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Abstract 

Background Eating disorders (EDs) commonly develop in adolescence and can be a chronic condition. Once 
patients reach the age when it is no longer permitted or appropriate for them to be seen in a children’s healthcare 
setting, they will need to transition into adult-focused care. This transition period can be challenging, with increased 
risks of negative health outcomes and disruptions in care. Appropriate educational resources could be an effective 
support for patients during this transition. Our objectives were to engage patients about the value of developing edu-
cational supports and determine how these supports should be structured to be most useful to young adults with 
EDs.

Methods Patients who had transitioned out of a hospital-based ED program between 2017 and 2020 were invited to 
participate in a semi-structured interview. Data were analyzed using thematic analysis and qualitative description.

Results Six young adults (5 females and 1 male) with EDs were interviewed. All participants thought it would be 
helpful to have an educational resource. Three main themes and seven subthemes were identified. Themes identified 
related to the unique challenges of transition for ED patients given the age of onset and cycle of symptoms; issues 
in adult care related to comorbidities and new level of autonomy; and the value of educational resources as both a 
connection tool and a benchmark. Participants also thought it would be useful to include in any educational resource 
a summary of their previous treatments, information regarding the transition process, a list of main healthcare provid-
ers they saw for their ED, a description of the differences and expectations of the adult system, a list of their follow up 
appointments, and a list of community and emergency mental health resources.

Conclusions Participants said that educational supports can play a useful role for young adults with EDs during 
their transition into adult care. They also provided valuable insights into the desired contents of such supports and 
expanded on the roles that educational resources could serve for ED patients.
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Plain English summary 

Most adolescents who have an eating disorder will reach an age when it is no longer appropriate for them to receive 
care in a children’s health program. They will then need to transition to an adult-focused program. This transition 
period can be challenging, with increased risks of negative health outcomes and disruptions in care. One approach 
for better supporting patients during transition is through the development of appropriate educational resources. 
Before developing these resources, it is important to hear from patients about how they should be structured to be 
as useful as possible. We interviewed six patients who had recently transitioned out of a pediatric eating disorder 
program about the value of an educational transition resource and what should be included in it. Patients identified 
several unique transition issues for young adults with eating disorders. We identified valuable insights and seven key 
themes from these interviews. While all patients recognized the value of educational resources, rather than being just 
a static source of information, they envisioned a resource that could also be a dynamic record of their previous care 
and a tool for engaging with their new adult-focused health care providers.

Background
Eating disorders (EDs), such as anorexia nervosa (AN) 
and bulimia nervosa (BN), are complex illnesses that 
are accompanied by serious medical, psychological, and 
social impairments [1]. They are associated with the 
highest rates of morbidity and mortality among mental 
illnesses diagnosed within the pediatric population [2]. 
Peak age of onset for AN and BN is middle to late ado-
lescence and late adolescence (around 18  years) respec-
tively [3, 4]. Because EDs can be chronic and have lasting 
functional and medical impairments, most ED patients 
will require transition to adult medicine once they have 
reached the age at which it is no longer appropriate or 
permitted for them to be seen in a children’s healthcare 
setting [5]. This transition typically occurs around age 18, 
however, an individualized process which considers the 
developmentally appropriate age for each patient to be 
transitioned is recommended [6].

The transition to adult care for patients with EDs has 
been associated with disengagement from services and 
inferior health outcomes [7]. Gaps in care for ED patients 
are also common between the pediatric and adult sys-
tems in many countries [7]. These gaps may contribute 
to the large declines in mental health service use and 
high treatment drop-out rates seen in this population 
after transition [8–11]. Dimitropoulos et  al. found that 
common ED related factors, such as denial about their 
illness and ambivalence towards recovery, significantly 
affects this population’s transition to adult medicine [11, 
12]. While pediatric care is more family-focused, adult 
care providers expect patients to take more responsibil-
ity for arranging and managing their own care [11, 12]. 
With this added autonomy, patients may be free to dis-
engage from treatment if they do not feel it is warranted, 
resulting in difficult therapeutic relationships and dis-
rupted care. Ensuring all aspects of continuity of care—
e.g., maintaining care over time, ensuring a relationship 
between patient and care team, providing information 

transfer, and meeting changing needs [13]—during this 
period of establishing new relationships with adult-
focused providers is a key goal.

