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Abstract

Introduction. This exploratory study contributes to information practice research,
aiming at increasing the understanding of the perspective of individuals in the social
setting of a health community by focusing on the common ground created through
shared information. The investigation concentrates on individuals sharing health
information in an eating disorder recovery community on Instagram.

Method. This study analyses representations of eating disorder recovery on
Instagram, focusing on visual and textual shared information. The Instagram posts
(pictures and texts) were collected structurally with a crawler based on four
selected hashtags.

Analysis. The analysis was data-driven, using qualitative and quantified content
analysis. The centre of analysis was on image types, and structure, tone and content
of the captions.

Results. Four types of posts emerged that represent the common ground of affected
individuals on Instagram: the Eating Disorder Recovery diary, the proof of eating,
the personal transformation, and affirmations. Reflections on community
participation and the information practice of sharing were identified.

Conclusion. This study provides a deeper understanding of the eating disorder
recovery community on Instagram, offering insights into the individuals' personal
experiences and thoughts on eating disorder recovery, as well as topics essential
for individuals going through recovery. Further, first insights on the health
information sharing practices of individuals in eating disorder recovery were
gained.
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Introduction

Individuals suffering from health conditions often seek emotional or social support, exchange with
and contact to sympathetic others with similar experiences (Rubenstein, 2014; Rothschild and
Aharony, 2016; Sowles et al., 2018). For this reason, health communities offer an important research
ground to better understand the perspective of patients on their experiences and thoughts.

Using online health communities on social media, various studies have been conducted to analyse
the (information) behaviour of individuals affected by eating disorders (EDs), especially focusing
on communities glorifying eating disorders (Pro-ED) (Branley & Covey, 2017). Studies on the
context of eating disorder recovery (EDR) are lacking.

This study contributes to filling in this gap and complements previous interview-based studies on
the role of Instagram use in EDR (Eikey & Booth, 2017; Nikolova & LaMarre, 2023) by analysing
representations shared by individuals going through this process. Using the theoretical concept of
common ground (Clarke, 1996), this study explores the visual and textual content shared in an EDR
community on Instagram.

The article is structured as follows: first, a comprehensive literature review is presented, then the
aim and research question of the study. The methodology and presentation of the results are
followed by a discussion of the results and the conclusion.

Health Information on Instagram

For many years, one of the leading social media platforms has been the picture-based platform
Instagram (Hu et al., 2014; Rejeb et al., 2022). Released in 2010, Instagram has gained popularity
because of its function of building communities based on the sharing of pictures (Jin et al., 2015)
and the option of creative self-representation (Rejeb et al., 2022). After thirteen years since its
release, improvements in user experience and some new implementations (Martinez-Cardama &
Goémez-Lopes, 2023), Instagram is still used widely despite the popularity and existence of newer
platforms such as TikTok. With over two billion daily users in January 2023 (Dixon, 2023) and with
adolescents and young adults as the primary user group (Wong et al., 2019), Instagram also serves
as a research environment for a variety of research fields, as computer science, communication,
and health (Yang, 2021; Rejeb et al., 2022).

Wong et al. (2019) discuss the advantages and disadvantages of the platform in medicine and
identified three user perspectives: patients, health professionals /doctors, and general users. While
health professionals and doctors use Instagram to educate patients and healthcare providers or
present themselves online, patients mainly share their patient journeys or connect with affected
peers via hashtags (Wong et al., 2019). Hashtags are ‘the most visible form of social media
communication’ (Gerrard, 2018, p. 3) and enable the creation of communities. Due to the lack of
group- or community pages in Instagram, hashtags offer the opportunity to find profiles and
content of interest, and connect with other profiles, sharing such content. Especially in the context
of health, those hashtag-based communities help patients connect with others or exchange their
experiences (Wong et al., 2019) and provide a safe space where users can ask for advice and support
(Chancellor et al., 2016). Further, they support decreasing the isolating feeling of being alone by
providing access to the visible existence of affected peers by creating a common disease-related
identity (Karimkhani et al., 2014; McNamara & Parsons, 2016; Braunberger et al., 2017; Sowles et al.,
2018). Patients and interested users can inform themselves by witnessing others’ patient journeys
(Dorfman et al., 2017) or seeking information from official health profiles, such as foundations or
associations (Dewitz et al., 2023). Further, writing about illnesses and supporting peers is helpful
and supportive for recovery from mental diseases (Salzmann-Erikson & Hicdurmaz, 2016).

Besides their positive potential, health communities on social media have also been associated with
adverse effects on their users. Conflicts of interest, such as self-promotion and financial gain, can
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influence the trustworthiness of profiles (Wong et al., 2019), and the distribution of potential false
health information and misinformation is a known problem (e.g. Riaz, 2021). Further, Martinez-
Cardama and Gémez-Lopes (2023) show that hyper-connectivity and high daily use of social media
can trigger isolation, anxiety, and self-esteem issues as well as increased fear of missing out
(FOMO) or addiction. The propagation of unhealthy trends and the mass of pictures mirroring
perfect bodies or beautiful faces can affect users' digital well-being, mental health, and body image
(Kamel et al., 2016; Raggatt et al., 2018; Wong et al., 2019).

