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Abstract

Introduction. Online health communities serve as channels for sharing personal
and sensitive information with understanding peers. This study aims to identify the
collective core narrative that emerges within an online community of individuals
recovering from eating disorders (EDR) and to incorporate these findings into an
information behaviour theory of transitions (Ruthven, 2022). A study that combines
a definition of EDR with the emergence of information practices at different stages
of the healing process is still missing.

Method. The dataset consists of 723 Instagram posts, collected via HAR file web
scraping.

Analysis. After anonymisation, the images and post captions were inductively coded
and analysed to determine whether they contained defining information about the
concept of EDR. The final selection of 65 posts was analysed using narrative analysis.

Results. One core narrative and four key characteristics were identified (non-
linearity, hard fight, click moment as starting point, and individuality).

Conclusion. The examined Instagram community provides detailed information on
the concept of EDR, which in some ways differs from definitions used in clinical
studies. Additionally, similarities between EDR and previous conceptualisations of
transitions were identified, leading to the recognition of potential information
practices at various stages of EDR.
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Introduction

Online health communities are virtual spaces where sensitive information about specific health
conditions is shared (Johnston et al., 2013). An extensive body of research exists on the impact of
online health communities on community members, highlighting their value in the continuous
availability of health information (Johnston et al., 2013), the provision of group support (e.g.
Bronstein, 2017; Yan & Tang, 2014), and the empowerment of patients (Laschinger et al., 2010).

Research on communication and information use, sharing and seeking of different mental health
communities (e.g. Bronstein, 2014, 2017; Rothschild & Aharony, 2016) emphasises the importance
of such communities for the satisfaction of information and social needs arising from the existing
disease of community members. The present study contributes to this research by focusing on
individuals’ conceptualisations of eating disorder recovery (EDR), as reflected in information
shared in an online health community focused on EDR. While eating disorder (ED) communities
have been widely examined (e.g. Achilles et al., 2023; Lewallen & Behm-Morawitz, 2016; Santarossa
& Woodruff, 2017; Saukko et al., 2024), there is a gap in explorations of recovery-focused ED
communities (EDR communities) and their connection with information practices.

Therefore, this study aims to identify how EDR community members define EDR based on their
experiences, apparent in the ‘core narrative’ (Delve & Limpaecher, 2020) of their shared content,
and to connect these findings with an information behaviour theory of transitions (Ruthven, 2022).
This analysis contributes to a better understanding of individual experiences of people going
through EDR. The analysis may further help explore possible connections between patients'
perceptions of the healing processes of a life-threatening disease and the emergence of
information practices.

Literature review

Recovery from eating disorders

EDR can refer to the process of healing from EDs and the outcome of being recovered, defined as
‘the ideal end goal (Bardone-Cone et al., 2018, p. 78). EDs are serious psychophysiological illnesses
in various forms. Examples are anorexia nervosa, bulimia nervosa and binge-eating disorder. They
have a high mortality rate, and 22-51% of patients relapse, most of them during the first 18 months
of EDR (Von Holle et al., 2008). Because of its complexity, EDR is defined differently in
psychological and clinical research, depending on the research design (Hower et al., 2022; Kenny
& Lewis, 2023). Some studies define it based on factors such as linear remission of symptoms and
ED behaviour (e.g. Dahlborg Lyckhage et al., 2015; Pettersen et al., 2013) or psychological aspects
(e.g. de Vos et al,, 2017; Kenny & Lewis, 2023). Others describe EDR as a process of varying length,
in which progress is identifiable (e.g. Bardone-Cone et al., 2010; Bardone-Cone et al., 2018).
Progress refers to four indices: physical (e.g. appearance), behavioural (absence of ED behaviours),
psychological (e.g. no ED-related thoughts), and the absence of any ED (Bardone-Cone et al., 2018).
To define EDR, some studies have built upon the lived experiences of different individuals such as
ED patients, supportive others, and clinicians (e.g. Bachner-Melman et al., 2018; Kenny et al., 2020;
Solmi et al., 2021).

Fundamental to successful recovery is the internalisation of a recovery-oriented identity (Best et
al., 2016; McNamara & Parsons, 2016) which, after reaching a turning point (e.g. internal decision
towards recovery), leads to the restructuring of ED-influenced thoughts and perception (Dahlborg
Lyckhage et al., 2015). Reaching the turning point results in the remission of ED symptoms and
behaviours (e.g. binge-eating, compensatory behaviours) (Von Holle et al,, 2008), and in the
improvement of physiological and psychological factors (e.g. internal self-acceptance and hope)

(Bardone-Cone et al., 2010; Bardone-Cone et al., 2018). Each of these factors can contribute to full
recovery.
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Transitions and information practices

While going through EDR, individuals transition through different healing stages (Bardone-Cone
et al,, 2018). The changes in each phase of the healing process are reflected in patients’ thought
patterns and behaviour (Bardone-Cone et al., 2018). Previous research has not explored whether
information practices are equally influenced by changes across different phases in EDR. However,
changes in health behaviour in general are considered to also comprise various information
practices such as sharing, seeking, encountering, or avoiding (Greyson & Johnson, 2016). One
theory that connects processes of change and information practices is Ruthvens' theory of
transitions (2022). According to his theory, transitions are processes of change that are initiated
by a life event (e.g., realisation of being ill) and encompass three main stages: understanding,
negotiating, and resolving (see Figure 1).

