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Eating disorders (EDs) are complex psychiatric illnesses that remain underrepresented in qualitative research, particularly
regarding the voices of those directly affected. This study aimed to explore how individuals with EDs describe their lived
experiences across illness onset, stigma, and recovery. Sixty anonymized narratives were collected from participants aged 13-65
who self-identified as having a current or past ED. Recruitment occurred through online ED-related communities, and responses
were gathered through an open ended survey. A grounded theory approach guided inductive coding and thematic analysis.
Findings revealed three core themes. First, participants described early exposure to body criticism and gradual symptom onset
during adolescence, often perceiving EDs as a means of control. Second, public misconceptions and stereotypes were viewed
as barriers to empathy and support, while family and digital influences had mixed impacts. Third, recovery was characterized
as non-linear, with therapy and peer support reported as especially beneficial. These narratives underscore the importance of
trauma informed and person centered care models and call for more accurate public discourse to reduce stigma and support
recovery.
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Introduction

Eating disorders (EDs), including anorexia nervosa (AN),
bulimia nervosa (BN), binge eating disorder (BED),
avoidant/restrictive food intake disorder (ARFID), and other
specified feeding or eating disorders (OSFED), are multifac-
torial psychiatric conditions characterized by pathological eat-
ing behaviors and distorted body image1. They are associated
with high morbidity and mortality and affect millions world-
wide2. While epidemiological and biological studies have
examined prevalence, diagnostic criteria, and neurobiological
mechanisms3, the lived experience of individuals with EDs
remains underrepresented in clinical literature4.

Previous qualitative work has begun to document these per-
spectives. For instance, Tierney explored how individuals with
AN describe their illness as both identity-shaping and socially
isolating5. Conti et al. highlighted how stigma and mis-
conceptions perpetuate barriers to care6, while Patching and
Lawler examined narratives of recovery as non-linear, marked
by relapses and shifting definitions of “wellness”7. Despite
these contributions, most studies are limited by small, region-
specific samples or a focus on only one subtype of ED, leaving
gaps in understanding the diversity of lived experiences across
diagnoses and cultural contexts8.

1 Irvington High School

Furthermore, existing literature disproportionately empha-
sizes AN, leaving BED, ARFID, and OSFED comparatively
understudied9. Most qualitative work also focuses narrowly
on young women, excluding men, nonbinary individuals, and
older adults10. Finally, few studies employ cross-age analy-
sis, which limits insight into how narratives and recovery tra-
jectories shift over the lifespan11. These methodological gaps
highlight the need for more inclusive, comparative research
across ED subtypes, genders, and age groups.

Understanding these personal narratives is essential for de-
veloping patient-centered treatment models and more respon-
sive public health strategies12. Current knowledge often relies
on clinical observation and quantitative data, which, though
valuable, cannot fully capture the subjective struggles, con-
tributing factors, and perceptions of support systems described
by those directly affected13. Without these perspectives, inter-
ventions risk becoming overly generalized and may fail to ad-
dress harmful public misconceptions that contribute to stigma
and hinder recovery14.

The specific objectives of this study are: (1) to identify com-
mon themes in individuals’ accounts regarding the onset and
development of their eating disorders; (2) to explore partic-
ipants’ perceptions of public misconceptions about EDs and
their impact; (3) to assess the types of support systems per-
ceived as helpful versus unhelpful in recovery; and (4) to ana-
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lyze the non-linear nature of the recovery journey as described
by participants.

Fig. 1 Age Distribution of ED Onsent; This chart offers a clear
visualization of the varying ages at which eating disorders manifest
among participants. Note: Figure created by the author using
Google Sheets.

Methods

Study Design

This study employed a qualitative and descriptive research de-
sign, using a grounded theory approach to thematic analysis.
This methodology was chosen to ensure that themes emerged
inductively from participants’ lived experiences rather than
being constrained by predefined categories.

