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Abstract
Background: Consensus-building approaches have seldom been used to develop research priorities informed by young adults 
and caregivers with lived eating disorder (ED) experience. Objective: To identify the most important research priorities among 
Canadian young adults and caregivers affectedby EDs. Method: Using the Nominal Group Technique (NGT), we recruited Canadian 
young adults (ages 18-29) with pediatric ED treatment experience and their caregivers to participate in two separate NGT panels. 
The panels consisted of four stages: silent generation, round robin sharing, discussion, and ranking of the generated priorities. 
Priorities were weighted using a points system and later added to produce a total score for young adults and caregivers. Informed 
by Qualitative Description, qualitative content analysis was conducted to analyze the discussion portion of the panels. Results: 
The young adult (n=9) and caregiver (n=10) panels generated 19 and 24 priorities, respectively. The most highly endorsed research 
priorities among young adults were to improve existing treatment models, to include underrepresented groups in ED research, and 
to provide more ED education for healthcare providers. Caregivers also endorsed the need for research to improve ED training for 
healthcare providers and for more robust standard operating procedures and best practices for EDs. In the discussion, participants 
shared high-level recommendations, frustrations with current ED care, and positive reflections on the NGT process. Conclusions: 
Future research opportunities based on these generated priorities have the potential to improve alignment and relevance between 
ED research being conducted and the needs of young adults and caregivers affected by EDs
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Introduction

E ating disorders (EDs) are serious psychiatric disorders that
affect approximately 8.4% of females and 2.2% of males 

worldwide (1). These disorders are associated with significant 
comorbidities and consequences, such as anxiety, substance 
use, suicidality, and various medical complications (e.g., 
neuroendocrine, gastrointestinal) (2). Caregivers of individuals 
living with EDs also experience worsened mental health 
symptoms, increased feelings of burden, loss of productivity, 
and other negative impacts (3). Anorexia nervosa (AN) has the 
second-highest mortality rate of all psychiatric illnesses, after 
opioid use (4, 5). Importantly, research has shown that earlier 
ED recognition and treatment lead to more positive outcomes, 

especially when individuals are in the earlier stages of illness 
(6, 7).

Patient-oriented ED care has been globally understudied (8, 
9). Individuals, families, and caregivers affected by EDs have 
seldom been given the opportunity to participate in research 
initiatives as research partners. Engagement of patients and 
families in research has garnered increased interest (10). Now, 
with a requirement for patient partners to be involved in research 
in Canada, the United Kingdom, and Australia (11, 12). Not 
only should they be part of the research, but they should also 
play a role in determining which research initiatives receive 
funding, given that many individuals with lived experiences 
and families have reported being dissatisfied with ED care 
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and having unmet needs (13). Arguably, healthcare research 
should consider and incorporate the perspectives of those most 
impacted by the condition itself (14, 15), as they can provide 
insights and actionable solutions to pertinent issues before, 
during, and after their care.
In recent years, Canadian (15) and Australian (16) groups have 
worked to develop research priorities with individuals with lived 
experience of EDs, their families, and healthcare professionals 
using the James Lind Alliance priority setting guidelines (17). 
However, the scope of these existing priority-setting efforts is 
limited to specific diagnoses [i.e., AN; (15)] and is not focused 
on the experiences of emerging adults–a group who often 
face unique challenges related to transitioning from pediatric 
to adult ED care. Research suggests that emerging adults face 
significant challenges transitioning from pediatric to adult 
services, including differing treatment philosophies, shifts in 
treatment modalities from family-centred to individual care and 
long wait times (18-23). However, research priorities have not 
yet been elicited from this group of individuals. It is imperative 
to generate research priorities with young and emerging adults 
and families across the broad spectrum of ED diagnoses to 
determine how research and practice initiatives can best align 
with their needs. To fill this knowledge gap, the objective of 
this study was to identify the top ED research priorities from 
the perspective of young adults and caregivers with lived 
experience.

Methods
Ethical approval was obtained from the Conjoint Health 
Research Ethics Board at the University of Calgary (REB22-
1542). All participants provided their digital and informed 
consent prior to participation. The Standards for Reporting 
Qualitative Research guided the report of this paper (24).

Design
This study employed an exploratory sequential mixed-method 
study design to generate research priorities. Specifically, the 
Nominal Group Technique (NGT) was chosen as the method 
of generating priorities (25-27). Based on successful virtual 
applications of the NGT approach (28, 29), we adapted this 
technique to accommodate our virtual, Canadian context and 
our specific research question. The goal of an NGT panel is 
to achieve consensus and agreement of opinion on a particular 
topic or field of study to solve a problem, generate ideas, or 
determine priorities (26). In line with the exploratory sequential 
design (30), we developed a quantitative feature (weighted 
list of research priorities) grounded in qualitative data (panel 
discussions).
In addition, a qualitative descriptive approach using a 
pragmatic research paradigm was used to analyze the post-
panel discussion, to capture further reflections by participants. 
View Figure 1 for a visual depiction of these two designs and 
their application side-by-side.