Informati . Information embodied
~ ide king information
life — event - understanding — negotiating —b resolving —p
before : :
start of transition turmng point
behavioural changes

public expression
of transition

transition is potentially
harder to reverse .................. ’

Figure 1. Transitions based on Ruthven (2022)

The first stage - understanding - signifies the realisation that something is amiss and requires
change, accompanied by strong, sometimes conflicting emotions. Emotions experienced during
transitions can significantly influence information practices (Willson & Given, 2020), as does
accepting the necessity of change at this stage. Because there is an increased need for new
information to understand and accept the beginning of change, information seeking is practised
(Ruthven, 2022). This initial stage of a transition is also accompanied by the interaction between
uncertainty and imagining a potential future (Ruthven, 2022).

The second stage - negotiating - describes the moment when individuals recognise the
possibilities of a new life stage and try to identify aspects of change that are feasible or (yet)
unattainable. Therefore, individuals try to negotiate a less threatening change, even though
remaining in the known situation may be more difficult than transitioning to a new, potentially
better life stage (Ruthven, 2022). Typical information practices at this stage include avoiding or
seeking information which supports current beliefs (Ruthven, 2022). The moment when individuals
begin to act more in line with a changed identity marks a turning point. A turning point leads to
the final decision to leave a previous state of being. The possibility of change may already have
been negotiated internally, but the turning point symbolises the beginning of actual transition, as
individuals adapt their behaviour towards their changed selves. Sometimes this also appears in
public displays of change, which can complicate a reversal (Ruthven, 2022).

The negotiating stage evolves into the final transition stage - resolving. This stage includes
redefining processes, in which individuals reflect on their needs and decide on information and
embodied and social practices that support their new life stage (Ruthven, 2022).
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Transitions involve psychological and emotional disruptions to a known way of living (Ruthven,
2022). These disruptions and the process of going through ‘stages of change’ can be accompanied
by and reflected in health information practices, including avoiding and seeking information
(Hirvonen et al., 2012). While transitioning through health behaviour changes, some individuals may
seek contact with peers with similar health conditions, avoid potentially triggering information, or
search for ways to verbalise their experiences. In the digital environment, online health
communities may serve these purposes.

Online health communities on social media

Online health communities are virtual spaces on platforms such as social media that provide health
information and social support to users with similar conditions, as well as to relatives and friends
of those affected (Chancellor, Lin et al., 2016; Zhang, 2016). Health information flows between
community members through experiences and advice (Bressel, 2025). Beyond sharing information,
members seek or encounter informational support and empathy, and exchange thoughts and
opinions, resulting in collective sensemaking of lived experiences with the disease (Bronstein, 2014;
Chancellor, Mitra et al., 2016; Herrick et al., 2021). Online health communities also help reduce
stigma through the open exchange of experiences and knowledge (Wong et al., 2019). Information
exchange and contact with peers have been found to increase psychosocial and behavioural health,
measurable in enhanced positivity, self-worth and motivation regarding the recovery process and
successful illness management (Dahlborg Lyckhage et al., 2015; Huh et al., 2016; Rodgers & Chen,
2005). Interactions between peers, such as the provision and reception of emotional support,
contribute to a sense of relatedness and sympathy which are key factors for engaging with online
health communities (Sowles et al., 2018; Zhang, 2016). However, various studies on eating disorders
have identified measurable negative influences from the use of social media and online health
communities (e.g. Chancellor, Mitra et al., 2016; Yom-Tov et al., 2016).

EDR communities on social media

In online health communities focused on EDR, members share their lived experiences and health
challenges. On social media, these communities have served as a basis for psychological,
communication, and information behaviour studies, due to digital storytelling and the visual
representation of members’ perspectives on EDR. According to this research, EDR is often
described as a process with distinct recovery stages. Bohrer et al. (2020), for example, explored
how the ED-related community on Reddit defines EDR. From their inductive analysis, EDR
symbolises a unique process or journey that involves psychosocial factors (cognitive /affective,
behavioural /physical, social) and positive aspects such as well-being and quality of life. Wolf et al.
(2013) and Branley and Covey (2017) studied the communication and language used in EDR
communities on blogs, Tumblr, and Twitter. They identified distinct characteristics of ED and EDR
content depending on platform restrictions and recovery stages (Branley & Covey, 2017; Wolf et al.,
2013).

