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ABSTRACT

AM | UGLY OR DO | HAVE BDD?: PERSONAL DISCLOSURE AND SOCIAL SUPPORT ON A

BODY DYSMORPHIC DISORDER ONLINE FORUM

The current study used an emergent research design that employed qualitative content analysis to
understand how individuals with body dysmorphic disorder (BDD) communicate with thesripesr
online support forum (psychforum.com/body-dysmorphic-disorder). The purpose was to explore (a) the
communication activities on the forum, (b) the personal experiences with BDD disclosed by pasticipant
(c) the categories of social support sought and shared, and (d) the social support provided and roles
performed by the most frequent posters to the forum. The data sample consisted of 911 messages posted
by 225 participants during 2012.

The primary communication activities on the forum were asking about other meémdresenal
experiences and seeking support, disclosing personal experiences and providing support, engaging in
conversations, and storytelling. Personal disclosures included appearance concerns (feeling ugly,
depressed, guilty, ashamed, angry, and suicidal), compulsive behaviors (plastic surgery,
mirror/photograph checking, and social comparison), the impact da peesonal life, and recovery from
BDD (treatment, diagnosis, coping, and overcoming symptoms).

Social support sought and shared included informational, emotional, and social network support.
Informational support topics included diagnosis, treatment, overcoming symptoms, and recovery.
Emotional support took the form of empathy, caring/concern, gratitude, encouragement, sympathy,
compliments, and validation. Social network support reinforced that people who understand the disorder
were present on the forum and could provide companionship. Although not common, unsupportive
comments (disagreement, disapproval, criticism/sarcasm, and flaming) were also present.

The five most frequent posters were emergent leaders whose supportive roles supplemented those

of the two forum moderators. The most frequent poster was a male who played a lead role in providing



informational and social network support, along with four frequent female posters whose primary
contribution was providing emotional support. The five emergent leaders and moderators alsegerfor
functional roles, including greeter, advocate, arbiter, mediator/harmonizer, cotoolvataator,
information/opinion giver, evaluator/critic, and encourager/cheerleader, that wieed twithe successful
functioning of the forum.

The study discusses five key conclusions (themes) that offer valuable insight into how members
communicated on the forum: (a) personal disclofagiéitated social support in initial posts and
responses, (b) group members served primasifypport providers or support seekers whose behaviors
were complementary and essential to the successful functioning of the forum, (c) contributiens
forum varied bygender with females providing more personal disclosure and social support than males,
(d) the forum served ascaping mechanism where members shared coping strategies and coping
assistance, and (e) the forum offered mempessssupport within an online community that
supplemented the support received from other online and in-person sources.

The study underscores the growing importance of fwepeer communication and contributes to
the limited research on online support groups for individuals coping with serious meptd.ils a
result of this investigation, health communication scholars will have an increased undersibnding
individuals with stigmatized health conditions turn to their peers to find the support they riredlonl
addition, this study provides BDD researchers and clinicians with an increased awareness about the

resources and support needed by those suffering from the disorder.
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CHAPTER 1. INTRODUCTION

Online health communication has been recognized as an increasingly important strategy used by
individuals to find information and to connect with others who understand their condition (Fox, 2011a);
those who engage in online communication can also serve as role models for coping. IndeedsBandura
social cognitive theory (1986) stressed the importance of modeling in the adoption of new aotcEpr
and behavior patterns. Models can motivate, inform, and encourage new behaviors and competencies
through demonstration or description. Interactive media can link individuals to sociatketmd
community settings where they can find role models for behavioral change. These social networks can
provide“personalized guidance, natural incentives, and social supports for desired tBagdsra,

2004, p. 150).

Social networks (offline and online) refer to connections and contacts with other people through
membership in both primary and secondary groups (Thoits, 2011). Primary groups tend to be smaller in
size, more informal, intimate, and enduring, such as family members, relatives, and friends. Secondary
groups tend to be larger and interactions more formal (guided by rules and regulations); mprinbershi
such groups can be shorter or longer in duration, and knowledge about one another is less personal. Such
distinctions between networks is similar to Granov&dtér973, 1983) description of strong and weak
ties, where tie strength depends upon the amount of time spent together, the emotional intensity of the
relationship, the intimacy of mutual disclosure, and reciprocity of services (Thoits, 2011)

Primary groups are expected to provide greater social support (functions performed for the
individual by othersand opportunities to share personal experiences due to the larger amount of time
individuals spend together, the emotional intensity that characterizes the relationshipthtlamdep
breadth of personal disclosure, and the greater reciprocity of services (Thoits, 28¢4yekH Goffman
(1963) noted that individuals with stigmatized conditions are discredited by themselvesadherbyand
thus are no longer consideratbrmal’ members of society (p. 5). They belong to a group of similar

others who suffer from the same stigmatized condition (p. 112). Online forums offeduad$svith



stigmatized conditions, such as mental health disorders, a secondary support group with wbham they
share their most intimate feelings, thoughts, and experiences. Such a group of weak ties canteffer grea
support than an individua family members and friends, who often lack firsthand knowledge of the
health condition (Wright, Rains, & Banas, 2010).

Research has found that patients suffering from chronic health conditions use the tmternet
gather information about diagnosis and treatment, and to interact with others who share th&incondit
(Ransom, La Guardia, Woody, & Boyd, 2010; Whitlock, Powers, & Eckenrode, 2006). Although physical
health conditions have been more widely studied, there is a growing body of research showing that online
mental health groups also provide a wide variety of health benefits for users includicepretiass,
increased positive coping, increased quality of life, increased self-efficacy in managdintealéeh
problems, and reduced depression (Wright, Sparks;Kai®, 2013).Thus, studying online support
groups specifically for individuals suffering from mental health disorders is poriamt area for health
communication research. The current study explores the personal experiences and peer support that
individuals seek and share within an online forum for body dysmorphic disorder (BDD).

Serious Mental IlInessand BDD

There has been growing concern about the impact of mental health disorders in the United States
and around the world. In 2009, one in four adults in the United States suffered from a serious, diagnosable
mental, behavioral, or emotional disorder (National Institutes of Mental Health [NIMH], 2ZlHid9e
include schizophrenia, bipolar disorder, anxiety disorder, and depressive disorder. The U.S. Surgeon
General reports that 10% of children and adolescents in the United States sufferifromesaotional
and mental disorders that cause significant functional impairment in theio-diay-lives (National
Alliance on Mental lliness, 2012). Mental ilinesses cost Americans more than $193 bilthsh in
earnings annually (NIMH, 2010). The World Health Organization (WHO) reported that serioa ment
illness comprises 4 of the 10 leading causes of disability in developed countries, includingete Uni
States, and by 2020 major depressive illness will be the leading cause of disability in tHemworld

women and children (National Alliance on Mental lliness, 2012).



People with mental health disorders experience significant stressors such as illnggsmaaha
isolation, and stigma, which elevate their risk of morbidity and mortality. Stigma in particular has been
cited as one of the most serious and devastating psychosocial issues affecting the lives of people with
serious mental illness (Chronister, Chou, & Liao, 2013). People with mental health disordeenegperi
key characteristics of stigmatization including being officially labeled, set apaogiated with
undesirable characteristics, and discriminated against. Stigma related to mental illnesdésezbttsbe
one of the greatest obstacles to treatment according to’$/WWOrld Health Report (Orel, 2007).

Stigma theory posits that the stigma associated with having a mental health disordersnaaifest
public stigma and internalized stigma (Corrigan, 1998, 2004). Public stigma refers tgdtieenieeliefs,
attitudes, and conceptions about mental iliness held by the general population; internalizedsligma (
stigma) refers to the devaluation, shame, secrecy, and social withdrawal triggered by applying negati
stereotypes about mental illness to oneself (Corrigan, 1998, 2004). Research suggest&tbtgmabl
leads to the development of internalized stigma (Conner, McKinnon, Ward, Reynolds, & Brown, 2015).
A third type of stigma, referred to as stigma by association (Pryor, Reeder, & Monroe, 20118){hentai
social and psychological reactions to people associated with a stigmatized person (&anirsnand
friends), as well as peoptereactions to being associated with a stigmatized person.

Factors that have been found to protect against the internalization of stigma are comitsgdef
regulate onis response to stressful events and circumstances) along with social support. Coping and
social support have received widespread empirical support for moderating or mediating the negative
effects of stress on psychological outcomes across a wide variety of populations and stressor types
(Chronister et al., 2013). Coping with the stigma of mental illness via social suppodiggaebple gain
insight and ideas for action to address their stigma problems. In addition, peer suppoitttreasm
considering new, more effective ways of confronting stigma by sharing their experiences, supporting one

another, and rehearsing new ways to handle their stigma encounters (Dudley, 2000).



Body Dysmor phic Disorder

There are a wide variety of anxiety-related mental health disorders, including obsessive-
compulsive disorder (OCD), social phobia, and panic disorder. According to the Nationalastitut
Mental Health (2013 anxiety disorders are among the most common mental health disorders experienced
by AmericansThe Diagnostic and Satistical Manual of Mental Disorders (5th ed.;DSM-5; American
Psychiatric Association, 2013) contains the most widely accepted nomenclature used by clinicians and
researchers for the classification of mental health disorders. Body dysmorphic dis@DgigB
classified in thddSM-5 as an obsessive-compulsive spectrum disorder (OCSD) and is the focus of the
current study.

BDD is an anxiety-related disorder characterize@ pyeoccupation with perceived defects or
flaws in physical appearance that are not observable or appear slight to others; thainbcalse cl
significant distress or impairment in social, occupational, or other important areastdriing; and the
appearance preoccupations are not restricted to concerns with body fat or weight as in aseaterg di
(American Psychiatric Association [APA], 2013). The disorder is classified further by pasigit
levels: (a) good or fair insight: recognizes that BDD beliefs are definitely or pyahetttrue, or that
they may or may not be true; (b) poor insight: thinks BDD beliefs are probably trues) atedusional
beliefs about appearance: completely convinced BDD beliefs are true (APA, 2013). Also, there is now the
additional specification for the muscle dysmorphic form of BDD (the beliefsdmedy build is too small
or is insufficiently muscular). The previous classification of BDD inRi$#-1V-TR was as a somatoform
disorder. Somatoform disorders are mental ilinesses that cause bodily symptoms that canmeat be trac
back to any physical cause (Oyama, Paltoo, & Greengold, 2007).

BDD impacts from 1% to 2.4% of men and women in the United States (Koran, Abuiaoude,
Large, & Serpe, 2008). This makes BDD as prevalsentting disorders, which impact .9% of women
and .3% of men (anorexia nervosa), and 1.5% of women and .5% of men (bulimia jidodssn,

Hiripi, Pope, & Kessler, 2007). Sixteen percent of adult psychiatric hospital in-patigms/mptoms of

depression have been found to suffer from BDD (Conroy et al., 2008). Available evidence inditates tha



approximately 80% of individuals with BDD experience lifetime suicidal ideation, and 24% th&856
attempted suicide (Phillips, 2007). BDD affects women and men at an approximately equal rgts,(Philli
1996/2005).

According to Phillips, Didie, Feusner, and Wilhelm (20@)D exacts high costs in functioning
and quality of life for patients, yet it often goes unrecogniB&D can be present in individuals with
symptoms of other disorders, including major depression, bipolar disorder, obsessive-compulsive disorder
(OCD), social phobia, eating disorders, personality disorders, and substance abuse disorders. In making
the diagnosis, clinicians must distinguBBD from these other disorders, using questioning and
diagnostic tests.

The etiology of BDD is unknown; possible causes include developmental, psychosocial,
cognitive, behavioral, neuropsychological, and neurobiological factors (Feusner, NezirogalmyVilh
Mancusi, & Bohon, 2010). Causes that have been linked to the onset of BDD symptoms include:
childhood bullying (Wolke & Sapouna, 2008); childhood teasing about appearance and competency
(Buhlmann, Cook, Fama, & Wilhelm, 2007); growing up in family with an emphasis on appearance
(Rytina, 2008); perfectionist standards concerning appearance and exposure to high ideals of
attractiveness and beauty in the mass media (Veale, Ennis, & Lamrou, 2002); a possible dysregulation of
the serotonin system (Phillips, McEIroy, Keck, Pope, & Hudson, 1993); and neurological disturbances
that constitute a common genetic basis for disorders of the obsessive-compulsive spetdrué (Al
Hollander, 2004).

Symptoms of the disorder include obsessive thoughts and compulsive behaviors related to
perceived appearance defects. About one-third of people with BDD think about their appearance flaws for
one to three hours a day, nearly 40% for three to eight hours a day, and about a quarter for more than
eight hours a day. Most people with BDD realize that they spend too much time thinking about their
appearance, but for others, the thoughts are so much a part of their lives they think ybateverries

about their appearance for hours a day (Phillips, 2009, p. 57). However, the perceived flaws are usually



not visible to others, and most individuals with BDD are often considered to be quite attractivietay soc
standards (Phillips, 1996/2005).

BDD also contains compulsive behaviors related to the condition. These compulsions from most
to least common are: camouflaging the perceived defect(s) with bady, clothing, makeup, hand, hair
and hats; comparing the disliked body part with others/scrutinizing the appearance of others (social
comparison); checking ofgeeappearance in mirrors and other reflective surfaces; seeking cosmetic
treatments such as surgery and dermatology; engaging in excessive grooming; questioning others about
the perceived flaw or convincing others that it is unattractive (reassurance seekicig)d the
perceived flaw; excessively changing clothes; dieting; skin picking to improve appearaniogj tann
improve the perceived flaw; and engaging in excessive exercise, including excessive weight lifting
(Phillips, 2009, p. 68).

These obsessive appearance-related thoughts and compulsive behaviors cause individuals to
undergo intense emotional and mental suffering. Some individuals become socially isolated as a result,
unable to go out in public places for fear of exposing their perceived defect and ugliness to others. Due to
the nature of the disorder, most sufferers have little self-awareness or insight tintviinay
psychological disorder, not a physical one. They may undergo multiple cosmetic surgery andlagymat
treatments to approve their appearance, but are rarely pleased with the results, and oftesdfedier
the procedures (Sarwer & Crerand, 2008; Tignol, Biraben-Gotzamanis, Martin-Guehl, Grabot, &
Aouizerate, 2007). Occasionally, people with BDD do surgery on themselves, with disastrous results
More than a quarter attempt suicide and others succeed in killing themselves. Often, they amgeypoung
and women who feel so hopeless about fixing their perceived defects, that suicide seems the only way to
end their suffering (Phillips, 2007).

Lack of insight that they have a psychological disorder is one of the barriers to treatment for those
with BDD (Marques, Weingarden, LeBlanc, & Wilhelm, 2011). Barriers to treatment include logistical
and financial barriers, stigma, shame, discrimination, low treatment satisfaction, and migper edout

treatment (Marques et al., 2011). In a study of 401 individuals with moderately severe symptoms



consistent with a diagnosis of BDD, only 30.5 % of the 401 had sought help from a psychiatrist, and
29.5% of the 401 from a psychologist. The authors explained the findings as due to multiple factors,
including low knowledge of BDD, even among mental health professionals, which may prevent accurate
diagnosis and treatment (Marques et al., 2011).

After a diagnosis of BDD is made, engaging the patient in treatment can be a challenge (Phillips
et al., 2008). Clinicians use motivational interviewing, education, and cognitive-behévioegpy (CBT)
to treat patients (Phillips, 2005). CBT involves modification of intrusive thoughts of bssigtidfaction
and overvalued beliefs about physical appearance; exposure to avoided body image situations; and
elimination of body checking. Treatment for delusional or suicidal patients often requireglective
serotonin reuptake inhibitors and CBT therapy, which can be effective in improving threrssiffe
symptoms (Phillips et al., 2008). Patient®emmunication with therapists has been studied primarily from
the clinician$ viewpoint and will be covered in more detail in the following section. The role of social
support for individuals with BDD has not been a primary foclBLaiD research to date, although one
study was found on the relationship between perceived social support and the severity of BDD symptoms
(Margues, Weingarden, LeBlanc, Siev, & Wilhelm, 2011).
Communication about BDD

Most communication about BDD is produced by mental health researchers and clinicians, and is
targeted to other mental health professionals, the public, health care providers, and individuhés wit
disorder. Research on interpersonal and patient-provider communication about BDD is primarifyefrom t
clinicians perspective about their clients (Phillips, 2009; Phillips et al., 2088te & Neziroglu, 2010;
Wilhelm, 2006) Researchers and clinicians have used mass media (books, magazines, television, radio,
and the Internet) to provide resources for their patients, other health care provideakhewtit
professionals, the public, and individuals with BDD (Claiborn & Pedrick, 2002; Fisher, 201IpRhilli
2005, 2009; Veale, 2009; Veale & Neziroglu, 2010; Wilhelm, 2006).

Articles abouBDD in peer-reviewed journals focus upon etiology, symptoms, diagnosis and

treatment, comorbidity with other disorders, and barriers to treatment (Buhlmann, 2011; Dasépg, B



2006; Feusner et al., 2010; Phillips et al., 2008). Articles targeted to dermatologggis,qurgeons, and
general practitioners focus on recognizing patients with BDD and referring them for effexdiveent
(Castle, Phillips, & Dufresne, 2004; Jesitus, 2007; Phillips & Dufresne, 2000; Sarwer, 2002;e8l&ught
Sun, 1999Wilson & Arpey, 2004). Magazine and newspaper articles about BDD targeted to the public
often focus upon symptoms, how to recognize the disorder, and treatment options but are relatively f
number (Brody, 1997; Goddard, 2011).

Individuals diagnosed with BDD and comorbid disorders (such as major depression, OCD, and
eating disorders) have written books about their experiences (Baughan, 2008; Westwood, 2007; Wolf,
2003). Many more individuals communicate with others using the Internet. Discussion forums related to
BDD include Psychforms, OCD-UK, and BDD Central. Individuals with BDD also communicate with
one another using Facebook and other social networking sites (Fisher, 2011). BDD patient-provider
communication has been studied by researchers from a treatment perspective (Phillips, 208%tPhillip
al., 2008)Veale & Neziroglu, 2010; Wilhelm, 2006). The current study advances this literature by
focusing on how individuals with symptoms of the disorder communicate with their peers online.

Pur pose of the Study

The purpose of the study was to understand how individuals with BDD communicate with their
peers in an online mental health forum. The study extends previous research on social support and
personal disclosure in online forums for physical and mental health disorders. The current research also
integrates the concepts of personal disclosure and social support by exdgjitiiegcommunication
adivities that take place on the BDD forum, (b) the personal experiences related to BDR that ar
discussed on the forunT) the social support that is sought and shared by individuals on the forum, and
(d) the support provided and roles played by the most frequent posters to the forum.

There hae been relatively few studies on how individuals with serious mental illness
communicate with their peers using online support forums (Bauer, Bauer, Spiessl, & Kagergaer, 2013
Due to the growing use of online support groups by individuals with serious mental iliness, this

constitutes a gap in research that communication scholars can fill by studying how individuals with



mental health disorders, such as BDD, utilize online forums to seek and provide peer support. The current
study adds to research on personal disclosure and social support by exploring the communication that
takes place between individuals who post messages to an online support forum for BDD.

Background: Health Communication with Providersand Peers

Individuals communicate about their health conditions using a variety of channels. These can
include faceato-face communication as well as computer-mediated communication (CMC) using the
Internet. According to the Pew Internet and American Life Project (Fox & Duggan, 2013), a nudjority
adults in the United States (70%) said they received health information, care, or support fromar doctor
other health professional. Sixty percent of U.S. adults said they received information or sopport
family and friends, and 24% said they turned to others who have the same health condition for
information or support. Though the majority of these interactions took place offline, more thg®¥af
of those surveyed have used the Internet to look for information about health topics. Age and education
levels influence who goes online to search for information. Adults between the ages o#493natid
some college education were more likely to go online to search for health information thiadolte
and those without a college degree.

For most individuals in the U.S., contacting a healthcare provider is their first choice fomgceivi
health-related information, support, and treatment (Fox, 2012). Patient-provider communicalieerhas
studied extensively in the fields of social psychology and health communication (Wright et gl., 2013
Individuals also contact family members and friends for support and advice about theicbeadtrns.

Doing so can have both advantages and disadvantages for patients with mental health disorders.

In a study of 417 individuals with depression (Griffiths, Crisp, Barney, & Reid, 2011), 51% of the
participants cited only the benefits in consulting family members or friends about theircgradit
39% cited both advantages and disadvantages. Benefits included the social support family members or
friends provided, their background knowledge, the opportunity to offload the burden associated with
depression to others, their personal attributes, their accessibility, and the opportunity te feduita

and friends about the condition. Disadvantages included stigma, inappropriate support, haeidexdde



about the condition, adverse impact on family members/friends, changessnetaitonship with family
members or friends, unhelpful personal attributes, and unhelpful outcomes. Individuals whio consul
physicians for information, support, and treatment also face a variety of communication chaflenges.
brief discussion of Strest (2003) model of patient-provider communication and some relevant studies
are provided below.
Patient-Provider Health Communication

The medical encounter between the physician and patient is predicated on the understanding that
the patient will bring his or her story of illness to the physician in order to recdiag@osis and
appropriate treatment (Hunter, 1991; Roter & McNeilis, 2003). As Hunter (1991) noted, in pgyitigatr
concept of the patietst symptomatic story is foundational, and whatever else may take place, the sharing
of the patients story of illness is an integral part of every medical encounter. This medicaliaithe
body, referred to by Mirivel (2008) in his study of a plastic surgery practice, takes the’patient and
constructs it in terms of a medical problem using medical vocabulary.

Streets (2003) ecological model for the study of communication in medical encounters focuses
on the interaction between health care providers and patients as situated within and affecteigtyy a var
of social events, including an interpersonal context, organizational context (managed care), media contex
(Internet), political-legal context (malpractice and patient bills of rights), andwalutbntext (race and
ethnicity). The model places the interpersonal context as the one within which the consaltatieh
fundamentally embedded. According to Street (2003), what happens during the medical consultation
between provider and patient depends upon the communicative actions that emerge directly from the
participants goals, linguistic skills, perceptions, emotions, and knowledge, as well as from the constraints
and opportunities created by their partheesponses.

Cognitive-affective and cultural influences also guide how providers and patients communicate
within medical encounters. Both health care providers and patients generally have a cognitive
representation of the encounter that includes their goals, perceptions of the patienphgisitionship

expectations about what behaviors are appropriate, and expectations about how the enttounter w
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proceed (Street, 2003). Doctors often talk differently to patients based upon their fildingghe
patients condition, the patieis age, gender and ethnicity. Power relationships in medical visits between
patients and physicians are expressed through several key elements, such as the physicaheettisy, w
the agenda and goals for the visit, the role of pafieaisies, and the functional role assumed by the
physician (Emanuel & Emanuel, 1992). Roter and McNeilis (2003) summarized the four relational styles
in terms of patient and physician control: default (low control for both), paternaligmféhiphysician,
low for patient), consumerism (high for patient, low for physician) and mutuality (sharedlzontr

Streets (2003) ecological model of communication in medical contexts also includes the role of
media, specifically the Internet, in patient-provider communication. CMC between patidnpsoviders
can help to facilitate treatment and access to healthcare (American Psychologicaltidss@d13).
According to Street (2003), the Internet may also affect the physician-patigiotnsiap by giving the
patient a stronger sense of control in managing his or her health. Though many physicians aredconcer
about the quality of health information available on the Internet, others see the Internet as having a
desirable effect on their interactions with clients (Street, 003
Peer-to-Peer Health Communication

Peerto-peer health communication refers to communication among patients and consumers
through support groups, discussion boards, and online knowledge resources (such as Wikipedia) to
exchange information, emotional and instrumental support, and to establish group norms and models
(Ancker et al., 2009). According to the Pew Internet and American Life Project, most indivehais r
that these interactions take place offline. However 72% of Internet users (59% of U.S adeltspkey
online for health information in the past year (Fox & Duggan, 2013). Thirty-five percent of U.S. adults
said they have gone online to find out what medical condition they or someone else might hd&ve (Fox
Duggan, 2013), 24% of adults in the U.S. received information, care, or support from othéng with
same health condition, 26% read or watched someons elgeerience about health or medical issues
online, and 18% of Internet users went online to find others with health concerns similar td-theirs (

2011a).
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Blogs, personal websites, and discussion groups are important sources for peer orf@nuhti
support. Additional online resources include Usenet news groups, electronic mailing lidis)aehat
sessions, wikis (such as Wikipedia), content communities/media sharing sites (Yood ylogleasts),
social networks (such as Facebook), and virtual worlds (such as Second Life). Individuals have been
found to be selective about where they disclose health informatamder to manage their online self-
presentations (Newman, Lauterbach, Munson, Resnick, & Morris, 2011). Similar to Gaf{d250)
depiction of a front stage and back stage, Newman et al. (2011) likened Facebook to a front stage where
participants communicated that they were positive, in control, and not strugdtiieyowline forums
were considered the backstage, where individuals could reveal their struggles and needrf@mhelp i
anonymous setting.