The Royal Society for Public Health (RSPH) identified Instagram as the platform with the most
negative effect on young people’s mental health by referring to its high impact on negative body
image and other factors such as anxiety, bullying, depression, and FOMO (Fear Of Missing Out)
(Cramer & Inkster, 2017). Picture-based platforms such as Instagram especially impact the body
image of individuals because of the visuality of fit and thin bodies and perfect beauty standards
(Fardouly et al., 2018; Raggatt et al., 2018; Wong et al., 2019; Barron et al., 2021).

Social Media Research on Eating Disorders and Recovery

EDs are life-threatening, psychophysiological illnesses with high mortality rates (Arcelus et al.,
2011; Tan et al., 2016; Hambleton et al., 2022) caused by familial, social, and individual factors (Polivy
& Herman, 2002). They are complex conditions that can result in serious health consequences
(Arseniev-Koehler et al., 2016). Eating disorder recovery (EDR), on the other hand, is the process
(Bohrer et al., 2020), as well as the outcome defined by the restructuring of thoughts, perceptions,
and behaviour towards EDs (Dahlborg Lyckhage et al., 2015; Bardone-Cone et al., 2018). Overall, it
is defined based on physical, psychological, and behavioural factors, which all are necessary for full
recovery (e.g. Keski-Rahkonen & Tozzi, 2005; Von Holle et al., 2008; Fitzsimmons & Bardone-Cone,
2010; Bardone-Cone et al., 2018).

The way EDs are displayed online and in specific social media communities has raised public
concerns (Tong et al., 2013) and research, mainly taking a psychological perspective on the matter,
indicates that ED content in social media may have negative impacts on their users. Social media
and, primarily, picture-based platforms such as Instagram are known to harm body image resulting
from the frequent representation of thin bodies and high beauty standards (e.g. Fardouly et al.,
2018; Barron et al., 2021). Online communities encouraging eating disorder behaviours and
thoughts, often referred to as Pro-ED communities, amplify this effect by supporting each other’s
eating disordered behaviours, for example, by sharing success stories about disordered eating
goals (Tan et al., 2016; Sowles et al., 2018).

In the context of social media, numerous studies have been conducted about EDs and, mainly, Pro-
ED sites, referring to a link between those communities and offline ED behaviours (Branley &
Covey, 2017). Conducting an online survey, Walker et al. (2015) identified a correlation between the
comparison of others’ physical appearances online, joining fat talk, and the occurrence of EDs,
concluding that high comparison with others and participating in the fat talk are more likely to
result in disordered eating behaviours. Wolf et al. (2013) analysed the language used in Pro-ED
blogs and compared the data to EDR blogs. Doing this, they discovered commonalities in them,
including the common use of words related to food, eating, and diets, as well as the body. Even
though Pro-ED blogs use those words more frequently, they are also used in EDR blogs, which
underlines the importance of those topics for eating disordered individuals during all stages of
illness and recovery. A difference identified refers to social references, less prevalent in Pro-ED
blogs. Creators of EDR blogs, therefore, seem to be more ‘connected with the outside world and
real-life relationships’ (Wolf et al., 2013, p. 222). Borzekowski et al. (2010) explored content shared
on 220 Pro-ED websites and identified poetry, artwork, personal opinions, images of bones and
glorified thin individuals, sometimes referred to as thinspiration (Barron et al., 2021).
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Further, advice on weight loss and other disordered eating behaviours was visible, partly also
recovery-oriented advice. Dahlborg Lyckhage et al. (2015) identified that writing online about an
ED could lead to heightened motivation to recovery, even if discarding ED behaviours in reality
was not yet possible. The underlying idea is that blogging provides visibility and representation of
individuals living with the disease and undergoing the EDR process. Thus, individuals can learn
from and interact with other users in similar situations (Dahlborg Lyckhage et al., 2015). ‘People
need 'sympathetic others' who share the same social stigma and help to normalize behaviour and
experiences despite appearances and self-doubt’ (Sowles et al., 2018, p. 137). According to McNamara
and Parsons (2016), and Sowles et al. (2018), connecting with other eating-disordered individuals
on social media has a healing effect because of sympathetic participation and the creation of a
shared recovery identity. Because similar paths of suffering, empathy and understanding are
present, which can have an encouraging effect. It is assumed that similar effects will occur in a
recovery-oriented community.

Like (Pro-)ED content, EDR content and communities exist on various platforms. Groups on social
networking sites (SNS) or forums enable members to exchange experiences and advice.
Communication with others affected by EDs helps to open up and step towards recovery because
of shared experiences and mutual understanding (Wong et al., 2019). On social media, EDR is
represented in pictures, videos, and text postings (Herrick et al., 2021). On Instagram, the focus is
less on mutual communication and information exchange but on sharing and disseminating
(personal) experiences. In EDR, following others affected and exploring their shared information is
fundamental to Instagram use (Eikey & Booth, 2017; Nikolova & LaMarre, 2023). Further,
Borzekowski et al. (2010) identified positive effects induced by the sharing behaviour of sensitive
EDR information. Seeing successful EDR stories of others shared online could influence reaching
the turning point to start EDR. Similarly, Saffran et al. (2016) identified a correlation between
engaging in EDR dialogues on social media and the report of fewer ED symptoms. Additionally,
psychological, and physical benefits are identified by attending EDR groups on social media
because of the support and understanding expressed in those groups (McNamara & Parsons, 2016;
Sowles et al., 2018). Conducting 16 interviews with eating-disordered women who use Instagram
in their recovery, Eikey and Booth (2017) conclude that Instagram can both support the recovery
process or equally exacerbate ED behaviours and symptoms, dependent on the usage.