 Figure 1: Study Design Outline.

Sampling and Recruitment
Participants were eligible if they were young adults (ages 18-
29) who had a lived experience of pediatric ED treatment or
were parents/caregivers (hereby ‘caregivers’) of such youth.
From February to March 2023, young adults and caregivers
with lived ED experience were recruited using a research flyer
that was distributed across social media platforms, listservs,
and websites of prominent Canadian ED organizations.

Study Procedures
Consented participants were asked to complete a demographic 
questionnaire regarding their gender, age, ED diagnosis, and 
current ED treatment. They were provided with the appropriate 
details (e.g., meeting link) prior to the NGT panel date. Young 
adults and caregivers were invited to two separate meetings in 
April and May 2023.
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Research Priorities

Qualitative Component

Each meeting started with introductions of each member and 
a short overview of panel expectations and confidentiality 
considerations. Afterwards, participants and research staff 
were split into subgroups to optimize panel time and ensure 
participants had ample time to generate priorities.
In line with the NGT method, the panel structure consisted of 
four stages: (1) silent generation, (2) round robin discussion, 
(3) discussion, and (4) ranking of the generated ideas (25).
Starting first with the silent generation phase, participants
were given time to reflect on the research question based on
their experiences with EDs and related care: (“What are the
main priorities for research on EDs/disordered eating from
the perspectives of young adults and caregivers with lived
experience?”). The order in which recommendations were
shared in a round robin format was then established based on
the order of participants who had completed silent generation.
Each subgroup had a researcher leading the discussion in
line with the NGT protocol JC,GD, a member of the
research team who recorded the generated priorities using
their shared screen MN, MS, and a research team member who
addressed issues and/or questions with the panel using the
Zoom chat function NB, CH. A seventh team member JL
remained in the main Zoom session, in the case of technical
difficulties or a mental health crisis. Efforts were made to
ensure balanced participation from all panel members and to
prevent domination by a single person, increasing the
likelihood that the generated priorities would reflect the entire
panel’s preferences (26). All panel participants completed three
rounds of silent generation and round robin sharing altogether,
and all discussions were recorded and transcribed verbatim.

Point of Integration

Following each NGT panel, research staff collated the generated 
recommendations from all panel stages into priorities.

Quantitative Component

Participants were sent a post-panel survey using Qualtrics, 
which asked them to rate the ten most important priorities 
(presented in a randomized order) and rank them by importance. 
The priorities were weighted based on the rank participants 
were assigned using a weighted points system. For instance, the 
priority ranked as first for each participant was given a score 
of ten. Similarly, the priority ranked as tenth was given a score 
of one. Points were added to produce separate total scores for 
young adults and caregivers.

Post-Panel Discussion

Data Collection

Following the three NGT rounds, the meeting ended with 
an informal qualitative group discussion on any other ideas, 
thoughts, and feedback, both among each subgroup and the 
entire group. All discussions were recorded and transcribed 
verbatim.

Data Analysis

The purpose of this additional qualitative analysis was to capture 
final reflections during the informal discussion. In accordance 
with a qualitative descriptive design, qualitative content 
analysis was used to analyze the transcript text pertaining to 
the informal discussion (31). This form of analysis, commonly 
used in health research, allows researchers to condense raw data 
into categories or themes based on naturalistic inference and 
minimal interpretation (32, 33). The research team carefully 
examined the data and used constant comparison.
To start, conventional content analysis was conducted by three 
coders JL, MN, MS who read the transcripts several times and 
later met to establish an initial set of high-level codes based on 
words or phrases used by participants using NVivo 10 (QSR 
International Pty Ltd., Version 8, 2008). Using the agreed-upon 
high-level codes, coders independently further coded the text 
into specialized categories. Although there were no conflicts, 
the opportunity to resolve conflicts was made available 
via discussions with the co-senior authors JC, GD. Next, 
summative content analysis was used to count the number of 
participants who expressed each perspective and the number of 
times each perspective was mentioned. Finally, representative 
quotes were used in the narrative report of qualitative findings.

Researcher Characteristics and Reflexivity
Researcher characteristics may have influenced participant 
interactions or data interpretation. Most authors have personal or 
professional ED experience, which may have influenced panel 
dynamics (e.g., reactions to shared experiences). However, 
the team followed a step-by-step procedure for conducting the 
NGT panels and met regularly to reflect upon and document 
the process, addressing any biases that may impact the data 
analysis. The variation in academic qualifications among 
authors may have contributed to a more diverse interpretation 
of the data. The methodology decisions (e.g., selected approach, 
design, analysis) were likely influenced by the authors’ previous 
research experiences.