According to Fox (2011a), people living with chronic and rare conditions were significantly more
likely to go online to find others with similar health concerns (85% compared to 77% tnatbbronic
condition). Women, non-Hispanic whites, younger adults, and those with higher levels of educhtion an
income were more likely than other demographic groups to gather health information online (Fox, 2012).
About 41% percent of individuals who diagnosed themselves using the Internet went on toihave the
diagnosis confirmed by a clinician. The most commonly researched topics were specific diseases or
conditions, treatments or procedures, and reviews about doctors or other health professionals (Fox &
Duggan, 2013).

Internet users who have experienced a recent medical emergency, their own or somepne else
are also more likely than other Internet users to go online to try to find someone who shardsatieir si
(23% compared to 16 %). Six percent of Internet users (4% of American adults) have posted comments,
guestions, or information about health or medical issues on a website of any kind, such as a health site or
news site that allows comments and discussion. Four percent of Internet users (3% of Amerigan adults
have posted their experiences with a particular drug or medical treatment online (Fox, 2012).

Online forums (bulletin boards) such as Psychforums, offer many benefits to members, including

24 hour availability, selective participation in posting and responding to messages, anonymity and
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privacy, immediate and/or delayed responding, and recording of transmissions (Burnett & E2(4).
Online support resources are not restricted by temporal and geographic limitations (Wrig20dBalp.
190). They offer 24-hour availability and enable individuals to access them at their convertiesee. T
electronic bulletin boards originated with Usenet newsgroups in the 1980s. Most online bulletin boards
work via asynchronous communication; participants post messages that are stored onlieesfto ot
read, and individuals can log on and respond at different times (Walther & Boyd, 2002).
Motivationsfor Using Online Health Communication

Uses and gratifications theory as formulated by Blumler and Katz (1974) has been used to study
mass media for over 40 years. Uses and gratifications theory contends that audience members are not
passive recipients of media messages, but are actively engaged in selecting media toitwifilhesds
(Blumler & Katz, 1974). More recently, uses and gratifications theory was used to analyzégesplef
legacy media (newspapers, magazines, radio, and television). Since then, the theory has been applied to
new media such as cable television, cell phones, and the Internet (Anderson, 2011). Studies using
interviews and surveys have found that participants have multiple motivations for using online support
groups. These motivations include searching for help and information, sharisgemimgs with others,
and receiving guidance and support (Buchanan & Coulson, 2007; Dholokia, Bagozzi, & Pearo, 2004).

Dholokia et al. (2004) found five primary motivations for participation in online comieanit
purposeful value (seeking and finding information); self-discovery (using social resauotgain self-
knowledge); interpersonal connectivity (contacting other people for social support and fpgrststial
enhancement (deriving value from omsgatus within a community); and entertainment (from interacting
with others). Buchanan and Coulson (2007) found that the primary motivations for seeking peer
communication in an online forum for dental anxiety were searching for help, sharing fears, feeling
empowered by reading messages posted by others facing similar challenges, and receiving guidance,
support and encouragement from others.

Motivations for communicating about dsehealth with peers online also include low satisfaction

with on€s healthcare provider, the desire for peer support, and wanting to learn about the experiences of
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others living with the same condition (Millard & Fintak, 2002; Rodham, McCabe, & Blake, 2009). In a
study of individuals who posted to a message board for Complex Regional Pain Syndrome (Rodham et
al., 2009), those who used the site had few people locally to whom they could turn for support. Millard
and Fintak (2002) found that patients who were more skeptical about healthcare, experienced problems
with access to healthcare, and described themselves as being in poorer health were marediéehet
Internet as a source for health information.

Individuals with a stronger health orientation, as well as Internet broadband access and
familiarity, were also found to be more likely to go online to search for health infom{&tutta-
Bergman, 2006; Rains, 2007). Fox (2011b) found that Internet users who had experienced a recent
medical emergency or crisis, their own or someonéslseere more likely than other Internet users to go
online to try to find someone who shared their situation. For individuals struggling with eatingrdisorde
and suicidal thoughts, motivations for visiting online communities included meeting peopsemiitn
conditions, getting information and advice, and receiving support from others (Kral, 2006).

People with stigmatized illnesses (such as anxiety and depression) are more likely to use the
Internet to gather health information than those without a psychiatric stigmatized(Beegsr, Wagner,
& Baker, 2005). Results from a study on a nationally representative sample of adults seeking mental
health assistance (DeAndrea, 2015) indicated that the more participants reported gocattsti more
likely they were to seek support online rather than from an in-person support group or &ladition
treatment. As the reported number of logistical barriers to mental health treatment increased, a
corresponding increase occurred in adults seeking online support rather than traditionahtreatm
(DeAndrea, 2015).

People with serious mental illness face uncertainty about how to cope with the condition
(Corrigan, 1998, 2004). They go online to reduce uncertainty, gather information, and seek sarpport fr
others who understand their condition. Wright (1999) found that the most important strategites us

coping with divorce, alcoholism, eating disorders, and other stressful situations in odloiiaa
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support groups were thinking about and gathering information about the problem, doing something to
solve the problem, and seeking emotional support from others.
Significance of the Study

People with mental health conditions suctBB can feel socially isolated because of their
limited knowledge about the disorder, and lack of contact with others who experience asthadder
BDD. Under these conditions, it may be difficult for individuals suffering fBIDD to communicate
with family members, friends, and physicians in order to receive the support and inforthayimeed.

An online BDD forum offers individuals with concerns about the disorder an outlet for seeking and
sharing social support and personal experiences with peers who understand the condition. This ready
access to a secondary group of similar others can serve to ameliorate indiyisyet®social distress,
without the constraints or expenditure required of a fadaee support group.

The current study was undertaken to better understand the communication that takes place
between individuals who post messagea teental health online support group. Understanding the peer
support exchanged on the BDD forum can contribute to research on the importance of secondary
networks for stigmatized individuals and specifically, for individuals sufferiomg 8DD and related
mental health disorders (such as OCD and social anxiety). As a result of this investRjaion,
researchers and clinicians will have an increased awareness about the resources and support needed by
those suffering from the disorder. Health communication scholars will have a better understaading
individuals turn to their peers to find the information and support they need to cope with the déisatder
about the communication that takes place on support forums for mental health conditions, such as BDD.

Dissertation Overview

The dissertation is organized into five sections. Chapter 1 has identified the research, gnotblem
the purpose, background, and significance of the study. Chapter 2 reviews previous research showing how
personal disclosure and social support have been studied in online forums related to physical and mental
health conditions. At the end of Chapter 2, the research questions are presented for the study. Chapter 3

discusses the qualitative content analysis methodology used to answer the research quediapierin C
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4, the findings from the four research questions are reported, using quotations from partipiéets t
support for the researchglinterpretations. In Chapter 5, the implications of the findings are discussed as
they provide an expanded understanding of the role of personal disclosure and peer support in online

mental health forums, along with the study limitations and opportunities for furtharalese
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CHAPTER 2: LITERATURE REVIEW AND RESEARCH QUESTIONS

Individuals who have been diagnosed with BDD, or believe they have the disorder, may suffer
from what Goffman (1963, p. 4) described &spoiled identity because they are unable to meet the
normative expectations of modern society in two important wWagswith “abominations of the body
(perceived ugliness), and second Wittemishes of individual character perceived as weak {ilental
illness).Individuals who endure public and self-stigma due to having a mental health disorder turn to both
online and offline groups for social support. Online groups in particular enable individdiald support
that may be unavailable from family members and friends who do not have first-hand knowltdge of
stigmatizing condition. As a result, individuals go online to share their personal expsndtit others
who canunderstand the condition.

Personal Disclosure

Personal disclosure, also referred to as self-disclosure in the literature, has a longrhistory i
communication research. Cozby (1973), an early theorist of self-disclosure, defined the cofargpt as
information about himself [or herself] which Person A communicates verbally to Pet{pnEs).

Derlega, Metts, Petronio, and Margulis (1993) defined self-disclosure as what individually/verzal

about themselves to others, including their thoughts, feelings, and experiences (p. 1). More recently,
Greene, Derlega, and Mathews (2006) defined the concept of self-disclosurérasrantion between at

least two individuals where one intends to deliberately divulge something personal to”affothét).
Self-disclosure is measured using three parameters; breadth, depth, and duration. Breadth is the quantity
and variety of information disclosed, depth is the intimacy of information, and duratioraimdomt of

time spent disclosing each item of information (Cozby, 1973).

Social penetration theory (Altman & Taylor, 1973) focuses on self-disclosure as the primary way
that individuals develop close relationships. In developing personal relationships in an offlene, con
communication moves from relatively shallow, nonintimate levels to deeper, more personal levels.

Altman and Taylor (1973) compared people to a multilayered onion, with each inner layer revealing
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increasing levels of breadth and depth. Interpersonal closeness is predicted to proceed in a gradual and
orderly fashion, from superficial to intimate levels of disclosure, motivated by current@ected
future outcomes.

In contrast to the movement from less to more intimate self-disclosure that occurs when
developing in-person relationships, Waltlsgf1992, 1996) social information processing theory seeks to
explain how, over time, people using text-based CMC are able to form impressions of and reldtions wi
others online that achieve a similar level of development As®ffommunication. Social information
processing theory (Walther, 2011) recognizes that text-based CMC is devoid of many nonverbal
communication cues that accompany faeéace communication, such as eye contact and body language,
and assumes that individuals are motivated to develop interpersonal impressions and affinigssegfard
the medium.

Research has shown that online communication can lead to high levels of self-disclosure. For
example, Parks and Floyd (1996) concluded that disclosures by participants using CMC revealed
moderate to high levels of breadth and depth. Tidwell and Walther (2002), in a study of Usenet groups,
found that a common online support strategy was to disclose a very personal narrative aidtimmre?
feelings and conclude with a question to find out if anyone else had similar experiences. The topics for
the Usenet groups chosen for the study included a wide range of public health concerns, from abuse,
divorce, and smoking cessatjaa multiple physical and mental health disorders, including arthritis,
anxiety, asthma, attention-deficit disorder, cancer, and depression.

One characteristic of CMC that encourages individuals to self-disclose online is tyet@bili
write down onés thoughts and feelings without interruption by others. In the study by Walther and Boyd
(2002) about the advantages offered by CMC support groups, one participant believed that online
disclosure waSeasier and healthiebecauséthe computer does not interrupt us during our story or
guestions, and we do not have a chance to interrupt the re3gpn$él). Anticipated social support is
another important factor in encouraging individuals to make intimate disclosunes, drdcause a person

cannot receive support until the disclosure occurs. Anticipating and receiving support has Wweeo sho
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prompt intimate disclosures in a variety of mental health-related contexts, suchaasxia forums

(Chang & Bazarova, 2016laas, Irr, Jennings, & Wagner, 2011). Chang and Bazarova (2016) found that
individuals disclosed negative feelings and behaviors in anticipation of receiving sppiattftom

other members.

Personal disclosure can take various forms, including personal information, brief anecdotes, and
extended narratives, that are shared online in various message genres, such as personal websites, blogs,
discussion boards, chats, and emails. Previous research on patterns of self-disclosurd anpgEmtia
in emails by adolescents (Tichon & Shapiro, 2003) found that self-disclosure was used to elicit support
more frequently than direct requests for help. The pattern that emerged was that self-diacesiged
in initial emails to elicit support, in email responses to provide support (empathy and exdmples o
coping), and then used by the person who initiated the email to provide reciprocal support (social
companionship). Self-disclosure was used in 100% of the emotional/esteem responses and in 60% of the
advice/informational support responses.

Arntson and Droge (1987) emphasized the importance of storytelling for mutual support.
Storytelling enables people to regain a sense of control over their lives and is pampmfdess of
making meaning from one life experiences. Pennebaker and Seagal (1999% it act of
constructing stories as a natural human process that helps individuals to understand their exppdence
to organize and remember events in a coherent fashion. This process gives individuals a sense of
predictability and control over their lives, since once an experience has structure and meatowgs it
that the emotional effects of that experience become more manageable (p. 1243).

Social Support

There is much research that gives credence to the idea that social support has measurable effect
on physical and mental health (Berkman, 1984; Cassel, 1976; Cobb Ck8%87 & Wills, 198% Social
support has been defined as actions and behaviors that serve to assist a person in meeting personal goals
or the demands of a particular situation, as well as information and resources fronthathaisimize

the perception of threat and maximize actual and perceived mastery related to coping (Tolsdorf, 1976, p.
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410). Outcomes of social support include self-acceptance, enhanced self-esteem, and fulfilliray needs f
intimacy, affection, and communication with others (Albrecht, 1987).

Social support as a communication phenomenon also can be defitvedsd and nonverbal
communication between recipients and providers that reduces uncertainty about the dihgasielf, the
other, or the relationship, and functions to enhance a perception of personal contrtd lifeone
experience (Albrecht, 1987, p. 19). Communication is both a transactional and a symbolic activity.

When one person communicates a supportive message to another, that behavior can affect beth people
feelings and cognitions. As the receiver gives feedback to the source about the message, both become
sources and receivers. Meaning, however, does not reside in the intent of the creator or ges messa
exchanged, but in the perceptions of the participants. A message that is intended to be supportive may or
may not be perceived as such by the receiver. Also, a message that is not intended to be supportive could
be perceived that way by the receiver (Albrecht, 1987).

Burleson (2002) defined supportive communicatiofispecific lines of communicative behavior
enacted by one party with the intent of helping another cope effectively with emotional tigiréss?).
Burleson (1994) classified comforting messages using three levels based on the extet tioewhi
feelings and perspective of the distressed other receives explicit acknowledgementjaiaboch
legitimation (p. 12). The lowest level reflects messages that either impticitlyplicitly deny the
feelings and perspective of the distressed other (unsupportive). Messages that provideevdds of
support contain an implicit recognition of the feelings and perspective of the distressédrafiathy,
understanding). Comforting messages in the higher levels of the hierarchy require advanced cognit
abilities through which the othérperspective can be recognized, internally represented, coordinated with
other relevant perspectives, and incorporated within the geream understanding of the situation
(Burleson, 1994, p. 13). These messages are more listener-centered, are more focused on evaluating the
causes of the situation, are more accepting of the other person, and are meant to help the other person

understand their situation.
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Researchers have found that social support can provide buffer effects on stress as well as direct
effects on individual well-being (Bambina, 2007; Berkman, 1984; Cassel, 1976; Cobb, 1976). Supportive
relationships can aid recovery from illness, protect against clinical depression, tfeltisk of suicide,
encourage behavioral commitment to prescribed medical regimens, and promote the use of community
health services (Albrecht, 1987). Two theoretical perspectives seek to explain how socidleftgaie
health: the main effect hypothesis and the stress-buffering hypothesis (Cohen & Wills, 1985)h&/nder t
main effect hypothesis, having a social network can provide a sense of belonging, reassurance of worth,
an opportunity for nurturing behavior, and access to new contacts and diverse information (Berkman,
1984). Social networks impact the overall physical and mental health states of an individual (Cohen &
Wills, 1985).

The stress-buffering hypothesis suggests that the presence of adequate social support enhances an
individual's ability to cope with stressful eventdahen & Wills, 198%. Social support can affect how
individuals appraise situations as either stressful or manageable. If people beliewErtsapport
system can provide resources or guidance, then they may not evaluate the situation as stressful. If the
situation is viewed as stressful, social support can intervene and Hbldfer™ the harmful physical and
psychological effects resulting from stressful life eve@shen & Wills, 198%.

Responding to othersequests by providing support and help can also have positive effects on
the providets health, such as feelings of belongingness, reduced stress and mortality, and the
empowerment that comes from being useful to others (Chung, 2013). In the process of helping others,
individuals also engage in self-reflectiop ‘reappraising their own problems objectively and ultimately
learn new coping skills and shift perspectives to a more positive light, which in turn leagsltiction
in levels of emotional distres¢Kim et al., 2012, p. 533)

Social Support by Malesand Females

There has been considerable research focused on differences between the social support provided

by males versus females. Studies have found that men generally focus on gaining control through

information-seeking, and that women tend toward emotional and community support (Herring, 1993;

21



Klemm, Hurst, Dearholt, & Trone, 1999; &e, 2006). Klemm et al. (1999) found distinct differences in
the types of CMC in cancer support groups across males and females. In the four categories of
communication studied (information seeking/giving, encouragement/support, personal opinion, and
personal experience), men were more likely to post messages providing information, and women were
more likely to post messages displaying support/encouragement. Men have also been found to provide
support that is more focused on tasks than on emotions, whereas women provide more emotional than
informational support (Burleson, 2002).

Although most research shows that individuals do uphold male and female behavior stereotypes
in online support groups, some studies have also provided evidence to the contrary. Flynn and Stana
(2012) studied an online support group for men with eating disorders. Their study found that, contrary to
previous research on social support and help seeking, men on the forum sought and shared personal
disclosure and emotional support more often than informational support. Informational support, which
was found to be the most frequent form of support by men in other research studies, occurred in only 11%
of the messages (Flynn & Stana, 2012). Mo, Malik, and Coulson (2009) also found that men shared more
emotional support and personal experiences on a support forum about infertility. Previous studites indi
that both men and women engage in supportive communication, though the type may vary, based on
gender norms and the topic of the forum.

Categories of Social Support

Social support behaviors have been classified using a variety of coding schemes. One of the most
popular is the 5-category Social Support Behavior Code (SSBC) developed by Cutrona and Suhr (1992,
1994). The SSBC consists of informational support, tangible assistance, emotional support, network
support, and esteem support (Cutrona & Suhr, 1992, p. 161). The SSBC was found to be applicable for
studying communication behavior in online contexts by Braithwaite, Waldron, and Finn (1999). Since
then, the SSBC has been widely used by researchers to identify themes in online forunhspioydical
and mental health conditions (Coulson, 2005; Flynn & Stana, 2012; McCormack & Coulson, 2009; Mo &

Coulson, 2008; Walther & Boyd, 2002). Cutrona and Suhr (1994) also identified five negative
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communication behaviors that can be considered forms of honsupport. These have not been widely used
for coding support in online forums: interrupting the other person, complaining (talking abtsioame
problems), offering criticism (blaming the other person), isolation (refusing to help the oswm)pand
disagreement/disapproval (not agreeing with the other person).

Informational support and tangible assistance in the SSBC are behaviors intended to help another
person solve or eliminate a problem causing stress (Cutrona & Suhr, 1992). Informational support
includes advice/suggestions, referrals, situational appraisal, and teaching. Tangible assitdese in
offers to provide needed goods and services, such as helping with tasks. Emotional support, social
network support, and esteem support are efforts intended to comfort or console another person, without
trying to solve the problem (Cutrona & Suhr, 1992). Emotional support includes expressions of caring,
empathy/understanding, encouragement, prayer, and sympathy. Social network support provides a sense
of belonging among people with similar interests (companions). Esteem support refers to expressions of
regard for onss skills, abilities, and intrinsic value, such as compliments, validation, and relief from
blame.

The three functions of social support identified by House and Kahn (1985) were emotional,
informational, and instrumental (tangible) assistance. Emotional support refers to denoossofdove,
caring, esteem, value, encouragement, and sympathy. Informational support refers to advice intended t
help a person solve problems, as well as appraisal support (feedback about this jmespretation of a
situation), and instrumental support (offering material or behavioral assistance).i§inBambina
(2007) classified online social support into three categories: emotional supportaitidoahsupport, and
companionship. Emotional or affective support included understanding/empathy, encouragement,
validation, sympathy, and caring/concern. Informational support included advice, referrals, amgjteachi
The category of companionship included chatting, humor/teasing, and groupness (social network

support).
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Online ver sus Offline Support Groups
Offline Support Groups

A personis primary group of strong ties (Granovetter, 1973, 1983) including family members,
friends, and significant others is usually expected to provide social support and assistance téehelp buf
stressful situations (Cobb, 1976; Thoits, 2011). They usually do this by expressing that they understand
the reasons for the perserdistress, and by offering information, advice, instrumental support, and
encouragement (Thoits, 2011). Although primary group members intend these acts to be helpful, they can
also be ineffective because the information and advice offered may seem too generic, inagpropriat
even misguided to the distressed person (Thoits, 2011). There are also costs in soliciting and accepting
social support in personal relationships. According to Albrecht, Burleson, and Goldsmith (1994, p. 433)
asking for help may make peopiappear weak or less competeand undesirable information may be
disclosed while seeking support, which can result in stigmatization.

Secondary groups tend to be larger and particip&ntsvledge about one another is less
personal. Work, volunteer, and religious organizations are examples of organized secondary groups
(Thoits, 2011) Faces-face support groups can also be considered secondary groups. These support
groups have been in existence for hundreds of years in fraternal organizations, such as Fyedmasonr
flourished in the middle of the 2@entury with Alcoholics Anonymous and other 12 Step programs.

These programs demonstrated that group support was essential in helping members recovessfam st
situations and additions (Barak, Boniel-Nissim, & Suler, 2008). These support groups were based on the
simple premise that people who share similar difficulties may understand one another better than those
who do not, and offer mutual emotional and pragmatic support (Thoits, 2011).

Individuals suffering from diverse physical and mental health problems join support groups to
solve or cope with their personal problems or experiences (Borkman, 1999). When individuals suffer
from a chronic and/or stigmatized condition, they may be prone to recurrent crises, and may s&ek mut
support from others who understand the condition. The essence of help in a mutual aid group is in the

responses a person receives from and provides to other members. This supportive communication helps
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individuals to reshape their personal narratives so they can help others while also helpingghemse
(Alcoholics Anonymous, 2001, pp. 89-103; Arminen, 2004).
Online Support Groups

Online support groups became popular in the 1990s and presently Internet support groups have
evolved into a social phenomenon that is estimated to be in the hundreds of thousands worldwide (Barak
et al., 2008). Online support groups can operate through various Internet technologies, including email
lists, chat rooms, or forums (bulletin board formats). Online forums have become the dominant
technology, due to the many benefits they provide, including ease of access, asynchronous
communication, the opportunity for archival search, emoticons and hyperlinks, and a user-friendly design
(Meier, 2004).

Online support groups have become a prevalent source of information and support for individuals
with numerous health conditions. Geographical dispersion allows those with physicetioastthe
opportunity to participate (Braithwaite et al., 1999) and empowers those with rare @tigégim
conditions to find others who share their condition. Thus, individuals can meet and obtain suppart from
large network of people who come together to discuss specific health concerns.

Advantages of online support groups. Finn (1999), in a study of online self-help groups, found
that such groups can provide mutual problem-solving, information sharing, expression of feelings,
catharsis, mutual support, and empathy. Online support groups can also encourage patients to take
responsibility for their own care. Most online support communities are available to anyone wite a hom
computer and a modem, are often free, and sometimes provide moderators and/or volunteer health
professionals who are experts on the condition in question (Burnett & Buerkle, 2004). Walther and Boyd
(2002) found 12 advantages to participating in online groups compared to relying on family and friends
for support: more candor (both less harsh and more forthright responses to problems), legs negati
judgment, reduced obligation to reciprocate support, less relational dependency, more immedyate abilit
to seek support, greater expertise in the secondary network, stigma management, intimagy, acces

uninterrupted composition, more expressive communication, and anonymity.
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The anonymity and limited visual and nonverbal cues that text-based online support groups offer
can help members to focus on the issues they have in common and lead to an increase in self-disclosure
and affinity (Walther, 1996). Houston, Cooper, and Ford (2002) found that more than one third (37.9%)
of participants with depression preferred an Internet support group over in-person counseling, and used
their online experiences to supplement, rather than replace in-person depression care. The researchers
concluded that a potential advantage to online support for people with depression is the freedom to
discuss their concerns anonymously. One participant in the study stated:

| find online message boards to be a very supportive community in the abserfceadf a

community support group. | am more likely to interact with the online community than I am with

people face to face. This allows me to be honest and open about what is really going on with me.

There are a lot of shame and self-esteem issues involved in depression, and the anonymity of the

online message board is very effective in relieving some of the anxiety associatéglrouin

therapy or even individual therapy. | am not stating that it is a replacement for professional

assistance, but it has been very supportive and helped motivate me to be more active in my own

recovery program. (Houston et al., 2002, p. 2068)

The ability to reveal oristrue self on the Internet is facilitated by remaining anonymous in
group-level interactions, since fateface interactions impose costs for disclosing negative aspects of
oneself, such as disapproval from family members and friends (Bargh, McKenna, & Fitzsimons, 2002).
Research on health-related online support groups indicates that individuals who use these graups tend t
be satisfied with the support they receive, and they are often able to obtain more and bejter qualit
support than is possible from in-person networks (Wright et al., 2013). The preference for secondary
support groups may be due to having access to diverse viewpoints not available within more intimate
relationships, a reduced risk of stigma due to the anonymity offered, access to objective fieedback
others, and fewer role obligations. Support expectations are generally less extensive and more easily
reciprocated in secondary (weak-tie) networks than with family and friends (Wright et a)., 2010

Disadvantages of online support groups. Concerns about online health-related forums include
the accuracy of information shared and the provision of unsupportive comments. Some medical

information provided on Internet discussion boards may be unconventional, based on limited evidence,

and/or not appropriate/erroneous (Culver, GgrErumkin, 1997). In a study of self-injury message
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boards, Whitlock et al. (2006) found that online interventions offered essential social sopotated
adolescents. However, peer support could also normalize and encourage self-injurious and potentially
lethal behaviors.