Previous research highlights that EDR online health communities are used to seek, encounter, and
use information. Eikey and Booth (2017), for example, analysed women in EDR and their information
use on Instagram. Conducting 16 semi-structured interviews, they identified that women aged 18-
23 use Instagram to seek and encounter information on EDR, healthy foods, and exercise. They
further use the platform to monitor their EDR process or to compare themselves with other users.
Other use cases include forming communities for social support, reducing stigma, or sometimes
maintaining their ED (Eikey & Booth, 2017). A similar interview approach was carried out by
Nikolova and LaMarre (2023). They used thematic analysis to examine eight interview transcripts
of women in EDR to understand their information use on Instagram. They identified the conflicting
nature of the EDR community on Instagram depending on the current EDR stage. While mutual
support and representation of different EDR experiences sometimes promote the EDR process,
self-comparison and the need to actively curate encounters with posts lead to increased stress
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and hinder EDR (Nikolova & LaMarre, 2023). While both studies describe the use of information
available in the EDR community on Instagram, Bressel (2025) examined the shared information
itself. Images and associated captions were analysed through content analysis. The study identified
four distinct post types related to EDR: the EDR diary, proof of eating, personal transformation,
and affirmations. Within these categories, content concerning food, private information about
current health status and changes, challenges faced during EDR, moments of achievement and
happiness, and aspects of the EDR process were examined. A similar study was carried out by
Herrick et al. (2021). Using thematic analysis, they examined the content shared in the EDR
community on TikTok. The two themes, eating in recovery and transformations, correspond with
the types of posts identified by Bressel (2025). Themes such as ED awareness, trendy gallows
humour, and inpatient story time also emerge.

Aim and research questions

EDR is a complex concept researched in psychological and clinical research. Definitions vary and
depend on the research design and the inclusion of participants (Hower et al., 2022; Kenny & Lewis,
2023). On social media, patients verbalise their thoughts through information sharing outside of
therapy sessions and direct conversations with researchers in clinical settings (Hower et al., 2022;
Kenny & Lewis, 2023). Therefore, online health communities enable the collection and inclusion of
patients' viewpoints on complex health topics such as EDs. Accordingly, analyses of social media
data can inform clinical study results and expand definitional approaches (Hower et al., 2022).

Prior studies examining online ED communities have provided valuable insights into how people
share and use information, as well as how they support or reflect on their condition. However,
online EDR communities and their members have been under-researched, particularly regarding
the overarching process, perceptions of EDR through patients' lenses, and its implications for the
information practices of those affected.

Most EDR definitions originate from psychology, focusing on clinical indicators, without clarifying
in detail how patients experience the process of healing from their conditions themselves. On the
other hand, some studies explore information practices in relation to healing from an ED,
occurring in EDR communities. A study that brings these two aspects together - a definition of
EDR and a reference to the emergence of information practices at different stages of the healing
process - is still missing.

This study seeks to address this research gap by focusing on the narratives of EDR that emerge
within an online community. As such, it may contribute to supporting the defining process of EDR,
complementing prior psychological research. Murray and Sergeant explain that ‘individuals
organise their interpretation of reality in form of narratives’ (2012, p. 163). Exploring those
narratives in the information shared can provide insights into complex psychological conditions,
shaped by the lived experiences of affected individuals. This study seeks to complement existing
studies on online EDR communities by analysing the collective core narrative and defining
information about EDR shared within the EDR community on Instagram, and incorporating these
findings into an information behaviour theory of transitions (Ruthven, 2022). This theory was
chosen because psychological research has shown that EDR corresponds to a process. Ruthven's
theory combines the image of a process concerning life changes with the emergence of
information practices. Overall, this study helps clarify how individuals define EDR during their
healing process and how this process may affect their information practices.

The study aims to respond to the following research question and its sub-questions:
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RQ: How is the complex psychological process of EDR defined in an EDR community on Instagram,
based on health information shared in publicly accessible posts?

RQa: What is the collective core narrative of EDR in the EDR community on
Instagram?

RQb: How are information practices linked to the EDR process, based on Ruthven’s
theory of transition (2022)?

Method

The dataset for this study comprises Instagram posts from open profiles. Publicly shared social
media data is considered part of the public domain, and it is assumed that the authors shared their
content knowingly with the public because they did not use private profiles (Herrick et al., 2021).
Consequently, no consent was obtained from the users (Herrick et al., 2021; Santarossa et al., 2019).
All data was anonymised directly after data collection. At the time of data collection, in November
2021, Instagram'’s web layout was accessible without logging in. After entering a search term on
the search page, nine posts were first displayed under the heading ‘popular’. All other posts
followed and were sorted by upload date. Using Spagnolas' HAR file web scraper, which is based
on Instagram's web layout, the nine most popular and the 40 newest posts were collected over two
weeks from three hashtags: #edrecovery, #anarecovery, #miarecovery. This selection of posts
was made to include both current posts and those highly popular within the community for data
analysis. All hashtags have been used in earlier analyses of the EDR community on Instagram
(Bressel, 2025; Santarossa et al., 2019). The sample comprised 2205 posts before data cleaning.
Despite the qualitative approach, a large sample was aimed for because previous research showed
that not all posts contain defining thoughts about EDR (Bressel, 2025).