Theoretical Framework and Aim

This study focuses on information shared in an online health community on Instagram. Information
sharing occurs frequently in health communities where people share personal and sensitive
information (Given et al., 2023). It is ‘an intrinsically social activity’ (Pilerot, 2012, p. 575) and one
form of information practice that often takes place on social media. Information practices are joint
activities, that are initiated through social and cultural contexts (Savolainen, 2007; Cox, 2012;
Harlan, 2012). Pilerot and Limberg (2011) describe information sharing as ‘a situated and collective
practice’ (p. 313). Harlan (2012) further defines this practice as an activity, which contributes to the
collective understanding and communication of a community (Harlan, 2012). One factor
influencing the activity of sharing, identified in information science literature, is trust (Wilson,
2010; Oh & Syn, 2015; Deng et al., 2017). Especially regarding online health communities, the feeling
of belonging to a social context and the evolvement of a sense of a shared identity increases mutual
trust, encouraging the sharing of personal health information (Lu et al., 2019; Yao & Shang, 2022).

Central Concept - The Creation of Common Ground through Inside Information
Sharing information in a community is based on and further creates a common ground, based on
shared interests, values and beliefs (Pilerot, 2012). Common ground is the foundation of every joint
activity, as sharing information, and it is ‘the sum of [individuals] mutual, common, or joint
knowledge, beliefs, and suppositions’ (Clarke, 1996, p. 93). Common ground is created through an
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agreement by a community on a specific context, which is building the community (Clarke, 1996).
In this study, the context is EDR, which is the fundament of the community.

Regarding common grounds, information can be divided into inside and outside information. While
inside information represents the common ground of the community, meaning the joint
knowledge, beliefs and suppositions of all members, outside information comprises assumptions
about the common ground of a community, by individuals not being part of it (Clarke, 1996).
Therefore, inside information can only be created by members of the community, who themselves
experience the context - EDR - of the community.

This study presents an analysis of how common ground is created through inside information in
the form of visual and textual information, shared by community members of the EDR community
on Instagram. By this, the study aims to better understand the perspective of affected individuals,
and how they describe their everyday life affected by EDR, in the social setting of an online health
community for EDR. This study complements previous interview-based studies on the role of
Instagram in EDR (Eikey & Booth, 2017; Nikolova & LaMarre, 2023) by focusing on the social context
and the mutual creation of common ground, instead of the intrinsic motivation to use Instagram
for seeking health information.

The Research Question (RQ) of this study is:

RQ: What inside information is shared by individuals recovering from an eating disorder, creating
the common ground of the EDR community on Instagram?

Method

This exploratory study used a mixed-method approach to analyse visual and textual information
shared in the EDR community. In social media, hashtags are a visible form of communication used
for community-building (Gerrard, 2018). Especially on Instagram, where interactive group or
community pages are missing, hashtags are used to build communities with individual posts
containing specific community-hashtags. Further, they classify complex visual research data in
qualitative social media research (Hand, 2016). To cover central keywords used in EDR
communities, the following four hashtags, including different areas of the eating disorder
spectrum, were scraped using a self-written Python crawler: #recovery, #edrecovery,
#anarecovery, #miarecovery. All hashtags were identified based on groundwork and previous
research in the community (Santarossa et al., 2019). The web-layout of Instagram represents the
nine most popular posts of each day, enriched with all new posts below. The web layout only
presents content of open profiles, so no private Instagram profile was used for this study. To
narrow down the data collection, the nine most popular and 30 newest posts were collected over
a two-week period, four times a day for each hashtag. Because of technical issues, the data of two
days was not usable, so the final sample only comprised twelve days. If the hashtags were not used
in the caption or the first comment (if the posting user created the comment), those posts were
not collected. Posts containing videos instead of pictures were omitted from the scraping process.
Since they are not permanently available, stories (24-hour lasting posts of a profile) were also
excluded from data collection.

As argued by Herrick et al. (2021), ‘publicly published and accessible social media posts are considered
to be part of public domain’, which is why creators were not asked for their consent before using
the shared content. Nevertheless, all faces, usernames and other identifying aspects (e.g. locations)
were deleted or anonymized during data cleaning. The ethics board of the faculty of philosophy of
Humboldt-Universitat zu Berlin approved the study design.

The first sample consisted of 7031 posts. After removing duplicates and all languages other than
English and German, the sample consisted of 2698 posts. From all posts collected via #recovery
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(n=959), only a minority, 101 posts (10.53%), were attributed to the EDR community, so all other
posts were excluded from the final dataset. Consequently, the final sample consisted of 1840 posts.

Picture(s) and associated captions of posts were coded and analysed inductively and data-driven
using qualitative content analysis and basic descriptive statistics with the help of Maxqda 2020, a
qualitative and mixed-method research software. To narrow down the data set, comments, and
interactions with and from other users were deliberately omitted to focus only on the sharing
person and the content they shared. Within the analysis, the first step was a thematic exploration
of the two components, picture, and caption, and afterwards, of both areas as an entity.