Members in online forums for physical health conditions (breast cancer, arthritis, and
fibromyalgia) discussed several disempowering processes that take place on support forums. These
included being unsure about the quality of the information offered, being confronted with negative sides
of the disease, and being confronted with complainers (van Uden-Kraan, et al., 2008, van Uden-Kraan,
Drossaert, Taal, Seydel, & van de Laar, 2009). Comparable results were found for members who
participated in online support groups related to HIV/AIDS (Mo & Coulson, 2014). The disempowering
processes included being unable to connect physically with others in the group, inappropriate behavior
online, declining real life relationships, information overload, and misinformation.

Similarly, support was offered in a negative manner on discussion forums that promote
disordered eating behaviors (pro-anorexia wehdithang & Bazarova, 2016; Haas et al., 2011). Haas
et al. (2011) found that pro-anorexia forum members encouraged negative or harmful behavioes] accept
self or other negative messages without correction from others, and co-constructed an iergialing
used to combat stigma in their offline world. They labeled this type of support group an online negative
enabling support group (ONESG). Chang and Bazarova (2016) analyzed messages posted to a pro-
anorexia message board and found a pattern of negative responses to eating disorder-specific content in
the messages, congruent with the type of support in the ONESG model.

Participation in online groups. Studies of online support groups have found that not all
individuals participate at the same level; some are much more active in terms of sending and receivin
messages. Studies comparing active membéuskers (individuals who read but do not post messages)
found that the positive effects of social support were weaker for lurkers thativer metmbers (Mo &
Coulson, 2010; van Uden-Kraan et al., 2008). A study of individuals living with HIV/AIDS (Mo &
Coulson, 2010) found that compared to frequent posters, members who only read the messages scored

lower in receiving support and useful information, and lower in satisfaction with grouparerithese
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findings suggest that active participation leads to greater supportive benefitddgmiKraan et al.,
2008).

Individuals also differ in the type of support they exchange with other members, though less
research has been done in this area. Bambina (2007) studied an online cancer forum using social network
analysis, and qualitative and quantitative content analysis. She classified the support pravided
received by the forums 84 members according to their activity level and message content; the group
consisted of 1 network star, 6 prime givers, 10 serious members, 15 moderate users, and 52 takers. She
found that the most active members (the star, prime givers, and serious members) exchanged
companionship, emotional, and informational support with one another, whereas the moderate users did
not exchange companionship, and the takers only received informational support.

Research Questions

The current study investigates how individuals communicate withgkers in an online forum
for BDD (psychforums.com/body-dysmorphic-disorder). Based on the review of personal disclosure and
social support above, this study addresses four research questions that explore the communication
activities that take place on the forum, the personal experiences disclosed by participaotslthe
support that is sought and shared, and the support provided and roles performed by the most frequent
posters on the forum.

Communication Activities on the BDD Forum

RQ 1. What communication activities take place on the BDD forum?

As a foundation for examining the subsequent research questions, the first research question
addresses the communication activities that take place on the BDD online forum. Recognizing that
various models of communication have been proposed, and communication can involve processes that
incorporate transmission, ritual and/or the construction of meaning (Carey, 1989; Shannon & Weaver,
1949), this study focused on identifying specific key actions or identifiable acts usedate initi
communication exchanges between participants on the forum. Previous studies, for example, have

focused on how individuals use written text, such as email and message posts, to communication online in
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ways that are both similar to and different framdto-face communication (Galegher, Sproull, &
Kiesler, 1998; Sproull & Kiesler, 1986

Galegher et al. (1998) studied online Usenet groups to understand the naturally ottalkiing
of group members. Posts in online groups were found to have similar conventions as in-person
conversations; responses are usually directed to a particular gsarsmarks or questions. These
guestions and answers are embedded primarily within personal experiences, and posts are typically short
coherent, and pointed (Galegher et al., 1998). Individuals in online groups can read messages and post
new messages for anyone to read, thus there is fluidity in’ ustrs where the writer can become a
reader, and the reader a writer. There is also considerable fluidity in the topics postetediexisin
online groups is ever changing as new threads of conversation are built upon eack geestions,
statements, replies, and reactions to other posts.

Mutual help in support groups is an interactional process, based on personal experiences shared
with others, in whicl'reciprocally narrated and shaped stories allow parties to reflect upon their identities
to solve their problenisArminen, 2004, p. 320). Researchers have studied online mental health forums
and found personal experiences within threads that appear to echo those in another garpiogtant
(Giles & Newbold, 2013). The researchers referred to these empathetic respossesiad storié’s(p.

486). The initial posteisstories enabled other participants to demonstrate understanding and support by
elaborating on and referring to features of previous stories in their posts.
Personal Disclosure on the BDD Forum

RQ2: What personal experiences with BDD do individuals disclose on the forum?

The second research question focuses on the personal experiences that are disclosed on the BDD
forum. Personal experiences disclosed on the forum include revelations about events in'slgersm
well as their thoughts, behaviors, and emotions. Flynn and Stana (2012) found that participants in a male
eating disorders forum shared more personal disclosure than emotional or informational stippoe w

another. Common types of disclosures included their symptoms, behaviors, admissions of having an
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eating disorder, the intent to seek (or admission of seeking) professional help, and shanggdbelit
having the disorder.

Disclosing personal experiences has been found on forums for eating disorders (Haas et al., 2011
McCormack & Coulson, 2009), HIV/AIDS (Cousaris & Lui, 2009), and cancer (Coulson & Greenwood,
2012; Klemm et al., 1999). Barak and Gluck-Ofri (2007) categorized high levels of online self-desclosur
into three categories: personal information (aboutstraits, experiences, and behaviors); personal
thoughts (about one characteristics, physical appearance, health, and intimate ideas); and personal
feelings (such as humiliation, agony, anxiety, fear, and pain).

Previous research has focused on personal disclosure in online support forums related to both
physical and mental health conditions (Chung & Kim, 2008). The shame and embarrassment that
individuals with stigmatized conditions feel can prevent them from communicating effeatiith
family members, significant others, and physicians. The anonymity offered Bppth@nline support
forum could help individuals to disclose personal experiences they may be reluctant to releabto ot
offline. Individuals may be motivated to self-disclose online for a variety of reasong]jiimgcko engage
in social comparison (Festinger, 1954), to display empathy (Giles & Newbold, 2013), and amdlici
provide support to other members (Tichon & Shapiro, 2003).

Social Support on the BDD Forum

RQ3: What social support is sought and shared by individuals on the BDD forum?

The third research question focuses on the social support that takes plac®8DDtlupport
forum. Social support is defined &@mmunication between recipients and providers that reduces
uncertainty about the situation, the self, the other, or the relationship, and functions to anhance
perception of personal control in drdife experience(Albrecht, 1987, p. 19). Knowledge gained from
informational support can provide a greater understanding of problems and possible solutions. Also,
knowing that others have faced similar health issues can provide relief from personal blammecaed r

strength and determination (Bambina, 2007).
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Barney, Griffiths, and Banfield (2011) studied the explicit and implicit informatiodshet
people with depression on a depression support forum. Requests for information were coded as explicit
needs, and reports of past or current problems were coded as evidence of implicit informatiorixheeds. S
broad themes emerged related to informational needs: coping with depression; medicati@iopabfes
treatment and services; understanding depression; disclosure and stigma; and comorbid mental health
problems. Bambina (2007) found that the three types of support exchanged on an online cancer forum
were companionship (network support), emotional, and informational support.

The study by van Uden-Kraan et al. (2008) found the participants encountered emotional support,
recognition (by being with similar others) and informational support on three $darmhysical health
conditions. Participants felt that they received the support and information more quioliyttiine
online group than if they had searched elsewhere. The information received on the forum was also
valuable because it was understandable (not using medical terms) and tailored to their personal needs. Mo
and Coulson (2008) studied messages posted to an HIV/AIDS online support forum and found that
informational support was the most frequently provided type of support, followed by emstippalt,
and social network support
Support Provided/Roles Performed by the M ost Frequent Posters on the BDD Forum

RQ4: What support is provided and what roles are performed by the most frequent posters on the
BDD forum?

The fourth research question addresses both the support provided by the most frequent posters
and the roles they performed on 8BD forum. As suggested in the literature about online forums, not
all members patrticipate at the same level, and people have different purposes for joining and being
involved. Active members have been found to be more engaged with one another (Bambina, 2007) and
enjoy higher satisfaction with their online experience (Mo & Coulson, 2008). Frequent postdss are
more concerned about the grésipbility to help other members (van Uden-Kraan et al., 2008). Active
members who participated in support groups for patients with breast cancer, arthritis;camyifigia

(van Uden-Kraan et al., 2008, van Uden-Kraan et al., 2009) felt empowered by exchanging information,
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encountering emotional support, finding recognition, sharing personal experiences, and helgngothe
a study of a pro-recovery forum for eating disordered behavior (Aardoom, Dingemans, Boogaard, & V
Furth, 2014), the empowering processes most often reported by active members were exchanging
information, finding recognition, and sharing personal experiences.

Other research pertaining to online social support found that most of the companionship,
emotional, and informational support was exchanged by a small number of active participantiiséB
2007). Providing social support to othees1have both beneficial and detrimental effects for the support
giver, depending upon the type of support offered. Companionship, which involves building positive
emotions in other people by showing closeness, warmth, and inclusion, is associated with lower
depressive symptoms. In contrast, listening to other peopl@rries and soothing people who are sad,
angry and in conflict, has been associated with an increase in depressive symptoms for the provider

(Strazdins & Broom, 2007).
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CHAPTER 3: METHODOL OGY

The current study used an emergent research design to study online health communication on the
BDD forum. An emergent design allows the research process to unfold as the study progresses and is
recommended by Lincoln and Guba (1985) for studying phenomena using naturalistic inquiry. Lincoln
and Guba (1985) outlined guidelines for researchers when using qualitative research methods. The
guidelines implemented by the current study were the use of a natural setting, having a human researcher
as the instrument for analysis, the tacit (intuitive, felt) knowledge of the cheealuring data analysis,
purposive sampling techniques, an emergent research design, idiographic interpretationgtabking
particulars of the case), and special criteria used to determine trustworthirfessesirch findings.

In this study, the natural setting was an online discussion forum and the data were messages
posted to the forum. The researcher used her own tacit knowledge as well as previous research to
understand the message content posted by participants to the online forum. Studying communication
artifacts posted to an online support forum for BDD was guided by the resésumtresonal experience
with having BDD for more than 20 years (see Appendix A). The rese&giersonal experience in
seeking support provided the guiding line of inquiry for the study. Further, the res&abawkground as
a website designer and knowledge of online communication led to the Internet as a viable and important
context for inquiry regarding individudlsommunication about BDD.

Qualitative content analysis was used because it allows the researcher to make infeoemces ab
naturally occurring, ordinary events in natural settings (Miles & Huberman, 1994, p. 10) by recognizing
patterns and themes in the data (Hsieh-Fang & Shannon, 2005). There are two main approaches toward
gualitative content analysis: deductive and inductive (Berg, 2001; Mayring, 2000). Assigning codes
(specifically defined categories) to the data is part of both approaches (Hsieh-Fang & Shannon, 2005).
Deductive qualitative content analysis starts with a conceptual framework derived fromatheary
previous studies to develop categories, which can be helpful at the inception stage of data(Beadysi

2001; Corbin & Strauss, 2008; Mayring, 2000). In the inductive approach, categories are derived from the
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data using the constant comparative method (Glaser & Strauss, 1967). The researcher combined deductive
and inductive approaches when developing the categories and subcategories for the study.

Purposive sampling techniques were used to select all messages threads with replies pested to t
forum in 2012. This was the most recent year when data were collected and the year with the most user
activity since the forum began in 2006. Finally, the study used the trustworthiness criterismeecea
by Lincoln and Guba (1985) to replace the conventional (positivist) criteria afiahnd external
validity, reliability, and objectivity. The following criteria are considered to be consisignthe axioms
and procedures used in naturalistic inquiry (Lincoln & Guba, 1985, p. 42): credibility (insteaeroél
reliability), transferability (instead of external validity), dependabilitgt@ad of reliability), and
confirmability (to replace objectivity).

The research design for the current study evolved based on the interaction of the researcher with
the data and on feedback received from the rese&sdafiesertation committee. According to Lincoln and
Guba (1985), the research designdomturalistic inquiry needs to be emergent rather than pre-ordinate
because what is learned during the study is not fully predicislitiés based on the interaction between
the researcher and context (data and site). The research questions for the current studyedere refin
new findings emerged during the data analysis. Initially the focus was on describing the content of the
messages posted to the forum (Research Question 2 and Research Question 3). As ileaityiro
five individuals who participated more frequently than other members, Research Questionehteals cr
to focus the study more fully on the support they provided and the roles they performed.

After presenting the first draft of the findingsthe dissertation committee, the researcher
received feedback that more information was needed about how individuals commumdiedooum,
in addition to the findings about what content the messages contained. As a result, a new research
guestion was created to focus on communication activities on the forum, which was designated as
Research Question 1. Additional data analysis was then conducted on the messages that were exchanged

within the threads and on the messages that contained personal narratives (stories).
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First, the chapter outlines the advantages and disadvantages of studying online communication in
anatural setting, then the research site and artifact selection are described, followed laycbledtibn
and analysis techniques. Next, the qualitative content analysis procedures are described, folosved by
process used to analyze the most frequent posters, message exchanges (conversations), and personal
stories. Finally, in keeping with the custom of qualitative research, the processes used to ensure
trustworthiness are discussed, followed by the resedsaielexivity statement, and ethical
considerations for the study.

Studying Online Communication in a Natural Setting

The Internet provides important information about individuetsnmunication in a natural
setting without the researcheiinterference (Bargh & McKenna, 2004). Further, qualitative inquiry in
Internet researctexploits the fact that most online communication takes place through textural
channels...which provide a vehicle for studying different psychological and sociological id3aies &
Miron, 2005, p. 508). Researchers consider the Internet to be a legitimate social context that enables
observation and understanding of online discussantemunication (Pfeil & Zaphiris, 2010). The fact
that CMC is mostly text-based means that text is often the only available data to use wheyaimgesti
online communication.

These online texts can be considéefpersonal documentsPersonal documents are defined as
“any self-revealing record that intentionally or unintentionally yields informaticardéewy the structure,
dynamics, and functioning of the autremental lif€ (Allport, 1951, p. xii). He noted that people write
personal documents for reasons ranging from exhibitionism, to a desire for order and personal
perspective, relief from tension, for therapy, monetary gain, fulfilling an assignment,reecial
incorporation, scientific interest, literary delight, hope for public service, and hopefary immortality
(p- 178). Allport (1951) indicated that personal documents have an important role in social and
psychological research.

One advantage to studying online messages is that, in most cases, the entire conversation can be

retrieved and saved easily. The researcher can download and investigate all available data, tHmsvever
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can also be viewed as a restriction, since the researcher cannot observe the individuals whe ¢ontribut

an online forum and review the written text according to the personal context of the contributb& (Pfei
Zaphiris, 2010). Studying only the online messages that have been posted overlooks the many forum
users who lurk, meaning they may read the posts and use the forums, without posting messages (Burnett
& Buerkle, 2004).

Anonymity in CMC presents another challenge for Internet researchers. Individuals log into
online discussion forums with a freely chosen user name (screen name) and usually neither the other
participants nor the moderators (if any) know their offline identity. This makesidudiiffo identify
demographic characteristics of participants, including their gender, age, and locaées thel
information is contained within the message content (Flynn & Stana, 2012). An advantage is that
anonymity can lead to a higher degree of self-disclosure (Pfeil & Zaphiris, 2010; Walther, 2011) than
would be available to researchers offline.

Studies indicate that online verbal expressions can be considered authentic, honest, and reflect the
“true self (Bargh et al., 2002). Some researchers have studied people who harmed members of their
online community by spreading lies (Feldman, 2000). However, many researchers believe that such cases
of dishonesty are rare exceptions and individuals who post in online communities build an environment of
honesty and trust (Pfeil & Zaphiris, 2010). The fact that dishonesty can take place in golime fo
represents a challenge for researchers and needs to be kept in mind when conducting Intechet resear
Studying the patterns of online users in the community can help to indicate if a user is tellinththe t
but it is often impossible to completely resolve whether participants are being hohegt ingssages
(Pfeil & Zaphiris, 2010).

Data Collection
Research Site

The Psychology and Mental Health Forum site related to BDD served as the research site for the

study (psychforums.com/body-dysmorphic-disorder). The forum owner is listed as Coignet Allen in

France. The site was started in 2002 and held the Alexa rank of 21,382 in the United States in July 2015.
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The site received more than 28,000 page views daily (Alexa.com, 2015). Psychforums.com offers online
support forums for a multitude of mental health topics, including the following: Abuse, Anxiety,
Developmental, Cognitive, Dissociative, Eating, Factitious, Impulse-Control, Mood, Personality,
Psychotic, Sexual, Sleep, Somatoform, Addictions, Therapy, and General Health. The BDD support
forum is listed under Somatoform disorders (psychforums.com/body-dysmorphic-disorder)

Psychforums.com was chosen from among several forums offering online support for BDD that
were found by searching in the Google, Yahoo, and Bing search engines. The search terms used for the
searches included bdd online forums, bdd online discussions, bdd online chat, bdd forum, bdd online
forum uk, and bdd support forums. All the sites were public, since there was no need to register on the
site to view the messages posted on the forums. The top three sites listed in Google in June 2012 were
Psychforums (801 topics), BDD Central (10,423 topics), and OCD-UK (245 topics).

BDD Central BDDCentral.com), founded by Britney Brimhall, was the site with the most
messages and was frequently listed as a resource by clinicians in their books (Claiborcl& P@@R;

Phillips, 1996/2005, 2009; Veale, 2009; Veale & Neziroglu, 2010; Wilhelm, 28@H) Central had

been the first choice as the research site for the study. However, on Septer20&p 2Bie site was no

longer available on the Internet, due to the founder losing control of the domain name. Therefore,
Psychforums.com was selected as the alternative site for the research study, since the forum contained the
second largest number of message topics (801).

The Psychforums.com BDD support forum contains message posts that participants create using a
chosen screen name (pseudonym). Individuals must sign into the forum as a member in order to post an
initial message, and other people must sign into the site to post replies to the messadectopt@al T
message and the replies create a thread of messages related to the same topic. The messiagid® posted
forum are organized according to the most recent reply to a posted message topic. The discedson t
can also be viewed according to author, and in ascending and descending order. The length of each

message thread varies depending upon the number of participants.
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The posts remain on the site for years and as a result, archives dating back to 2005 ame availabl
for viewing. Because the messages remain in place for some time, people can view and reply to the
discussion threads whenever they want. The forums are actively moderated by volunteers andshave rule
for use. These include an extensive list of considerations for participants, inatotiipgsting personal
images, actual names or any identifying information within the content of message posts, eue to th
public nature of the forum3he volunteer moderators screen messages from new members and remove
or edit content deemed harmful or in violation of the forum rules (psychforums.com/foresi-iithe
moderators are members who have been on the site for at least six months and have been active in
providing support to other members.

Artifact Sample Selection

The data corpus contained 280 initial message posts and 3,728 (#4008 total messages).

One of the message threads was subsequently removed by the moderators due to being a duplicate post,
thus the final number of topics for the study was 279. Purposive sampling (Coyne, 1997) was used to
select all initial posts and up to the first three replies from the 279 threads in oreldwde the number
of posts from 4,008 to 937. Three replies were selected due to being the median number of repfies: half o
the threads had fewer than three replies and half had more than three replies. Some of theaqnekbkages
not be coded because the content had been edited or removed by the moderators, or the messages
contained only images and no t¢sge Appendix B coding guide rules). As a result, the total number of
messages coded for the study was 911. This represents 279 initial messages and 632 replies.

Data Analysis
Qualitative Content Analysis

The data analysis process initially focused on coding the content in the messages riddated to
concepts of personal disclosure and social support. The qualitative content analysis follovegas the st
outlined by Zhuang and Wildemuth (2009): prepare the texts for analysis; define the unit of analysis;
develop categories and a coding scheme using a coding manual; test the coding scheme on a sample of

text; code the remaining texts by adding new themes and concepts to the coding manual; assess the
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coding consistency; draw conclusions from the coded data by making inferences; and report the methods
and findings, striving for a balance between description and interpretation.
Text Preparation

The texts were prepared by transferring the message threads for the study from the online forum
into Microsoft Word documents. The 279 message threads were copied and pasted into sequentially
numbered documentsrdered from Januatp December, 2012. In order to keep the messages in context,
each of the message threads was saved as a separate electronic document. The documents were stored o
the researché& computer and backed up for safekeeping using a cloud computing service. The
documents were then imported into the MAXQDA 11 data analysis software for coding.

Unit of Analysis

The unit of analysis in the study was each discrete topic or idea within a message post. According
to Pfeil and Zaphiris (2010), one way to code data in a qualitative content analysis is by using the
message as the unit of analysis. This is a common technique when studying online discussion forums
since each topic thread contain clearly distinct message units. However, the disadvantagehs using t
entire message as the unit of analysis is that multiple meanings within each ncassegest (Pfeil &

Zaphiris, 2010). Therefore, each unit of analysis consisted of a single, discretepiat®adgund within
the data (Strauss & Corbin, 1990).

Coding by discrete topics allows the content to be coded at any structural level, such as a
sentence, paragraph, and multiple paragraphs within the message (Henri, 1991). Thus the ursisof analy
in the study could be one sentence, multiple sentences, and multiple paragraphs within the safe messa
but could not be larger than the entire message. The unit of analysis is referreddmmerain the
text (and as aoding unit in the coding guide) to add clarity and readability to the research results.

The comments that contained similar ideas were grouped together into categoses. The
categories were then grouped together into the themes (concepts) that emerged from the dagdsA them
definedasa pattern found within the data tliat a minimum describes and organizes the possible

observations and at maximum interprets aspects of the phenomenon. A theme may be identified at the
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manifest level (directly observable in the information) or at the latent lende(lying the phenomendh)
(Boyatzis, 1998, p. 4). A thenmanrepresent the same idea using different words or phrases but
representing the same meaning.

Development of the Coding Scheme for the BDD Forum

Development of thefirst set of codes. The development of the codes and categories for the
content analysis was an iterative process that took place in multiple stages. A preconditiomatif’quali
content analysis is that the primary researcher is familiar with the raw dateetbairag analyzed. In
terms of discussion board postings, this means that the researcher needs to read through a sample of the
posts several times in order to capture the overall context and get an overview of the dataset (Pfeil &
Zaphiris, 2010). In the first step of the data analysis and coding process, the primary resedrcher rea
through a randomly selected sample containing approximately 11% (101) of the 911 messages selected
for the study.

After becoming familiar with the data in the sample, the researcher then began the content coding
process. The researcher highlighted important key words and phrases and made notes in the margins of
the Word documents. This enabled the researcher to quickly skim the message threads and immerse
herself in the data before coding the messages using the MAXQDA program. During all plcasksgof
the researcher kept detailed coding notes (memos) outlining the coding process. These notdseenabled
to refine and further characterize the codes and the relationships between them using the constant
comparative process (Glaser & Strauss, 1967). The first set of codes for the coding guide was developed
at this point, along with definitions and examples. The researcher also received feedback oal the initi
coding guide from her advisor and two committee members.

Coding for the personal disclosure categories was an inductive process because existing coding
schemes for personal disclosure in online health forums (Coursaris & Lui, 2009; Flynn & Stana, 2012;
McCormack & Coulson, 2009) did not adequately capture the personal experiences expressed by BDD
forum members in the study. A deductive approach was used for coding social support by reféreing to

categories in the SSBC (Cutrona & Suhr, 1992, 19049 SSBC is a standardized measure of social
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support that has been used in previous research to study online forums (Braithwaite et;&l.oul388
& Greenwood, 201, 2Coursaris & Liu, 2009Mo & Coulson, 2008), making it possible to compare results
across studies and build a more accurate picture of online behavior. The SSBC (Cutronal@%uhr,
has also been divided into 23 subcategories and thus provides a complex and detailed measure of social
support (Smedley, Coulson, Gavin, Rodham, & Watts, 2015). Ten of the 23 subcategories from the SSBC
(Cutrona & Suhr, 1992vere adapted for use with the BDD forum coding scheme.

Refinement and testing of the coding scheme. The initial set of codes for personal disclosure
and social support was then added to the MAXQDA 11 program where further refinement of the coding
scheme took place. This process included adding message classification codes to identify the type of
message (initial post or reply) within each thread and the name and gender of the message poster
Descriptions and examples of the message classification codes are provided in Table 3.1.
Table 3.1

Message Classification Coding Scheme

Classification Code Description Examples
Thread ID number Each message thread is labele 1, 2, 3...297

with a unigue identification

number
Message type The first message in the threac Initial post, Reply

is the initial post and subseque
messages are labeled as replie

Poster name The name of the poster provide Roger, Kathy, Fran
at the beginning of the messag
under the title

Poster gender Use context cues to identify the Male, Female, Undetermined
gender of the person posting tt
message, including the poster
name, self-identified gender
(girl, guy), and role (mother,
brother, etc.)
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The researcher also continued to analyze the message content using the software and as a result,
the category of tangible assistance adapted from the SSBC (Cutrona & Suhr, 1992) was removed from the
coding scheme. Tangible assistance was removed because there was only one example where a member
offered to provide needed goods (a list of literary resources) to another person on théhisruwas
coded as informational support (resources). This is consistent with other studieaefapjport groups,
where tangible (instrumental) assistance was only been found in small quantitieatalh@@ambina,

2007; Braithwaite et al., 1999; Tichon & Shapiro, 2003).