Spagnola’s HAR file web scraper was used to extract all requested metadata and convert it into a
JSON file. Additionally, the posted pictures were added manually to the final data table. After
deleting all duplicates, posts in languages other than English and German, and posts irrelevant to
the research question, the final sample consisted of 723 posts. Some posts were classified as
irrelevant because they did not appear to contain defining or describing information about the
healing process. Examples of irrelevant posts are those containing only food images, captions with
recipes, landscape images, and captions explaining non-ED related experiences. Posts containing
only hashtags were also classified as irrelevant. Further, posts with explanations of the role of the
EDR community in the individual‘s process, or similar information, were not included in the final
sample because this study focused solely on defining EDR based on the data.

To identify the collective core narrative of the examined community, captions were analysed using
narrative analysis (Delve & Limpaecher, 2020; Riessman, 1993; Santarossa et al., 2019). In the
context of illness, narratives are ‘stories that patients tell about their experiences of having a
particular health problem’ (Murray & Sargeant, 2012, p.165). On social media, narrative analysis can
focus on small life stories and personal narratives of specific individuals (Georgakopoulou, 2022)
or the core narrative of a community. Core narratives are generalised narratives that emerge from
inductive coding and comparison of all posts within a thematic context (Delve & Limpaecher,
2020). This analysis is divided into six steps: selecting narrative blocks, clustering and reading
selected blocks, creating structuring codes and delving into the structures, comparing all
narratives and structures, and finally identifying and telling core narratives (Delve & Limpaecher,
2020; Riessman, 1993). For the first step, descriptive coding was applied in MAXQDAZ22 to select
narrative blocks with defining information about EDR.

In total, 65 posts contained narrative blocks explaining EDR. In the second to fourth steps,
inductive coding in the form of in-vivo-coding and focused coding was applied to all 65 posts to
identify similarities and differences, and to describe the structure of all narratives. During the fifth
step, all narratives were compared to identify the core narrative. The sixth step was to summarise
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and write down the core narrative. As a final step in the analysis, images were coded inductively.
Firstly, visual elements and text were coded with describing codes (e.g. bodies, environments, text).
Secondly, four images in which EDR was defined with words or with graphs were identified. Images
were added to the narrative analysis if they included defining information.

Results

Based on the analysis, defining information about the complex psychological condition of EDR was
evident in 65 posts in the sample. The dominant core narrative in the data is a comparison to a
process (cf. quote A), often referred to as a journey.

Recovery/healing is a process. An exhausting one. A confusing one. An extremely
tough one. A painful one. But a beautiful one. Watching yourself transform/change
for the better is amazing. Seeing yourself struggle and fall but getting through and
getting up is amazing. (A)

No journey is linear

Based on the analysis, one characterisation of the core narrative is non-linearity. Healing from an
ED includes transitions through different stages, and highs or lows, compared and referred to as a
journey. One visual example is shown in Figure 2, collected via #anarecovery. It visualises a journey
with different steps, referring to various aspects arising while going through a process. The caption
of this post starts with the words ‘Healing is not linear’ and refers to the progress visualised in the
image.

Good Things Take Time

Trying again

Practice

Hiccups

Living Play

Leaming

New
experiences

Stumbling

Trying
new ideas

Inspiration

Reset NYC Fig. 72

Figure 2. A visual representation of EDR as journey, #anarecovery

Examining this illustration from a macro level, a linear increase can be seen across the entire time
span of the graph. However, zooming in on individual sections of the graph reveals a micro-level
journey of advances and setbacks. This means the graph is nonlinear and does not indicate a
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consistent linear increase at every point. Nevertheless, a journey toward a specific goal is
discernible (symbolised in the illustration by a linear increase at a macro level).

Two other posts explain EDR as follows: ‘Recovery is a rollercoaster. Hang on tight even when
you're hitting the lows.” (B); ‘I feel like while it’'s the same journey I've stepped it up a notch. It’s
scary but so is life right! 'm an IRONMAN I've got this!" (C)

All three example excerpts compare EDR to a journey. In Figure 2, a process that includes different
stages of learning and failing is visualised, and the image depicts the path of healing as non-linear
due to potential regression after progress. However, in this narrative, despite possible collapses,
progress is visible on a macro level overall, which extract C alludes to by saying: ‘I've stepped it up
a notch’. Extract B refers to the repetition of highs and lows, using the metaphor of a rollercoaster
ride for EDR, which can be interpreted as personal development in the process and as experiencing
a wide range of emotions.