Participants and Recruitment

Participants were recruited through publicly accessible online
communities focused on eating disorders, including discus-
sion forums and social media groups. Recruitment posts were
shared only with permission from group moderators when re-
quired. Participation was entirely voluntary, and all individu-
als provided informed consent prior to completing the survey.
No identifying information was collected, and anonymity was
preserved. Eligibility criteria included being between 13 and
65 years old and willing to reflect on personal experiences in
an open-response format. A total of 60 unique responses were
collected. Demographic information such as gender, specific
diagnosis, and self-reported recovery status was gathered to
support subgroup analyses. The sample ranged in age from 13
to 62 (M = 27.4, SD = 9.1), with 82% identifying as female,
10% male, and 8% non-binary or gender diverse. In terms
of diagnoses, 45% reported anorexia nervosa, 28% bulimia
nervosa, 17% binge-eating disorder, and 10% other specified
feeding or eating disorder (OSFED). Regarding recovery sta-

tus, 38% described themselves as in recovery, 42% as cur-
rently struggling, and 20% as partially recovered.

Fig. 2 Common Themes in ED Narratives; Individuals with eating
disorders commonly face challenges with help seeking, experience
unhelpful interventions, and often link their disorder to a desire for
control or to past trauma. Note: Figure created by the author using
Google Sheets.

Data Collection

Data were collected via a Google Form distributed online be-
tween May 1 and June 10, 2025. The form included open-
ended questions that invited participants to describe the on-
set and progression of their eating disorders, perceived pub-
lic misconceptions, experiences with support systems such as
family, friends, therapy, and online communities, and factors
influencing recovery. The open-response format provided par-
ticipants with the freedom to share their stories in their own
words and at their own pace.

Data Analysis

Thematic coding followed grounded theory principles, an ap-
proach in which themes and patterns are allowed to emerge
directly from the data rather than being imposed beforehand.
This inductive method was chosen to ensure that participants’
lived experiences guided the development of codes and cate-
gories. Responses were reviewed repeatedly to ensure immer-
sion, and initial codes capturing recurring ideas, phrases, and
concepts were generated. These codes were then organized
into broader categories and refined into overarching themes
through an iterative process, with NVivo software used to
manage the coding framework and generate frequency reports.
Thematic saturation was reached after approximately 50 re-
sponses, with the remaining 10 confirming and refining cat-
egories. As the sole coder, reliability was enhanced through
multiple coding rounds, careful rereading, and maintaining
a detailed audit trail of analytic decisions. Reflexivity was
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addressed through journaling, in which the researcher docu-
mented personal assumptions and perspectives related to eat-
ing disorders, helping to minimize potential bias and enhance
transparency in the development of themes.

Fig. 3 Common Misconceptions Individuals Want Debunked;
Figure 3 highlights that the most common misconceptions people
want debunked are “Just Eat,” "Vanity Only,” and “Thin-only EDs.”
Note: Figure created by the author using Google Sheets.

Fig. 4 Distribution of ED Types Mentioned; Figure 4 shows the
distribution of ED types mentioned, including AFRID and BED.
Note: Figure created by the author using Google Sheets.

Ethical Considerations

All participants provided informed consent, and for those un-
der 18, parental or guardian consent was obtained where ap-
plicable. Anonymity was maintained by excluding any per-
sonally identifiable information, and all data were securely

stored. Participation was voluntary, and individuals retained
the option to withdraw at any point without penalty.

Results

Demographics and Onset

A total of 60 participants were included in the study. The ma-
jority described the onset of their eating disorder as a gradual
process, which often emerged in early adolescence or even
late childhood. Their narratives reveal a covert transformation
from seemingly benign habits, such as calorie counting, into
obsessive patterns of thought and behavior.