Throughout this coding process, the researcher searched for varied and discrete meanings among
the codes. Newly discovered topics were then compared with those previously found in the message
posts. Through this constant comparison process, the researcher was able to discover simitargies a
topics and group them together under higher, more abstract concepts referrezhtogasie’ (Strauss
& Corbin, 1990). These categories were then developed into a coding guide that was applied to the data
(see Appendix B).

Mayring (2000) recommended that a formative check (test) be conducted after 10% to 50% of the
data has been coded, and that a summative test be conducted after all the data has been coded. The current
study employed two intercoder reliability tests during the coding process and one teshdt theo
coders participated in the three rounds of testing; the first coder assisted wiitht tredidbility test and
the second coder with the second and third tests. The first coder had asnkesfere in Technical
Communication from Colorado State University, and the second coder was a doctoral candidate from the
department of Journalism and Technical Communication at Colorado State University.

The first reliability test took place after the initial coding scheme and guide were pleydp
the primary researcher. The content categories were kept mutually exclusive, since this is mrquired f
intercoder reliability testing using Coher(1960) kappa. This coefficient is an appropriate test to
determine reliability agreement by adjusting for chance agreement between two coders when working
with nominal-level data (Neuendorf, 2002). Ellis (1994) indicated that correlationcoeet exceeding

.75 to .80 demonstrate high reliability.
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The first training consisted of the primary researcher and both coders reviewing the cddéng g
instructions, categories, definitions, and examples. Then multiple practice runs were conducted using
another sample of threads purposefully selected from the study. During this process, the two coders
offered suggestions for improving the coding guide categories and instructions. Aftesttbeder was
comfortable with the coding scheme and process, the primary researcher and first coder worked
independently to code 13% of the messages randomly selected from the sample (119 messages).

After further refinements were made to the coding scheme based on the results fromtéseg, first
another reliability test was conducted with the second coder. The second coder was trained saing th
techniques as those for the first coder. The messages from the first round of tesdinged to train the
second coder. The second reliability test was conducted using 11% of the messages randomly selected
from the sample (102 messages). Some of the personal disclosure categories with lower kappa results
were dropped from the coding scheme (such as personal disclosure topics) and new categories were added
(symptom-related personal disclosure). Based on the low number of comments that could be coded as
esteem support, this category was collapsed into emotional support.

The coding scheme for the second round of testing included seeking and sharing personal
disclosure and social support. There were far more comments that could be coded as sharing ) providing
than as seeking (requesting) support and personal experiences. This finding is similarstodigeeof
online forums where instances of seeking support (Bambina, 2007) and personal experiences (Flynn &
Stana, 2012) were far fewer than for offering support and personal experiences. Asking for help (direct
requests) can be difficult because an individual may feel vulnerable and needy when doing so (Bambina,
2007).

Distinguishing direct requests from rhetorical questions and indirect requests statem
uncertainty, doubt, or curiosity) was difficult for the second coder and researcher to doelgefaat
result, the seeking and sharing subcategories were collapsed into the main categorigsnalr per

disclosure (symptom-related and recovery-related) and social support (informationalnaematid
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social network). Collapsing codes (variables) into fewer and better-defined categoriesfithene o
options offered by Neuendorf (2002) for variables that do not achieve an acceptable levelhoématgree

As a result of collapsing the codes for seeking and sharing into the main categories, the two
personal disclosure categories had an acceptable level of agreement, but the three social support
categories were still lonképpas from .40 to .65). A third test of the coding categories for social support
was conducted after further refinements were made to the coding guide. The third test todkepldme a
remaining messages (approximately 400) were coded by the primary researcher. This test waslconduct
on a randomly selected sample of 109 messages (12%) not used for previous testing or training sessions.
The final Coheis kappa results are shown in Table 3.2.
Table 3.2

Final Intercoder Main Category Reliability Measures

Category Coheris kappa

Gender .75
Symptom-related disclosure .90
Recovery-related disclosure .81

Informational support .84
Emotional support .80
Social network support .80
Unsupportive comments 1.00

Gender was a message classification code but was tested for reliability due to the lateot nature
the variable. The postargender was not provided on the forum, so message context cues were used to
determine the postergender. The .75 kappa occurred due to the second coder chawgiatermined
for the postes gender more frequently than the primary researcher. The kappa results for the two
personal disclosure categories were high (symptom-related was .90 and recovery-related was .81). The
social support kappa statistics were also high: informational support was .84, emotional sapp®@t w
and social network support was .80. The kappa statistic of 1.0 for social network suppeeachasl r

because both the primary researcher and coder agreed on the one instance found during the testing
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process. After an acceptable level of agreement was reached for each of the main categoimearyhe pr

researcher reviewed all the content codes for accuracy and consistency with the final coding scheme.
Final coding scheme used for content analysis. The final main categories and subcategories are

provided in the coding guide (see Appendix B) and listed in Tables 3.3 and 3.4. The category of personal

disclosure contains symptom-related personal disclosure and recovery-related persosateli€thble

3.3). Personal disclosure was defined for the study as the personal experiences that individuaithshar

others, including their likes/dislikes, feelings, thoughts, and behaviors (Derlegal898)). Personal

facts and information about the person, including demographic data (such as age, gender, and location

were not coded as personal experiences in the study.

Table 3.3

Final Personal Disclosure Coding Scheme

Category Description Codes

Symptom-related personal Feelings, thoughts, and behavic Hating onés face, nose, body, etc
disclosure: related to persds perceived Feeling ugly, suicidal, angry, etc.
Appearance-related appearance flaws/ugliness Social comparison, plastic surgen

appearance checking

Symptom-related personal Experiences related to the impa Social isolation, parents as cause
disclosure: of BDD symptoms on persés  for disorder, relationship/dating
BDD-related social life, causes for disorder  problems, job/career problems
(other than appearance)

Recovery-related personal Experiences with diagnosis and Self-diagnosis, diagnosis by other
disclosure treatment of BDD symptoms,  Clinical treatment (therapy, CBT,
overcoming symptoms medication), self-help and coping
strategies, barriers, benefits

Symptom-related disclosures include appearance-related feelings, thoughts, and behaviors about a
persons perceived ugliness and appearance flaws, and experiences related to the impact of having BDD
on friends/family, on oris job/career, including causes for the disorder. Recovery-related disclosures
include experiences with BDD diagnosis and treatment. Diagnosis could be’bgelfi@r by others,

such as physicians, family members, and friends. BDD treatment includes clinical treatment (therapy,
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CBT, medication), self-help and coping strategies, barriers to getting effectiveantabenefits of
treatment, and success stories (overcoming symptoms).

Under social support, there are three main categories: informational support, emotional support
(containing esteem support), and social network support (Table 3.4). Informational support includes
topics about treatment, diagnosis, coping, and recovery (coded as BDD-related), and appearance-related
concerns such as whether tmperceived appearance flaws are real. Emotional support includes
expressions of empathy, caring/concern, thanks/gratitude, encouragement, sympathy, compliments and
validation. Social network support includes references to the forum (or other foruntsisbea@king
sites) as a place where people interact with and help similar others.

The descriptions for informational support, emotional support, and social network support were
adapted from the SSBC (Cutrona & Suhr, 1992, 1994), along with the codes for advice (informational
support), empathy, sympathy, compliment, encouragement, validation (emotional support), and presence
and companionship (social network support). All other codes were derived inductively from the data
during the data analysis process.

Unsupportive comments expressing disagreement/disapproval and criticism of other forum
members (including sarcasm and flaming) were also present on the forum. Unsupportive comments are
expressions of disagreement, disapproval, or criticism that either implicitly or dymeny the feelings
and perspective of the recipient. These unsupportive comments serve as negative cases anlahdicat
even though most of the communication on the forum was supportive, there were exceptions. Sarcastic
comments were offered in a post when one member disagreed with &ofiieions:‘So i thank you
very much kind sir, your post is actually quite ENLIGHTENINGlaming comments included insults
directed at other memberd/Vell, he said | am SO EXTREMELY UGLY that even surgery wotiltielp

2

me...
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Table 3.4

Final Social Support Coding Scheme

Category Description Codes

Informational Advice and opinions directed to others BDD-related (other than appearance):

support on the forum about actions to take or Diagnosis, treatment, self-help and coping
taken to help the person solve a strategies, overcoming symptoms
problem causing stredsicludes Appearance-related: Plastic surgery and
referrals to resources (clinicians, book cosmetic procedures, perceived flaws and
and teaching about BDD. ugliness

Emotional Expressions of caring, concern, Empathy: Expresses understanding for

support empathy, and sympathy directed to  recipients situation, has similar feelings

others on the forum meant to comfort Caring/concern: Asks about the recipient
console another person without trying situation, offers or seeks help
to solve the problem. Includes positive Thanks/gratitude: Expresses appreciation tc
feedback that expresses beliefina  the recipient for help or assistance
personis abilities and capabilities Sympathy: Expresses sorry or regret for the
(esteem support). recipients situation
Compliment: Offers praise and says positive
things about the recipient
Encouragement: Provides the recipient with
hope and confidence
Validation: Expresses agreement with the
recipients perspective

Social References about the BDD forum as ¢ Presence: Refers to the forum as a place
network community of people with similar where people with similar interests and
support interests and concerns, directed to concerns come to interact

others on the forum. Includes referenc Companionship: Reminds the recipient that
to the forum as a place where people there are others on the forum who are
interact with and help similar others. available to help (you are not alone!)

Unsupportive Comments that either implicitly or Disagreement/disapproval: Expresses an
comments explicitly deny the feelings and opposing opinion from the recipient
perspective of the recipient Criticism: Expresses negative judgements,

including sarcasm and flaming

Coding and Analyzing M essagesin the Software
The messages were coded in the software using both the classification codes and the content
codes. An example showing how a message was ¢edbdwn below (Figure 3.1). The message thread

contains two messageke initial post and one reply. The classification codes for the thread title and
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message type were added first, starting with the initial post followed by each subsequeAftearlyat,
the postels name and gender were coded for each of the messages in the thread. Colors were added to the
codes in the software to make them easier to recognize (see Ap@@ndix

M essage thread title [title]
M essage type-I nitial post
Poster name [ name]
Gender [female]

Recovery disclosure-Diagnosis. Hi my names [name] im 18ve been told by psychiatrists in passing

that i have body dysmorphic disorder, but never properly diagnSgeghtom disclosur e-Appear ance:

| have all the symptoms, i skin pick, i cant stand how i look, i find it hard to functionisteephhealthy
relationships/feel good about myself, i am obsessive on my faults, i have zero self esteem, i hate my face
but cant stop looking in mirrors to try and see how i can disguise and fix, i have suffered feonicbul

and annorexcia due to how i feel about myself, and i just make myself feel sick, i cant stgrid bsi

body or being who i am, i constantly compare myself to others and its ruining my life

Informational support-Diagnosis: i need to get diagnosed, if i definatly am suffering from it which only

a doctor can tell me, really soon, because its having an impact on my studying and relationships and
enjoyment of life. But i dont know how to get diagnosed? Do you walk into a doctors surgery and tell

them you think you have it, or tell them your symptoms and see what they say, or do you go to a doctor at
all? please help me know what to do, im getting to the end of being able to cope with how i feel, its too
constant and its destroying my confidence and my ability to enjoy life

M essage type-Reply
Poster name [name]
Gender [female]
Hi [name],
Emotional support-Sympathy: I’m sorry you are going through thEEmotional support-
Encouragement: | think it’s great that you want to get help for it, that is an achievemens iseif
Informational support-Diagnosis: You should make an appointment with your GP and discus it with
him/her. Tell them that you think you have BDD and why you think that. You could maybe write down
how you feel and take it with you, that way if you find it hard to talk about it you can just harmd fbov
your doctor.
Emotional support-Caring/concern: Good luck, and let me know how you get on
Poster name [name]
Figure 3.1 Example of coding messages in the software.

After the classification codes were applied to each of the messages in the thread, the researcher
read through all of the messages multiple times and applied the content codes to each message in

sequence, starting with the initial post followed by each reply. In the example provided (Figuitee3.1)

first message in the thread (initial post) contains two personal disclosure commenexyreelared and
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appearance-related), and one informational support comment (diagnosis). The reply contains three
comments coded as emotional support (sympathy, encouragement, and caring/concern) and one
informational support comment (diagnosis).

Relationships between categories and codes were explored in the software by using data retrieval
commands such &ntersection/st’ to access all text segments coded with overlapping classifications.
For example, the codes foompanionship-provided andRoger were retrieved to discover how many and
what types of companionship comments Roger offered to other members. In this way, the researcher was
able to identify individuals (by name and by gender) who posted the most comments in the messages
coded for the study.

Thus, the software was used to make comparisons, model connections, and conduct further data
analysis in order to discover relationships between categories and subcategoridatia Tine
MAXQDA 11 program was also used to create reports for each category, including frequency of
occurrence. After the frequency of categories was calculated in MAXQDA 11, the statestided were
exported into an Excel spreadsheet for further analysis. Using a combination of data anhhjisisesc
enabled the researcher to examine themes and patterns within the message threads antenterpret t
findings using both quotes from the participants and descriptive statistics.

According to Miles and Huberman (1994), counting occurrences of codes and categories is
helpful for several reasons: to rapidly see patterns in a large batch of data; to verifip arwypothesis;
and to keep the researctfanalytically honest, protecting against bigs. 253). Summarizing the data in
guantitative terms helps to inform the final step in the data analysis, making sense e ahd
categories identified (Zhuar& Wildemuth, 2011).
Additional Data Analysis

After the coding and analysis for the personal disclosure and social support categories were
completed (RQ2 and RQ3), additional analysis was undertaken to understand how individuals
communicated in messages posted to the BDD forum. Research Question 1 focused on the

communication activities that took place on the BDD forum within the message threads. Adddtanal
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analysis was conducted to determine how many initial posts received replies (260) and if the original
poster replied to other members. The researcher reviewed each of the 260 threads to determine how the
original posters responded to other membeosnments.

Further data analysis was also undertaken to determine if any of the comments coded as personal
disclosure could be considered stories or second stories. First, the researcher found a fiefimriteen
narratives from a public health study (Thompson & Kreuter, 2014). Then the researcher reviewed all of
the personal disclosure comments in order to determine if they contained an identifiable beginning
middle, and end that provided information about the scene, characters, and conflict, and concluded with a
resolution to the conflict. Based on these criteria, 23 stories were identified in the study. est of
stories were filled with personal struggles related to BDD symptoms and concluded with the poster
finding the forum and asking for help. However, one story contained a narrative about recovering from
BDD, and another story was identified as a second story that echoed the ideas in the firsttetbig pos
the thread.

Research Question 4 focused on the most frequent posters on the forum and the functional roles
they perfornedbased on the content of the messages. Because the names of the posters were coded in the
software, the researcher was able to easily identify five members who posted the rmagemdaurther
analysis revealed that these same five individuals (who were not forum moderators) posted m
comments containing social support than other members.

When developing the themes (five conclusions) in the discussion, additional analysis was
conducted using an Excel spreadsheet to record the content found in the initial posts and replies in each
message thread. Messages posted by the less frequent posters (members who posted 30 or fewer
messages) were analyzed in order to compare their contributions to those of the mest pesters. In
addition, there was an off-topic thread (titte&@iff-topic™) that contained more than 1,500 messages. The
researcher analyzed the first 200 posts to determine if members other than Roger and Kathgaxchang

messages in the thread.
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Trustworthiness Criteria for Qualitative Research

The researcher used the four trustworthiness criteria for qualitativeateseaommended by
Lincoln and Guba (1985) to assure the quality of the resuktdibility, transferability, dependability, and
confirmability. Credibility evaluates whether the research findings represenibpdaingormation drawn
from the participantsoriginal dataTransferability refers to whether or not research findings are
transferable to other settings and contexts. Dependability refers to the consistency withevheéskarch
is carried out, and the process is logical, traceable, and clearly documented regarding the methods used.
Confirmability is a measure of how well the study findings are supported by the data cdllewteth &
Guba, 1985).

Techniques used to establish credibility for the study were prolonged engagement, peer
debriefing, and negative case analysis. The researcher spent more than two years studying the online
BDD forum and revisited the site multiple times during those two years in order to thoroughlyamdierst
the context of the forum. Peer debriefing is the process of exposing oneself to a disinterestedhseer
purpose of exploring aspects of the inquiry that might otherwise remain implicit Withnesearchés
mind (Lincoln & Guba, 1985). Debriefing sessions also provide an opportunity for catharsis in order to
clear the mind of emotions and feelings that may impede the research process.

The researcher relied upon several debriefers during the study, including the pesearghés
dissertation advisor and other graduate students. The advisor asked hard questions about methods,
meanings, and interpretations, and provided informational support during the researchimagd writ
process. Other graduate students, including the coders for the study, provided emotional simgport dur
the more stressful parts of the reliability coding process and offered feedback on the coding guide.
Negative case analysis was used to refine the concepts and categories during the inquiry due to
disconfirming evidence found in the form of unsupportive comments. The categories were reMised unti
all cases fit by eliminating all outliers and exceptions (Creswell, 2007; Lincoln & Guba, 1885,V

Huberman, 1994; Patton, 2000
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Transferability of the findings can be determined by the reader based upon the researcher
providing rich, thick description about the setting, the participants, and the context (Cr230&

Denzin, 2000; Lincoln & Guba, 1985). The current study described the messages, the forum, and other
contextual information in detail, using examples and quotations from participants. Thexldeta

description enables readers to determine whether the findings can be transferred due to shared
characteristics with other settings and participants (Creswell, 2007, p. 209).

Dependability and confirmabijitwere established by creating an audit trail based on research
memoranda that can be used to evaluate the study methods. Dependability was also established by
independent analysis of the data using two trained coders and three rounds of religiinigy te
Confirmability was further established by the researshdisclosure about her background, perspective,
beliefs, and values briefly within research manuscripts (Creswell, 26@1pwing is the primary
researchésreflective statement summarizing her background, her tacit knowledge of BDD, her
professional and academic qualifications, and reasons for undertaking the study.

Resear cher Reflexivity

My story as an individual suffering from BDD for 20 years, my recognition that it was a
psychological disorder, my experiences in seeking and receiving treatment (both pharicslcaridg
psychological), and my gradual recovery from BDD (see Appendix A) have motivated me to discover
how | can contribute my skills and knowledge to educating others about the disorder. In addition, my
strong desire to increase awareness about the disorder has led to my research on health communication
topics in general, and BDD in particular. My research focus seeks to understand how indivittuals wi
mental health conditions, such as BDD, use online forums to communicate with others suffering from
similar conditions, in order to find the advice, support, and information they need to recover.

My qualifications include more than five years of academic research experience specializing in
gualitative methodology and theory. | have taken graduate courses at Colorado State Universitly in Healt
Communication, Qualitative Methods in Communication Research, Communication and IT,

Communicating in the Clinic, and Content Analysis. My professional qualifications for corglthus

52



study include more than 10 years as a website designer, Internet marketing specialist, content manager,
usability consultant, and information design architect for corporations, small businesses, aofit nonpr
organizations in Colorado. | have also taught college courses on the history of the Internet, Intern
marketing, and website design. My tacit knowledge of BDD, my 10 years of experience as an Internet
specialist, and the graduate courses | have takeSldntake me highly qualified to conduct this
research study.
Ethical Considerations

A key question when considering the ethical guidelines to use for the study is whether or not the
online discussion forum, PsychForums.com, is considered to be a public or private online support forum
(Barker & Swiss, 2011). There are multiple indications that messages are publically availsitdeihg.
First, under the Forum Rules, there is a link to a privacy policy page that states, in part:

The Forums at PsychForums.com are open to all and do not require registration. However, some

people choose to register of their own free will. These individuals are solely responsibée for

release of their private formation on this public forum...Note that all the forums and blogs are

accessible by search engines and will therefore be publicly referenced. (Psychforums.aoyn priv

policy, para. 1)

According to the Colorado State University Institutional Review Board (IRB) guidelines for
human subjects research, sites that are consitieigdpublic” are not considered human subjects
research and therefore do not require IRB approval. Fully public sites are defined as those that any
Internet user can access and search without a required login or username, and where there is a general
understanding that the information posted within such a site is public (Barker & Swiss, 2011)lifiée on
forum, Psychforums.com, clearly states that the information posted to their forums and blogs is public
and can be indexed by search engines. Therefore, IRB approval was not required for the study.

In Herring's view (2004), both the researchers and the participants of an online community are
responsible for the protection of the participaptivacy. Participants of online communities have the
responsibility to declare their online community clearly as public or private. Researcliets nemsider

the protection of participaritprivacy, even if the material is publicly accessible. Part of protecting

participants privacy includes protecting their online identity. Therefore, the researcher changed the
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screen nhames used on the site to pseudonyms, and removed any private information that could identify
individuals along with the days, times, and titles of messages (Pfeil & Zaphiris, 2010).
Reporting the Resear ch Results

Participants own words are used to illustrate the themes found in messages posted to the forum.
Thesée“personal documeritprovide information about thestructure, dynamics, and functioning of the
authors mental lif€ (Allport, 1951, p. xii). Participantgjuotations were retained in their original form,
including typographical, grammatical, and/or spelling errors. Each quotation is etbbijfithe postés
gender (Female, Male, and Undetermined). Quotations by the original poster (OP) in the threadrand fo
moderators (moderator) are further identified. When more than one message reply is jndtigled
example, messages are labeds@, 3, and 4 as applicable to signify the order in which the posts appeared
in the thread (Giles & Newbold, 2013). Pseudonyms are used for the five most frequent posters when

reporting the results from the fourth research question.
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CHAPTER 4: RESULTS

This study investigated the communication activities on the BDD forum by focusing on the
conversations that occurred in the message threads, on the content of the messages, and on the posts by
the five most active members. This chapter first describes the study artifacts, amdithes the
findings from the four research questions. The research questions focused on the messages exchanged by
participants, the personal experiences they disclosed, the types of social support sought@rahshar
the support provided by the most frequent posters. The findings from the study are presented using
guotations from the participants, along with descriptive statistics.

There were 911 messages coded for the study, including 279 initial message posts and 632 replies
(mean of 2.3 replies per initial post). A total of 2,278 comments were coded in the8§tdyere
labeled as personal disclosure and 1,421 were labeled as social support. The frequency data include both
seeking and sharing personal disclosure and social support (summarized in Appendix Table D1). The
same message often contained both social support and personal disclosure. However, mpostgitial
contained personal disclosure, and more replies contained social support (Table D2).

Overall, a total of 225 unique forum members contributed posts to the 279 threads and 911
messages coded for the study. Of those members, 99 were coded as female (44%), 74 were coded as male
(33%), and for 52, their gender could not be determined (ZBB¢)number of posts per participant
varied widely. Most members (72.4%) posted only one or two messages in the study, similaescostudi
online forums for cancer (Bambina, 2007) and eating disorders (McCormack & Coulson, 2009). For the
five most frequent posters analyzed for Research Question 4, however, the number of total posts ranged
from 46 to 103 messages. Forty-five messages were considered the cutoff for a poster toibe classif
among the most active; the next highest number of posts per individual was 30.

Members other demographic characteristics were unknown unless they were provided within the

messages. Members visited the site from multiple countries including the United Statestdtie Uni
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Kingdom, India, Canada, and Malaysia. The age range of members who disclosed their age was from 15
to 52 years old. Most members who disclosed their age were in their early twenties to mid-forties.
RQ1: Communication Activities on the BDD Forum

Research Question 1 examined the primary communication activities that took place on the BDD
forum. These communication activities on the forum can be summarized as (a) members asking about
other$ BDD experiences and seeking support, (b) members discussing their experiences with BDD and
providing support, (c) conversations in which members exchanged messages, and (d) telling personal
stories. Details about the BDD-related personal experiences that were discussed on the foeim will
presented in the research findings for RQ2, and the types of support sought and shared on the forum will
be discussed in the findings for RQ3.

Asking about Others’ Personal Experiences and Seeking Support

Individuals in the study asked about othergperiences with BDD and sought support (help,
advice, and opinions) from other members. These queries or requests could be direabrfim i@ f
guestion) or indirect, when individuals expressed uncertainty, doubt, or curiosity Wwahipersonal
disclosures. The inquiries seeking advice and opinions represented classic exampbesafidmf
seeking- an idea that has received wide attention in the communication literature in connection with
uncertainty reduction (Berger & Calabrese, 1974) and media use (Blumler & Katz, 1974).

Sharing personal experiences and support occurred more frequently than seeking personal
experiences and support. There were 136 comments seeking the personal experiences of others,
compared to 721 disclosure comments, and 260 comments seeking support, compared to 1161 providing
support. These findings are similar to previous research (Bambina, 2007; Barney et al.,\201&; FI
Stana, 2012; McCormack & Coulson, 2009) where seeking personal experiences and support were much
less frequent than sharing support and experiences with others.