Results

Picture Analysis
Homogeneous contents were found in the posted pictures, which allowed a clear division into four
distinct groups: food /drinks, person, text, and other (see Table 1).

Information Research, Vol. 30 No. 1(2025)

85



Percentage  Subcategories Percentag
e

Main

Category (n=1840)

Person with food 3.15%
Food / 41.34% (e.g. in front of them, in their hand)
Drinks '
Bird-eye perspective 63.3%
Single Person 90.3%
Group of = 2 9.7%
Positive mood (e.g. smiling faces) 60.74%
Negative mood 14.07%
Person 32.25% (e.g. sad faces, crying, crumbled
eyebrows)
Neutral mood 25.19%
(e.g. neutral faces, no specific expression)
Transformation picture (of the same [25.19%
person)
Quotes, Poems 36.71%
Text 23% Support, Advice 33.54%
Other (e.g. memes, contact addresses) 29.75%
Other 3 41% e.g. Landscapes, Rooms, Animals, Fitness
e tracker

Table 1. Results of the content analysis of n=1849 EDR pictures

The content of all pictures was divided into four categories based on the primary presented object.
Visually, most pictures contained food and/or drinks (41.34%), primarily photographed from a
bird-eye perspective (63.3%). Sometimes, ingredients, snacks, or something to drink are placed
next to the main dish, often placed in the centre of a round plate or bowl (see Fig. 1 & 2).
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Figure 1 (L3, p.8) & 2 (L4, p.16). Examples for the main picture category Food/Drinks

The second category is humans (22.8%). Most photos in this category contain a single person
(98.3%) smiling and representing positive emotions. Sometimes other emotions, such as sadness
or emptiness, are represented, or the individual is presenting their current body condition (see Fig.
3 - 5). The photos mainly contain selfies and sometimes comparison pictures, in the form of
collages, representing different stages of the creators EDR process (see Fig. 4). Occasional Pro-ED
content could also be identified in this category, mainly containing thin bodies without heads (see
Fig. 5).

Figure 3 (L2, p.12), 4 (L2, p.4) & 5 (L4, p.19). Examples for the second picture category Humans

The third category, text, mainly includes quotes or poems that contain affirmations and poetry
about growth, hope and similar topics or thoughts and tips about EDR (see Fig. 6 - 8). Similar to
the second category, in this category as well, occasionally Pro-ED content was identified (see Fig.
8). The smallest picture category Other includes diverse content including photography of
landscapes or places, fitness trackers, and animals.

e T | Mo the bty s fryor

- g I"'.I friends/famly i recovery!
CouRREN || et e 1=
D .. | Ahfed
“THA THRS

NUMBE — —

Figure 6 (L3, p.29), 7 (L2, p.14) & 8 (L3, p.23). Examples for the main picture category Text

Caption Analysis

Regarding the captions, the content and the form of expression were examined, leading to four
categories: diary, personal thoughts and opinions about different topics, quotes, EDR-related
advice, and contacts (see Table 2).

Information Research, Vol. 30 No. 1(2025)

87



Percentag Subcategories Percentag

Main category € €
(n=1840)
Eating diary 52.63%
EDR diary 17.78%

Diary 76.38%
Personal thoughts about ED(R) [ 11.34%

Throwbacks to earlier stages | 8.25%
of ED(R)

Thoughts and opinions
about different topics (not | 15.15%

ED(R))
Quotes 4.53%
EDR-related advice 3.94%

Table 2. Results of the content analysis of n=1849 EDR captions

Within the captions, sensitive and personal information was shared in the form of diaries (76.38%).
Those diaries were identified as eating diaries, which document every meal for the day, reflect
personal thoughts about meals, and contain recipes (62.63%) or diaries with personal stories and
their behaviour during everyday life in EDR (17.78%). Two other caption types in this category
contain personal thoughts about EDs and EDR in general (11.34%) or throwbacks about earlier
stages of their personal life regarding their EDs (8.25%). The open style, in which personal, sensitive
information is discussed was evident, as a caption snippet of an inpatient (someone who gets their
ED treatment in hospital or in an eating disorder inpatient facility) demonstrates:

‘Evening everyone ¥ today’s been a stressful one that’s for sure. The fullness I feel is
crazyyyy and to sit with it takes SO much willpower and SO much strength, I actually
cannot believe I've made it another day with no behaviours and a full meal plan & my
stomach is pretty bloated but that’s expected now, but seeing that twists my brain into
thinking my whole body has expanded! So much body checking &) but fuck them thoughts
off [...]. (L2, p.4)

Likewise, noticeable is the significant role of mutual support and positivity, visible in caption
endings as: ‘T hope everyone’s feeling good and doing ok <’ (L4, p. 12); ‘Stay strong guys. It's worth it.’
(L3, p. 33). Using those supporting words or questions and greetings (e.g. ‘ 75 What foods make you
guys feel good?! ¥’ (L2, p. 42); ‘Morning my loves. (L2, p.8)), interactions with followers were
recognized independently from comments.

Diary posts constitute the majority of caption content; the other three categories presented in
Table 2 cover thoughts and opinions about topics other than EDR, which can be but are not always
related to EDR (e.g., sports, injuries, and mental health). The last two categories include contact
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addresses to coaches and ED centres, repeating the quotes already shown in pictures or advice on
overcoming EDs.