While research surrounding the educational needs of 
patients with EDs during their transition is sparse, lit-
erature on the educational needs of patients with other 
chronic illnesses during transition may be applicable. A 
systematic review by Crowley et  al. found that patient 
education is a vital component in optimizing health and 
empowering adolescents during transition [14]. They 
identified that patients should know about improved 
knowledge regarding their condition, the reasons for 
their current treatments, medication they are currently 
taking, the differences between the pediatric and adult 
healthcare systems, how to navigate the adult system, and 
personal wellness [15–17]. They also recommended that 
patients are provided with a comprehensive health sum-
mary prior to transferring them to the adult healthcare 
system [17, 18].

While there are likely areas of overlap, we should not 
just assume that the education needs of young adults 
with ED are like those of patients with any chronic dis-
ease. Within the health system we examined (in New-
foundland, Canada), adolescents with an ED are cared for 
in a medical program focused on treating all adolescent 
patients. Unlike other chronic illnesses in pediatrics, e.g., 
diabetes or cardiac care, general adolescent medical pro-
grams do not have a clear equivalent in adult medicine, 
which can complicate transitioning. Models of ED care 
likely vary in other countries or even between jurisdic-
tions within a country. The treatment of EDs more regu-
larly uses family-based therapies regardless of a patient’s 
age, in which parents take full control of a patient’s nutri-
tion and slowly give responsibility back to the patient. 
This situation is different from other chronic illnesses, 
which often aim to empower patients relatively early to 
start taking control over their own care in preparation for 
the adult system. As a first step towards addressing gaps 
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in the supports available, we engaged young adults with 
EDs to get their perspectives on the type and structure 
of educational resources that would be useful to them 
during their transition into adult care. Our objectives 
were to assess the value of developing educational sup-
ports tailored to this patient population and to determine 
how these supports should be structured specifically for 
young adults with EDs. The project was not driven by a 
theoretical perspective per se, but the need to address a 
practical problem of improving health care delivery for 
these patients [19]; and the belief that before developing 
resources to support transition, it is important to hear 
first from patients about how these resources should be 
structured to be as impactful as possible. While transi-
tion to adult care is a period of heighten risks, if properly 
supported, these transitions can also be great opportuni-
ties to prepare patients for their future adult lives.

Methods
Research design
This project was an applied qualitative research project, 
using both thematic analysis and qualitative description.

Project team
The project team included (AD) a senior adolescent 
medicine pediatrician who had over 20  years of experi-
ence working with the ED population, (JM) a pediatric 
resident who was planning to pursue a career in ado-
lescent medicine, and (RC) a health services researcher 
who has experience studying issues related to transi-
tions to adult care and in qualitative research. One of 
the motivations for the project was that we all felt there 
were potential gaps in the transition programs for young 
adults with ED, potentially leading to disruptions in care 
and adverse outcomes for these patients. RC had recently 
completed a project with survivors of childhood cancer, 
where patients requested a locally relevant, age-appropri-
ate educational resource to support their transition into 
adult care [20]. At the start of the project, the research 
team felt that a similar resource for patients with ED 
would likely be useful. The research team had some ini-
tial ideas around what content could be included in such 
a resource, following the structure of the resource devel-
oped and evaluated for the survivors of childhood can-
cer. We also felt that for the resource to be contextually 
relevant and as useful as possible to patients with EDs, 
that its content should be based on what they saw as their 
information needs and reflect their experiences with their 
transition, which motivated this project. A member of the 
research team (AD) would have been involved in the care 
of some of the study participants, but was not involved 

in the data collection for this project beyond identifying 
patients who met the study’s inclusion criteria.

Setting and study participants
The Janeway Children’s Health and Rehabilitation Centre 
is the only tertiary care children’s hospital in the Cana-
dian province of Newfoundland and Labrador (NL). The 
province has a population of approximately 520,000 peo-
ple and covers an area greater than the size of Germany. 
The adolescent medicine program has responsibilities 
for treating cases of EDs across the province, with these 
patients being supported by a dedicated ED team. The 
inclusion criteria for this study were that a patient (1) had 
a previous DSM-5-TR consistent diagnosis of AN, atypi-
cal AN and/or BN; (2) had been followed by the Janeway 
hospital’s ED team for at least 1 year; and (3) were dis-
charged into adult care between January 1st, 2017 and 
December 31st, 2020. There were no additional exclusion 
criteria.