Strategies to Enhance Trustworthiness
Lincoln and Guba’s four principles were followed to enhance 
the trustworthiness in this qualitative study. (34) To address 
credibility, member checking (asking new participants to 
elaborate upon previous insights) and investigator triangulation 
(multiple researchers to analyze data) were used. To promote 
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transferability, a dense description of study methods and 
their rationale was provided. A comprehensive audit trail of 
documents and any changes was completed to address the 
principles of dependability and confirmability. Lastly, the team 
engaged in reflexive practice to examine how the researcher’s 
attitudes and contributions may have influenced data collection 
or interpretation.

Results

Participants
Most of the young adult sample (n=9) identified as female 
(n=8, 88.9%) and as European or White (n=6, 66.6%), and 
had an average age of 24.6 years [Standard Deviation 
(SD)=2.06, Range=23-29]. Most participants resided in 
Ontario (n=5, 55.6%), while others lived in Alberta (n=3, 
33.3%) and Quebec (n=1, 11.1%). Participating young 
adults reported seeing a psychologist or psychotherapist 
(n=7, 77.8%), a dietician (n=8, 88.9%), and/or a psychiatrist 
(n=8, 88.9%) most frequently for their ED or disordered 
eating concerns.
Caregivers (n=10) had an average age of 55.9 
(SD=7.5, Range=45-65) and mostly identified as female 
(n=9, 90%) and European or White (n=9, 90%). Similarly, 
most participants resided in Ontario (n=6, 60%), while 
others lived in Alberta (n=3, 30%) or New Brunswick 
(n=1, 10%). The treatment providers that their child 
interacted with were a psychologist/psychotherapist (n=10, 
100%), a psychiatrist (n=10, 100%), a family physician 
(n=8, 80%), and/or a dietician (n=8, 80%). Table 1 
provides a detailed demographic summary of participating 
young adults and caregivers.

Research Priorities

Young Adults

Participants endorsed a range of priorities to study the 
improvement of existing ED treatments, examine 
specific ED outcomes across various identity groups, 
improve current education, training, and protocols for 
healthcare providers, adapt or strengthen existing evidence-
based treatments, and optimize transitions in care from 
pediatric to adult health systems. A total of 19 overarching 
research priorities were suggested by young adult participants, 
the top three of which were:

Priority #1

The highest-ranked priority was to focus research on 
treatments that address the underlying psychological factors of 
EDs, rather than solely focusing on ED symptoms (65 
points; n=8). This priority was a response to Family-Based 
Treatment (FBT)—the current gold standard treatment for 
pediatric EDs (35, 36)—which primarily emphasizes 
refeeding and interrupting disordered eating behaviours 

J Can Acad Child Adolesc Psychiatry, 34:3, Dec 2025 

rather than addressing the underpinning psychological 
reasons driving the ED. Participants underscored the need 
to examine how ED-related cognitions and emotions 
contribute to the development of ED behaviours, and whether 
this impacts ED recovery.

Priority #2

The second-highest ranked priority was to improve 
research methodology to emphasize diversity and 
inclusion of underrepresented populations with ED 
symptoms (51 points; n=7). Participants recommended not 
only conducting more research with diverse and 
historically marginalized populations (hereby ‘diverse 
populations’), but also improving current research 
methodologies to better accommodate diversity in 
ED research. In addition, participants recommended: 
(1) more research on the current ED prevalence 
rates across diverse subpopulations (e.g., BIPOC, 
LGBTQ2S+, immigrant populations); (2) examining 
treatment outcomes for diverse populations receiving 
ED care, including how diversity may impact 
therapeutic factors (e.g., cultural alignment between 
practitioners and patients), and; (3) exploring the impact of 
social determinants of health and other systemic factors (e.g., 
race, class, food insecurity) on ED development, maintenance, 
and treatment outcomes.

Priority #3

The third-highest ranked priority was to conduct research to 
improve current education and training for 
ED practitioners (e.g., therapists, dietitians) and other 
healthcare providers (e.g., family doctors, medical 
students) with regard to ED service provision and care 
(49 points; n=7). Participants recommended that research 
on training and education efforts focus on: (1) 
recognizing and actively addressing weight stigma in 
ED care at every stage, including diagnosis, referrals, 
treatment, post-recovery care; (2) providing individualized 
and tailored ED care to patients, avoiding a ‘one size fits 
all’ treatment approach; (3) centering compassionate care 
and empathy during treatment, including using 
compassionate language and scaffolding the recovery 
process to avoid overwhelming individuals with rapid 
change, and; (4) improving communication and 
collaborative care between ED practitioners within 
and across different sectors, to avoid mixed messaging 
and care discontinuity during treatment. Young adult 
participants suggested 16 other research priorities, presented 
in descending order in Table 2.