The data described a mixture of emotions including happiness, struggle, laughter, crying, fighting,
hard, anxiety, and anger. The large variance in emotions associated with the EDR process also
symbolises the non-linearity of the journey. Just as different phases are experienced during the
healing process, so are different emotions. The data show that on some days, anger, sadness, or
hopelessness complicate the process.

Extracts A and B further refer to the aspect of strength (e.g. 'Hang on tight’; 'It's scary’; TIRONMAN’),
which seems to be required to avoid suffering a relapse.

In summary, EDR is seen as a non-linear journey by those affected. The journey is characterised
by progress and setbacks, but overall, still moves toward a desired goal, the healing. This non-
linearity may refer to the personal and the collective process of different members of the
community. This is apparent in extract D, the caption of Figure 2, and in extract E, which were
collected via #anarecovery:

Healing is not linear. I know this has been repeated so much it’s almost become a
cliché, but it’'s true and Il repeat it again and again .+ Whether youre grieving,
healing, letting go, recovering... It is a process, not a on-time event. You'll have days,
or even weeks, when it all seems fine, ‘till it doesn’t. Don'’t be discouraged by step-
backs. You can still step forward. You are not back at square one, and falling doesn’t
mean you have to stay down ¢ (D)

‘Recovery isn’t lineal, it's not easy, it's not happy all the time and it’s not perfect [...]
So, even though I'm not even close to recovery, I know I wanna get there and that’s
everything I need to know.” (E)

As described in both extracts, the narrative of EDR as a journey or process aligns with its
characteristic non-linearity and includes various emotional and motivational stages.

Each journey symbolises a hard fight

Often in the data EDR is compared to a fight which is hard to go through. Many posts include words
such as fight, fighting, hard, struggle, challenge, warrior, and challenge. Two examples were posted
under #miarecovery:

‘Recovery is hard. Recovery takes effort. But if you're honest with yourself, isn't living with an ed
the same?’ (J);

‘l am a recovering warrior’ (K)
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Sometimes the connection to the journey or process narrative is used to explain the characteristics
of being hard but worth fighting for, as the following two examples show:

It's easy to feel like a failure when you relapse but it's so important to remember that
You. Are. Not. This is not an easy journey and you are doing so well. Pick yourself up
and keep fighting, you're almost there @@ (L)

Recovery can be hard, there’'s no need to sugar coat it. But it also pays off.
You might feel like youre going two steps forward one step back but if you keep
pushing forward despite it all then you can and will get to the end and come out the
other side thankful that you keep it going. Committing to the process is the most
important thing you can do for yourself. (M)

All four quotes exemplify how challenging the ED healing process is. At the same time, the quotes
illustrate how sharing personal thoughts in the EDR community is also used to encourage others
and give them hope. Through their own understanding of the severity of going through an EDR
journey, those sharing can emphatically point out potential problems and normalise them at the
same time. In this context, some posts provide concrete guidance on how to progress from those
experiences (c.f. L, M). Quote L, for example, highlights the possibility of relapses. However, by
contextualising a relapse during a non-linear journey, possible relapses are normalised. In
combination with encouraging and motivating words (c.f. L) or in combination with a realistic
assessment of the process (c.f. M), community members are encouraged to persevere.

A click moment marks the beginning of each journey

The beginning of the EDR journey is marked by a specific moment when the affected person
decides to heal. In two example extracts, this personal ‘click moment’ (F; G) is recapitulated as
follows:

Everyone who is recovered would have had what I call a ‘click moment’ that moment
where it clicks for them that not only there is more to life than their eating disorder but
they actually WANT more. For me, it was when I was 4 years into my recovery journey
and I was still in the same place of quasi-recovery where I had been ever since finishing
intensive outpatient treatment ED services 1 and a half years before... Just engaging in
behaviours enough to keep my Eating Disorder Self at bay and to the outside I looked
“normal”. But in reality? I felt even more trapped than when my eating disorder self had
complete hold because at least then I didn’t have to hide how things truly were [...]. (F)

1 want my life to be MORE than just focusing on numbers’ - My former self
My Click Moment, the start of real recovery. (G)

Some individuals recall a specific moment when they understood they needed to heal and, by doing
so, change their behaviours and mindset towards healing. This moment is described by some
Instagram users as a click moment and marks the point at which their EDR process shifted from
quasi-recovery to real recovery. Furthermore, the data indicates that this click moment also results
in a change in behaviour. Even if changes in behaviour with regard to the ED were already evident
before this point (described as ‘quasi recovery’), it appears that the realisation of being stuck
without progress and the decision to heal, as described with click moment (F; G), leads to real
changes in thoughts and behaviour. Therefore, the click moment is the first step in EDR, initiating
the transition of healing.