Because of ethical considerations and concerns about 
sharing of personal health information, the adminis-
trative person for the Janeway’s ED team made initial 
contact with potential participants by telephone. After 
briefly explaining the study, this person asked for permis-
sion to give the patient’s current e-mail address to the 
study team. For those patients who allowed their e-mail 
address to be shared, a research assistant (AL)  emailed 
participants a letter of invitation, which outlined the pur-
pose of the study and the interview process; a copy of the 
patient consent; and the interview questions. For those 
still interested in participating in the study, a mutually 
convenient time was agreed to for an interview.

Interviews
A semi-structured interview guide was developed by the 
research team reflecting the study objectives, based on 
similar interview guides previously used by members of 
the research team. The interview guide was piloted by 
clinical staff who had experience working with the study 
population to ensure comprehensibility and suitabil-
ity before being used in the study. All participants were 
provided a written copy of the consent form prior to 
being interviewed. This form was reviewed by the inter-
viewer before the start of the interview and an oppor-
tunity given to the participant to ask any questions. 
As explained to the participants, implied consent was 
deemed to be received by replying to the initial email sent 
by the research team and participating in the interview. 
All interviews were conducted by phone, lasting approxi-
mately 30 min in length. Interviews were all recorded and 
professionally transcribed. Transcripts were de-identified 
and assigned participants study code numbers.
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The interviews covered the participants’ experiences 
transitioning into adult care, their views on how to 
improve that process, the potential value of educational 
supports and questions about the types of information 
that should be included in a patient educational resource. 
We used thematic analysis to analyze the interviews, fol-
lowing the approach proposed by Braun and Clarke [21, 
22]. JM and RC both read all transcripts. RC coded all 
transcripts using both descriptive and in vivo codes [23]. 
JM and RC developed the initial themes. The research 
team then confirmed and finalized the main themes. For 
the sections of the interviews about the types of infor-
mation that should be included in a patient educational 
resource, after completing the thematic analysis, we 
also analyzed those responses by providing a qualitative 
description [24, 25].

Ethics
Ethics approval was obtained from the Newfoundland 
and Labrador Health Research Ethics Authority (Canada) 
[HREB # 2020.269].

Results
A clerk for the adolescent medicine program identi-
fied twenty people who met the study inclusion crite-
ria and who agreed to have their e-mail contact shared 
with the research team. The clerk then gave our team a 
list of these patients and their emails. All twenty were 
sent an e-mail invitation to participate in the study by 
our research team. Of these twenty, nine participants 
responded (8 females and 1 male) to our e-mail: eight 
accepting and one who declined our invitation to par-
ticipate. The person who declined to participate left ED 
care as a youth and never experienced treatment as an 
adult and therefore deemed herself to be ineligible. Of 
the eight people who agreed to participate, two partici-
pants did not attend their interview and did not respond 
to subsequent requests to arrange an alternative time. Six 
participants (5 females and 1 male) completed interviews 
for the project.

Our analysis identified three main themes with seven 
subthemes (Table  1). Themes refer both directly to the 
issues related to transition process and to patients’ health 
status/needs during this period. The main themes related 
to the unique challenges faced by ED patients during 
their transition to adult care, the issues they encountered 
within adult care, and the value they saw in the develop-
ment of an educational resource. Although these themes 
were not discussed in every interview, likely reflecting 
variation in patient experiences, none of the interviews 
conflicted with the themes presented below. Supporting 
quotes are provided from all six transcripts.

Theme 1: unique challenges for ED patients
All participants found at least parts of their transition to 
adult medicine difficult. Some of the issues discussed are 
similar to issues reported by patients with other chronic 
conditions, e.g., not understanding the transition process 
or not being familiar with the adult healthcare system. 
Those who transitioned during the COVID pandemic 
said that this period caused additional challenges, par-
ticularly related to long wait times for adult services. 
Other challenges that participants identified were unique 
to the ED population.

