimed at consensus building in interested
parties, including clinicians, young people, and caregiv-
ers with lived experience is warranted.

Conclusions

The current study provides preliminary evidence that a
high proportion of pediatric eating disorder clinicians
report caring for severe and enduring presentations in
the pediatric population. Although clinicians shared
their perspectives about the potential utility of quality-
of-life focused interventions for severe and enduring
presentations, there were significant concerns about the
appropriateness of these interventions for young people
with eating disorders raised by a portion of participants.
Less than half of clinicians shared treatment recommen-
dations that aligned with the STATED recommenda-
tions [10], for a vignette depicting a severe and enduring
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presentation of a pediatric eating disorder. Criteria for
young people with AN who would benefit from a quality-
of-life focus have been proposed [14]. Further research
to build consensus across clinicians, young people and
families about when and how to integrate a quality-of-life
focus is much needed.

Supplementary Information
The online version contains supplementary material available at https://doi.
0rg/10.1186/540337-024-01044-6.

[ Supplementary Material 1 J

Author contributions

JSC, SM, JG, PYL, and SG were involved in study conceptualization. JSC and
SM led the study methodology development. JSC and TP led analyses, in
consultation with SM. AV and AOP engaged in interpretation of study results.
All authors read and approved the final manuscript.

Funding

This research was supported in part by funds from British Columbia Mental
Health and Substance Use Services, and a Health Professional-Investigator
Award from Michael Smith Health Research BC (HPI-2020-0710) awarded to
the first author. The funders had no role in the conceptualization, design, data
collection, analysis, or preparation of the manuscript.

Data availability
The data that support the findings of this study are available from the
corresponding author upon reasonable request.

Declarations

Ethics approval and consent to participate

All participants provided informed consent to participate. Ethics approval
was obtained from the University of British Columbia/Children’s and Women'’s
Hospital and Health Centre of British Columbia Research Ethics Board
(H21-02240).

Consent for publication

Participants were informed as part of the consent process that only
anonymous or de-identified information (depending on what information was
shared by participants at the time of completing the survey) would be shared
as part of this study. Where individual quotes are provided, no information
that is potentially identifying is included.

Competing interests
Jennifer S. Coelho is an associate editor for the Journal of Eating Disorders. The
authors declare that there are no other competing interests.

Author details

'Provincial Specialized Eating Disorders Program for Children and
Adolescents, BC Children’s Hospital, 4500 Oak St., Box 150, Vancouver,
BC V6H3NT1, Canada

“Department of Psychiatry, University of British Columbia, Vancouver, BC,
Canada

3School of Social Work, University of British Columbia, Vancouver, BC,
Canada

“Division of Adolescent Health and Medicine, Department of Pediatrics,
University of British Columbia, Vancouver, BC, Canada

°Provincial Health Services Authority Ethics Service, Vancouver, BC,
Canada

SProvincial Adult Tertiary and Specialized Eating Disorders Program, St.
Paul's Hospital, Vancouver, BC, Canada

Received: 27 March 2024 / Accepted: 10 June 2024
Published online: 17 June 2024


https://doi.org/10.1186/s40337-024-01044-6
https://doi.org/10.1186/s40337-024-01044-6

Coelho et al. Journal of Eating Disorders

(2024) 12:83

References

1.

Hay P, Touyz S. Classification challenges in the field of eating disorders: can
severe and enduring anorexia nervosa be better defined? J Eat Disorders.
2018;6:1-3.

Broomfield C, Stedal K, Touyz S, Rhodes P. Labeling and defining severe and
enduring anorexia nervosa: a Systematic review and critical analysis. Int J Eat
Disord. 2017;50(6):611-23.

Broomfield C, Rhodes P, Touyz S. Lived experience perspectives on labeling
and defining long-standing anorexia nervosa. J Eat Disorders. 2021;9:1-9.
Katzman DK, McCradden MD. Capacity for preferences: adolescents with AN-
PLUS. J Adolesc Health. 2023;72(6):827-8.

Downs J. Care pathways for longstanding eating disorders must offer paths
to recovery, not managed decline. BJPsych Bull 2023 Jun 8:1-5.

Bianchi A, Stanley K, Sutandar K. The ethical defensibility of harm reduction
and eating disorders. Am J Bioeth. 2021,21(7):46-56.

Williams KD, Dobney T, Geller J. Setting the eating disorder aside: an alterna-
tive model of care. Eur Eat Disorders Rev. 2010;18(2):90-6.

Munro C, Thomson V, Corr J, Randell L, Davies JE, Gittoes C, Honeyman

V, Freeman CP. A new service model for the treatment of severe anorexia
nervosa in the community: the Anorexia Nervosa Intensive Treatment Team.
Psychiatric Bull. 2014;38(5):220-5.

Algars M, Oshukova S, Suokas J. A novel outpatient treatment model for
patients with severe and enduring anorexia nervosa: an observational study
of patient characteristics, treatment goals, and treatment course. J Eat Disor-
ders. 2023;11(1):150.