Journeys are individual
Sharing information about lived experiences in the EDR community enables members to compare
themselves with others. Some individuals therefore emphasise that EDs and EDR journeys are
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different and therefore one's own process should not be compared with that of others, even if the
overall goal is the same (i.e. recovering). Two examples were shared under #anarecovery:

There is no right way to have an eating disorder and there is no right way to recovery.
No two journeys are the same. It's okay if your journey is different from the ones you
see online or the ones you hear about in the media or even the ones you hear about in
group therapy. (H)

Eating disorders come in different shapes and sizes that we can’t control. The reason
you have an eating disorder, the type of stuff that triggers you, the number on the scale
and other measurements like this differs for everyone. You should know that, you should
never compare your ed with another person’s ed. Every person is different. We may
struggle with same type of things but the reasons and cures might be different for
everyone. ()

The quotes show that not only do health communities provide potential triggers, but so do other
media and real-life scenarios. For this reason, awareness and sensitivity toward one another are
important. Another point that emerges from these quotes is the diversity of healing processes and
the aspect that it is not always visible to the outside world what inner problems a person is going
through. A further point is that even if the symptoms may be comparable, the extent and
underlying causes are diverse.

Overall, based on this analysis, EDR is a process, similar to a journey, which is marked by various
stages and alternating positive and negative emotions. These stages and emotions influence how
hard individuals need to fight themselves to heal from their ED. The identified characteristics of
the core narrative indicate that EDR is a complex construct in which individuals need to change
their thoughts and behaviours towards healing. Individuals begin to do this after reaching their
personal click moment.

Within the analysis, information regarding the use of information practices was not identified in
the data. To still address the second research question, the parallels and differences between EDR
and the concept of transitions (Ruthven, 2022) identified in the results are discussed with findings
from previous studies on the target group. This comparison with other studies helps to relate
possible information practices to different stages of EDR.

Discussion

The core narrative of EDR

The analysis of this study first aimed to identify how the complex psychological process of EDR is
defined within an EDR community on Instagram. Based on the information shared, the central core
narrative is that EDR is a journey. This core narrative aligns with definitions of EDR found in
psychological and clinical studies. Some psychological studies, for example, define EDR as a
process encompassing transitions and ongoing progress (Bardone-Cone et al., 2018; Bohrer et al.,
2020; Kenny & Lewis, 2023). Equating EDR to a journey is also reflected in social media studies, as
seen in Bressel's (2025) content analysis of shared information within the EDR community on
Instagram. The findings of this study, along with prior research, clearly indicate that EDR involves
different stages of psychological, behavioural, and physical healing, with progression being a key
component.

EDR in the understanding stage of transitioning

Focusing on the journey narrative, which symbolises a process of healing, EDR shares similarities
with life transitions. However, when applying Ruthven’s (2022) theory of life transitions to the EDR
process described in the data, the transition process does not perfectly align with the ED healing
process, but is similar. The analysis shows that individuals must reach a click moment before they

Information Research, Vol. 30 No. 3 (2025)

185



can commence their intentional EDR process. This is one of the characteristics identified of the
core narrative of EDR as a journey. No matter how long an EDR journey lasts, this specific moment
is necessary for experiencing genuine healing. Psychological studies use the term turning point to
describe a change in psychological factors resulting from the internalisation of an EDR identity,
followed by shifts in thoughts and behaviours (Dahlborg Lyckhage et al., 2015). Therefore, the
psychologically perceptible turning point marks the beginning of the transition from an ED to the
healing process, which may also lead to changes in health behaviour and potentially information
behaviour.

In Ruthven’s theory of transitions (2022), the turning point is allocated to the end of the negotiating
stage (second stage), as specific actions are taken towards a changed self. In this context, the
turning point therefore relates to behaviour. In the context of EDR, the turning point refers to a
psychological state that can also lead to changes in behaviour. Both states, therefore, appear to be
similar despite having different causes.

With the turning point, the real transitioning process starts, and due to potential visible signs, the
transition itself is sometimes no longer easily reversible. Based on this study's analysis, relapses
were central to the core narrative. Relapses can occur at any time, even after reaching the turning
point and internalising an EDR identity. The possible occurrence of relapses highlights the non-
linear nature of EDR, as described in the narratives of the data in this study. Qualitative studies in
information behaviour and psychology, reflecting on the lived experiences of affected individuals,
underline the aspect of relapses being part of the overall process (e.g. Bohrer et al., 2020; Kenny &
Lewis, 2023). In contrast, clinical studies often describe EDR as a linear process, in which the
constant work on psychological, behavioural, and physical aspects precludes regression. Relapse
in any aspect is seen as the opposite of EDR and therefore not part of the process (Dahlborg
Lyckhage et al., 2015; Pettersen et al., 2013). The ‘ideal end goal of reaching full EDR would be
contradicted by a relapse (Bardone-Cone et al., 2018). Nevertheless, the narratives in the analysed
Instagram posts show the opposite. Experiencing a relapse, regardless of its severity, is considered
part of the non-linear journey and, therefore, not an interruption to the overarching healing
process. Sharing information about those experiences with the EDR community, referring to
relapses when explaining EDR, and highlighting the difficulty of going through this process support
the normalisation of such difficulties (cf. Sowles et al., 2018).