Caregivers

Participants endorsed a range of research priorities to 
improve best practices in ED treatments, protocols and standard 
operating procedures for ED practitioners, current education 
and training for healthcare providers, improving access to ED 
care, adapting and/or strengthening existing ED treatments, and 
understanding the economic and societal costs of EDs. 169
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Caregiver participants suggested a total of 24 overarching 
research priorities, the top three of which were:

Priority #1

The first-highest ranked priority was to conduct research to 
improve ED education and training of healthcare providers 
(e.g., family doctors, psychiatrists, nurses, dietitians, 
paramedics, emergency department staff, other 
allied healthcare professionals) (55 points; n=8). 
Participants cited the importance of improving training 
efforts on ED prevention and early intervention and 
advocated for reducing the wait times experienced by 
patients and families waiting to receive publicly funded, 
specialized ED care. Ultimately, participants recommended: 
(1) improving the understanding and awareness of EDs in
the frontline response, especially in emergency
departments, paramedical care, and within primary care
settings; (2) addressing the education of other professions on
ED-facing interdisciplinary teams to provide a comprehensive
ED treatment response; (3) examining pre-existing biases
towards EDs that healthcare providers may hold and provide
strategies to mitigate this bias in clinical practice; (4) providing
healthcare providers with a robust understanding of ED
resources that exist within healthcare and community settings,
and; (5) developing strategies to disseminate these supports
to patients and families, especially those on waitlists for ED
treatment.

Priority #2

The second-highest ranked priority was to conduct research on 
the adoption of standard operating procedures and 
protocols for healthcare providers likely to interact with 
individuals with ED symptoms (48 points; n=9). 
Participants discussed the need to integrate trauma-informed 
approaches among frontline providers (i.e., emergency 
departments, hospital units), to prepare ED-specific 
standard operating procedures for triage, and to advocate for 
the inclusion of parents and/or caregivers in emergency ED 
care. In addition, participants encouraged the study of 
discharge and follow-up procedures for ED patients, 
particularly those from the emergency department or 
specialized ED care, especially when they leave treatment 
prematurely.

Priority #3

The third-highest ranked priority was to establish best practices 
in ED treatment and care for all patients, parents/caregivers, 
and families in need of support (46 points; n=8). For instance, 
participants expressed a need for more research to develop 
best practices for supporting individuals with higher weights 
who have EDs. This includes increasing clinician 
awareness of how weight stigma impacts diagnosis and 
treatment of EDs (e.g., recognizing that atypical AN and 
AN are the same illness, differentiated only by a BMI cut-
off) and examining the prevalence of weight stigma among 
healthcare providers. Similarly, participants highlighted a 
need for developing best practices to address the needs of 
caregivers and families (e.g., parents, siblings) in treatment, 

such as by re-examining current visitation policies in higher 
levels of care and creating robust counselling and therapy 
supports for families during the treatment process. Caregiver 
participants suggested 21 other research priorities, presented 
in descending order in Table 3.

Post-Panel Discussion
After the three priority-setting rounds, young adult and 
caregiver participants offered additional high-
level recommendations, personal reflections, and 
perspectives on the study experience during an open 
discussion period. See Table 4 for a summative content 
analysis of this discussion.

Recommendations

Some participants shared that it was important for clinicians 
and researchers to consider factors that influence and maintain 
EDs, such as social determinants of health and diet culture. One 
related example brought forth by a young adult was “making 
space for different types of families from different 
cultural contexts” in FBT. Participants believed in the need 
for faster alignment between research and clinical practice. In 
addition, participants felt that increased legislation and 
funding for ED research and resource re-allocation 
would help to catalyze movement along this 
research-to-practice path. Another caregiver suggested 
that involving individuals with lived experience in 
research would help to advocate for increased ED funding.

“I know that there’s a lot of competition for funding 
and there’s always big cases that need to be fulfilled, 
but you may find that there are parents that might be 
able to help you with that by sitting or being a member 
of your research team. We might have none of the 
qualifications education-wise, but we would have that 
lived experience to really be able to put a face to the 
issue.” (Caregiver 3)

Personal Reflections

Participants also expressed frustrations with 
previous and current ED care. Caregivers noted the 
lack of support for parents of youth with EDs, 
especially as they reached the period of transition out of 
pediatric services.