Asking about others’ personal experiences. Direct questions in initial posts were asked in order
to compare oris experiences to others, such as when one member wanted to find out if anyone else had

trouble being assertivéAnyone else here have people using or walking over you because of your
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insecurities (or because you are scared of not being lik€tMparing onts experiences to those of
others has been found to be a common activity on support forums for chronic illness and camzy (Bell
Blank, & Oakes, 2006; Dibb & Yardley, 2006), and is done primarily for information seeking purposes.
Requests could also be made indigebly indicating that members wanted to talk to others who
could understand what they were going througtello, | just found this website because | am at a low
point right now and want to talk to people who understahdJncertainty reduction theory (Berger &
Calabrese, 1975) stated that uncertainty leads to information-seeking behavior, as peapigaies o
monitor othersbehavior in social situations and engage in a variety of strategies to find more out about
others. These communication strategies include asking questions about the other persasiogdiscl
personal experiences to encourage others to self-disclose (Berger, 1979; Berger & Calabrese, 1975).
Introducing oneself to the forum by disclosing personal experiences and then asking if anyone
had similar experiences wa common communication strategy used on the BDD forum, as shown in the
following example:
Female 1-OP (original poster): I’m totally new to this forum. | found it through google searches
on BDD, and thought it would be a good way to contact others who suffer from this disorder.
I guess | just really would love to hear some of your stories, personal experiences, and habits all
related to BBD
Direct questions about another persoexperiences in the replies were generally asked to find
out more information about the person when offering help and advice. The moderator in the example
below expressed concern about a male poster who was suicidal. She wanted to find out if he had seen a
therapist for help?[Name], are you getting support from a therapist at all? To help with the panic attacks
now and to tackle the other aspects of your face thdteyomhappy with?
Seeking help and support. Individuals on the forum asked for help and support from other
members. Many of the requests seeking help were direct; individuals discussed feelingiggnedy
suicidal, and wanted to know that they were not alone, as shown in the following post by a female

member “Hi, I’m new here and just looking for some help and support. Knowimgdt a complete

freak and the only one that has these thougltther members asked questions seeking help and support.
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A female member posted a message during a panic attack and asked others for help because she was
feeling suicidal:

Female 1-OP: Is anyone up or can someone talk to me®laying in bed, but | cant sleep and |

am having a panic attack...l ate some stuff today that will probably make me gain a lot of weight

and my mind is racing about everything..I feel so disgusting and worthless | dont want to be here

anymore. Someone please help me. | dont know what to do anymore. | just want everything to
disappear.

Seeking advice and opinions. Participants also posted messages to seek advice and opinions
from other members. Advice was focused on actions that individuals could take; opinions were judgments
that did not necessitate taking action. Requests for advice were usually direct and askent béfer
sharing on&s personal experiences. A common question on the forum was about how to cope with BDD
symptoms:Should | see a professional? Speak to family? Or is there another self help way of
approaching thisWhen inquiries were indirect, the poster expressed uncertainty or doubt about his or
her options:l cart decide if | should just take medication or just attempt to get counselling without the
meds”

The most striking example of seeking opinions on the forum was when individuals asked about
their perceived appearance flaws. Members asked for btignéons on their appearance despite not
being able to post personal images on the site. THe pitéicy was summarized by one of the moderators
in the directions for all members to follow:

Undeter mined-moderator 1. Due to the potentially triggering nature, sharing personal pictures

is not allowed on this forum. We hope this will help you concentrate less on your physical

appearance and more on your behavior and feelings, assisting your recovery.

The visual anonymity offered by the BDD forum did not prevent individuals from asking others
about whether or not their perceived appearance flaws were real. This was one of the most common
appearance-related questions on the forum. In the following post, a female member asked others to tell
her if her hands were too small for her body. In order to overcome not being able to post a photograph of
herself, she instead included the size of her hands and her height:

Female 1-OP: Hey everyone,’m new here, but to make a long story short, for several years now

I have had this complex about my hands. | have received the occasional comment about how
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small my hands are. | know they are small, but | am also a petite wondn atg@asured my

hand and it is about 6 inches. That is an inch shorter than the average’svbarahin America,

but I am below average height.
After introducing herself to the forum and sharing her hand and body proportions, the poster then asked
others if her hands were in thieormal’ range, based on the measurements she had provided:

So I'm wondering... are my hands in tfreormal’ range of small, or are they... freakish? | feel so

depressed over it, | have been suicidal and | just &aece living life feeling like | hav&midget

hand$ or something.... | guess | caattach a picture, which would be helpful, but hopefully you

can get an idea from the measurement | gave.

Another common question on the forum was focused on whether or not the person posting the
message was ugly or had BDfDo | have BDD? Or am | just a truly ugly girl who ¢aaccept that
shés ugly? These types of questions are considered to be harmful for those with the disorder, since
replies that the person looks fine, normal, or attractive rarely help, and will often cause the person to ask
more appearance-related questions (Phillips, 1996/2005). However, in prior work expliériagdse
other-diagnosis in user-led mental health online communities (Giles & Newbold, 2011), asking for or
about a diagnosis was considered beneficial because doing so enabled members to establish that they
belonged to the online community.
Sharing Personal Experiences and Support

Individuals also came to the forum to share their personal experiences with BDD, and provided
help, advice, and opinions to other forum members. Information sharing in the form of advice sppinion
and personal knowledge has been increasingly recognized as important in the diffusion of mass mediated
messages (Katz & Lazardsfeld, 1955) and in promotional communication (Hallahan, 2013). Connecting
to other people with similar issues can create feelings of belonging, which then becomes thereason f
remaining part of the group, and for providing support to others (Tanis, 2008).

Sharing per sonal experiences. Personal experiences were often provided in the initial pmsts

introduce members to others on the forum. Some of these personal introductions could be extensive in

both breadth and depth (700 or more words). Alternatively, other self-introductions could be brief, such a

59



when a member introduced herself and her social anxiety symptoms, before going on to describe her
current struggles with BDD:

Female 1-OP: Sosome background about myselPve been suffering very bad anxiety since

15. 1 am 22 now. It never really bothered me because my safety zone wasinparnxiety

symptoms usually disappeared when | was at home.

Okay, so moving on to problems | am having now!

Galegher et al. (1998) found that most of the personal narratives in Usenet groups wetcelsrertt,

and pointed. This is similar to most of the self-introductions in the study messages, efgdirief and
focused. However, similar to Walther and Btg/¢?002) findings that online self-disclosures can be
extensive in both breadth and depth, some of the personal introductions posted on the BDD forum were
also longr (more than 1,000 words) and contained extensive details about the’pé@ackground and
experiences.

Whereas personal experiences in initial posts served to introduce new members to others on the
forum, disclosures posted in the replies helped people relate their experiences to thoss, ainother
indicate that they either agreed or disagreed with the advice they were given. In thefpirarnple,
the female poster replied to another member by expressing that she had similar experienceqgith feeli
ugly:

Female 2: hi i am so00000 tired of being ugly too. so very tired of it. and its hard a lot of times,

when i have to look in a mirror or see a picture of myself and i just really dont want to fbok at

(my image) anymore. i feel like my soul belongs in a different body, a predty on
Sharing similar experiences in replies to membi@itial posts is typical in mental health forums because
doing so establishes that the person is in no way abnormal and that she or he also suffers from the same
condition. Thus, sharing similar experiences fulfils the primary function of the online forpnowiging
empathy and establishing the normative nature of the experience (Giles & Newbold, 2013).

Another member used his experiences to provide evidence about why advice offered by another
poster was not helpful, since he had already read the books that were suggested. He then went on to

describe his personal coping strategies, which were not to care about gpfiEms:

Male 2-OP: | have both the books you mentioned and it tido much comfort me other than
show me all the other types of bdd that are out there. | did read thé&Aioeace Valué which
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was pretty good as it dealt with a guy that had facially disfiguring cancer and | could relate more

to it. The best | can do | guess is just try to not give a $#%”" about what other people think. | hope

some day, | have the emotional strength it takes to be that kind of guy.
The poster above replied to another member by rejecting his advice to read books on BDDedHe relat
more to a story about a person who was facially disfigured due to having cancer. Distancitidromese
others with the same condition is a common coping technique for individuals who feel stigmatized by
having a mental health disorder (Chronister et al., 2013).

Providing help and support. Members also posted statements meant to help alleviate’others
symptoms and suffering. For example, when individuals revealed they wanted to commit suicide,
participants usually responded by providing hope and reasons to keep living, as shown in the following
statementiNever give up on you, you are a human being and just doing the best with the knowledge you
have, keep going, the days become brighter | promis& Jany members indicated that they
appreciated the help and advice that was provided on the forum:

Male 1-OP: | would like to say that this is the first time | have tried seeking advice/help from

total strangers. | discovered this forum while browsing another website and was astonished by

just how big and helpful this community is.

Offering advice and opinions. Members also shared advice with others on the forum. Most
replies containing advice were offered after individuals shared their debilitating apjgeseiated
symptoms in initial posts. For example, one male poster responded to anoduztive BDD
experiences by advising the person to get clinical treatment:

Male 2: Get treatment. Even if you durbelieve me about the way you look, you still recognize

that you have a disorder and the distress caused by BDD is unbearable. At least get that distress

dealt with. There is no reason you need to suffer through that.

Offering advice and help in response to othpreblems with BDD was a common activity on the forum,
and advice could be offered even when not directly sought by the original. gtssepattern of offering
unsolicited advice in response to personal disclosures was also found on a mental health forum for
individuals suffering from bipolar disorder (Vayreda & Antaki, 2009).

Sharing ongs opinions also occurred in the initial posts and in the replies. Personal opinions were

defined as judgments about the actions, ideas, and beliefs posted by others. One member, who was
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convinced he was ugly rather than suffering from BDD, believed that there was one objective standard for
beauty. As a result, he replied to the member who wanted to know if she was truly ugly or had BDD by
telling her that if she lacked beautiful features, then she was indeed ugly

Male 2: Beauty and ugliness are pretty objective. They basically come down to a few factors:

1. Symmetry 2. Proportion 3. Sexual Dimorphism 4. Coloring (e.g, smooth, even skin or healthy

red lips) 5. Low body fat. If you have all of these, yetseen as beautiful. The fewer you have,

the uglier you are
Many posters, like the male above, believed that they did not measure up to societal standards for
physical beauty. They believed that only two appearance standards existed: beauty or uglineps. This ty
of black or white thinking is typical of individuals with BDD (Phillips, 2009). Believingt there is one
objective standard of beauty to which one does not measure up is a demonstration of internalized stigma.
Internalized stigma is the devaluation, shame, secrecy, and withdrawal triggered by applying negative
stereotypes to oneself (Corrigan, 1998).
Conversations on the Forum

Conversations on the forum were evident when one person posted an initial message and other
members replied to the original poster and/or other members within the same thread. Mositadlthe i
posts (97.9%) received at least one reply, with the median number being 3 replies per post. Members
shared their personal experiences in the initial posts (80.6%); 225 of the 279 threads began with
members BDD-related experiences. In contrast, most of the advice, opinions, and help were posted in the
replies, when members responded to questions posed by others (80.4%); 508 of the 632 replies contained
statements offering advice, opinions, and help. Only 19 initial posts did not receive any septiesif
these initial messages offered unsolicited advice, opinions and/or help, and in others sna@hoer
clearly ask for help or advice from others.

The conversational nature of the forum was readily apparent in the fact that theed®er
message threads in the study where the original poster (OP) responded to other members (38.4% of th

279 message threads) within the first three replies (others might have responded in subseigeenitrepl

coded in the study). Most of the replies by the original posters were by female members (€4, f&mal
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males, 9 undetermined gender) and contained answers to afhestions and/or more personal
experiences witBDD. Sometimes the original poster also continued the conversation by asking a follow-
up question, or expressing gratitude to those who had responded. In 31 of the message replies (27.4%),
the original poster thanked other members, as shown in the following example:
Female 3-OP: Thank you so much! Logically | know | should go to a doctor about it, | have a lot
of symptoms of hypochondriasis that my friends are telling me to see someone about as well, so |
suppose | can talk about both whém khere. | meant to do it today when | was at the doctor for
something different, but | got too nervous!
Other posters acknowledged the advice they received and then asked for more advice, sometimes
on a different topic. In the following message, the original poster thanked the person for her response,
acknowledged that she would use the treatment advice she had received, and then askezh&hipela

advice:

Female 3-OP: Thanks for responding to my post. | will mention it to my therapist next time | go,
since this really is a big time waster for me.

| have a question. What do you do if people in your life are unknowingly making you feel
bad/self-conscious about your looks? | have dark blond hair, and even when | was younger |
remember wishing to be a brunette like the majority of my family. So since | think bromia hai
prettier, | already was dabbling in dyeing my hair and stuff. But then | started dating my
boyfriend, and he says he thinks brunettes are hotter than blondes. Even thiswsglidHen not
blond (I disagree, my hair is too light to classify as brown), I still feel likerlot the girl h&d

like to have and’im not pretty enough for him’d like to tell him to not say things like that, but
I’ll just sound oversensitive. So what do | do about stuff like that?

Most of the replies posted by members were received in a positive manner by the original posters
However, some original posters disagreed with the opinions and advice they received from other
members, especially related to their appearance. This occurred when the person posting theicthessage
not believe that his or her perceptions were distorted. The original poster below teokitssanother
persons assessment that his nose obsession was caused by neurological defects in his brain:

Male 4-OP: thanks for your comment again.

| agree with most of what you are saying. Defect in visual processing does take a large part in

BDD but it seems that there is indeed a mild deformation of my nose. . .’t thiok what | am

seeing is unrealistic. | could understand that you guys may really have the neurologicat part in
but for me it would be very tiny to even non-existent.
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Disagreements between posters could also arise arigeperson believed that the advice given
by others was not appropriate. Some forum members provided advice that would be considered unhelpful
for people with BDD, such as ways to improve ‘sr&ppearance using steroids, plastic surgery, and
dermatological procedures. For example, on the topic of how to deal with being rejected by women, one
male poster recommended taking steroids and going to the gym as a solution. A third male poster replied
to both the initial and second posters by discouraging the use of steroids:

Male 3: That is awful advise to give somebody. If a woman says she does not like a guy who

takes steroids then she means it. Taking steroids will NOT make you appear more manly and it

won’t boost your confidence.

My advise is, dott take [Male 2s] advise.

[Male 2], you come across very shallow with every tifyjou have said.

According to BDD clinicians and researchers, attempts to improve a pepuysical features
are rarely helpful in alleviating BDD symptoms, and can cause symptoms to worsapg,F20109).
Fortunately, when posters gave poor advice to others, either the forum moderators or other members
would offer advice that was more in line with professional clinicians and therapistastorce, in the
previous example, another male suggested that the original poster get clinical tréatmegnhis
symptomsGo to a doctor, tell them you have BDD. Its not easy to do but you will never regret it once
you finally take that step.Thus, the BDD forum differed from pro-anorexia forums (Haas et al., 2011),
where members primarily reinforce rather than discourage harmful behaviors

Many researchers of online forums and chat rooms contend that they facilitataalialog
merely individual monologues (Bambina, 2007; Flynn & Stana, 2012; Giles & Newbold, 2013;
Savolainen, 2011). Conversations were evident on the BDD forum where all but 19 of the message
threads contained replies, and about one-third were by the original posters within thesrseplies.
The original posters primarily responded to other members by sharing their personal eegpeaiet
offering gratitude for the advice and help they received. These findings that the fonarilpicontained
helpful replies to othetgosts, rather than statements that reinforced éthews advice or negative

comments, is in line with studies for both physical and mental health conditions (Bambina, 2007: Flynn &

Stana, 2012; Mo & Coulson, 2008).
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Telling Personal Stories

Beyond self-introductions and sharing personal experiences in the form of anecdotes, participant
also shared their personal stories with other members on the forum. These personal stories formed
naturally-occurring narratives that contained characters, a conflict, and a beginning, middle, and
conclusion. A narrative has been definedtasy cohesive and coherent story with an identifiable
beginning, middle, and end that provides information about the scene, characters, andrasdhct;
unanswered questions or unresolved conflict; and provides resdl(floompson & Kreuter, 2014, p. 1).
Twenty-three personal narratives were identified in the study, and one of the narravangidered a
second story that echoed the ideas in the previous post. Few studies have researched naturatly-occurri
narratives in forum conversations (Giles & Newbold, 2013), most health communication studies focus on
the impact of constructed narratives within media campaigns (Kim, Bigman, Leader, Lerman, &
Cappella, 2012Slater & Rouner, 2002

Twenty-one members (16 females and 5 males) posted personal stories on the forum. Most of
these“storytellers posted between 1 to 14 messages coded for the study. However, one of the storytellers
posted 46 messages; she was one of the five most frequent posters in the study (see RQ4). The storyteller
posted narratives that contained past events, characters (including family membegsificainsiothers),
and conflict situations that concluded with theselkng or providing support to others.

Based on the content of the posts, there were three primary reasons that storytellaygtemme t
forum to post messages: first, they came to share their stories in an anonymous settinfpaitbbut
being stigmatized; second, they came to seek help and advice from others who understood their struggles;
and third, they came to help others by sharing their stories about recovery from BDD. The veil of
anonymity on the forum enabled storytellers to reveal their most intimate feelithgsiirite stigma of
sharing them with friends and loved ones. This was especially important for individuals in therstady si
family members and friends often could not understand the reasons why they felt ugly, wherethey oft

looked objectively attractive.
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Introducing the scene and conflict. The storytellers typically started their narratives by
introducing themselves and/or describing the story scene and conflict. For all but ondestomyte
posted a story about his recovery, the conflict involved the suffering caused by their BDDragiript
the following two examples, the female storytellers started their narrativesdsling that they were
alone and struggling with negative emotions:

Female 1-OP: I’m new and have not posted in this forum before. First off, my sympathy to
anyone who has or may have BDDmlsending you all good thoughts.

I think | have Body Dysmporphic Disorder. | am at the point where it is making me think about

killing myself. If my family or friends knew what | was thinking they would hit the roof.

Female 1-OP: Hello, | just found this website because | am at a low point right now and want to
talk to people who understand... My boyfriend is out of the apartment for the weekend so | have
spent a good amount of this time just staring in the mirror and recording video after video of
myself. . . | caft stop crying, | feel like’m going to throw up. And | have to be to work in less

than 2 hours,’in scared to know how tHatgoing to go with me being so emotional.

The two storytellers above also introduced the conflict situation: the first peesthinking about

killing herself, and the second was depressed and worried about her emotional state. In addition, they set
the scene for the stories: the first poster was alone in her suffering because rstteshaded her suicidal
thoughts with family members and friends; and the second was alone because her boyfreendivas

the house for the weekend.

Describing the characters. Most of the storytellers cast themselves as the protagonists, with
parents, friends, and peers at work or sclagtihe antagonists. The exception was one male poster who
told a story about his girlfriend with BDD, and asked members for help and advice. The othetes®rytel
revealed that family members either did not understand their condition, obotedrio their symptoms.

One storyteller attributed her body image disorder to comments from her father abougher wei

Female 1-OP: | had an eating disorder when | was 16, and ended up extremely sick. My dad

encouraged it by telling mérou’d be so much prettier if you wereso chubby and similar

things. And when | finally started losing a ton of weight (I was 125 originally mind you) My dad

would tell me how | was so pretty etc. The positive attention caused me to continue and get
worse.
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Significant others provided support that was well-meaning but ineffective for reliappearance

concerns. One postsrboyfriend advised her to get help for bipolar disordy boyfriend has told me
many times that he thinks thain bipolar because of the extremes which my mood changes between. Of
course, he couldhpossibly understand why my mood changes.

Resolving the conflict. For most storytellers, the resolution to the conflict they described was
posting to the forum and asking for help from others who understood their concerns. One of the frequent
posters wanted to know who she could turn to when she feeling suicidal, since she did not want to burden
her boyfriend and her friends did not know about her condition

Female 1-OP: | have no friend who knows about my BDD, | cannot take the load out, | am

exploding. Where should | turn in emergencies like this?? | was seriously scared today of my

mental health. | am preparing for a long sleep now, and avoiding all contact what so ever with
talking to boyfriend again tonight. | must straighten my suicidal mind up!! $#%"!!! . . . Come to
think of it, this was the reason | joined the forum in the first place. | was at bottom dditforstr

But its different today, today its like | have realized there is....no....way....out.....

Pretty please, anyone give some hope..?

Thirteen of the 21 storytellers ended their posts by expressing how distressed they wiagepuerg
suicidal. The moderators, most frequent posters, and other members responded by offering advice,
sympathy, and empathy for their struggles. The most frequent poster responded to the previous
storytellefs plea by suggesting that she get some sleep and tell a friend or family member about her
condition. Another poster suggested that writing down her thoughts could be beneficial, lgspre thed
forum wherée‘everyone understands your strugdlds.response, the female storyteller thanked them
both and wished time good night:

Female 4-OP: Really thank you for taking the time to reply and trying to give some relief, | dont

think as you say that any friend could in the end possible relate.

Wish you both a good night..

Recovery from BDD story. One of the male storytellers posted a narrative about his hair loss
obsession 2 months after he started therapy; later he posted another story discussing his rtec@very af
months of therapy. The story started with his past struggles, described how he had had a mental

breakdown, went to therapy, and was overcoming the symptoms of BDD with medication and clinical

treatment. He concluded his story by confirming that the positive outcome had been worth the effort:
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Male 1-OP: So, what do i think of the treatment i received? It worked. | still take medication

everyday but i havéhbeen to my therapist in over a month, and for a long time, i was going less

and less, because i diimeed to. Still some minor, lingering symptoms but i’titeel like i

have BDD anymore. | am happy and calm and this is the best my life has been for yeats. It isn

easy but even if it had taken 10 years, it would have been worth it.

The male storyteller above used the forum to document his struggles but also his success with
therapy. He could have served as a positive role model, thus increasing the chances that other members
might also seek clinical treatment. One of the strengths of narratives is thgirtal@ngage audiences;
research has found that compared with predominantly informational methods of presentation, narratives
can lead to stronger emotional reactions, greater identification with the person diarimgssages, and
increased engagement (Thompson & Kreuter, 2014).

Second story. There was one second story identified in the study, which is defined as a personal
story that follows another story in a sequence in order to demonstrate empathy and understénitiaeg wit
first storyteller. Second stori€echd previous stories by referring to and elaborating features of earlier
stories (Giles & Newbold, 2013, p. 486). The second story posted to the forum echoed anothetsmember
desire to bé&the most beautiful woman in the watltbr her boyfriend:

Female 2: Your text really struck a cord with me, because you've expressed very well what it’s

like. Isn"t it weird how a person, probably on the other side of the world, can express exactly how

you feel yourself?

| have the same problem in my relationship right now (it's my first and I'm 24). With wamting t

be the most beautiful girl in the world / for my boyfriend, completely crashing down as soon as

you see a beautiful women leaving you feeling completely worthless, and the porn thing. The
problem is my boyfriend is quite a good looking guy with lots of money, who's had a model ex

(6ft tall, blonde, skinny) and who once told me that my body wash’t up to scratch (weighing 114

pounds).

The female poster then described her most recent issue with her boyfriend; she hadragké&elpiher
by giving her compliments but he had refused, so they had gotten‘ipig fight.” She continued the
story by disclosing that her boyfriend also liked to watch porn. This was a problem bédapseted
her self-esteem:

And then the porn thing, | sorta get it, | really do, when it applies to other people. | would never

tell another women that it’s because there is something wrong with her, for him it’s pjosabl

a form of foreplay. But when my boyfriend does it it makes me feel so $#%" about myself.
Because the women in those movies are not beautiful, theyre trashy and usually not even fit. But
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then again, he has cheated on me with a prostitute once (as | know of, could be many more
times). Even though, at that time, | has sex with him up to 6 times a day whenever we met, all just
to please him and make him not stray (my father destroyed my family and left me after having
cheated on my mother, and after that didn’t want any contact with me).
She ended her story by complimenting the previous poster on her ability to express herself, and noted that
she valued intelligence in other people, but could not see value in her own intelligence fThis sel
deprecating comment concluded her narrative about herself and her adulterous boyfriend:
| don’t really know what to say to you, just that yaiobviously very intelligent being able to
express yourself the way ywe done. And | know that it seems that in this world that counts for
nothing, but for some people it does. For me it does. Just not when it comes to myself.
About half of the message replies in the study contained personal experiences that echoed those
of the original poster (41.3%). However, only one poster in the current study shareddistecy that
formed a narrative, containing a conflict, characters, and a conclusion. This finding initiattes
exchanging personal experiences is a common activity in online forums, but sharing naturatiggpccur
narrativeds rare. Recovery groups, such as Alcoholics Anonymous, use second stories to reinforce that
members share the same struggles (Sacks, 1992). In online forums, posting experiences that echo those of
other members may serve the same purpose, without requiring a narrative format to be effective.
Narrative researchers argue that there is value in studyirgnial stories that people share
about their daily experiences (recent eveintslaturally occurring conversations (Bamberg, 2011;
Georgakopoulou, 2006). These small stories are contrastbeijtstories or life narratives that are
commonly elicited through research interviews. Small stories are considered valuable to stusly beca
they help people to form a self-identity, and in the case of the forum, they reinforced thdtaddiv
shared common experiences with other members.
Summary of Findings about Communication Activities on the BDD Forum
The primary communication activities on the BDD forum were (a) asking about the personal
experiences of others and seeking support, (b) sharirig owa personal experiences and providing

support (c) engaging in conversations, and (d) telling personal stories. The communicatgiestr

employed by individuals included asking direct questions to solicit étegpgriences, help, advice, and
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opinions, as well as seeking help and advice indirectly by expressing uncertainty and dtdipamar
also shared personal experiences, help, advice, and opinions with other members. Sharing personal
experiences can also be considered a way to indirectly seek support from others (Bambina, 2007;
Eichhorn, 2008; Tichon & Shapiro, 2003).