In summary, the positioning and meaning of the turning point must be distinguished from
Ruthven's theory. Based on the data, in EDR, the start of healing is marked by the turning point,
not the resolving stage. Afterwards, the first transition stage of understanding begins. The turning
point, referred to in the data as a specific ‘click moment’ (F; G), is psychologically needed to
understand that no real healing progress has been achieved prior, and why change is now required.
This can subsequently lead to behavioural changes.

In the first stage of transition (understanding), uncertainty and the interpretation of a possible
future are central to accepting the ongoing change (Ruthven, 2022). Within the context of the EDR
community, this potentially results in information practices, such as seeking or encountering
information, which are typical information practices identified in earlier research (Eikey & Booth,
2017; Nikolova & LaMarre, 2023). By seeing posts about life experiences shared by individuals
further on their journeys, a more concrete idea of a possible future in or after EDR can be imagined,
and potential information needs can be addressed.

In the characteristics of the core narrative of this study, EDR has been described as hard to go
through and associated with the emergence of quite contradictory emotions. The question arises
as to what extent these descriptions might discourage someone at the beginning of their
transition, during the understanding stage. Further problematic at this first stage could be
comparisons with other EDR journeys, because, as the data show, each EDR journey is unique.
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Therefore, social comparisons between individuals in EDR can be harmful due to differences in
timelines and nonlinearity. Additionally, the visual representation of different EDR journeys on
social media can be damaging to community members, resulting from the selection of specific
informational aspects shared (Wong et al., 2019). The omission of individuals' thoughts when
sharing information online, which can influence the EDR process beyond social media, is often
unknown to viewers when they encounter a post on Instagram. This could cause uncertainty and
negative feelings about personal progress, especially for those in pseudo-recovery whose thoughts
remain similar to those of individuals acutely affected by an ED (Bardone-Cone et al., 2010;
Dahlborg Lyckhage et al., 2015). Different representations of EDR may encourage comparing
oneself with others, which can negatively influence the EDR process (Nikolova & LaMarre, 2023).

The present study cannot determine the extent to which individuals in the understanding stage
are more likely to be negatively influenced by comparisons with other journeys or by the realistic
presentation of EDR characteristics. Existing research on EDR communities on Instagram shows
that the information behaviour of people with EDs changes depending on the stage of recovery
they are in (Eikey & Booth, 2017). Further, Nikolova and LaMarre (2023) identified the information
practices of actively monitoring and avoiding information that members of the EDR community
engage in to prevent potential triggers or negative influences on their EDR journeys. Information
avoidance is also reflected on in Ruthven's theory of transitions (2022), where it is placed in the
second stage - the negotiating stage. By avoiding information or environments that do not support
a transition, the entire transition process can be prolonged. In addition, the overall process of
change can be transformed into ‘something less threatening’ during this stage (Ruthven, 2022, p.
588). Concerning the characteristics of EDR being hard and non-linear, avoidance and active
monitoring seem necessary information practices, as otherwise the likelihood of relapses or
intensified struggles might be increased (Nikolova & LaMarre, 2023). In summary, information
avoidance and active information monitoring in the context of EDR appear to be occurring,
especially with the start of the second stage of transitions, the negotiating stage.

EDR in the negotiating and resolving stage of transitioning

In Ruthven’s (2022) theory, the second stage starts by negotiating manageable changes in
behaviour and mindset. Sometimes, in EDR, only behavioural (e.g. no ED behaviours) and physical
changes (e.g. healthy weight or appearance) are adopted, and this is referred to as pseudo-recovery
(Bardone-Cone et al., 2010; 2018). Only if psychological changes are adopted can the third stage of
resolving be reached. Both the negotiating and resolving stages can vary in length. Psychological
studies refer to various timelines for EDR, ranging from 28 days to 3 years (e.g., Bardone-Cone et
al., 2018; Von Holle et al., 2008). However, essential to starting a transition is reaching the turning
point and, by doing so, internalising an EDR-oriented identity, including all four indices
(behavioural, physical, psychological, and absence of any ED) (Bardone-Cone et al., 2010, 2018;
Dahlborg Lyckhage et al., 2015). Transitions end with the ‘life after’ (Ruthven, 2022, p.590). Based
on the data of this study, it is not identifiable whether this final step can be reached. Psychological
and clinical research present different approaches to EDR definitions, and depending on the
approach, there are varying psychological, behavioural and physical criteria for full EDR (Bardone-
Cone et al.,, 2018). Full EDR could be interpreted as ‘life after’, but the existence of different
approaches complicates a coherent classification.