Subtheme 1: late age of onset

“I started the pediatrics program when I was 17, I 
got referred there. About a year after, I got trans-
ferred to the adult system.” [Participant 3]

In comparison to other medical conditions seen within 
pediatrics, the relatively late age of onset for ED means 
that the patient may not have a long relationship with 
their care team.

There are potentially both advantages and disadvan-
tages to this situation. For other chronic diseases, the 
fact that families and patients have built, and now have 
to break, their long relationship with their child’s health-
care providers has been reported as an added burden 
during transition [26]. The lack of a long therapeutic rela-
tionship may lessen the emotional burden of some ED 
patients as they leave pediatric care. On the other hand, 
depending on the patient, because of this relatively short 
therapeutic relationship, they could be left without feel-
ing a strong connection to either their pediatric or adult 
care team. This situation could lead to adverse outcomes 
if the patient needs added support during their transi-
tion. Another factor is the intensity of the caring relation-
ship. Some patients reported having extensive periods 
of in-patient hospital care, which could help them form 
a close connection with their providers over a short 
period. Finally, this relatively short period of treatment 
may result in suboptimal weight restoration, symptom 

Table 1 Summary of Themes

Theme Subthemes

Theme 1. Unique challenges 
for ED patients

Subtheme 1: Late age of onset
Subtheme 2: Cycle of symptoms
Subtheme 3: Transition versus discharged

Theme 2: Issues in adult care Subtheme 1: New autonomy
Subtheme 2: Comorbidities

Theme 3: The value and con-
tent of educational resource

Subtheme 1: Resource as a connection 
tool
Subtheme 2: Resource as a benchmark
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control, and cognitive rehabilitation required to fully 
comprehend and retain education about eating disor-
ders, long-term impacts, and the recovery process. It is 
unclear how this relatively short duration of illness before 
transition impacts a patient’s knowledge of and ability to 
self-manage their condition, but may lead to increased 
educational needs during this period.

Subtheme 2: cycle of symptoms

“Comparable to a wave. So sometimes they [the 
symptoms] were stable and sometimes they were up 
and down.” [Participant 2]

Recovery is not a linear process. It is common for ED 
patients to go through cycles during which their symp-
toms worsen or improve. This fluctuating road to recov-
ery may impact their transition experience, particularly 
if they are doing well at their time of transition and did 
not require close follow up. Four of the six participants 
said that the severity of their symptoms changed in the 
period after leaving pediatric care, a time when they 
may not have had specific ED follow up in place yet and 
were trying to navigate a new healthcare system. The 
transition experience itself can also negatively impact 
patients’ symptoms due to the change in independence, 
as expressed by Participant 5.

“After you’ve been discharged, there’s a point, where I 
guess, you don’t really receive direct care anymore… 
and there’s not really anyone watching you as closely, 
kind of thing. So, I would definitely say the symptoms 
worsened.” [Participant 5]

Subtheme 3: transition versus discharged

“When I was discharged from the Janeway, I think 
one of the hardest things after that… so once I went 
home, I had my appointments that I was supposed 
to go to and stuff, but I still felt like a bit of discon-
nect, if that makes sense. I kinda didn’t really know 
what to do and what I was able to do and I don’t 
know… just mentally, it was very challenging.” [Par-
ticipant 5]

The patients interviewed all discussed being hospital 
inpatients as part of their ED treatment. The discharge 
from an in-patient hospital-based ED program can be 
quite dramatic for patients, possibly even more so than 
their transition into adult care. After leaving hospital, for 
those under 18, they would return home but continue to 
be regularly seen on an outpatient basis by the ED team. 
Because ED patients are seen in Newfoundland through 
the Adolescent medicine program, there is no clear cor-
responding program on the adult side, as there is for 

example between pediatric and adult endocrinology. At 
the age of 18, depending on the status of the patient, they 
would have most likely been referred to a community-
based eating disorder program or discharged from care. 
Within the context of the late age of onset and the cycle 
of symptoms, patients interchanged discussions of being 
discharged and transitioned. Other participants con-
trasted transitioning with discharge.