“You do your best every day, but it never feels like 
you’ve done much to foster and enhance recovery 
while witnessing someone you care about suffering to 
the extent that they do with this illness.” (Caregiver 1)

Other participants noted their frustrations with existing 
interventions (i.e., inpatient care, FBT), such as the lack of 
intensity and individualization of the treatment that later 
“offloads it all” (Caregiver 11) onto the caregivers.
Many young adults felt that ED treatment was a black box that 
offered little flexibility for those struggling to stay motivated.
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“It’s like, “Well, if you’re not doing these things to 
recover, then we’re not going to give you support, 
but we’re also not going to tell you how to meet these 
recovery criteria.” So, then you’re just left feeling 
really stressed that you’re going to lose your support 
team because you don’t know how to do the things 
that they should be telling you how to do.” (Young 
Adult 10)

Participants also discussed how ED research may decrease the 
burden and cost of EDs on our society and healthcare system. 
One caregiver suggested conducting research to highlight the 
full direct and indirect costs of EDs:

“So, some kind of research that’s maybe too big for 
one project, but that would kind of pull together the 
case, the financial case for governments to understand 
that “You pay now, or you pay later, and when you 
pay later it’s going to be a lot more money.” But yeah, 
productivity. How many of us have had to leave work? 
Or take a lower paying job because we couldn’t work 
full-time … .” (Caregiver 3)

Study Experience

Participants were grateful for the NGT panel experience 
and appreciated that their voice and lived experience were 
being represented in research.

“I will go to bed tonight and I always ask myself three 
things that I’m grateful for. Today will be on my top 
of the list. That you provided the opportunity for us to 
share, have a voice, and that we matter.” (Caregiver 3)

Some reflected on the courage required for individuals with 
lived experience to share. Remarks were made about how the 
group offered a safe space to share insights and frustrations. 
One individual stated:

“Personally, I was pretty anxious to participate in 
something like this, but I think it’s gone very smoothly 
for myself. I felt anxious while sharing but I also felt 
comfortable enough to share… .” (Young Adult 4)

The panel experience validated participants that they were not 
alone in their lived experience. They enjoyed the opportunity 
to listen to others’ perspectives and expressed interest in 
participating in future research. Participants valued the utility 
of the research experience for advancing future ED research 
and their own self-development.

Discussion
This was the first study to utilize NGT methodology to report 
ED research priorities generated by young adults and caregivers 
affected by EDs in Canada. As evidenced by the most highly 
ranked priorities, both young adults and caregivers expressed 
a need for future research to develop and evaluate ways to 

educate healthcare providers from all settings (e.g., acute 
care, emergency departments, primary care, allied health, ED 
specialists) on EDs. This education may include improving 
ED awareness, prevention, early detection, treatment, and 
service provision. Many studies have addressed this focus (7, 
37, 38); however, both groups agreed that these educational 
efforts should emphasize the need for compassionate, patient- 
and family-centred care and that providers should be equipped 
with a comprehensive list of existing resources and specialized 
providers to support young adults and families. In addition, 
young adults advocated for further study on the psychological—
rather than strictly behavioural—focus of treatment for their 
ED.
Young adults prioritized the need for future research to validate 
and acknowledge the unique needs of underrepresented and 
diverse groups in treatment and actively prioritize building 
awareness and adapting existing treatments and research 
methods to better treat these populations. To date, most ED 
research has and continues to be conducted among similar 
populations (i.e., White, upper middle class, educated) (39, 40). 
It is known, however, that EDs affect individuals irrespective of 
sociodemographic factors (41, 42). This has major implications 
for how generalizable and transferable ED evidence and 
knowledge are for all members of the target ED population. 
To promote the inclusion of historically marginalized groups in 
future ED studies, researchers should use inclusive eligibility 
criteria, develop culturally sensitive recruitment materials, and 
offer language support or accommodations to reduce barriers 
for underrepresented participants. Additionally, collaborations 
with community organizations, clinicians, and advocacy 
groups closely associated with disadvantaged groups can help 
build trust, increase awareness, and improve access to research 
opportunities for these groups.
Other highly endorsed priorities by caregivers included the 
urgent need for evidence-based triage practices for emergency 
physicians who encounter individuals with EDs in their practice. 
Additionally, there is a need to educate healthcare providers 
on the role that caregivers may play in ED care, depending on 
whether the patient is an adolescent or an adult. Furthermore, 
caregivers endorsed the need for research to prioritize the study 
and implementation of harm reduction and trauma-informed 
care practices, especially for those who have had a negative 
treatment experience. Similarly, caregivers highly ranked the 
research priority regarding examination of best ED practices at 
all levels of care (i.e., inpatient, outpatient, emergency care) for 
both patients and families. There are recent, rigorous research 
efforts that address this issue, such as the development of 
recent clinical practice guidelines (35); however, the urgency 
with which participants endorsed this priority suggests a need 
for examining these protocols, policies, and guidelines at a 
systems-level to have improved uptake and impact among ED 
populations, particularly for young adults.
When comparing the priorities developed in this study with those 
reported in similar studies, some similarities and differences 
are evident. A Canadian priority-generation study conducted by 
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Obeid and colleagues (2020) produced a list of 10 priorities 
which had strong overlap with our list of recommended research 
areas, including (but not limited to): healthcare provider 
education, understanding epidemiology of the disorders (e.g., 
wait-times, prevalence), exploration of the best treatments, and 
ways to address comorbidities in treatment. Similar findings 
were reported by an Australian priority-setting group (16). 
Some areas of overlap included: risk/protective factors, ways to 
ensure that healthcare providers can provide the best care in their 
routine practice, and the impact of trauma. While these priorities 
align strongly with the generated recommendations of our 
study, our findings emphasized ensuring that current treatment 
models, best practices, and prevention/early intervention efforts 
address the needs of underrepresented populations and those 
most vulnerable. Possible explanations for the differences in 
these priorities may be the context (e.g., Canada vs. Australia), 
the diagnosis (e.g., AN vs. all EDs), the perspectives that were 
solicited [e.g., patients and caregivers only vs. additional 
stakeholder groups (i.e., healthcare providers)], and when the 
research took place (e.g., pre- vs. post-COVID-19).