One aspect of negotiating during a transition is that ‘some aspects of the transition become visible
to others, resulting in social feedback’ (Ruthven, 2022, p. 588). Concerning online health
communities on EDR, this is effected by information sharing. Community members share
embodied information on their EDR-identity and EDR-shaped experiences, combined with
personal thoughts, represented in various forms (Bressel, 2025). Since information is shared either
from everyday life during the EDR journey or retrospectively from the future (Bressel, 2025), the
assumption arises that information sharing occurs especially in the later stages of a transition
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(negotiating, resolving). This leads to the conclusion that the core narrative and its characteristics
identified in this study are reflected in individuals' thoughts during the negotiating and resolving
stages.

Information sharing is not part of Ruthven’s theory of transitions (2022), but in the context of life
transitions in online health communities, this practice is fundamental. Especially during the
resolving stage, individuals reflect on their needs, which can lead to information and social
practices supporting their new life stage. Another aspect influencing information and social
practices could be the emotions involved in the process. Along with the characteristics of non-
linearity, which include progress and setbacks, and the difficulty of EDR, emotions are also subject
to the EDR journey, as described in the results. Emotions also influence information practices
during transitions (Ruthven, 2022; Willson & Given, 2020). In this sense, the variety of emotions
experienced seems to shape information practices in the EDR community, such as information
sharing. Psychological research has found that people with an ED, such as anorexia, often have
problems talking openly about their feelings and emotions due to stigmatisation (Moreno &
Whitehill, 2012; Sowles, 2018). On the other hand, people are very open about their personal
experiences and emotions on personal blogs or social media profiles (Branley & Covey, 2017,
Bressel, 2025). It seems that sharing information online enables individuals impacted by a disease
to process their experiences and connect with other sufferers, which could positively affect EDR
(Dahlborg-Lyckhage, 2015). This may be one reason why online health communities, such as the
EDR community examined on Instagram, are formed. A group of individuals who go through similar
transitions shares their experiences and builds a community around them. The effects of such
health communities are already widely examined in various contexts, as are information and social
needs (e.g. Bronstein, 2017; Johnston et al., 2013; Yan & Tang, 2014).

In summary, based on the aspects discussed above, an altered version of Ruthven’s concept of
transitions, adapted to EDR, is shown in Figure 3.

Information Information seeking,
seeking, encountering encountering, monitoring, sharing,
avoidance, embodied information

life

—b‘ event ‘—P understanding — negotiating — resolving
before ':

turning point ‘EDR is a journey*

start of transition

internal decision to behavioural changes
heal

transition is

reversible (relapseg)  + i >

Figure 3. EDR as a transition based on Ruthven (2022)
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Conclusion

This study explored how the complex psychological process of EDR can be defined based on
information shared by a hashtag-based EDR community on Instagram. It supported the
clarification of how individuals define EDR for themselves during their healing process and how
this may affect their information practices. For this approach, narrative analysis was carried out,
leading to the identification of a single core narrative and related characteristics. EDR is described
as a non-linear journey that resembles a hard fight and is shaped by experiences of intense
emotions. The core narrative found, which depicts EDR as a journey, aligns with interdisciplinary
research in psychology, social media, and information behaviour, highlighting that recovery is a
process comprising multiple stages—psychological, behavioural, and physical—where progress,
although often non-linear, remains central.

Ruthven’s theory of life transitions (2022) was used to conceptualise the study findings, aiming to
better understand the link between how individuals experience and define their healing process
from an ED and how this process could lead to information practices. Based on the identified
characteristics of EDR, an adapted version of the original concept was introduced. EDR seems to
be a life transition, divided into three main stages, starting with the turning point. The core
narrative and its characteristics identified in this study are reflected in individuals' thoughts during
the last two stages (negotiating and resolving) of transitions.

While the initial transition stage (understanding) appears to be characterised by information
seeking and encountering, subsequent stages include a broader range of information practices,
such as monitoring and sharing. The information practices discussed in this study align with those
described in Ruthven’s theory (2022). Additionally, the practices of sharing and encountering
information were identified. This suggests that different information practices emerge depending
on the transition stage. Moreover, it was demonstrated that shared content can negatively affect
the transition from an ED state to a recovered state (e.g., through comparison). Therefore, it would
be valuable for future research to explore individuals' perspectives on their information sharing
behaviour within the EDR community on Instagram.

In terms of transitions, it would be interesting to examine more thoroughly whether individuals
ever reach the life after transition, or instead experience a never-ending resolving stage, and how
this affects the definition of EDR as a transition.

In conclusion, the EDR community on Instagram provides detailed information about the concept
of EDR, as seen in narratives shaped by individual experiences. Some core narratives differ from
the definitions of EDR in clinical studies in minor respects (e.g., the emergence of relapses and the
resulting non-linearity). Overall, and from the perspective of members going through this process,
the community serves as an additional information source for the understanding of EDR. In
addition to providing information, the community serves as a platform for exchange and a tool for
personal representation in the context of EDR.
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