“The process was very abrupt.… I basically had an 
appointment, and she [the healthcare provider] 
said… ‘You’re discharged.’ And I was like, oh okay. 
Sounds good. And that was pretty much the dis-
charge process. I wasn’t transitioned over.” [Partici-
pant 6]

Overall, it is important for patients to understand that 
discharge does not mean recovery. If there are signs of 
relapse, patients should know where to reach out for care 
and be encouraged to maintain regular medical follow up 
with their family physician.

Theme 2: issues in adult care
Unique issues related to EDs also impacted the partici-
pants’ experiences of adult care. These issues included 
their current understanding of adult care and the impacts 
brought about by the change in treatment care models.

Subtheme 1: new autonomy

“I know from personal experience, there is a dif-
ference in how they treat you. In regards to when 
you’re an adult with an eating disorder, it’s treated 
as it’s your responsibility and it’s your choice, how-
ever, that’s not necessarily the case. Whereas in the 
Janeway, they get families involved to help with the 
program, so there are some differences.” [Participant 
3]

A significant change between pediatric and adult care 
is that in the adult system, the patient is expected to take 
responsibility for managing their own care after transi-
tion, whereas in pediatric care, family-based therapy is 
the mainstay of treatment, which involves the caregiv-
ers taking over complete responsibility of their child’s 
nutrition, ED symptoms, and medical follow up for some 
amount of time. Without proper education, this new 
autonomy can be an unexpected change: “it was surpris-
ing to me that I had so much choice in the matter of my 
treatment” [Participant 4]. For a condition like ED for 
which some patients may choose not to seek treatment 
due to ambivalence about recovery or denial about their 
illness, this new autonomy can be a significant issue. As 
Participant 1 said, “I felt really confident during my treat-
ment when I was an adolescent, however… I found it 
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was a lot more self assessment as I got older, which was 
harder for me.”

In the above quote from participant 3, there is also 
the sense that adult providers inadvertently imply that 
the ED and recovery process is the patient’s choice. This 
perspective and way of communicating would be sig-
nificantly different from that taken by pediatric provid-
ers, particularly within the context of an ED program. If 
adult providers did imply the person’s ED as their choice, 
this view could put added pressure on the therapeutic 
relationship. It also points to the need for some educa-
tion directed towards adult providers who may support 
patients with ED but who may not have a deep under-
standing of the ED population and how to communicate 
with them appropriately.

Subtheme 2: co‑morbidities

“I think regardless if you’ve had an eating disorder, 
if you’ve been admitted to the hospital or whatever 
they do, because this is obviously a mental health 
disorder” [Participant 2].

Some participants classified ED as a mental health dis-
order. Other participants said that mental health con-
ditions are common comorbidities for patients with 
an ED. Participants expressed the view that the adult 
resources available to them through community pro-
grams only focused on the patient’s ED symptoms, while 
not addressing any co-morbidities. As Participant 3 said: 
“the primary focus in an ED program is an ED, but they 
shouldn’t just deny or sum it all to one illness, when there 
are other illnesses at stake.” Even if it did not impact the 
patient’s ED symptoms, participants said that transition 
and the period of being a young adult can still be difficult 
on patients’ mental health.

“I believe that my [ED] symptoms remained pretty 
stable during the transition…. I think the more gen-
eralized mental health got worse. You know, things 
that come with EDs, other symptoms like depression 
and anxiety, things like that, got a little bit worse.” 
[Participant 4]

Theme 3: the value and content of educational resource
All the participants said that it would be “definitely” or 
“absolutely” helpful to have an educational resource to 
better support transition. Some were surprised that such 
a resource does not already exist. Participants also dis-
cussed the potential of an educational resource beyond it 
being just a static source of information directed towards 
young adult patients.