The results from the tables and the comparison of similar pictures of each category and associated
captions resulted in the identification of four main post types, explained in the following sections:
the EDR diary, the proof of eating, the personal experience /transformation, and affirmations. All
four post types contain specific characteristics, and inside information, representing the common
ground of the EDR community on Instagram. Further, reflections on information sharing were
visible in some posts, explained in the last subsection.

The EDR diary
The EDR diary (n=20%) is represented by pictures of food and/or drinks and sometimes also
contains a picture (for example, a selfie) of the sharing person.

Picture Caption text

Evening all. Wow today has been a whirlwind. Despite the grin on my face

vomited on myself in the corridor as there was no sick bowls of toilets to do it
in and all I think in that moment is | have to get this food out of me and go
into such a state of anxiety, such an awful feeling and horrendous illness. It
leaves you feeling traumatised, dehumanised and embarrassed. Also feeling
awful for the staff who tried to restrain me and the patients who heard my
distress.

I truly hate the person this illness makes me. Some days it’s just impossible to
shut myself off from what my ED is telling me to do. | know yesterday | was
preaching positivity, but 1‘'m always about being honest. There will be SO
many bad days, but also | have to have hope that some day soon the bad days
will be outnumbered b the good. A nurse that has been working here with
eating disorder patients for 10+ years said she has yet to witness what she
witnessed tonight and she was so kind and supportive in that moment and
after. She now sees how consuming my ED is..

This is a pretty raw post and it‘s also embarrassing to tell the world, but this is
the reality of an eating disorder. FAR from glamorous & consistently screaming
in your head until you do things you never thought you would do. | had a
memory test done today and | didn‘t do too badly but my memory isn‘t the
greatest at the moment. Hopefully with adequate nutrition it will improve.
One of my favorite staff members is leaving at the end of December but | like
to be organised @ | got all the girls on the wand to go sign it, she loved it &
I have weigh day tomorrow and I‘m pretty anxious about it, but I‘m going to
get an early night as | am so so drained.. The night nurse came on and said
"you look awful" so ya girl needs her beauty sleep | have to acknowledge
my positive steps too.. As each sleep forward is progress. | kept down my
mullerrice, curly wurly, toast, soy milk and half a supplement @ find a little

good in each day. Goodnight for now <2 % Love, Amy

#recovery #eatingdisorderrecovery #edrecovery #bulimia #mentalhealth
#anorexia

Table 3 (L1, p.124). Example for the post type The EDR diary

The captions contain diary entries with inside information about EDR experiences or personal life
stories and thoughts while being in EDR. Most post-captions start with a personal welcoming to
the EDR community or an introduction of the creator, such as: ‘Hello dear ones, that was our meal
today.’ (L1, p. 83), ‘Hello, I'm so sorry I haven't posted in a while.” (L1, p. 99), ‘Evening everyone! today’s
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been a stressful one that’s for sure.’ (L2, p. 4) or ‘THANK YOU to our amazing community’ (L1, p. 133).
In most cases, a specific reference to the picture follows as a description. Sometimes, the captions
contain the letters ‘TW’ for trigger warning, referring to detailed explanations or potentially
triggering pictures of eating disordered bodies. Afterwards, a personal report or story on upcoming
plans and the day's or week's ups and downs follow. At the end of the entries, further interactions
with the community are apparent. Regardless of the content type and whether the entry contains
positive or negative thought processes, encouragement and support are conveyed: ‘Please reach
out if you have any questions or need any support. Have a great day kids!" (L3, p. 99), ‘Keep fighting
and learn to love your self and the world you live in.” (L3, p. 97), or ‘sending strength everyone’s way
for Thanksgiving. Recovery is a precious thing.’ (L4, p. 12). Finally, in most posts, a goodbye is written.
Table 3 represents an example post from this category.

The proof of eating

The data shows that a big part (n=63%) of the EDR community is proving to oneself and others that
they try to recover, by sharing pictures of their daily meals, combined with a report of what was
eaten at this moment or during the day: ‘I'm so so so sorry for not posting all day today! I promise
you that I did eat though!” (L2, p. 104). Posts that belong to this category are exclusively represented
by pictures of food and/or drinks, and the captions in most posts related to the picture contain
reports and thoughts on meals. The daily or regular sharing of this content seems to prove that
the sharing person’s eating behaviour matches the recovery-oriented identity instead of, for
example, stopping or bingeing food again. In some posts, captions are further enriched with
recipes. In contrast to the EDR diary, a greeting or farewell is not necessarily present. Likewise,
the end only partially includes encouraging and motivating words. Table 4 is one example of a post
in this category.