Figure 1 offers a clear visualization of the varying ages at
which eating disorders manifest among participants. The ado-
lescent years appear to be a critical period for ED develop-
ment, with the 12-15 age group showing the highest incidence,
involving approximately 20 participants. This is closely fol-
lowed by the 16-20 age group, with around 18 participants.
While less frequent, early onset before age 12 still accounts
for a significant number, with approximately 12 participants.
The data also indicates that onset in adulthood, specifically
after 20 years old, is the least common among the surveyed
groups.

One 16-year-old participant succinctly captured the initial
confusion, stating, “I was diagnosed with anorexia at 9 or 10,
after starting at 8, and hadn’t a clue it existed. I thought I’d
invented it.”

Participant Narratives and Themes

Respondents consistently highlighted the centrality of control,
often explaining that their disorder provided a false sense of
stability amid emotional chaos. For example, one individual
reported that it gave them “strength and confidence that noth-
ing else did,” while another described disordered eating as “the
only method that always worked,” reinforcing the instrumental
role these behaviors play in managing distress.

Figure 2 shows a compelling overview of the shared ex-
periences and perspectives of individuals navigating eating
disorders. A critical insight is the overwhelming difficulty
in help-seeking, with the majority of participants identifying
challenges in admitting their problem.

The narratives also strongly refute common misconcep-
tions and unhelpful interventions. A large number of partici-
pants reported that force-feeding or shaming is ineffective, and
many emphasized that eating disorders are not solely driven by
a desire to be thin.

The importance of social support is evident, with many
participants highlighting the positive impact of friends. In
contrast, a significant portion found family involvement to
be unhelpful or even detrimental. The narratives also reveal
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Fig. 5 Themes by Age Group; This chart displays the top themes that are discussed in each age group: “< 16”, “16−20” and “> 20”. Note:
Figure created by the author using Google Sheets.

the complex psychological underpinnings of eating disorders,
with many participants linking their experiences to trauma
or other mental health issues and a notable number indicat-
ing that their disorder provided a sense of control or security.
Many participants identified early life experiences, especially
trauma and cultural pressures, as key contributors. Some re-
called specific triggering events, such as being called “fat” by
a grandparent at the age of four or enduring chronic illness. A
16-year-old vividly recalled, “When I was around 4-5 and my
grandad used to call me fat as a joke and I started crying abt it
one day and ever since then it’s just gotten worse and worse.”

Misconceptions and ED Types

Participants also reported profound frustration with common
misconceptions about eating disorders. Many noted that they
were dismissed for not being “thin enough” or that their expe-
riences were invalidated because they did not fit the stereotyp-
ical image of anorexia nervosa.

Figure 3 highlights prevalent misconceptions that individu-
als wish to see corrected. The misconception “Just Eat” gar-
nered the highest number of mentions (over 40), suggesting a
widespread societal belief that recovery from an eating disor-
der is simply a matter of willpower. Closely following, “Van-
ity Only” (40 mentions) underscores the persistent miscon-
ception that eating disorders are solely superficial concerns.
The substantial number of mentions for “Thin-only EDs” (ap-
proximately 35) reveals the pervasive stereotype that eating
disorders exclusively affect individuals who are visibly under-
weight. Lastly, the significant number of participants wanting
“BED Not Real” debunked (around 20 mentions) points to a
critical lack of awareness and validation for Binge Eating Dis-
order.

Figure 4 displays the distribution of different eating dis-
order (ED) types mentioned by participants. Unsurprisingly,

Anorexia constituted the largest proportion of mentions. Bu-
limia was the second most common. BED and ARFID were
also frequently mentioned, while OSFED and “Mixed/Other”
comprised the smallest categories.

Disorders such as BED and ARFID were especially sub-
ject to mischaracterization, often trivialized or conflated with
simple “picky eating.” A 16-year-old with BED expressed,
“I wish people understood that BED is also an eating disor-
der. So many times I see people say it’s not an eating disorder
bc you don’t starve yourself.” Similarly, a 17-year-old with
ARFID lamented, “As someone with ARFID I wish people
would be aware that no I cannot just eat it, I know it’s a pain
it’s a pain for me a well.”