Geller J, Coelho JS, Srikameswaran S, Lam PY, lyar M, Norris ML. Translating
research into clinical practice across the developmental spectrum: examining
the clinical utility of the short treatment allocation tool for eating disorders.
Int J Eat Disord. 2017;50(3):235-8.

Geller J, Isserlin L, Seale E, lyar MM, Coelho JS, Srikameswaran S, Norris M.
The Short Treatment Allocation Tool for eating disorders: current practices in
assigning patients to level of care. J Eat Disorders. 2018;6:1-6.

Reay M, Holliday J, Stewart J, Adams J. Creating a care pathway for patients
with longstanding, complex eating disorders. J Eat Disorders. 2022;10(1):128.
Nagl M, Jacobi C, Paul M, Beesdo-Baum K, Hofler M, Lieb R, Wittchen HU.
Prevalence, incidence, and natural course of anorexia and bulimia nervosa
among adolescents and young adults. Eur Child Adolesc Psychiatry.
2016;25:903-18.

Tsiandoulas K, McSheffrey G, Fleming L, Rawal V, Fadel MP, Katzman DK,
McCradden MD. Ethical tensions in the treatment of youth with severe
anorexia nervosa. Lancet Child Adolesc Health. 2023;7(1):69-76.

Pruccoli J, Pettenuzzo |, Parmeggiani A. Treatment response in children and
adolescents with anorexia nervosa: a naturalistic, case—control study. Eat
Weight Disorders-Studies Anorexia Bulimia Obes. 2022;27(7):2879-87.

20.

21.

22.

23.

24.

25.

26.

27.

Page 11 of 11

Harris PA, Taylor R, Thielke R, Payne J, Gonzalez N, Conde JG. Research
electronic data capture (REDCap)—a metadata-driven methodology and
workflow process for providing translational research informatics support. J
Biomed Inform. 2009;42(2):377-81.

Coelho JS, Norris ML, Tsai SC, Wu YJ, Lam PY. Health professionals'familiarity
and experience with providing clinical care for pediatric avoidant/restrictive
food intake disorder. Int J Eat Disord. 2021,54(4):587-94.

Evans SC, Roberts MC, Keeley JW, Blossom JB, Amaro CM, Garcia AM, Stough
CO, Canter KS, Robles R, Reed GM. Vignette methodologies for studying clini-
cians'decision-making: Validity, utility, and application in ICD-11 field studies.
Int J Clin Health Psychol. 2015;15(2):160-70.

Hsieh HF, Shannon SE. Three approaches to qualitative content analysis. Qual
Health Res. 2005;15(9):1277-88.

Webb H, Dalton B, Irish M, Mercado D, McCombie C, Peachey G, Arcelus J,

Au K, Himmerich H, Louise Johnston A, Lazarova S. Clinicians’ perspectives
on supporting individuals with severe anorexia nervosa in specialist eating
disorder intensive treatment settings. J Eat Disorders. 2022;10(1):3.
Couturier J, Isserlin L, Norris M, Spettigue W, Brouwers M, Kimber M, Pilon D.
Canadian practice guidelines for the treatment of children and adolescents
with eating disorders. J Eat Disorders. 2020;8:1-80.

Carnevale FA, Collin-Vézina D, Macdonald ME, Ménard JF, Talwar V, Van Praagh
S. Childhood ethics: an ontological advancement for childhood studies. Child
Soc. 2021;35(1):110-24.

Geller J, Fernandes A, Kelly AC, Samson L, Srikameswaran S. Collaborative
care in eating disorders treatment: exploring the role of clinician distress, self-
compassion, and compassion for others. J Eat Disorders. 2023;11(1):57.
Treasure J, Smith G, Crane A. Skills-based caring for a loved one with an eat-
ing disorder: the new Maudsley method. Volume 15. Routledge; 2016 Jul.
McEvoy PM, Targowski K, McGrath D, Carter O, Fursland A, Fitzgerald

M, Raykos B. Efficacy of a brief group intervention for carers of indi-

viduals with eating disorders: a randomized control trial. Int J Eat Disord.
2019;52(9):987-95.

Toubgl A, Koch-Christensen H, Bruun P, Nielsen DS. Parenting skills after
participation in skills-based training inspired by the New Maudsley Method: a
qualitative study in an outpatient eating disorder setting. Scand J Caring Sci.
2019;33(4):959-68.

Wufong E, Rhodes P, Conti J. We don't really know what else we can do:
parent experiences when adolescent distress persists after the Maudsley and
family-based therapies for anorexia nervosa. J Eat Disorders. 2019;7:1-8.

Publisher’s Note

Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.



	﻿Clinical care for severe and persistent eating disorders in pediatric populations: Perspectives of health professionals
	﻿Abstract
	﻿Plain English Summary
	﻿Introduction
	﻿Methods
	﻿Participants
	﻿Procedure
	﻿Statistical analyses

	﻿Results