Subtheme 1: resource as a connection tool

“I found it a little bit difficult because I kinda felt 
like I didn’t know where all my information was 
and it was harder to get all that information from 
the Janeway and bring it to the Adult care… it would 
give the Adult team a little bit more understanding 
of what you had previously gone through and what 
treatment you had received. Because it would help 
them understand… what has worked for you and 
what has not worked for you.” [Participant 4]

When the research team initially considered the edu-
cational resource, we saw it as a static way to present 
information to young adults with ED as a means of better 
informing them about their condition and their move to 
adult care. A common theme was that participants saw 
the value of this type of education resource as a way of 
better engaging with providers on the adult side. Par-
ticipants envisioned the resource having a summary of 
their previous interactions with the pediatric system, e.g., 
drugs prescribed, providers seen. While they still wanted 
standard information about ED included, patients also 
wanted this resource to be a kind of personal health pass-
port which they could share with their new providers. 
“It would be helpful for the new professionals to under-
stand you better” [Participant 3]. Some of this informa-
tion would be in the patient’s electronic health record, 
but it is not clear which providers could access the 
patient’s records, particularly if post-transition treatment 
is received through a community-based program. Having 
this information in a resource that the patient has would 
also allow them to be more engaged in discussions about 
their past care and future directions.

Subtheme 2: resource as a benchmark

“I had a bunch of tests done when I first got admitted 
to the Janeway and I honestly would like to see where 
my body is now compared to where it was then. Yes, I 
think it would be very helpful.” [Participant 2]

Participants saw value in having a history of their medi-
cal record, including professionals they saw, diagnos-
tic imaging reports and bloodwork results, as a way of 
benchmarking where they are with their condition. As 
mentioned above, one of the features of having an ED 
is that the symptoms often go in cycles. Some patients 
also make significant progress in treating their condi-
tion. Being able to clearly see the improvements in their 
physical state may help both with the appreciation of the 
progress and as a motivator for maintaining their positive 
health gains. For patients who see signs of deterioration 
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in some health measures, providers could discuss ways 
that patients can return to their previous state of health. 
Of note, some patients’ distorted ED thoughts applaud 
them for being ‘sicker’ therefore, this should be a consid-
eration when sharing results with the patient.

Contents of the educational resource
We asked participants about the type of content that they 
thought should be included in any educational resource. 
Specifically, we ask whether patients thought it would 
be useful to include either a summary of their previous 
treatments, information regarding the transition process, 
a list of main healthcare providers they saw for their ED, 
a list of previous and current medications, results of tests 
completed before transition, a description of the differ-
ences and expectations of the adult system, a list of follow 
up appointments and a list of community and emergency 
mental health resources. Overall, participants felt that all 
this information would be useful to include in an edu-
cational resource. The benefit that patients saw about 
including this information mostly related to the benefits 
for engaging with new providers and benchmarking their 
physical state versus their performance on previous tests.

Discussion
Transition to adult care can be a difficult period for young 
adults. Our analysis identified unique challenges faced 
by ED patients, including those related to the relatively 
late age of onset, the cycle of symptoms, the treatment of 
comorbidities after transition, and the new level of auton-
omy. Participants in this study all felt that educational 
supports can play a useful role for young adults with EDs. 
Developing and evaluating such educational resources 
would be a productive step towards better supporting 
ED patients as they move into adult care and potentially 
prevent medical and psychological deterioration that can 
accompany this transition. At the start of the project, the 
research team felt that such an educational resource was 
needed. This view was confirmed during the study. Our 
analysis did change however our perspective of the func-
tion that educational resources could play for ED patients 
and what should be included in them.

Some of the information identified in the analysis 
would be relatively straightforward to include in an edu-
cational resource, e.g., clarifying the distinctions between 
discharge, transfer and transition. The need for more 
information about the adult system and a description of 
new expectations/autonomy that patients are likely going 
to face could also be added. Participants envisioned an 
educational resource that would include patient specific 
information, including a comprehensive history of the 
medical treatments received (e.g., inpatient treatment, 
outpatient treatment, medications trialed, counselling, 

etc.) and important investigations completed (e.g., Bone 
scan, echocardiogram, electrocardiograms, brain MRI, 
hormone testing, electrolytes). We would not include 
specifics around their weights or meal plans due to pos-
sible triggering information and would need to check 
with providers about the viability of providing a detailed 
account of a patient’s medical history given the differing 
responses patients with EDs may have to medical pro-
gress. Participants saw this information as something 
that they could review themselves as a benchmark and 
as something that they could share with adult providers 
to help them to direct future care. While the information 
is similar, these are two different roles and it would have 
to be determined how best to serve each function. Par-
ticipants also suggested giving links or phone numbers 
to adult providers and community-based mental health 
supports to access when in crisis. While this informa-
tion could be provided, it may require that the resource is 
able to be updated to ensure that any links remain active, 
which could impact considerations of whether it is a 
paper-based or electronic resource.