Limitations
This study had some limitations. Our sample size was small 
for a mixed-methods study. Therefore, caution should be taken 
when making broad generalizations regarding our data to 
international settings and contexts. In addition, our sample was 
overwhelmingly female (89%) and White (79%). Therefore, 
research priority generation should continue to emphasize 
recruiting individuals from underrepresented and/or historically 
marginalized groups in treatment and research (e.g., sexual and 
gender minorities, racial and ethnic minorities, higher weight 
individuals) to maximize the likelihood that future ED research 

is reflective of the needs of all patients and families affected 
by EDs.

Conclusion
The most-frequently endorsed priorities generated by 
young adults and caregivers with lived experience of EDs in 
Canada included research on healthcare provider education, 
standardization of operating protocols, evidence synthesis on 
best practices, adjustments to existing treatments, and increased 
representation of equity-deserving groups. Findings from this 
study enhance our understanding of what research is valuable 
and relevant to those with lived experience and will be used to 
shape and structure future funding and knowledge mobilization 
efforts, ideas for research studies, or journal special issues. 
Applying these research priorities generated by young adults 
and caregivers with lived experience will ultimately improve 
the care experienced by individuals with EDs.
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Table 1. Demographic summary of sample.
Young Adults (N=9) Caregivers (N=10)

VARIABLE Mean (SD) [Range] Mean (SD) [Range]
Age 24.6 (2.06) [23-29] 55.9 (7.5) [45-65]

VARIABLE % (n) % (n)
Gender
Female 88.9 (8) 90 (9)
Non-binary 11.1 (1)
Male 10 (1)

Ethnicity
European White 66.7 (6) 90 (9)
East Asian 11.1 (1)
Latin American 11.1 (1)
Jewish 11.1 (1) 10 (1)

Province
Ontario 55.6 (5) 60 (6)
Alberta 33.3 (3) 30 (3)
Quebec 11.1 (1)
New Brunswick 10 (1)

Treatment Providers Used
Psychologist or Psychotherapist 77.8 (7) 100 (10)
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Table 1. Demographic summary of sample.
Young Adults (N=9) Caregivers (N=10)

Psychiatrist 88.9 (8) 100 (10)
Family Physician 4.44 (4) 80 (8)
Dietician 88.9 (8) 80 (8)
Nutritionist 22.2 (2) 30 (3)
Social Worker 10 (1)
Occupational Therapist 11.1 (1) 20 (2)
Registered Nurse 20 (2)
Specialist Physician 10 (1)

SD = Standard Deviation.

Table 2. Research Priorities Provided by Young Adults, in order of weighted rank.
Rank Research Priority Frequency Points

1
How can existing treatment models prioritize the treatment focus upon the underlying 
psychological issues leading to the ED symptoms, rather reducing the ED symptoms 
themselves?

8 65

2

How do we improve our research methodology to emphasize diversity and inclusion of 
underrepresented groups with ED symptoms? Some suggestions include: 
a. ... exploring eating disorder prevalence rates across different cultures and
subpopulations (e.g., BIPOC, LGBTQ+, disabled)

7 51

3

When treating individuals with ED symptoms, how do we improve education and 
training for ED practitioners (e.g., therapists, dieticians) and other care providers (e.g., 
family doctors, medical students) in regards to... 
a. … weight stigma?
b. ... providing a tailored/individualized approach to care?
c. ... providing compassionate/empathetic care?
d. ... mixed messaging between providers?