Environmental and Recovery Factors

As seen in Figure 5, body image emerges as the most dom-
inant theme, particularly pronounced in the 16-20 age group
where it contributes significantly to the highest overall num-
ber of mentions. Although present across all groups, its preva-
lence notably decreases in the “>20” age category.

Peer and digital environments also emerged as double-
edged influences. A 13 year old shared, “Oddly enough... I
found comfort in kpop and watching the vlogs of my favorite
idols... It was a nice distraction,” while a 17-year-old observed
that “strangers on the internet could be both the most helpful
and harmful.”

Finally participants underscored that recovery is not lin-
ear. Several indicated that even after years of treatment, urges
and thoughts persisted beneath the surface. One described the
disorder as “never truly leaving” but instead “fading into the
background.” Another discussed the emotional complexity of
weight restoration describing guilt and shame associated with
physical changes. Across the dataset recovery was depicted
not as the absence of symptoms but as a process of identity
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Fig. 6 Barriers to Recovery; This figure shows the top barriers to
recovery is the “Lack of Support” as well as the “Fear of Weight
Gain” Note: Figure created by the author using Google Sheets.

reconstruction a letting go of a false sense of control in favor
of deeper often more painful emotional work. A 28-year-old
reflected “relapses are guaranteed to happen but I am not back
to square one, I have learned a lot along the way & can build
upon that.”

Table 1 presents selected participant narratives that illus-
trate key themes related to the lived experience of eating dis-
orders. The narratives, drawn from individuals aged 13 to 39,
reflect a range of ED presentations and recovery trajectories.
The participants reported becoming aware of disordered eat-
ing behaviors at varying ages, with some recognizing symp-
toms as early as age 9 or 10, while others only identified their
behaviors retrospectively or through indirect means, such as
media or peer interactions. Sources of support in recovery
varied widely and included peers, pets, online content, and in
some cases, supportive friendships. Notably, family support
was often described as inadequate or even detrimental. The
experiences with support systems were often mixed; while
peer support was frequently cited as helpful, approaches that
focused solely on food intake without addressing underlying
psychological distress were viewed as harmful. Some barri-
ers to healing included fear of weight gain, social stigma, lack
of mental health support, and emotional attachment to disor-
dered behaviors as coping mechanisms. These narratives re-
flect the complexity and individuality of ED experiences and
underscore the need for person-centered approaches to care.

Discussion

Common Themes in ED Onset

The present qualitative study, which examined 60 self reported
narratives, successfully met its objectives by identifying key
themes in eating disorder (ED) onset, exploring participants’

Fig. 7 Helpful vs Unhelpful Support Methods; This figure shows
the most unhelpful and helpful support methods, “Force Feeding”
being the most unhelpful method. Note: Figure created by the
author using Google Sheets.

frustrations with public misconceptions, and categorizing ef-
fective and ineffective support methods.

The findings that EDs often begin with a gradual onset in
early adolescence or late childhood is significant because it
reinforces the understanding of these conditions as develop-
mental processes rather than sudden occurrences. This sup-
ports prior research demonstrating that disordered eating typ-
ically emerges during transitional developmental periods15,
but the data expands on this by showing that participants
framed these early behaviors as adaptive coping mechanisms
for overwhelming feelings or external pressures. The consis-
tent emphasis on control provides a critical insight into the
function of the disorder itself. Participants didn’t just report
a need for control; they described their ED as providing a
false sense of stability in chaotic lives. This aligns with ex-
isting research on identity fusion16, while also extending it by
demonstrating how identity intertwines with disorder related
behaviors from a very early stage. The recollection of specific
triggering events, such as a grandparent’s comment, resonates
with transgenerational trauma models17, yet the study con-
tributes a novel perspective by showing how these moments
crystallize into embodied distress. This deeper view moves us
away from a simple cause and effect understanding toward a
more holistic and systemic one.