Picture Caption text

#lunch was potatoes with curry sauce, veggies and an egg. For dessert an
: alpro blueberry yogurt EE %

This was incredibly hard as | had it so late and | still have to have an
afternoonsnack oh well

#anorexia #bulimia #depression #anorexiarecovery #edrecovery #eatittobeatit
#strongnotskinny #fuckanorexia #fuckcalories

Table 4 (L2, p.70). Example for the post type The proof of eating

The personal transformation

The post type personal transformation (n=8%) includes pictures of the creator at different times
during their EDR process. The direct comparison of the pictures portrays the transformation of
the body, and sometimes, the pictures are contextualized with dates. The caption of posts of this
category is structured similarly to captions of EDR diaries, without greetings at the beginning, but
sometimes an introduction. In contrast to the post type of the EDR diary, inside information in the
captions of this category represent the personal transformation of the creators and the
transformation of their bodies. In such posts individuals reflect on their EDR process over time or
on the day of the post. Thereby, reference to the picture(s) is present. Like the previous categories,
encouragement and support are integrated into the posts' end. The captions vary between lengthy
statements and short sentences, which distinguishes this category from the post type EDR diary.
Tables 5 and 6 show two examples of this category.
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Picture Caption text

Me this year, finally happy and healthy again! 28kg between these pictures! (I
am 1,72m) #me #anorexia #magersucht #anorexiarecovery #recovery
#fromskinnytostrong #healthy #happy #recoveryispossible #recoveryisworthit

Table 5 (L1, p.19). Example 2 for the post type The personal transformation

Picture Caption text
- o g
I »

This wasn’t an easy journey, nor was it a quick one but | worked tirelessly over
the years to get to this point in my life.

Your mental health may be consuming your life right now, but it will not
forever. There is a happy ending for every single person suffering from an
ED/mental illness/addiction etc.

There is a life beyond the sadness and the overwhelming urge to not carry on.
Sending strength to every single person who is struggling right now, | know
you can make it through. Sending love to our lost friends and family who
could no longer go on but did not leave us in vain. You can do this.

#anorexia #anorexiarecovery #edrecovery #bulimia #bulimiarecovery
#miarecovery #edsoldier #mentalhealth #mentalhealthawareness #recovery
#weightgain #transformation #beforeandafter #addictionrecovery #selflove
#eatingdisorder #motivation #happiness #mentaliliness #mentalhealthmatters
#love #suicideprevention

Table 6 (L4, p.18). Example for the post type The personal transformation

Affirmations

If captions were not written in the form of a diary, personal thoughts and opinions on different
topics, quotes and poems, or advice and contacts were shared. Quotes and poems are
characteristic of the fourth identified post type: affirmations (n=9%). In this category, the pictures
mainly consist of text. Quotes and poems, advice and contacts or memes and tweets were
identified. Supporting and motivating quotes and phrases from the pictures are enriched with
further support in the text. Sometimes, posts in this category also include affirming and
encouraging words for the community. Therefore, the naming of this category is found both within
the analysis of pictures and captions. One example of this category is given in Table 7.
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Picture Caption text

Hi friends @ just a gentle reminder % it‘s okay to go at your own pace
9 healing takes time

b
; #gentlereminders #mentalhealth #mentalhealthsupport
#mentalhealthmatters #mentalawareness #mentalhealthwarrior #recovery
¢ #recoveryisworthit #recoveryispossible #recoverywarrior #prorecovery

| #edrecovery #edcommunity #eatingdisorderawareness
#eatingdisorderrecovery #anorexiarecovery #bulimiarecovery
#selfharmrecovery #bodypositive #youarenotalone #youareworthy

Table 7 (L2, p.19). Example for the post type Affirmations

Reflections from the EDR community on sharing EDR content

While the shared pictures contain mainly smiling faces, colourful food plates, and calming quotes
with added paintings, captions share insights into deep emotional, mental, and physical struggles,
intimate health experiences and food-related information (e.g. recipes). Further, the analysis
indicates that supporting each other and sharing one’s progress are the main components of the
EDR community. Besides the majority’s shared gratitude for the community, for example visible in
post endings as: ‘thank you so much for all your messages, your kindness has really helped me this
morning QO  Q xx’ (L3, p. 24); ‘IT DOES GET BETTER. Eat and repeat and you'll get there xx keep
peddling lovelies (©)’ (L2, p. 141) some EDR-members shared more critical thoughts on the effects
of the community:

‘[...] this community can be great and helpful if you navigate it that way or it can be extremely
toxic, but either way it is no replacement for professional help. and i'm not sure how conducive
to recovery it is to follow people who are also struggling. not to say this community doesn’t
have value, because it DEFINITELY does, but this or even professional help won’t help if you
don't let it. and you deserve recovery. [...] there is a life outside your eating disorder and a life
outside this community. i love you all and this community definitely provided support for me
when i needed it and i met some incredible people on here, but it’s time for me to move on.
[..] (L2, p. 102)

In their view, being part of the EDR community seems both helpful and dangerous because many
other users could potentially influence the recovery process. Eating disorders are linked to
profound psychological and emotional problems, because of which the permanent unmoderated
interaction with other potentially struggling individuals of the EDR community and the comparison
to their stories can affect the recovery process. Further, the high quantity of shared pictures
containing food in the EDR community was reflected critically:

‘Feels a bit scary to be back on here because the last time I posted [ was in one of the worst
places mentally. But I haven’t posted on here for 5 months for good reason - I found
documenting everything I was eating to be detrimental to recovery for me, I was just as
obsessive and focused and posting my food almost every day just facilitated those habits,
it didn't help my anorexic thought process to subside, so I left it for a bit’ (L4, p.43)

Individuals with eating disorders use food and eating as an expression of their psychological and
emotional problems, which leads to the impression of food being the main issue instead of
‘fundamental unhappiness which may originate from a number of different sources’ (Eating
Disorder Association, 1990). As seen in most posts containing food-related content, affected
individuals on Instagram constantly interact with this topic during their EDR.
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Discussion

The EDR community in Instagram contains a visually appealing representation of the most life-
threatening psychophysiological disease and the complex process of overcoming it. The
exploration of shared content in the EDR community revealed a representation of EDR in four
types of posts: the EDR diary, the proof of eating, the personal transformation, and affirmations.
Those four categories represent the common ground of similar experiences, beliefs, and
knowledge (Clarke, 1996; Pilerot, 2012) that individuals of the EDR community share inside
information about. The common ground of the community results from similar experiences and
mutual understanding of life marked by eating disorders, leading to the socially influenced sharing
of the EDR process in four typical post types, underlining the collective understanding of the
community (Harlan, 2012).