Participants motivations for posting to the forum were usually not disclosed. However, thirteen
members included information about why they posted messages in their self-introductions. ®ee mem
wanted to contact others with BDEI’m totally new to this forum. | found it through google searches on
BDD, and thought it would be a good way to contact others who suffer from this di$ofshather
member indicated that she had been lurking for a while and decided to post a message on her journey
towards recovery‘After reading this forum for a while | feel strong enough to reveal my problems
although im ashamed of it as weéll.

Dholokia et al. (2004) found five primary motivations for consumer participation in online
communities: purposeful value; self-discovery; maintaining interpersonal connecogtsl
enhancement; and entertainment. Individuals who posted to the BDD forumtdifirebothers who
understood their experiences and to seek and share support. Thus, the motivations for posting to the
forum include purposeful value (seeking and sharing ctlesrseriences), for self-discovery in terms of
writing down onés experiences and comparing émexperiences with those of others, and for
maintaining interpersonal connectivity by seeking and sharing support with other members.

The current study also adds to research on naturally-occurring narratives in online support
forums, since the stories identified in the study adhere to the definition of a rapratiided by
Thompson and Kreuter (2014). Personal narratives are differentiated from persodatemeachich do
not have a narrative structure. The storytellers in the study shared their stwittg@®D and their
desire to overcome symptoms in order to feel normal again. The members who posted stories about trying
to recover and about overcoming BDD symptoms could have served as positive role models for change

(Thoits, 201] since they were actively engaged in coping with the disorder.
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RQ2: Personal Experiences Disclosed about BDD on the Forum

Research Question 2 asked what personal experiences with BDD individuals disclose on the
forum. Personal experiences include a pestaelings, thoughts, and behaviors about oneself and life
events (Derlega et al., 1993) that they self-disclose to others. Three-quarters @fal#hessages
posted to the forum contained membgrsrsonal experiences with BDD symptoms, including feelings of
self-hatred and shame. The personal experiences requested and disclosed on the forum were focused on
three broad areas: peopleppearance-related feelings, thoughts, and behaviors (impact oBBE);
symptoms and social relationships (impact on family, friends, dating/relationships, gebfcand
recovery from BDD (diagnosis, treatment, coping, overcoming symptoms). Comments ab®ut one
appearance were more prevalent in the study (360) than those about the impact of symptoiss on one
social relationships (197), and about recovery from BDD (300). The results for the syralatiemti-
comments are presented first (appearance-related concerns, behaviors, and impact on pgiligonal life
order of prevalence, followed by the recovery-related comments (diagnosis, treatmduatipsafd
coping strategies).
Appearance-related Disclosure

Most individuals in the study were extremely preoccupied with perceived defects or flaws in the
physical appearance. Forum members often disclosed feeling ugly and expressed dislike orlteatred eit
towards their overall appearance, their face and/or body, or particular features. Thisdiigtis with
the key characteristic of the disorder, which is classified by a preoccupation with appearant¢eaflaws t
cause clinically significant distress and impairment in social situations (APA,.ZRihd)ar expressions
of self-loathing (focused primarily on weight) were present on pro-anorexia sites that encourage
disordered eating behaviors (Chang & Bazarova, 2046s et al., 2011).

Appearance-related concerns. The most common appearance-related concerns disclosed in the
study, in order of prevalence, were about’sriace, facial features (head, skin, nose, jaw, teeth, and hair),

being generally ugly, and otsbody shape and size. Individuals described feeling ashamed, angry, and
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suicidal about their appearance, seeking or having plastic surgery to fix perceived appkavanaed
behaviors such as mirror checking, reassurance seeking, and social comparison.

Feeling ugly and hating ofeappearancddembers frequently disclosed feeling ugly and hating
their appearance. The belief that they were ugly and/or physically disfigured resydtetidipants
feeling anxious, depressed, and ashamed about their appeadtanéalowing female poster believed
that she was ugly, and as a result, that she would never have a boyfriend. She was obsessed with looking
in mirrors and wanting to change herself because she felt inadequate. These thoughdsdsarlt
feeling“sick’ and depressed about her condition:

Female 1-OP: Hello everyone i suffer with BDD. | am a very ugly looking person and feel that i

will never have a boyfriendsi look so horrible. | am a young person from London.

| always feel inadeqaute and whatever i do is not good enough and i always have to keep looking

at mirrors etc not because i am happy with my image it is that i am unhappy and want to change

myself all of the time. | just feel so sick with these thoughts.
The obsessive thoughts that are characteristics of BDD do not have to be focused on spdcific facia
features or body parts (Phillips, 2009). The perceptions of ugliness can be all consuming and result in
feelings of hatred for ongoverall physical appearance.

One female poster could not name any one thing she hated about herself, since she hated
everything, and listed all her perceived flaws. The parts of her body she wanted to fix could change from
“week to weeK. This illustrates how persistent and pervasive BDD thoughts can be. As a result, she felt
that life had‘passed her Byand she had nothing to look forward to:

Female 2: For me | hate everything about myselinlugly and weird looking. | couldheven

begin to list everything | would change it really is everything. | do get more obsessive about

certain parts but it can shift and change week on week. For me | hate my’sasenky and to

the side. | hate my hairline;$ttoo high and weird. | would like a hair transplant. | would like

laser on my skin as’# awful with spots and broken veins. | would like an eyebrow lift as’tdon

like my eyebrows.’d like filler in my eyebags, round my mouth and in my lipd.dlso like lipo

on my jaw and a chin implant. At my most extreme point | also wanted jaw implants and cheek

implants but ve got past this now. | hate my boobs as my nipples are too low s@iht an

uplift. 1 would like liposuction on my legs as well. | hate my legs, i have broken veins, stretch

marks and short fat legsn absolutely obsessed with wrinkles around my eyes arichas |

getting older im petrified of ageing. | currently have 7 eye creams that | use humerous times a

day. Fm afraid of smiling and am obsessed with lighting. 'tamen watch certain programmes

on tv as it triggers my obsessions. | feel life has passed me by and there is nothing to look
forward to.
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Like the two female posters above, individuals in the study often expressed feelings of self-hatred and
shame due to perceiving themselves as ugly or physically unattractive. However, some posters were not
convinced they were ugly, but felt that people judged them on their appearance. Thus, their perceptions of
their body were based on how they believed others viewed them.

In the following example, a female poster was convinced that people were calling her ugly in
public. She asked others on the forum if they had similar experiences and wanted them to explain why
this occurred:

Female 1-OP: Does this happen to you where people will say you are ugly in public? It has

happened to me several times in my life. I'd@ven find myself that ugly, why would this

happen to me? The thing that upsets me the most is when little kids say it because | know they

really mean it. Adults say it to me too and sometimes pretty girls will laugh at me like they fee

bad for me. | get so angry but that makes people even happier. Does this happen to anyone else?

Does anyone have any idea as to why this would happen to someone? Trustmoe,TIHAT

ugly. It has taken its toll on my self-esteem and my gender life - bus dnadther story.

The uncertainty about why people were calling her ugly in public caused the female poster above to seek
answers from other members. She was hoping to find other members who shared her same experiences,
or could tell her why it was happening. Asking questions and/or disclosing personal experiences to
encourage others to share information (Berger, 1979; Berger & Calabrese, 1975) is a common method
that individuals use in order to reduce uncertainty about a situation or another person.

The desire to find others who could understandappearance concerns was one of the
primary reasons that individuals posted messagt® forum. Another question that a male poster had
was why the thought of being ugly distressed people on the forum so much. The reasons given by
participants revolved around wanting to be loved and accepted, rather than rejected by othes member
society

Male 1-OP: | am interested to hear what it is about being ugly that distresses people so much. |

am not saying anyone here is ugly, but that is what we fear. What is it about being ugly that

distresses you so much?

Male 2: The fear of being embarassed or outcast, | think the fear of somebody seeing your flaws
which you try to hide, that would be the worst kind of distress.

Female 3: i am trying to figure that out as well. being ugly to me, means being un wanted,
unloveable. For me, | put so much emphasis on looks, and my looks put all the weight on my
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worth. | feel like becausérh ugly | have no importance in this world and that | tde

successful. Yet at the same time, the rational part of me knows thatusnooks areh

everything. Ugly or beautiful, everyone is important and beautiful in their own way.

I think a lot of people with BDD, including myself just think that unorder to be happy, we have to

be beautiful. its a vicious cycle.

Undetermined 4: OK, well my BDD was spurred by very chronic bullying which started about 5

or 6 years ago (im 15 now). | suppose the prospect of being ugly distresses me so much simply

because of the fear of rejection, (like the bullying).
Many individuals in the study, such as the posters above, feared being rejected due to their perceived
ugliness. These feelings could have been caused by the social stigma placed on individuals with physical
deformities. Stigma has been defined as an attribute that is deeply discrediting to & pexdahidentity
(Goffman, 1963). Participants in the study with BDD symptoms believed that their appearance was
disfigured in some way and thus feared rejectiofifmrmal’ members of society

Appearance concerns affected both men and women in the study, including feeling ugly and
hating onés perceived appearance flaws. According to BDD researchers, some concerns tend to be more
prevalent in males compared to females, such as fear about hair loss (Phillips, T20€©%as evident in
the study when male forum members specifically adddesancerns related to hair loss. The following
male poster knew that his thoughts about balding were irrational, but he was unable to extinguish them.
He was in therapy for BDD, so had awareness that his perceptions were not true, yet he was still worried
about losing his hair. He believed that the reflection he saw in the mirror was accurate becainggr the m
“cant” lie:

Male 2: My BDD involves hair loss. This has been going on since | was 15 yearsragtj |

now. Even though hair loss in ones mid-teens in extremely rare, even though my Hair hasn

seemed to change at all in the past decade, even though everyone | know says that | am not going

bald, even though | have been to a doctor who said | show no signs of hair loss, even though |

have been diagnosed with BDD and told that | have severe perceptual distortions, it igistill har

for me to believe that | am not losing my hair most days. Because what | see in the mirror is

reality. How can it not be? | know what | see, the mirror i
The thoughts about losing his hair caused him extreme anxiety, despite the fact that mosheftiée t

and others did not perceive that his appearance had changed. This example indicates that although people

with BDD can acknowledge that their thoughts are irrational, that knowledge does nbestoquights
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from occurring (Phillips, 1996/2005). Thus, having good insight (APA, 2013) that a person has BDD
symptoms does not by itself help a person overcome them.

Body appearance obsessions (size, shape, weight, height) afflict both men and women with BDD
(Phillips, 2005). Individuals may feel they are too fat or may be concerned about looking too thin. One of
the male participants lost weight and felt better about himself, but thought his heedl tookarge for
his body as a result. He disclosed his concerns and sked i others on the forum had similar
experiences and how they had caped

Male 1-OP: The problem is, even if | in a way feel better about myself and think my body looks

better, | dort feel like everything adds up. | feel very weird now when | look at myself and like

something is wrong. | dohknow if this is just because it takes time to get used to it? One thing

I’ve been thinking is that my head vs my body looks odd now, | have a pretty big head and so |

feel it looks weird on a smaller frame than when | was bigger overall.

I want to know if other people here has been through some similar experience when losing weight

and how it turned out for you, was it a temporary issue with getting used to your new looks or has

it caused problems for you ever since? How did you cope with it?

Another female poster had also lost weight and Hamkeect BMP® yet was still obsessed about
her appearance. She received lots of compliments about her body, but felt anxious because she still had
terrible self-confidence, and constantly talked about her concerns with her friendg, &diboyfriend.

This caused her more anxiety because she was afraid that they did not understand her behavior and
thought she was looking for attention. She started the post by asking for others to share their stories and

experiences related to BDD:

Female 1-OP: | guess | just really would love to hear some of your stories, personal experiences,
and habits all related to BBD.

I’m a 20 year old girl who really has nothing she should be complaining about at all (and this just
makes me feel even more selfish for feeling so terrible at times). | guess | should stgiridpy sa
was bullied throughout all of my school years for my weight. After leaving school, t &bt i

Now | have a perfect BMI, receive many compliments from people, yet | still have.. just plain
awful self-confidence® .. . | cant go five minutes without thinking about my weight, | always

talk about it to my friends, family and boyfriend (this causes me more anxiety somefsnes j
because’m afraid they doit understand and thinkrh looking for attention), | feel severe guilt

for eating anything | deem as bad food and | work out obsessively.

Like the female poster above, other people in the study were also afraid that family membées@dsd f

would think they were seeking attention if they continually talked about their appeacsoesns.
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People with BDD may fear that seeking assurances from others will be mistaken for varsty darbt
disclose the real reasons behind their concerns to family and friends (Phillips, 2009). Inub&sasi
on€s secondary group (Thoits, 2QXfay be able to provide better support due to sharing similar
appearance concerns.

Feelings of guilt, anger, and acceptance. As shownin the previous examples, feeling ugly and
being obsessed with perceived appearance flaws caused individuals to feel extreme self-hatred, shame,
depression, and anxiety. Other notable responses were guilt about being the causdlaivsnanger at
being rejected by others, and acceptance ofsangliness as a blessing from God.

A young man felt extreme guilt because he had tried to fix moles on his face with a commercial
product that left'4 large noticeable scérsstead. He recalled getting advice from a dermatologist to
leave the moles alone, but had persisted and now experiéhoaghts of extreme gufltabout what he
had done. He had spéfmtcouple thousand dollars at a plastic surdoying to remove the scar§he
guilt and regret about his actions left him suicidal and depressed more than 2 years later:

Male 1-OP: Before | decided to do this, | had gone to a dermatologist to remove them [moles].

She told me not to do it, that it was not worth it, that the scars could look worse; hehawoeed

been echoing in my mind ever since. So, | put this cream on all 4 moles (all on the right side of

my face, except 1 on the tip of my nose) because the dermatologist would not do it herself.

Needless to say, the cream left 4 large red craters on my face. After that, people ¢asastay

face (especially family) wondering what the hell happened. My mother even at one point told me

| ruined a“beautiful’ face. Since then, | have spent a couple thousand dollars at a plastic surgeon,

trying to remove my mistakes. Not a day goes by whamibbt kicking myself for whatve

done;

Other participants who felt they were ugly as a result of their fate, radrethtir actions,
responded with anger and frustration. The desire to vers oegative feelings without asking for
support did occur in some messages coded for the study. For example, venting emotions is considered to
be a common coping strategy for individuals suffering from stressful situatiansr(is & Folkman,

1984). Venting on's emotiondias been found to result in both positive and negative adaptive outcomes
(Wright & Rains, 2014). For women in a breast cancer online support group, venting anger and sadness

resulted in less depression and a higher quality of life after six months of participatioeasvher

expressing anxiety had the opposite effeatiferman & Goldstein, 2006).
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In the following example, the female poster used all caps to emphasis the extreme frustration and
anger she felt about her fate, and her horror dtrtienstet staring back at her in the mirror:

Female 1-OP: | am ugly, | am hideous, SO STOP LYING!

If I wasnt men would at least give me a glance.

If | wasnt people wouldt look at me with that horror look on their face.

If | wasn't | wouldnt see These DARK , DARK PURPLE RINGS AROUND MY EYES THAT

MAKE ME APPEAR TO BE DEADLY OR SERIOUSLY ILL!

If | wasn’t | would be desired by men . Or at least Lusted after.

| would have friends.

| wouldn’'t see what | see in the mirror.

A monster staring back!

SO BEFORE YOU TRY TO MAKE ME FEEL BETTER BY TELLING MEM NOT UGLY...

spare me.

Because | already Know | am.
The female poster above did not receive any replies to her message during the study. Angry posts or post
without a clear request for help were often ignored or engendered few replies fronmfenuipers. This
example indicates that even among‘timegroup’ of weak ties (Granovetter, 1973, 1983) on the forum,
there were accepted social norms that guided when support would be provided or withheld from other
members. This is consistent with findings that turn-taking in conversations genegalles a question
to be the stimulus for a response (Sacks, Schegloff, & Jefferson, 1978). The female poster clearly
indicated that she believed she was ugly and did not ask for help, leaving forum members with few
options to help ease her suffering.

Rather than lashing out in anger and frustration at her fate, one of the participdrtsdccept
her perceived ugliness as a blessing from God:

Female 2: well.....i am trying to learn to wear my ugliness as a badge of honor, which is

extremely hard to do, but i definatly think God made me ugly because he wanted to bless my

soul. not my outer body which will rot someday, but my soul. i wish thatgily peoplé& would

be able to‘wear their ugliness as a badge of hdnor
She was deeply religious and compared herself to Jesus, who was also orfegif/theople; and a

social outcast:

God thought i was special enough to be ugly like Jesus was, and to learn the life lessons that
many beautiful people will never figure out (like how to treat other people reguardless of how
they look, like how badly it hurts to be judged on something yott cantrol, like how it feels to

be a social outcast). ooooooh yes i think that God loves ugly people, God loves an underdog.
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The female poster above identified herself asagial outcastdue to her belief that she was ugly, but she
choose to accept her fate as a blessing from God. Acceptancésdtmmatizing conditioras a
“blessing in disguiseis another coping strategy that people may use (Goffman, :1%#8)may also see
the trials he has suffered as a blessing in disguise, especially because of whatliasdeffering can
teach one about life and peopl@. 11). However, for some individuals in the study, their suffering was
too great to accept or ignore. The desire to alleviate their negative thoughts and feelgswyed
individuals in the study to consider suicide as a last, desperate solution to end their suffering.

Suicidality. The desire to ends otsesuffering by committing suicide was a reoccurring theme
messages coded for the study. This finding reflects the high rate of suicidality found in peoplBivith B
symptoms. Available evidence indicates that approximately 80% of individuals with BDDexqeeri
lifetime suicidal ideation and 24% to 28% have attempted suicide (Phillips, 2007). The desirartid
suicide was fueled by a range of emotions including shame, depression, guilt, and anger. Shame was
based on feeling that it was wrong or selfish to be so focused tmappearance. This is referred 0 a
the“double whammy of BDD: people not only have distressing thoughts they cannot control, but they
also berate themselves for having those thoughts (Phillips, 2009, p. 61).

The“double whammy of hating oneself both for otseperceived flaws and for being so focused
on them can make it almost impossible for those with BDD to disclose their deepest féaesstosach
as family and friends. One female participant felt liké‘idiot” for hating herself due to her appearance
flaws, and the same time, admitted that she felt too ugly to live:

Female 1-OP: | hate the way | look, and | am starting to hate myself for looking this way. |

dor’t hide away all the time. Although sometimes | do. | will lie to my friends and’sagdt
around when they want to meet up, because’t tamdle what seeing them does to my self-

esteem on a given day. Whenever | see them, however | might be feeling that day, my self-esteem

will always shoot down 100% because | am reminded that they are beautiful, | am ugly, and that
is how it will always be. | rue the day | joined Facebook, because now my stupid face and body

are there for the world to see. | feel like an idiot for saying what | have just said, because | have
studied psychology, philosophy and education in quite a bit of detail, and | know that there is so
much more to our existence than what we look like. | am going to die someday, so why am |
wasting my life feeling like this? The problem is that | feel too ugly to live.
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A male forum member disclosed that thinking about his kids kept him from committing suicide.
His greatest fear was that he was obsessed with his appearance and was also physically ugly. He felt self
loathing, hatred, and suicidal about his looks, interspersed with periods of acceptance. He ended his pos
by sharing hislove and supportwith others who were also dealing with self-image issues:

Male 1-OP: | definitely have suicidal thoughts quite a bit. That is scary. Most of the time it is
thinking about seeing my kids the next day that keeps me going. [...] | oscillate between
hatred/self-loathing/suicial thoughts and getting by acceptance. Never better than #e&t. Stre
exacerbates the problem. Of course, my fear is that yes, | am obssesed with my looks but | am
also *right* about my appearance. you can be both you know and that is my greatest fear.

My love and support to anybody else dealing with these self image.issues

Most of the participants who had plastic surgery were disthand suicidal due to the results. In

the first example, a male forum member disclosed that he would never forgive himself fay pjektic

surgery to trim his jawline. The outcome left him more distressed about his appearance. He wanted to get
a second procedure to fix the first, and planned to kill himself if thadfdile felt that the surgery had

left him uglier than before:

Male 1-OP: | feel like | will never forgive myself.

I’ve been told’im attractive my entire life. But | obsess over certain features on my face that |
hated. My nose, my flat cheeks, my javelin

| impulsively decided to get a plastic surgery procedure to trim my jawline. Yes, | cut off my
freaking bones. And | really regret it.

| used to have a strong, defined jawline. Now Weak and uneven with a droopy chin.

I look like | aged 10 years.

| don't know how | will ever forgive myself.

| am going to try to get reconstructive surgery next month.

If | can’t improve it, | have planned to kill myself in the next few years.

I will probably drive my car off a cliff and pretend it was an accident, and give alsssts to

my mom.

| car't imagine living with this face anymore. This face | destroyed. | was born with it, | could
accept it. But because | paid $$$$$ to alter it and ruined it, it now looks unnatural and weird and
NOT ME. | dorit think | can ever accept it. | wake up every day wanting to die. | look in the
mirror and have panic attacks. The only way out is to end my’lifeather be dead than live

with this ugly face | butchered.

Another member responded and echoed the concerns of the original poster about wanting to get a second
procedure to fix the results from the first surgery. These types of responses were consideseddnde

stories by Giles and Newbold (2013). She was also suicidal and believed that the plastic surgiry had le
her face unrecognizable. Both her mother and psychologist recommended that she not get a second

surgery but she could ntget her life back on tralafter the first surgery and hated the results:
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Female 2: oh my gosh me todm feeling the same way - | got a nose job and | hate it so much.

It’s not me anymore in the mirror. | cadeal with this change and | think about suicide every

day. | did not know that | should not have done this but when | think back, | see all the signs for

someone who should not have plastic surgery. itdarow how to deal with it and all the advice

| get is to move on and accept it but when | look in the mirror | just.dasorit feel like myself

even when’im not looking in the mirror because when people look at me mawébndering

what they see. I8 so strange and horrible. | ¢aget my life back on track. | want a revision so

bad but my mom said | should not and my psychologist said that will not make me happy and

they sound like they are right but | ¢abhe happy with this.

Both of the previous participants were dismayed at the results of their plastic surgerg leeausge

they saw in the mirror was now unrecognizable. The second m&pbst expressed empathy and
understanding with the suicidal feelings of the original poster. This is one of theatitaghs of online
support groups; members often reinforce negative feelings and behaviors shared by others. In a similar
manner, individuals in studies of pro-anorexia (Haas et al., 2011) and self-harm websitesK\&hal.,

2006) disclosed potentially injurious behavior that was echoed by other members; ¢hibetor

members served as models for risky health behaviors.

Compulsive BDD behaviors. The desire to change ds@ppearance using cosmetic surgery was
commonly disclosed on the forum, along with other BDD-related behaviors, such as checldéng one
appearance in mirrors and photographs, questioning others about perceived flaws (reassurange seeking)
and comparing orie appearance to others (social comparison). According to Goffman (1963), another
way that individuals witta physical deformity (or in the case of BDD, a perceived physical deformity) try
to cope with their condition is by having plastic surgery to correct the defect.

Plastic surgery. Some members on the forum endorsed having cosmetic surgery as a way of
feeling better about their appearance, despite the poor outcomes expressed by the posters above.
However, forum moderators and others reminded people that plastic surgery was not recommended by
professionals to fix their appearance concerns. BDD researchers have found that even when surgery is
successful and individuals feel better about one part of their body, the image obsession moves to a

different body part or parts (Sarwer & Crerand, 2008). This was the concern expressed by a one of the

frequent posters who had contemplated fixing his nose with surgery:
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Male 2: i think about surgery often, butve been regurlarly told that it widrachieve anything,

one way or another i will scrutinise something elss.thie nature of the business and i had a

think about it the other day, if i fixed my nose i would probably move onto my ears or something

even though i have very little issue with them right now.

Other study participants wanted to find out if having surgery would help ease th2irdkided
thoughts and feelings. In the following example, a male poster wanted to know if anyone on the forum
had plastic surgery and liked the results, or had surgery antd &8S’ upset with how they looked.

Another member replied that he had had multiple procedures and did not feel worse about his appearance
However, he still believed that he watog ugly’ and admitted that the surgeries had not helped his
BDD:

Male 1-OP: My question is: has anyone EVER had surgery with BDD and liked the results?

Scratch that, has anyone ever had surgery with BDD and been unhappy with the

results/preoccupied with something else but overall LESS upset with how they look?