Frustration with Public Misconceptions

The frustration participants expressed with public misconcep-
tions is not simply a matter of hurt feelings; it is a critical bar-
rier to care. The frequent mention of "Just Eat," "Vanity Only,"
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Age Initial Awareness of
Disordered Eating

Support in Recovery Misconceptions to
Address

Helpful vs. Unhelpful
Support

Barriers to Healing

16 Diagnosed with
anorexia at age 9-10.
Initially unaware it was
a disorder.

– Being underweight
doesn’t make an ED
more valid or danger-
ous.

Forcing food without
addressing mental
health was unhelpful.

Lack of psychologi-
cal support during en-
forced eating.

16 Became aware at 11–
12 years old.

Friend sent reminders
to eat.

BED is valid, it’s not
just overeating or lack
of control.

Dismissive comments
like “just eat” or
“you’re picky” were
harmful.

Admitting the need for
help

13 No direct awareness
mentioned; found indi-
rect support through K-
pop fandom.

Watching vlogs of fa-
vorite idols offered dis-
traction and comfort.

Not all EDs present in
stereotypical thinness;
can’t “just eat.”

Body comments and
forced feeding at-
tempts not helpful.

Fear of regaining
weight and social
stigma.

39 ED began during a de-
pressive period; bu-
limia felt like a release.

Support from a pet
(dog).

EDs are often symp-
tomatic of other condi-
tions.

– Emotional attachment
to disordered behaviors
as coping.

16 Lifelong struggle with
body image as an over-
weight child.

Supportive friends
were helpful; family
was not.

EDs are not always
about thinness; they
are deadly and diverse.

Supportive peer rela-
tionships helped; fam-
ily misunderstandings
hindered recovery.

Body image challenges
and fear of weight gain.

Table 1 Notable Participant Narratives Related to Eating Disorder Experiences Note: Table reflects selected participant narratives collected
via anonymous online survey through Google Forms. Themes were identified and coded through qualitative content analysis. Quotation marks
omitted for clarity; full responses available upon request.

and "Thin only EDs" as common public refrains demonstrates
a widespread trivialization of serious mental illness. This find-
ing confirms prior work showing that misconceptions hinder
early intervention18, but expands on it by illustrating the so-
ciological trauma of invalidation, particularly for participants
with BED and ARFID. These narratives show that reductive
stereotypes do not merely delay help seeking and they actively
exacerbate isolation and shame. Therefore the findings under-
line the urgent need for public education campaigns that cor-
rect these harmful beliefs.

The Dual Role of Social Media

The study’s findings on social media illustrate a complex dy-
namic. While the exposure to "pro-ana" and "thinspo" content
predictably intensified symptoms, which confirm prior con-
cerns19, a more surprising result was the protective effect of
unrelated digital spaces, such as K-pop fan communities. This
adds to existing literature by highlighting that digital environ-
ments cannot be viewed monolithically: context and commu-
nity matter more than platform alone. Similarly, the finding
that peer support was often more effective than professional
care does not contradict prior studies on clinical efficacy but
complements them by underscoring the importance of emo-
tional validation, empowerment, and lived experience in re-
covery.

Views on Formal Interventions

Participants’ mixed, often negative views of formal interven-
tions underscore a critical gap in traditional care models. Re-
ports of forced feeding and shaming are consistent with cri-
tiques of coercive practices20, but expand on them by show-
ing the enduring psychological damage caused by these ap-
proaches. In contrast, positive experiences with intuitive eat-
ing and trauma informed therapy illustrate how approaches
that prioritize autonomy and address underlying trauma align
with recent calls for individualized, compassionate treatment
models. The findings, therefore, support and extend this body
of work, emphasizing that coercive and one-size-fits-all meth-
ods may undermine long term recovery.