7 49

4
Among individuals living with ED symptoms, how do we better treat and manage 
symptoms of other mental health (e.g., depression, ADHD) and medical conditions 
(e.g., diabetes, food allergies/gastrointestinal disorders)?

6 42

5 What harm reduction strategies would be beneficial in the treatment of individuals with 
ED symptoms? 7 40

6
How do we improve and/or adapt existing treatments for individuals with ED 
symptoms who are underrepresented (e.g., LGBTQ+, larger bodies, ethnic/racial 
minorities, immigrants)?

7 36

7 What are alternatives to BMI to accurately assess weight and/or successful treatment 
outcomes? 7 30

8 What impact do childhood weight loss and/management programs have on the 
development or maintenance of EDs? 5 29

9

What is the optimal way of handling transitions... 
a. ... between levels of care (e.g., inpatient to outpatient)?
b. ... between pediatric to adult care (e.g., specialized services, post-secondary,
community programs)?
c. ... to support young people as they navigate their increasing autonomy and
independence?

5 27

10 How can we best support individuals with ED symptoms waiting to receive specialized 
treatment? 5 21

11 How can we improve the access of individuals with ED symptoms to self-guided, 
community-based, or clinical treatment? 4 19

12 How can we better understand and improve the messaging surrounding relapse and 
recovery in ED treatment? 4 15

13
What is the effectiveness of different interventions for individuals with ED symptoms 
(e.g., individual vs. group therapy, clinical treatment vs. community-based support, 
medications)?

3 13
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Table 2. Research Priorities Provided by Young Adults, in order of weighted rank.
Rank Research Priority Frequency Points

13 How can we incorporate elements of self-efficacy and self-compassion in the treatment 
of individuals with ED symptoms? 3 13

15

How do we better support and empower families caring for someone living with ED 
symptoms… 
a. ... accessing or involved in specific treatments (e.g., FBT)?
b. ... from different cultural backgrounds?
c. ... in adolescence versus adulthood?
d. ... by reducing ED-related stigma?

5 12

15 What is the impact of having practitioners with lived experience on ED care? 3 12

17 What is the psychological impact of being weighed by care providers for the purpose of 
ED treatment or diagnosis? 2 9

18 What is the impact and the role of community and friends in eating disorder recovery, 
when families are not involved? 1 7

19 How does eating disorder treatment influence the mental health of parents caring for 
someone living with ED symptoms? 2 5

BIPOC = Black, Indigenous, and People of Colour; BMI = Body Mass Index; ED = eating disorder; FBT = Family-based Treatment; LGBTQ+ = Lesbian, Gay, 
Bisexual, Transgender, and Queer.

Table 3. Research Priorities Provided by Caregivers, in order of weighted rank.
Rank Research Priority Frequency Points

1

How do we improve the education and training of healthcare providers (e.g., family 
doctors, psychiatrists, nurses, dieticians, paramedics, emergency department staff, 
occupational/behavioural/recreational therapists) engaging with individuals with ED 
symptoms, in regards to … 
a. ...early identification and diagnosis?
b. ...timely, individualized, patient-centred response?
c. ...situations where individuals are in denial of their symptoms?
d. ...frontline response (e.g., emergency departments, paramedical care, primary care
setting)?
e. ...addressing pre-existing biases held by healthcare providers?
f. …awareness and dissemination of existing resources and supports?

8 55

2

When working with individuals with ED symptoms, what standard operating 
procedures or protocols should be adopted by… 
a. ...frontline providers (e.g., emergency department, hospital units)?
b. ...ED multidisciplinary providers?
c. ...ED programs to follow up with patients post-discharge?

9 48

3

What are the best practices in ED treatment in regards to… 
a. ...prioritizing specific elements/aspects of treatment (e.g., weight restoration,
externalizing the disorder)?
b. ...higher levels of care (e.g., inpatient, day hospital)?
c. ...higher weight individuals?
d. ...the role of caregivers and families (e.g., parents, siblings)?

8 46

4

What is the impact of the following healthcare provider-related factors on ED outcomes 
among patients, caregivers, and/or families? 
a. ED expertise among healthcare providers or care team
b. Provision of compassionate care
c. Provision of patient-centred care
d. Weight stigma
e. Timing of intervention

7 41

5

How do we ensure that individuals with ED symptoms are not (re)traumatized...
… when sharing their story to different healthcare providers?
… throughout the weight restoration process?
… in clinical treatment?