In Pro-ED communities, food and eating are symbols of self-imposed restriction and illness
progress (Tan et al., 2016; Sowles et al., 2018). On the contrary, in EDR communities on Instagram,
pictures of food and related topics in the caption (e.g. eating) symbolise progress in recovery. EDR
community members document eating activities, and similar to Herrick et al’s (2021) findings,
share content including personal food victories (e.g. compiled meal plans) and stories about
improved relationships with food. Even stories about relapses and difficulties underline the
representation of progress in EDR because for sharing those stories, a reflection and
contextualisation of what has happened is necessary beforehand and proves the existence of a
recovery-oriented identity (McNamara & Parsons, 2016). Nevertheless, the presence of food
pictures and the pressure to participate in information sharing activities relating to food can affect
the (digital) wellbeing of the community. Earlier psychological research on Instagram and its effect
on its users has identified the presentation of perfect bodies and beautiful faces as hurtful (Kamel
et al.,, 2016; Cramer & Inkster, 2017; Raggatt et al., 2018; Wong et al., 2019). For specific health
communities, as shown regarding the EDR community, the potential pressure to participate (e.g.
sharing and seeking food-related information) is an additional potentially hurtful aspect. The
extent to which peer pressure exists in the EDR community should be explored in interview
studies, as initial indications are available within the post type the proof of eating.

Most posts can be understood as EDR diaries, in which inside information is verbalized in form of
personal experiences, thoughts, and throwbacks to ED stages. The categories EDR diary and proof
of eating seem to work as proof that something has been eaten and that an EDR-oriented behaviour
is still ongoing. While the idea of motivating (and controlling) each other offers a way to encourage
eating, it is essential to remember that eating disorders are serious illnesses that involve more
factors than eating and food (restrictions) displayed on social media. Based on the findings,
documenting day-by-day what was eaten by sharing food content and simultaneously thinking
about food was identified as scary for some creators. However, since users were not spoken to,
the intention and impact of the eating posts can only be surmised. Based on the findings, it is clear,
that despite the high volume of food posts, insecurity and negative feelings are linked to the
permanent interaction with food for at least some users.

Further, seeing others' posts could potentially lead to comparison with others, the amount of food
they ate that day, or the manipulation of one’s own posts. The extensive engagement with food on
Instagram does not seem to be helpful for all users, even if they participate in it themselves, as
indicated by Nikolova and LaMarre (2023). They concluded that engaging with personal recovery
accounts leads to a hindrance of the EDR process and that accounts promoting EDR in the form of
food and body freedom are only engaging in ‘pseudo recovery. However, with 41% of posts
comprising food, as was visible in the data, this form of posts seems to be an established
component within the community. Similar results were reported by Herrick et al. (2020). A
resulting question is whether the first indicators are recognisable within publicly shared posts in
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the EDR community that, based on food posts, point to an impairment of the recovery progress,
and thus represent a potentially helpful component in future therapy approaches.

EDR as shared identity

In the EDR community, individuals share content which reveals thoughts and emotions towards
EDR, reflections on their behaviour, or explanations about their days throughout the EDR process
in diary-like captions and personal narratives. The sharing of this intimate inside information
creates one form of common ground with other community members, because they are able to
understand and empathize with the sharing individuals. Potentially this results in the forming of a
common shared identity, which, in earlier work, was referred to as recovery identity (McNamara &
Parsons, 2016; Sowles, 2018). The mutual sharing of personal information, as well as the mutual
support from and with understanding others, lead to the assumption of trust (Wilson, 2010; Deng
et al., 2017), empathy and community interest influencing the information sharing behaviour in the
EDR community.

Many posts resembled a diary, in which everyday life structures, thoughts and feelings were
verbalised. Like private diaries, those publicly shared posts seem to help individuals in recovery
document their journey. Further, comparable to the study by Dahlborg Lyckhage et al. (2015), who
identified writing about a disease as recovery motivation, similar effects in terms of continuing
recovery, despite potential relapses are suspected through sharing those diary entries publicly in
an understanding community during the EDR process. The detailed documentation of personal
thoughts on social media further leads to the assumption that the writing and sharing process is
some kind of self-care activity, comparable to reflecting in personal diaries but in the context of
an understanding community (Salzmann-Erikson & Higdurmaz, 2016). The decisive difference is
how public the social media communities are. Content is not only shared with individuals in similar
circumstances because of their personal disease journey but with everyone, resulting in individuals
not being part of the community and therefore not sensible for EDR-specific content and topics
that could comment and influence the social dynamic reacting to the posts. Social dynamics such
as negative feedback, bullying, and comparable dynamics could lead to insecurities for the sharing
individuals and seriously impact digital wellbeing.