Male 2: | guess the best way to put it is that | have, for , 50 flaws that | feel make me god awful

ugly. So I try to go down my list and correct each one. And yes, | have had extensive cosmetic

surgery to correct many of my flaws with great success. Do | still have bdd after all the surgeries
and procedures and alterations? Yes. Why? Because | may have only eliminated 20 or so defects
off my list, so | still believe | am dog ugly, but not as severe as befoftremsformatioii. | do

not feel my surgeries have worsened my bdd.

Another poster also responded and warned that she had gotten a rhinoplasty procedure thateeade her f
worse about her appearance. She had wanted toebetiful naturallyy but getting the surgery had

dropped her self-esteem, which was why she joined the forum. She realized in hindsight that plastic
surgery could not make anyone more beautiful:

Female 3: No, | got a rhinoplasty in November and its made my face wérsalisgusted with

plastic surgery. In fact, the rhinoplasty has dropped my self-esteem 10-fold asdvtinat m on

here. | remember being insecure, but the plastic surgery has made me so much more insecure. |

was hoping to become more beautiful naturally, as | seemed to be doing in mydabetdo

seems to be going backwards agdim, 32. Plastic surgery cdmmake anyone beautiful, | never

saw that before, it just ishpossible.

Despite their attempts to fix their perceived flaws with plastic surgery, most panticiended up feeling
worse after the procedure(s). Another compulsive behavior that can leave people withrBRénsy

feeling trapped in their perceived ugliness is the habit of checking mirrors and photdgripti®ut if

on€s appearance has changed for better or worse since the last encounter.
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Mirror and photograph checking. Individuals in the study often had a love-hate relationship
with mirrors and photographs. They reported spending hours studying their reflectiorons @and
obsessing about their perceived defects. The key reason was their belief that thélpesatrlie,” so
even if they liked some aspects of their appearance, looking in mirrors caused them to $eedhei
ugliness. Studying ong image in mirrors and other reflective surfaces is a common BDD-related
behavior: researchers have found that 87% of people with BDD undertake this behavior (Phillips, 2009).
The following examples illustrate the mirror obsession/mirror avoidance cyclsotinat
individuals with BDD undertake, and the ritual of comparing’simage in mirrors and photographs.
The original poster asked if anyone else on the forum had trouble knowing whatethigy’ looked like.
She felt that she did ngtook humari in photographs but could look pretty in mirrors:
Female 1-OP: Does anyone else on this forum almost have trouble knowing what they really
look like? There are days | can look in the mirror and look pretty, and then have my photo taken
and see the photo and look grotesque. . . | want to cry every time | see a photo of myself next to a
friend and | realize that | doineven look human. It is so confusing to me, like every day | look
different, but the way | look is so fragile that if the weather is off or if | eat something hsavy
appearance completely changes. And then there is the fact that | look completely different
depending on the mirror | am looking into.
In contrast to the poster above, who felt she looked pretty in mirrors, another female responded that she
hated looking at her reflection in the mirror. Doing so caused her to spiral into a maniac depressiv
episode that would leave her sobbing all day long about her body and her life in general. She was caught
between not wanting to be seen in public due to her appearance, yet felt even worse if she stayed inside
all day:
Female 2: | also have phases @hirror obsessiohand‘mirror avoidanceé.l have periods where
| deliberately doit look in mirrors or any reflective surface because | kntivibé sucked into
that whole cycle of mirror checking, and | ¢atake it. But of course sometimed tatch sight
of myself, be really shocked by how ugly my body is (or legs, in particular) #drskitd me
spiralling into‘manic depressiveepisodes wherér just sobbing all day long about how I look,
the pain of living in this body, and usually my life in general and how $#%" it is, for instance
being too afraid to leave the house, yet feeling even more depressed if | stay in all day).
The mirror often became a trap that caught individusgtention for hours at a time. Another trap

was becoming obsessed with how their image could change in photographs compared to mirrors or other

reflective surfaces. The uncertainty caused by the difference between their perceivezhappear
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mirrors and photographs caused some individuaskéamily members and friends to confirm whether
they were truly ugly, or if their perceived flaws were real. This behavior isedftaras reassurance-
seeking in the BDD literature (Phillips, 2009).

Reassurance-seeking behaviors. Reassurance seeking about’srepppearance is one of the
compulsive behaviors characteristic of the disorder. However, providing assurance that the pesson look
fine rarely helps and often leads to more reassurance-seeking behavior (Phillips, 200f)amariticthe
study seemed unable to reconcile the image in the mirror with the kind words they received from family
members and friends. As a result, like the following male poster, people came to the fégetrstume
advice from people who have experienced this as no-one else | know can comprehend what | am going
through right now’

Most loved ones confirmed that members looked pretty, handsome, and even beautiful
Unfortunately, such responses were often met with disbeliefjg#apght others were lying in order to
make them feel betteForum members wanted to believe what they were told but their reflections in
mirrors seemed to confirm their ugliness. One of the female participants on the forum exihresse
disbelief she felt when her boyfriend and others told her she looked pretty:

Female 1-OP: | believe that | am ugly, fat and revolting, and will never be anything more than

that. People tell me | am pretty. My boyfriend (god help him) tells me | am beautiful every day.

He might as well be telling me the sky is red, not blue - it means absolutely nothing to me. Every

time someone tells me | look nice, or | am pretty, | want to punch them, kick them, scream at

them and call them liars, because | know ittisue.

Reassurance-seeking questions by individuals with BDD are asked in an attempt to reduce doubt,
uncertainty, and anxiety about their appearance concerns. Many people with BDD never disclose their
appearance concerns, but about half (54%) frequently question others about how they look (Phillips,
2009). People who posted to the forum often valued the advice and omhtbes peers over feedback

from their family and friends, because the answers provided by primary group members seemed

inappropriate or even dishonest.
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Another male participant spent hours looking at his face in the mirror and told his parents how he
felt about his appearance. They responded that he Vgaod-looking lad yet he believed they had lied
to make him feel better:
Male 1-OP: | now spend most of my time either looking in the mirror, looking at pictures of
myself and trying to pick out flaws or looking up surgical corrections on the internet. Eytpar
have noticed this and | have told them about the way | feel but they just do not believe that | can
feel this way and say things likbut your a good looking l&d| of course think that they are
saying this just to make me feel better.
In the same message, he disclosed that a plastic surgeon had also assured him his face looked fine and that
he did not need surgery:
| felt so bad the other week that | booked a consultation with a plastic surgetshexhot words
were“l cannot find a problem and your face is actually more symmetrical than most jeoples
Get this though, | actually convinced myself that he was lying for a period of time. |
CONVINCED myself that a professional wisamain job is to identify and correct anomalies in
the face was lying to me to make me feel better. Then | thought to myself, what would he have to
gain from lying. He is a complete stranger to me who would obviously benefit from the
identification of a facial problem or defect as | would pay him to correct it. But instead, he
actually advised against surgery.
After expressing incredulity at his own disbelief about the surgatiagnosis, the poster confessed that
he did feel better for 2 days, but looking in the mirror made him feel ugly again:
This made me feel good for maybe 2 days. As always though, | am always 1 look in the mirror or
1 less than friendly remark from someone (that ddesren have to have anything to do with my
looks) to make me start feeling ugly again.
As shown by the examples above, telling individuals with BDD that they look fine does not allesiate t
negative feelings about their appearance. Instead, comments that the person looks fine can result in
further reassurance-seeking behavior. Even after his parents told him he was good-looking, the male
poster above wanted to get feedback from a plastic surgeon. However, neither the assurances from his
parents nor the plastic surgeon had lasting results.
Social comparison. Another behavior that can have harmful effects on people with BDD is
comparing on&s appearance unfavorably to those of others, asiofodels and acte. According to

Festinger (1954), individuals in an achievement-oriented culture tend to compare their abilities t

someone they believe to be slightly superior (upward social comparison) for motivational purposes.
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However, this upward social comparison can also take place on other dimensions, such asa person
physical appearance (Wheeler & Miyake, 1992). Social comparison to others who are viewed as superior
can either be motivational (for people with high self-esteem) or can teus&o feel worse (for people

with low self-esteermWheeler & Miyake, 1992).

Upward social comparison on appearance often left individuals on the forum feeling worse about
their perceived appearance flaws. Social comparison by study participants took place with media images
such as models and actors, with friends, and with other forum members. One of the partioifzant
forum eloquently described the pain and suffering that resulted from engaging in upward social
comparison:

Female 1-OP: | feel like crying all the time. | see so many beautiful, beautiful girls around me

everywhere | go, and | will never ever ever be as beautiful or thin as them. One of my closest

friends is beautiful. She has perfect skin, perfect teeth, and a perfect body. She is evenything | w

never ever be. She is successful too, in her career. | feel it is her looks that have made her that

way, because | am also well-qualified and experienced, yet | never seem to succeed, career-wise.
| feel that the way | look is dragging every other part of my life down with it.

Male as well as female posters compared themselves to’adpeesarance and this caused one
male poster to feel suicidal as a result. He compared his appearance to actors and other mewaghen he
out in public with his girlfriend. As a result, he was convinced that he would never achieve #leaf lev
physical attractiveness, which was extremely important to him. Despite having a girlfriend, he wanted to
get plastic surgery to fix his entire body:

Male 1-OP: | have suicidal thoughts if i see an attractive male actor i could never achieve the

level of psychical attractiveness, i want to try to be over obsessed about my looks...then i think its

not worth it because i can never achieve this and proceed to eat a mass of foucdéavany

movie with my girlfriend with an attractice lead or male in general of any kind’t gario the

beach or river because of other guys without their shirts off and my girl complains about not

doing anything fun, i damthink she fully understands.l want plastic surgery really bad,but im

afriad and its so expensive it would probably put me in debt’t dant to live with these facts

anymore, its not just one part of my bottys ALL of it.

Posts could also contain comparistmsther forum members, despite photographs and images of

oneself not being allowed on the site. As a matter of policy, forum moderators did not allow members t

post personal images due to privacy concerns and the potentially harmful behaviors that doing so could
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trigger in others. However, despite the moderatoest intentions, members compared their disliked
appearance features to those of other members.

The following examples demonstrate that people assumed ‘diéstigres were more attractive,
based only on their verbal description. Comparing®appearance to others took place despite the visual
anonymity offered by the text-based interactions on the forum. A female poster discloskd trebs
bump on her nose and wanted to know if others on the forum had the same problem. Another member
offered to“swap’ noses with her, due to wanting a larger nose:

Female 1-OP: Oh man...lve got a serious problem with my nose. Does anybody else?

| want to feel better about it, and my counsellor sayspretty and | know most people think |

am, but | dort. | almost dort want to not think its ugly because | feel likd be tricking myself

because | know | have a bump on my nose when | turn to the side. Even if it was a little bit

smaller Id be happy.

Undetermined 2: I’ll swap you your nose for my nose. | have a small nose and frequently wish
it was bigger.

The drive for social comparison was so strong that one member compared herself to another
female poster who was experiencing suicidal thoughts. The initial poster expressetbhaeethody
and a desire to end her life, without directly asking for support from others on the forumernot
member declared that her body and face looked worse, without having any physical basis for camparison

Female 1-OP: | feel like | am falling down a pit and screaming but no one can hear me. | hate my
body so much.. | dohwant to be in it anymore. | want this pain to end. | just want to die.

Female 2: my body looks worse than yours. ever since i was 10 i never wore anything that is not

long sleeve or close to long sleeve and ETC youtdarow how it is like to unable to wear any

kind of cloth except super baggy ones also even though my body looks teisibkciind

problem, first problem is with my cursed face

Research has shown that upward social comparison contributes to the maintenance of BDD
symptoms through individudlgsompulsive need to compare their body parts with those of others, often
concluding that they are less attractive (Phillips, 2009). Many BDD patients report collectimzjmeag
pictures, videotapes of particular media celebrities, or photographs of themselves a¢aagsath

compare their appearance (Neziroglu et al., 2008). Comparing is one of the most common BDD

behaviors88% of individuals with BDD engage in social comparison (Phillips, 2009).
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Despite the visual anonymity offered by the forum, individuals were driven to compare
themselveso other members. This behavior could be explained by the hyperpersonal model of
communication, where the receiver reads a selectively self-presented message by the sengemdsd res
in a way that reciprocates and reinforces the athanline personae (Walther, 2011). Previous studies
have found that individuals compare their health condition to those of others in online foruimzi (el
al., 2006; Bunde, Suls, Martin, & Barnett; 2006). This finding adds to research on social comparison
online by demonstrating that upward social comparison on appearance can occur based only on cues
within another persda written self-descriptian
BDD Symptoms and Social Relationships

BDD appearance-related symptoms disclosed by individuals in the study included feelings of
self-hatred, depression, social anxiety, suicidality, and behaviors such as mirror-checking, reassurance
seeking, and social comparison. Participants also disclosed that family members eitheheauBBDt
symptoms or were affected by their appearance concerns and behaviors. Relationships with friends were
also impacted due to the social anxiety people felt about having their perceived flaws seen in public.
Dating was also difficult for study participants due to men and women feeling tomuggyattractive to
the opposite sex. Choosing a career where the person would need to be on stage, or holding down a job
that required interactions with other people, were also obstacles faced by individualsudyhe st

These findings reflect the considerable evidence that BDD-related thoughts and behaviors often
become barriers to living a normal life. The appearance concerns characteristic of the disardeecih
extremely difficult for individuals to maintain relationships with family membersnél$, and significant
others. In cases where symptoms are severe, people with BDD may be unable to attend work or school,
due to the social anxiety they feel about being seen in public (Wilhelm, 2006). As a result, they become
socially isolated, which is one of the reasons why posting to the forum was helpful for members.

Family membersand BDD. Both men and women on the forum shared personal experiences
about the role that family members had in contributing to their BDD symptoms, and the tingract

symptoms had on their relationships with family members. As a result, the secondarfTtatsy
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2011) provided by the forum enabled individuals to disclose the impact the disorder had jrintiaeyr,
in-person groups. In the following example, a female poster revealed that her mother was diagnosed with
borderline personality disorder and was also extremely focused on her appearance. As a result, the poster
believed that her mother had contributed to her BDD symptoms:

Female 1-OP: | dorn't know how much of my BDD is genetic or as a result of my upbringing,

probably both. My mother was diagnosed with Borderline Personality Disorder when | was little

and also kind of displayed fears about her appearance, much like | do. She was also very beautiful
and had very high standards about how | should look. | was a very beautiful child and was put

into beauty pageants and modeled for several toy companies but, for some reason, when | turned

13 my face completely changed and people started telling me | was ugly.

One of the male patrticipants on the forum blamed his father for his obsession with losing this hair. Ten
years later, he clearly remembered the insensitive comment that his father had maderagpoungHald
when he was 16 years old:

Male 2: | had really bad BDD related to hair loss for about 10 years now. My dad told me | was

going bald when | was 16 and | never was able to shake that moment. Of course that is nearly

unheard of and | have the same amount of hair today, which is the same amount | have always
had, so my dad is an idiot but that didstop me from losing my mind.

Parents with BDD were concerned that their image-related obsessions, behaviors, and perceived
flaws would either be passed on to their children or were interfering with the padeilitg to be good
caretakers. One father in the study felt guilty because his symptoms were causing him to bela poor r
model for this son. He described the shame, anger, and depression he felt about his perceived flaw, as
well as the dichotomy between his outward appearance (a big strong tough guy) and his inner self (a weak
pathetic excuse of a man). He was too ashamed about oné‘fefdtiges to name it even within the
anonymity of the forum:

Male 1-OP: Hi everyone dott want to say my name, | am 26 | have a lovely little son’lbut |

so wrapped up in my own fudged up world igjot to a point where i cdrhave fun with him or

do what a normal dad should do for his son. I love him to bits but the majority of my Time Is

spent looking in the mirror or feeling bitter and angry or depressed etc.....

He then went on to ask himself and others, rhetorically:

What kind of a roll model am i? | Rarely go out and when | @oadbly because | have to. | am so

deeply upset and hurt by my self image |'devant to do anything or go out or have fun because

all I think about is what people think of me. | am very ashamed of one of my features that | don
want to share it... Butin even more ashamed of the fact that | am no role model to my son. | am
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kind of a big strong tough guy on the outside but on the inside i am weak perfetic excuse of a
man, whether my obbession with my physical defect is imagined or real the point is | should be a
Man and not let it bother me becauses itot fair for my son.
A similar message was posted by a mother who was contemplating suicide due to her symptoms
not improving after having plastic surgery and years of clinical treatment. She was wWatiedrt
depression and appearance obsessions were having a negative impact on her daughter, but knew that
committing suicide would leave her daughter without a mother. This is another examplédufubie
whammy’ of BDD (Phillips, 2009), where individuals feel guilty about the impact their behavior has on
others, while also being depressed about their perceived flaws
Female 1-OP: | have had bdd for almost 17 years and | cant take it anymore. Had plastic surgery
and wasted most of my life as | find no joy in anything as im so convinced | look ugly. | have an
amazing daughter but | can see that im starting to transfer my insecurities on to hers.this kil
more than anything and honestly feel like she will better off if im not around. | so badly cannot do
this anymore....the depression is too much to handle....after trying cbt and ssris for years | cant see
any way out. Im planning my next surgery but | know it probably wont make me happy,.im losing
hope and im terrified for my daughter...i believe that if im alive | will mentally scar her s i
troubled...or | will take my life and she will have no mummy at all.
Although some members reported being able to share their struggles with their family members,
others confided that doing so was not helpful because they wanted to project an outwastheppéar
being strong, capable, and normal, like the father above. According to Albrecht et al. (1994)ethere ar
costs in soliciting and accepting social support in personal relationships, since asking fioayhelpke
people appear weak or less competent, and thus result in stigmatization. As a result, some individuals
(like the parents above) chose to disclose their shame and despair on the forum, where they could remain
anonymous and keep their feelings hidden from their children.
Impact on friends, dating, and intimate relationships. Due to the shame and embarrassment
many individuals in the study felt about their perceived ugliness, they cancelled plasgmwiiicant
others and friends to avoid being seen in public. However, they were often reluctant to disclose the

reasons for their anti-social behavior to others. The following example is fromegosiér whose

friends were confused and upset by his avoidance behavior. He felt guilty and asked forum members how
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he should respond. Another poster empathized with his predicament and confessed that she also avoided
telling her friends about her BDD symptoms:

Male 1-OP: But for now, Im having a lot of problems with my friends. | sometimes make plans
with them that | cait then make, because ... | doknow how better to say it than | dont look
good enough to go out. Some of my friends are likde, | havert seen you, try and corhe

My best friend however, | tell her | carcome out and she replies with something like, why???

Female 2: I’m kind of in the same boat, my friends are like thataod it sucks. Do your friends
know about BDD? Mines ddhand Im constantly making up new excuses but my friends are at
their limit and they get really annoyed with me ndn slowly losing them all, | have only one

true friend and my boyfriend, they are the only people i like to be withpsadt complaining

because for me thatenough but is hard to try and make excuses and stuff to not socialise with

other people.

Another example of the impact that BDD can have origlife and relationship was expressed at
length by a female poster who suffered from multiple symptoms, including depression and an eating
disorder. She was not able to stay in school or attend work due to the severity of her BDD sympgoms. O
part of her realized that she wa$gmod looking girf but her desire to lookperfect’ caused her to spend
hours putting on makeup only to cancel plans at the last minute. Her boyfriend (bf) dismissed her
concerns so she turned to BDD forum members for advice:

Female 1-OP: Now at 26 yrs old’m still struggling ...l cancel most things ...nights

out..dinners..birthdays...lunches...anything really..because it takes me hours to get ready and i end

up crying and panicking and hating myself. One part of me knows Im a good-looking girl and
another part of me carstop thinking about all my flaws. | feel the need to be perfect in every

way and because i cdrbe ..i cart leave my house’rh so depressed and sad and have nobody to

talk to about it..my bf just thinksrh being a baby but he doésget how severe this is. job
opportunities...school opportunities...social opportunities..all ruined by this. . . Everyondssees th

perfect person and thinkdn so lucky for my life and my looks but nobody knows how much i

hate everything inside and just am done with it all.... itcgpend the rest of my life like this and
i don’'t know what to do.

Men on the forum tended to feel distressed due to not being able to attract women faruhting
sexual relationships. Female posters were most concerned about the impact their behaviors had on
significant others. The following male poster liked everything about his body butfgled and helpless
by his ugly face. Having an ugly face distressed him because not being handsome made him unattractive

to women. He metaphorically compared his image with the portrait describle ficture of Dorian
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Gray (Wilde, 1993), where the protagonist remains youthful and attractive, while his poxiredt ever
more hideous and grotesque with age:

Male 1-OP: | love life. | really do. | love everything about myself except for one thing tho. My

face. It is the one thing | carchange and feel trapped in. All my other imperfections | accept. |
am 64” tall and muscular. | have sculpted my body into a Greek statue of fithess. | am smatrt,
funny and passionate.

But my face is the one thing | carthange and canseem to accept. Andstkilling me. To get

by, | have avoided looking at my face in pictures. When | have to look in the mirror, | take out
my contacts or dim the lights. | have gotten by like this for years. It has enabled me to project
confidence and function.

But one look at a picture or glance in a mirror, afgllike the story of Dorian Gray...my
confidence shrivels and | realiZeé been living a lie,
I’m also a guy, which makes it hard. Men ddalk about this stuff.

He was keenly aware that women (in his opinion) are more attracted to’a faea than to his body, and

felt that strong facial features provided physical capital (Shilling, 1993) that he would never have. Even
having a body like &Greek statue of fitnedsand being‘smart, funny and passionatgid not minimize

the importance he placed on his face. Being handsome was more important to him than being wealthy or
powerful, and though he appeared strong and muscular to himself and others, he felt helpless because he
could not change his face, hide it, or work out and make it better:

But all my life, P've been hyper aware of the importance of male handsomeness itstoday
society. And by that, | mean facial handsomeness. It dossem to matter that | have a great
body or am tall or am funny or smart..vd observed that initial female attraction seems to be
heavily influenced by male facial attractiveness. This is not a swipe at women, | LOVE and
respect women, and harbor zero blame on women. | thsjugt nature.

I think men and women are both visual when it comes to attraction. But from my observations,
animal magnetism when it comes to female sexual selection on a purely visual basis seems to
revolve around a mans face more than his body. Otherwise every guy pumping iron at the gym
would be considered hot....which obviously’'idnue. Men however seem to look at a womans
body more. Meaning a woman with an average face will still be considered hot by a majority of
men on a visual basis based on her body.

Money or power might make average or even ugly men more attractive....but that knowledge has
never brought me any solace. No Matter how much money | Tebskjll know | was ugly. It

really sucks. My face is like a prison | caascape. | cahchange it. | cait hide it. | cant work

out and make it better. | am stuck with what Ive got....dsdhte most helpless feeling in the

world.
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Unlike other males on the forum, this poster did not view plastic surgery as an option to fix his
face. He believed that his body was malleable and could be improved through a regiment of wegght lifti
(Pope, Phillips, & Olivardia, 2000; Thompson, Keinberg, Altabe, & Tantleff-Dunn, 1888jhat his
facial features were permanent and ugly. Another aspect of this message that isrgigmitieapostés
intense desire to be attractive to women. As he noted, most of the time mMetaléaabout their
appearance insecurities with other men. Posting a message to the forum enabled him to confess to other
members why he felt inadequate as a man without needing to reveal his true identity. His feelings were
similar to another male poster whgpressed hatred for his weak jawline because he wanted to be
sexually attractive to women:

Male 1-OP: Anyway, I've thought about all this stuff for years. Why do | do this? What is the

real core belief driving my BDD? | ddnhate my jawline because of my jawline. | hate it because

of what it symbolizes: that | am not sexually attractive to women. That | am not one of those men

that women look at and feel sexually attracted to. | have no idea why that is such a huge deal to

me but it is. And thas really the core of my BDD: a feeling that my ugly, dorky face makes me a

valueless pariah in the sexual marketplace. Those are the truly painful emotions underneath it all

A female poster also felt she had an ugly face and spent hours every morning applying makeup.
She had not let her boyfriend see her without‘h®ask’ during their four year relationship. She was
worried that her boyfriend would leave her due to her ugly face and BDD behaviors, but was also
exhausted from constantly having to wear makeup to hide her perceived flaws:

Female 1-OP: | think my biggest fear is to loose my fantastic boyfriend because of my problems,

or that he will agree with me that i do look ugly without makeup. Or that people will go around

saying how can that handsome guy be together with that ugly girl. My boyfriend has during these

4.5 years together never seen me completely without makeup, allthough | have reveled an eye or

eyebrow for him once in a while. Not even him saying he prefers me to have less make up, or that

he will love me no matter how I look, is it changing the way | feel.

Not all members who posted to the forum suffered from BDD symptoms. Two male posters
wanted to learn how to help their girlfriends with BDD and asked others to sharexiheriiences. One
postets girlfriend had recently ended theelationshig‘for no reasotiand later confessed to him that she

felt like a“crazy’ person due to her BDD symptoms. Female members responded by describing their own

experiences with BDD symptoms, including how ugly and worthless they felt:
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Male 1-OP: My girlfriend has been recently diagnosed with BDD. She has recently started
thinking that she is no good for me from what | understand about 4/5 days ago she broke up with
me for no reason. Just out of the blue after calming her down and discussing it with her | found
out the above reason she thought | could do better and didnt want to go outonathya‘mad

women etc. . . Tonight she broke up with me again this led me to google (wikipedia was no help)
but i did find this forum. How can i comfort her and make her understand how much I love her
and want to be with her?