5 33
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Table 3. Research Priorities Provided by Caregivers, in order of weighted rank.
Rank Research Priority Frequency Points

5

For young adults who are in denial of their ED symptoms and/or are resistant to 
treatment… 
a. ...what are the most appropriate treatment approaches and care pathways?
b. ...what are the legal considerations that respect the patient’s autonomy and family’s
concerns when they present to an emergency department?
c. ...how can ED treatment or care entry requirements be adjusted to include these
individuals (e.g., condition that patients are willing, weight or BMI minimum)?

6 33

7

How can we improve access to care for individuals with ED symptoms and their 
families when… 
a. ...they live in rural versus urban areas?
b. ...they have access to specialized ED care vs. not?
c. ...they have to access to out-of-province care?
d. …they are currently waiting for ED treatment?

6 27

7 How do we ensure healthcare decision-makers, policymakers, and governments remain 
accountable and prioritize the needs of the ED care system in Canada? 6 27

9 How can the transition from pediatric to adult care be improved for patients, caregivers, 
and families? 5 26

10 What are the needs of caregivers and families (e.g., parents, siblings) who are 
supporting people with EDs, and how can we best support them? 3 18

11 What is the economic impact of ED treatments across the continuum of care in 
Canada? 3 17

12 How should parents/caregivers be involved in the development of ED programs and 
policies? 6 16

13 What is the effectiveness of ED treatment when peer support is integrated? 5 13

13 How do we effectively measure the impact of ED treatments on neurological outcomes 
(e.g., using brain imaging or diagnostic imaging studies)? 2 13

15

In the context of ED treatment, how do we measure and define: 
a. ...relapse?
b. …recovery?
c. …BMI and weight targets?

3 12

16

What is the impact of the following patient-related factors on ED outcomes? 
a. Access to care (e.g., geographical, diagnosis-specific)
b. Transitions from pediatric to adult care
c. Level of care (e.g., inpatient, day hospital, outpatient)
d. Patient satisfaction

3 10

16
Among individuals living with ED symptoms, how do we better treat and manage 
symptoms of other mental health (e.g., ADHD) and medical conditions (e.g., diabetes, 
food allergies/gastrointestinal disorders, IBS, autoimmune diseases, etc.)?

2 10

16 How do we best support and care for individuals with severe and enduring EDs in the 
long-term? 2 10

19

What is the impact of the following caregiver and/or family-related factors on ED 
outcomes among patients? 
a. Support for caregivers and families
b. Caregiver and family involvement
c. Parent and caregiver distress

3 9

19
When working with individuals with EDs, what are risks and implications of 
prescribing and monitoring medications with actual or perceived weight-related side 
effects?

2 9

21 What treatment outcomes matter most to individuals with EDs, caregivers, and 
families? 1 7

22 What other types of specialized care can be integrated into ED treatment? 1 6

23 What is the effectiveness of ED treatment when weight targets are used (blinded/
unblinded)? 2 5
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Rank Research Priority Frequency Points

24 What are the factors influencing healthcare utilization (e.g., treatment retention, 
engagement, dropout) for ED care, and is it standardized across Canada? 2 4

ADHD - attention deficit hyperactivity disorder; BMI = body mass index; ED = eating disorder; IBS = irritable bowel syndrome.

Table 4. Summative content analysis of discussion.

High-level Codes Sub-categories # of people # of 
mentions

Recommendations

Consideration of structural or societal factors that influence and maintain EDs 
(e.g., diet culture, social determinants of health) 3 3

Accounting for diverse family structures in Family-Based Treatment 1 1
Educating school faculty and healthcare providers about EDs 2 2
Need for faster alignment between research and clinical practice 1 1
Stronger focus on increased legislation and funding for ED research 2 2
Resources should be re-allocated for EDs 1 1

Personal 
Reflections

Frustrations with previous and current ED care 6 8
Importance of considering comorbidities (e.g., diabetes, disabilities) during ED 
care 1 1

Focusing on ED research may decrease cost of EDs 1 1

NGT Experience

Gratitude towards experience 8 9
Appreciation of NGT planning 1 1
Doing research in group environment 1 1

Gratitude that lived experience is being captured in research 1 1
Acknowledgement that courage is required for people with lived experience to 
share 1 1

Not alone 4 6
Similar research interests 1 1

Safe space to share 3 4
Initially anxious to participate 1 1

Interest in participating in future research 2 2
Enjoyment of experience 4 4

Opportunity to listen to each other’s perspectives 2 2
Values utility of the NGT experience…

… for the advancement of research 3 3
… for their self-development 1 1

Validating experience 1 1
ED = eating disorder; NGT = Nominal Group Technique.
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