Recovery as a Non-Linear Process

The study reinforces the concept of recovery as a non-linear
process. Narratives describing the disorder as "never truly
leaving" but "fading into the background" challenge the lin-
ear model of cure, aligning with recovery as journey frame-
works21. However the participants extend this literature by
stressing that relapse is not failure but an expected part of re-
covery. This reframing provides an important clinical insight:
recovery must be supported as an ongoing and identity based
reconstruction rather than an endpoint22.
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Implications and Recommendations

The findings highlight several key areas for clinical practice
and public health. One important step is the implementation of
early body image education at the elementary school level23.
Such programs should emphasize media literacy, body diver-
sity, and the importance of separating self worth from physical
appearance. These lessons, introduced early, can help coun-
teract harmful societal messages and build a foundation of
resilience before disordered eating patterns emerge. Equally
critical is the integration of trauma informed care across all
eating disorder treatment settings24,25. This involves training
clinicians to recognize trauma triggers, adopting collaborative
treatment planning that empowers patients in their recovery,
and incorporating trauma-focused therapies such as Somatic
Experiencing or EMDR alongside standard care26–28. By em-
bedding these approaches into both prevention and treatment,
clinical and public health systems can move beyond broad rec-
ommendations toward targeted, actionable strategies that are
more likely to improve long-term outcomes for individuals
with eating disorders.

Future Directions

To build on this work, future studies should employ diverse
qualitative methodologies. Longitudinal interviews would
capture how disordered eating develops and evolves over time.
Ethnographic approaches could explore the culture and social
dynamics of online ED communities in greater depth29. Nar-
rative inquiry would allow for systematic analysis of recov-
ery stories, capturing identity shifts and meaning-making pro-
cesses. By employing these complementary methods, future
research can expand on the nuances identified here.

Limitations

Although the study provides valuable insight, several limita-
tions must be acknowledged. The use of a self-selected online
sample may have introduced selection bias, as individuals in
online ED communities may represent a more motivated, en-
gaged, and potentially more severe subgroup than the general
ED population. As a result, findings may not fully generalize
to those who do not participate in these spaces. In addition, the
survey’s open ended format did not permit follow-up or clar-
ification, which limits interpretive depth compared to inter-
views. Reliance on self-report introduces further constraints:
narratives may be influenced by recall bias or social desirabil-
ity bias, and diagnoses were not clinically verified, raising the
possibility of including individuals with sub-clinical or mis-
characterized disordered eating. While these limitations tem-
per the generalizability of the results, they also highlight the

unique strength of this study which directly amplify lived ex-
periences that are often overlooked in clinical research.

Methodological Note on Grounded Theory

This study employed a grounded theory approach to ensure
that interpretations were deeply rooted in participants’ narra-
tives. Analysis proceeded in three stages: open coding (ini-
tial labeling of raw responses), axial coding (connecting codes
into broader categories), and selective coding (developing a
central theoretical framework). This iterative process enabled
me to construct a theory of ED onset, maintenance, and recov-
ery directly from participants lived experiences.

Conclusion

This study adds to the qualitative literature on eating disorders
by centering the lived experiences of adolescents and adults
across a diverse age range, filling an important gap in research
that too often overlooks personal narratives. The findings ex-
tend existing scholarship by illustrating six recurring themes:
the covert onset of illness during vulnerable developmental
stages; the role of eating behaviors as tools of emotional con-
trol and self definition; the impact of early trauma and inter-
generational commentary; the persistence of societal miscon-
ceptions, particularly regarding non-anorexic eating disorders;
the dual influence of digital and social spaces; and the identity-
based, nonlinear nature of recovery. In doing so, this study
challenges persistent stereotypes that trivialize eating disor-
ders as conditions of vanity or restrict them to a narrow de-
mographic. By highlighting the nuanced and deeply personal
functions of disordered eating, the results underscore the need
for trauma informed, person centered, and non-coercive mod-
els of care. Ultimately, these narratives reaffirm that recovery
is possible, but it requires approaches that validate lived expe-
rience and provide long term and compassionate support.
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