Further, people from the personal and professional context of the sharing individuals can access
the information, which may not be desired. Because of the number of young users (Wong et al.,
2019), those dynamics can be unclear for the creators while and before sharing those posts. Sharing
personal experiences increases the acquisition of an EDR identity and the feeling of belonging,
even if the process of recovering is still ongoing (Dahlborg Lyckhage et al., 2015). Similar effects
are suspected during the EDR process regarding continuing recovery, even though there might be
relapses, also identified by Eikey & Booth (2017). Contrary to Pro-ED sites and communities, which
are often blocked or deleted from social media and social networking sites (Chancellor et al., 2016),
EDR-content should remain on those sites, despite the potentially triggering content (e.g. pictures
in personal transformation posts) (Sowles et al., 2018). Moreover, users are now warned about
potentially triggering content on Instagram by having to confirm the warning before viewing. To
what extent this is helping users, and the warning is taken seriously, needs to be examined more
in future research.

Mutual support and positivity in the EDR community

The findings highlight the amount of verbalised support and sympathy with other community
members. Even without focusing on comments and reactions to shared posts, the analysed posts
of the EDR community represent similar results to Salzmann-Erikson and Higdurmaz (2016). They
concluded in their research about the social media use of individuals suffering from Post-
Traumatic Stress Disorder that information sharing about personal disease experiences is often
intertwined with the intention to help and support peers and to create awareness so that others
do not feel alone in their situation. Regarding EDR, individuals express positive and negative
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emotions, concluding with inspiring words and supporting phrases at the end of their posts. By
this, it seems that they are trying to encourage community members in their process and
simultaneously drawing attention to the ups and downs of recovery. The knowledge about this
nonlinear journey seems to be common ground for the community, and addressing those emotions
potentially increases the feeling of belonging for both the creator and the receiver.

Further, posts from the fourth identified post category, affirmations, represent additional support
by containing motivating quotes and pictures. Mutual support, therefore, seems to be very strong
in the community, as support and motivation among each other provide strength that can protect
against relapse. Looking at the successes of others can create new motivation for one's own
recovery (Herrick et al., 2021). Thus, a large and essential part of the recovery community is the
support and sharing of experiences with each other. Equally, however, there can be comparisons
with the experiences and state of others, which in turn can trigger and negatively impact one's
own process. Depending on the stage of EDR, affected individuals may be unstable and influenced
by others affected, as seen in the findings (Nikolova & LaMarre, 2023). However, the observed
mutual support and the contact with other affected persons, who are perceived as sympathetic
others because of comparable circumstances and disease histories (Sowles et al., 2018), cannot be
denied. Participating in the EDR community, therefore, seems to positively influence the process
of affected users, which was already identified by Saffran et al. (2016) regarding the participation
in EDR-talk on Facebook.

Moreover, not only do the community members benefit from the community, but helpful effects
are also suspected of the individuals sharing the content. The feeling of a shared recovery-oriented
identity within the community supports the promotion and management of EDR (McNamara &
Parsons, 2016). The support offered in this community should be further explored in future
research because it could provide valuable knowledge about how to support individuals during
their EDR, not only limited to social media, and to understand its possible influence on community
members in different stages of recovery, for example in terms of community dependency and
hyper-connectivity (Martinez-Cardama & Gomez-Lopes, 2023).

Conclusion

This study explored the EDR community on Instagram based on the shared content to better
understand how members of this community create common ground through visual and textual
information. Existing studies on EDR and Instagram have focused on the information use of
information shared in such communities while going through EDR (Eikey & Booth, 2017; Nikolova
& LaMarre, 2023). This study extends those results by exploring the content shared by individuals
going through EDR. The aim of this study was to better understand the perspective of affected
individuals in the social setting of a health community, by focusing on the common ground created
through information shared.

The common ground of information shared comprises information on the current state of health
during EDR, comparisons with former states of illness, problems and moments of happiness, food-
related content, and the process of EDR itself. Intimate insights into the everyday lives of those
affected are revealed, representing the inside information of community members.

Using a mixed-method analysis, four post types, which represent the common ground of EDR
represented on Instagram, were identified. Particularly evident are the visual representations of
food and the tremendous support in the captions. While pictures mainly represent food and
sometimes the creator itself, captions offer a variety of information. They include personal and
sensitive stories about experiences, thoughts, and the process of EDR, often enriched with words
of affirmation and support for the community. Sometimes, recipes and descriptions of meals are
apparent.
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Further, reflections on the influence of specific aspects from the EDR community (e.g. sharing food
content, great mutual empathy, and support) on EDR and the healing journey were perceived
inside some captions. These deserve to be explored further in the future. Those reflections, as well
as visible interactions with the community (including the great support offered in the captions),
require further analysis, to better understand how health communities’ function for their
community members.

In summary, this study identified the common ground of the EDR on Instagram by focusing only
on inside information, shared as content by creators of the EDR community. Based on the findings,
health communities, such as the EDR community, are essential for their affected individuals
because they can express themselves in an understanding environment. Likewise, creators support
other community members by adding positivity and motivating phrases in their posts, which they
support through supporting words. Further research is needed to validate the EDR community's
importance for its members' EDR process based on mutual support.
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