Once we develop an educational support, it is impor-
tant to consider the timing for introducing it to patients, 
especially given the late age of onset that some patients 
with EDs have in relation to the age limits of pediat-
ric care. Planning a patient’s transition should occur 
long before it happens [27]. Any transition supports 
can be introduced to patients as soon as the care team 
are comfortable that the patient can safely discuss post-
pediatric care. Staff can work through the resource 
during a patient’s time in the pediatric system and con-
tinue to update key learnings. As it is reviewed closer 
to transition, the resource could serve as a prompt to 
review education around the adult system, the patient’s 
goals, available resources, and to whom the patient will 
be transitioning. After the transition occurs, the patient 
can have the tool as a health summary for new provid-
ers and a resource that contains information about their 
ED, mental health supports, and emergency contacts. 
The tool can also be reviewed by adult providers to help 
ensure that unnecessary gaps in care or in the informa-
tion needs of young adult patients do not occur.

The project had a number of strengths. It is one of the 
first to engage ED patients about their educational needs 
during transition. Our project team blended both clini-
cal and research expertise and had a sharp applied focus 
on the patients’ educational needs during the transition 
period. We identified factors related to the transition of 
ED patients not previously identified in the academic 
literature. The project also had several limitations. This 
study focused on a single program within one Cana-
dian province. The results may not be generalizable to 
other programs or settings. Transition-aged patients 
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can be difficult to recruit in research studies [28]. Our 
recruitment may have been impacted by the ED team 
having to first contact patients before they could be con-
tacted by the research team as we were directed to do 
by the research ethics board. Other factors which may 
have impacted participation included that recruitment 
occurred during the COVID-19 pandemic, participants 
had already transitioned and were no longer seen by the 
ED team, the fact that these patients are now adults and 
may no longer reside in the same province nor have the 
same contact information as they did when being treated 
by the ED program. When specifically asked about infor-
mation that would be beneficial to include, most partici-
pants agreed to all presented options. Instead of directly 
asking about the value of including specific types of 
information, we could have asked participants without 
prompts or we could have asked participants to rank 
their preferences for including various types of infor-
mation. Next to the gender of the participants and con-
firming that they met the inclusion criteria prior to their 
interview, we did not collect any further demographic 
information which limited our ability to conduct any 
sub-population analysis within our study. Participants 
were able to discuss in their interviews how their back-
grounds and experiences impacted what they felt should 
be included in an educational resource.

Conclusions
Transition can be a difficult period for patients, particu-
larly for young adults with eating disorders. The devel-
opment of appropriate educational resources is one 
approach for better supporting patients. Before develop-
ing such resources, we found it useful to engage patients 
who could be potential users to gain insights about how 
such a resource should be structured and what material 
should be included in it. Some of our findings, e.g., those 
related to the unique themes patients with eating disor-
ders face during transition, are likely true for patients in 
other programs. Some of the other findings may be more 
reflective of patients within the particular program we 
examined. We would recommend that other eating dis-
order programs look at developing educational resources 
to support their patients during transition and that there 
is likely value in engaging patients in their own local con-
texts about how such a resource could be structured to 
best meet the needs of their patients.

Our next step is to develop and evaluate a transition 
resource. We greatly value the insights that the patients 
gave. In developing this resource, we will need to investi-
gate what information, particularly around the care of indi-
vidual patients, can be included. There are several issues 
that need to be considered, e.g., how to present informa-
tion in a meaningful and constructive way for patients; 

that the level of information is not too resource intensive 
for the pediatric program to provide; and, if the resource 
is going to be used as a tool for engaging providers on the 
adult side, what information would be useful to provide to 
them. With that said, it is our intension to follow as closely 
as we can the guidance given to us by the patients who par-
ticipated in this study. Transition can be difficult, but by 
working together and listening to the directions given to us 
by patients who have recently transitioned, we will be able 
to develop a more appropriate resource and improve the 
experience for future patients.
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