Can anyone help me with how they felt having suffered/suffering with BDD? or even people who
are in the same shoes as me?

The second poster confessed that she felt lileazy mad womahwho would never let anyone get
close to her:

Female 2: | thought Id tell you what its like for me and mabey that will give you some insight

as to how your girlfriend is feeling.

| constantly think about how unattractive | am, how worthless | am and it ’doestter how

many times people try to tell me differently, | dohelieve them. | think they are just saying it

because they feel bad for me.

When | look in the mirror it makes me want to scream, and cry.

You said crazy mad woman,thetlso howi feel! And tar’t ever imagine anyone wanting to be

with me, | never let anyone get close.

The third poster feared that men who wanted to date her were not trustworthy because she did not believe
they could be attracted to her:

Female 3: | dor't know when you haveritten it but 1 will reply. I was diagnosed as BDD last

year. | can understand her. | have a worse situation. | cannot love anyone, beacalise | don

believe men. | think they are teasing with me or they are waiting something else like abusing

sexually so | hate men who want to date me. | didave a serious relationship and | am 24.

The impact of having BDD and related conditions, such as social anxiety and depression, can
make it difficult for those with the disorder to get or stay in persondloehips. The individuals in the
study often complained about having problems in their primary relationships with friends and significa
others. Thg chose to reveal theitrue selveswith other members, since fatteface interactions can
impose costs for disclosing negative aspects of oneself, such as disapproval from farbiysreard
friends (Bargh et al., 2002).

Impact on job/career. Both male and female posters to the forum also exchanged experiences

about the impact that BDD had on their career and job aspirations. One of the most frequaeragcesder
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others on the forum to disclose if their symptoms impacted their career plans. Her arhbitichanged

from wanting to be a surgeon to a psychiatrist so she could help others with BDD:
Female 1-OP: | was curious to see to what extéfgeling ugly’ can impair us to reach our goals
and ambitions in life. | see myself as a very ambitious person and has always been. | believe there
is nothing | cannot do. Unfortunately the last couple of years my condition of feeling ashamed of

my looks have impaired me to live fully my capabilities, realized that it affects my daitpdi
much, so | had to cut down on some of those highest ambitions.

Another frequent poster replied that she also had changed her career plans and no longer wanted to be a

dancer due to her appearance concerns:

Female 2: Mine have changed! | wanted to be a dancer, | went to a dance school and | loved it!
But it became to hard for me to perform in font of people, | got distracted from what | was doing
because i was so concerned about how i looked! | cut down on my time spent in class because |
felt so uncomfortable in front of all the other people there. So at 16 | quit andt relalfy dance
anymore. But | dott really mind to be honest, | think if it didrwork out then it wash ment to

be.
A male forum member disclosed that his appearance concerns had impacted his ability to advance
in his career. He compared himself to his friend who had made millions by starting his own company.
This example shows that upward social comparison (Wheeler & Miyake, 1992) by members could take
place on aspects other than appearance, such as career success, status, afthéc@igeposter asked
if others on the forum had been able to fulfill their job/career potential despiteggtB®D image
concerns:
Male 1-OP: Is there anyone here who is able to fulfill their potential when it comes to jobs/career
opportunities despite BDD/image concerns or does it prevent you from even working at all?
| ask because | read about an old friend from school who | was in the same classes as back in high
school, he was quite a bit cleverer than me | admit but he has his own consulting company now
which has made him a millionaire. | however have had to just settle for a very basic office job
doing admin work because | domave the confidence due to my image issues to do things where
attention is on me. | get so self conscious when eyes are on me, fearing being seen/judged as
ugly/unattractive.
The previous quotes taken from male and female posters to the forum reveal that BDD poses a
challenge to those with the disorder, in terms of the struggles they go through to cope with symptoms and
communicate with others in their primary support group. The BDD forum may be thenesolyrce to

disclose feelings of ugliness and shame, and share their experiences with BDD symptoms and how the

disorder impacts their lives, careers, and personal relationships.
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Recovery from BDD

Individuals in the study expressed the desire to recover from the disorder and to live difeormal
Recovery from a mental health disorder is definedagrocess of change through which individuals
improve their health and wellness, live a self-directed life, and strive to reach thpotéuitial
(Substance Abuse and Mental Health Administration, 2011, para. 3).The first step for many was
diagnosing themselves with a mental health disorder for which they could receive supportiirom the
peers on th&DD forum. Other members disclosed that they had received a clinical diagnosis while they
were in treatment for BDD symptoms or for comorbid disorders, such as depression and social anxiety.
Three members disclosed that they had been diagnosed by family members or friends.

Many participants expressed the desire to receive clinical treatment, but had experieneed barri
to getting effective treatment, such as low knowledge levels among clinicians about how to recognize and
treat the disorder. As a result, they sought and shared coping techniques that did not régssienab
support, such as journaling, exercise, and thinking positive thoughts. Some forum members were in the
process of receiving clinical treatment, and shared their experiences with treatnwy, aptiuding the
benefits they received. Two forum members, who were recovering from the disorder, revealed their
condition publically, one by posting information about BDD to Facebook and another by writing a book,
in order to raise awareness and encourage others to seek help.

Diagnosis by sdlf, friends, and family members. The most frequent type of diagnosis on the
forum was self-diagnosis; more than 43 participants disclosed that they diagnosed themdeRBOwit
by searching for information on the Internet, reading the liBD symptoms posted on the site, or by
reading othersexperiences on the forum. Members discussed their BDD diagnosis when introducing
themselves to others on the forum, in order to find others who shared their symptoms. Disclosing
symptoms also signaled to other members that the poster could be considered péin-gfrthgs’

(Goffman, 1963) of stigmatized individuals on the forum.
One way that individuals diagnosed themselves with BDD was by doing Internet research. The

female poster quoted below introduced herself to the forum by verifying that she belonge@bD
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forum due to her symptoms. She confessed that her insecurities apjpeanptetely irrational to
everyone she knew, and wanted to nfe&te and interestirigpeople on the forum:

Female 1-OP: | have never been diagnosed with BDD but after conducting a lot of research | do

believe that | suffer from it and that | have for quite some tifme nlot going to go too far into

detail in this post as’ié a simple introduction post but | do have several insecurities that seem

completely irrational to everybody else. . . . | would love to meet some nice and interesting

people who | can talk to and relate to.

Getting diagnosed with BDD or self-diagnosing oneself with the disorder was important to forum
members. A BDD diagnosis verified that members belonged on the forum, and could help to explain their
irrational feelings, thoughts, and behaviors. Giles and Newbold (2011) note that memberseof onli
support communities place importance on diagnostic criteria to form a group identity. Rarappéeal
of having a mental health diagnosis lies in its ability to explain behaviors that athearwise leave
individuals open to blame and personal accountability (Giléewbold, 2011). The young woman
above diagnosed herself with BDD, and disclosed that she had done so when she joined the forum, in
order to find others who shared her symptoms.

Some members expressed uncertainty as to whether or not they had BDD. As a result, they
compared their symptoms to those found on the BDD support forum, or other websites, such as
Wikipedia. The first male poster had many BDD symptoms but had not been clinically diagnosed. He was
housebound and felt alienated from his family, which is one of the reasons that individuals &2 the
forum to connect with their peers:

Male 1-OP: I’m unsure if | have body dysmorphic disorder or not. | have the majority, if not all

of the symptoms posted in the General Information topic on here. I'héesm to the doctors to

get myself diagnosed because wellddie honest,’is a little bit embarrassing. But | know this

the time that | should say something becadusdiierally taken over my life, completelyn

pretty much housebound now (Haveleft my house for 3 or so months now) My relationship

with my family has deteriorated and virtually non existent now.

A female poster disclosed that she had used Google to find information related to her symptoms.

She wanted to b&lmost suré she had BDD before seeking treatment, to prevent herself from being

embarrassed and wasting the clinicgatime:
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Female 1-OP: | Googled some of my symptoms (which | know {yreunot really supposed to

do), and | found loads of stuff on BDD, butnl reluctant to go to the doctor about it unitrhl

almost sure, as | ddnwant to embarrass myself or waste their time.

Some individuals diagnosed themselves after reading othensonal stories and experiences
with BDD posted to the forum. Empathizing with others and discovering that they shared similar
thoughts, feelings, and experiences helped members confirm that they were also experiencing BDD
symptoms. Thus, members could serve as role models (Thoits, 2011) for others who wanted to confirm
that they had BDD. One forum member expressed relief knowing that she was not alone sinsd@he wa
ashamed about her appearance obsessions to share her feelings with those closest to her:

Female 1-OP: | have not been diagnosed with BDD, but reading about peoples stories, | believe

that it is the closest to what | am experiencing in my life, that | have yet encountered. And it feels

somewhat of a relief knowing that it is not just me feeling like this.

Three participants in the study explained that they had diagnosed themselves afterdbing tol
friends or a family member that they might have BDD. One female participant had a frilerzohweating
disorder (ED) who diagnosed her with BDD after she confessed to feeling ugly. As a hesutted
Google to find information about symptoms, which led to her self-diagnosis

Female 1-OP: | am new here but | thought | would introduce with a thread. | am 41 years old and

I have NEVER thought about this disorder. | am very much into fitness and know a few people

with ED but | never fell into that. | was talking to a friend of mine struggling with an ED and |

told her,” well I’'m having a harder time getting down to the weight | want and’t ok in the

mirror. | think | look bulky and I just look ugly.She say§Oh right so just regular BDD Like

this is a normal thing? She is not a pychologist mind you but google is right? So | google BDD

and low and behold my symptoms are all there mirror avoidance, hatred of photos of myself,

panic disorder, low self esteem, obsessive thoughts about my body. Everything | had gone
through most of life was there!
The previous examples indicate that findargn-group of similar others (Goffman, 1963) can provide
relief and enable individuals to diagnose themselves with BDD. Self-diagnosis can leadasdadsself-
efficacy and favorable outcome expectations for treatment and recovery. This is because the knowledge
that one has a recognized and treatable mental health condition is often preferable tttfepped in
an ugly fac& or that one iStoo ugly to live”

Clinical diagnosis and treatment. Only 30 of the225 participants in the study (134

disclosed that they had received a clinical diagnosis for BDD. Receiving a clinical diagaasistinat
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individuals had to seek out a mental health professional and confess their feelings of ugliness. Some
members were already undergoing treatment for related disorders but felt too ashamed to tidkiabout
appearance concerns to their doctors. The primary fear individuals had was that clinicilzhsomfirm
their ugliness, rather than providing a diagnosis for BDD. One male poster was relievedswvhen hi
clinician casually diagnosed him with BDD:

Male 2: | had had BDD for 10 years before | finally decided | had to tell someone. | told them

thinking I’d be laughed at. The Clinical Psychologistdnfessetito, said (very casually)Oh,

that....you think like that because you have BDD.
Another member had been diagnosed with BDD but was still convinced she wadnuthg past couple
of weeks ive discovered that i have BDD, clinical depression and social anxiety disorder. | know | have
BDD, but | AM genuinely UGLY?

Many individuals wanted to receive clinical diagnosis and treatment, but found disclosing thei
symptoms difficult due to the shame they felt and fears about being laughed at or being called ugly. The
barriers to finding and receiving effective treatment were topics frequentlpghsicbn the forum. One
female poster had been diagnosed with BDD, and could get free counseling sessions from her campus
therapist, yet disclosed that she was terrified that the clinician would either dismiss¢enne or tell
her she was ugly:

Female 1-OP: So, | found out my campus gives students 10 free therapy sessions a year...and

after that it is all sliding scale (which, based on my income, would make my copays very, very

cheap.) | am planning to go but | am truly SCARED. | was diagnosed, sure, but | am scared that
this person will laugh at me if | tell her my diagnosis...as if he or she would assume | am fishing
for complements, or that they would tell me | am simply unattractive and trying to obtain
something | will never have. | know this is crazy but | am absolutely terrified.

The poor outcome expectations about treatment that participants expressed in their posts
suggested they were reluctant to seek professional treatment. As a result, they came to tbe forum t
express their concerns and get help. According to Bandura (2004), two determinants of effeithive he

practices include individugl®xpectations about the costs and benefits of health behaviors, and the

perceived facilitators and impediments to the changes they seek. One of the social impéatnents t
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forum members encountered was low knowledge levels by physicians and clinicians about how to
recognize and treat the disorder.

Participants complained that clinicians either tried to minimize their fears byngsgem they
looked fine (in a patronizing manner) or lacked knowledge about how to treat BDD. Somefestate
were told that they looketpretty” or “attractivé’ by their doctors or clinicians. The original poster below
asked others on the forum if this happened to them and if this helped, since it never helped her:

Female 1-OP: What does your therapist say when you explain your issues? All |‘gatuse

attractive, there nothing to worry aboutor when | try to explain what people have said to me or

done to me they sayhy do you care about looks so mutlo? “maybe that person is having a

bad day or something. It NEVER helps me. Does it help you?

Another poster replied that she was seeing a university counselor for depression but had never been
diagnosed with BDD because doctors told her she was good looking:

Female 2. | was seeing a counsellor at my university for 3 years and she suspected | have

BDD..i never got diagnosed by a doctor mostly because anytihsay | was sad thay say

“well you must not be sad about how you [bakd then go on to list physical traits of mine and

say im good looking. so yes, id say | have BDD.

A male poster similarly shared his negative experience with the doctor he went to for helfivesince
doctor did not know about BDD and referred him to a specialist:

Male 2: Well the doctor was a moron. Wasaven aware of the condition! He was clueless, he

told me he had never heard of it and just made me feel like a bit of an idiot.

It took a lot of courage to go in there and just talk face to face about it to someone. | told him how

hard it is for the sufferer and how much emotional anxiety and constant negative thoughts weight

on the mind.

He has refered me to a specialist. Hopefully this person will have some knowledg€ad isn

complete demoralising moron.

I am not done fighting.

The fear, shame, and stigma felt by those with BDD, reinforced by clinidaaksof knowledge
about the disorder, were the most common bareigsrienced by individuals in the study. These results
are consistent with studies BYpD researchers (Marques, Weingarden, LeBlanc, & Wilhelm, 2011) and
on a forum for people with depression (Barney et al., 2011), where barriers included logistical and

financial barriers, stigma, shame, discrimination, low treatment satisfaction, and mispescapout

treatment. Forum members also discussed other barriers to seeking effective tredtesenncluded
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the cost of therapy, lack of health insurance, and desire to seek dermatological and cosmetitdreat
fix one’s perceived appearance flaws. One member expressed her preference for dermatology treatments

because of the high cost of clinical therapy

Female 1-OP: worse of all, my parents ddrunderstand the pains i go throughveihad guy
friends who commented about my body hair and it was so embarrassing... & thtesveon

wanna pay for waxing and laser... i have to save up for my own $$$$ to get it donamdtik i
schooling so its impossible for me to work full time to save up enough $$, school starts next
month and’ive only earned $500 so far whiclkié spent on nicer clothes and hair.... a therapist is
kinda out of the question, went to one before and it was so expensive!!!! $100 for one session,

Group therapy with individuals who did not suffer from BDD was an obstacle faced by another
forum member. Therapy had been helpful when she attended groups for general unhappiness with life and
becoming more assertive. However, the current group she was attending was fo¢iGedenal
Anxiety Disordet and she felt out of place. As a result, she felt more comfortable sharing her concerns
with forum members since they could understand what she was going through:

Female 1-OP: | didn’t go to group last week and | honestly dgslan on going back. |

[attended] a couple of group therapies before and made a lot of progress. One was for general
unhappiness with life and the other was for helping with assertiveness. | just feel out of place at
the one Tm at now. | want to let people know about my issues, but | feel like things are moving
too fast. | posted on here because | feel like at least people on this board will understaimd what |
going through. | fear that people at group will tell me | have nothing to worry abouok

strong enough to face that possibility.

Not all disclosures posted about recovery from BDD described barriers to receiviniyeffect
diagnosis and treatment. Six individuals shared positive results with cognitive-behae@py tand
medication. For one participant, who was suffering from multiple conditions including depressi

medication had he&mto control her obsessive thoughts:

Female2: For me BDD died down in my early Z0but has now come back with a vengeance.

I’m 27 and have had BDD since | was 17. | also suffer from depression and body focussed
repetitive behaviours. | find stress does it make it worse as Welfjding through a particularly

tough point in my life and s really worsened my BDD’rh currently on 100mg of sertraline and

have had counselling.rh now starting CBT which | hope will help a bitl resigned to the fact

| car't be cured but that the illness can be managed. Sivegdne on a high dosage of SSRt

has helped my obsessive thoughts which is good as | can now function day to day whereas before
| got to the point where | wadrfunctioning or thinking clearly and rationally.
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Sdf-help and coping strategies. Many forum members wanted to féebrmal’ again, freed
from their debilitating thoughts and behaviors. As a result, they deagdlopir own coping strategies for
managing and overcoming BDD symptoms. These included positive thinking, taking steps to counter
obsessive thoughts and behaviors, reading self-help books, meditation, exercise, and journailireg. Posit
thinking and exercise helped one forum member to overcome negative thoughts related to the disorder.
The person shared coping strategies and then asked members to share some of theirs:

Undetermined 1-OP: | was thinking it would be good to share tips/strategies/ideas how to lessen

the symptoms of BDD. For me, constantly telling mys&éfp one thinks | am as ugly as | think |

am’ helps me pet things in perspective sometimes. We are our own worst enemy. When | start

obsessing, | try to exercise because it kills two birds with one-sttaikees my mind off

obsessing and makes me feel like | am doing something to change my despicable appearance.

Does anyone else have coping mechanisms they could share?

A male poster started another thread by sharing the methods he used to cope with his BDD
symptoms. He then asked if others had tried his system, which was similar to exposure therapalin clini
treatment. Exposure therapy involves having a person face situations that he or she would otherwise
avoid, in order to help the person become habituated and feel more comfortable (Phillips, 2009):

Male 1-OP: My way to cope with this is to make me get used to the feeling of being ugly. The

actions include not caring about how you look, not dressing up properly, not making your hair

properly while still going out as usual, trying to look at the mirror as much as possible s#.cour

With all of these in place, you would feel very hopeless, probably like the most serious

depression state you could get. . . . It may last for a week or so. After that, you would not be

depressed anymore because you have already reached the final stage- the true acceptance. For
those who have tried this method, please let me know if it works for you.
Unfortunately, no one responded to this pers@ost about using exposure therapy to overcome
symptoms. The reason could be that this form of treatment can increase anxiety levels and so might have
been viewed as too difficult by forum members. Rather than facing her negative thoughts direbily, ano
poster knew that her perceptions were not accurate, and so focused on doing something fun instead of
having a miserable day, thus distracting herself from her negative emotions:

Female 2: Basically, whenever | feel an avalanche of negative emotions building up, | pause and

remember that | know’s only my perception tricking me, and it ishow things truly are. So

now instead of having a really miserable day, crying for hours and contemplating killing,rhyself

literally just decide to do something fun to distract myself while my mood gets baclirtéalt

may sound weird, butraining’ myself that way really worked for me. | learned tfDD
attack$ or whatever you want to call them, altereal. Theyre not how I truly perceive things.
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Distracting oneself from negative feelings and thoughts is considered to be an emotion-dwoidatte
coping strategyl(azarus & Folkman, 1984Although this type of disengaged coping strategy is
generally believed to be maladaptive (Wright & Rains, 2014), the female poster above uselrtlyjade
to effectively make herself feel better, even if it did not result in her overcaympgtoms of the
disorder.

Overcoming BDD symptoms. Some forum members were in the process of overcoming BDD
symptoms and recovering from BDD; they were transitioning from being members of a stigrfiatized
group’ with a mental health disorder to becomimgrmal’ members of society (Goffman, 1963wo
forum members choose to reveal their condition publicly; the first by using social fRadé&bok) and
the second by publishing a book about his experiences with BDD. Their goals were to help raise
awareness abo®&DD among the public and their friends and family members. For the following
participant, posting information about BDD on her Facebook page meant revealing her condition to her
primary group. She was proud about doing so since she no longer blamed herself for her condition. She
was also passionate about startingewvolutiori” meant to raise awareness about BDD:

Female 1-OP: For the past week a passion has grown in me, to try to start a revolution within
spreading this knowledge and understanding.

wrote some short information of how common and under-diagnosed it is, but very disabling.
Linked to a couple of pages to find more info, to be able to understand and support a family

member/friend. . . . Im exited and scared, but mostly proud that | took this decision and went
though with it.

An entry in Wikipedia led the second member down a path of self-diagnosis and treatment for
BDD. Finding out he was not alone and that millions of Americans also had BDD had cé&psetba
sized weight to come off his back. His goal was to start‘awareness campaigto help people not
only realize they may have BDD, but to seek treatment if they did. His ultimate goal ¥tavéosupport
groups on every college cam@ubroughout the country:
Male 1-OP: | sought counseling at school in Miami and subsequently wrote a book about living
with BDD. | plan to use a portion of the proceeds to start a counseling center for people with
BDD. My ultimate goal is to have support groups on every college campus and in other settings

like 12 step programs have throughout the country. . . . I still have only told a few people, but
with the publication of my book | am ready to come out with my story. | want to help fellow
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BDD sufferers and know that all of my pain and suffering can serve some greater purpose. | wan
to start an awareness campaign to help people not only realize they may have BDD, but to seek
treatment when they do.
Another member responded by sharing similar BDD-related symptoms and complimenting him on his
achievement:

Female 2: Thanks for sharing this.’# a truly great thing ydte doing, spreading awareness of a

not-well-known (yet probably very common) disorder, and helping people who are

suffering/those who may not be able to attribute any kirthber to their severe body image

issue. . . . That extract was excellent and really well writt&nnite to know someone else

experiences almost exactly what you do when they look in the mirror.

Disclosing that a person had BDD on the forum could provide a sense of relief and
empowerment, since doing so enabled one to join a secondary group of similar others. The two
individuals above were even more courageous because they revealed their BDD symptorys publicl
without the veil of anonymity provided by the online forum. They could have servedesplary
other$ (Thoits, 2011, p. 154) who offered hope to those still struggling with BDD.

Summary of Findings about Personal Experiences Disclosed on the Forum

The personal experiences disclosed on the forum were focused primarily on pappézsance-
related concerns and behaviors, the impact that these symptoms had on their social relationshijps, and the
efforts to overcome BDD symptoms with diagnosis, treatment, and self-help. Most disclosures were
about the impact their appearance concerns and behaviors had on their own lives, and the least common
types of disclosure were about diagnosis, treatment, self-help, and recovery. This findirigsnbata
most individuals who posted personal experiences to the forum were still struggling withyBiptoms,
and few had successfully overcome the disorder. Thus, the forum was used more by individuals who
wanted to share their problems with BDD symptoms, and less by those who had receivad clinic
treatment and recovered from the disorder.

As shown by these examples, men and women shared similar appearance-related concerns,
though men focused more on hair loss and not being attractive to the opposite sex. This was different

from most of the women, who focused on the impact 8BiD symptoms had on their primary

relationships. Both male and female posters also disclosed that their primary group members were unable
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to understand the reasons for their appearance-related concerns and behaviors, since they were oft
considered attractive by friends and family members.

As a result, individuals came to the forum to find others who could understand their personal
experiences with BDD symptoms. The experiences of other members was used by some participants as a
means to self-diagnosis themselves with BDD. The experiences they shared aboutrelticaht and
plastic surgery could have been used as reinforcement to either seek or avoid similantsedtne
anonymity offered by the forum enabled individuals to reveal ttieie selve$online (Turkle, 1995)
which was often hidden or not revealed to those in their primary support group.

RQ3: Social Support Sought and Shared on the BDD Forum

Research Question 3 asked what social support is sought and shared by individuals on the BDD
forum. Messages in the study contained both personal disclosures and sociaj Bulypbiriee-quarters
of the messages coded for the study contained social suppobj78s8identified in the preliminary
readings of the posts used to create the coding guide, the final analysis confirmed that members sought
and shared three types of social support: informational, emotional, and social network supadsb
exchanged some unsupportive comments. Five members, one male and four females, posted the highest
number of messages containing social support. They are referred to as the most frequent posters in the
results and their supportive roles are discussed in more detail in RQ4.

Of all three forums of support, informational support was the most common form of support
sought and shared in the study, followed by emotional support. Informational support in the current study
included advice and opinions about treatment, diagnosis, coping (self-help) and recovery, as well as
plastic surgery and appearance concerns. Emotional support included expressions of empathy,
caring/concern, sympathy, gratitude, compliments, and validation/agreement with othmrmesocial
network support was the least common form of support. Social network support included refertdreces t
forum as an online community with similar others (companions) who understood the disordare&he t
categories of social support were adapted from the SSBC (Cutrona & Suhr, 1992), along with codes for

advice, empathy, sympathy, compliments, validation, presence, and companions.
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Informational Support

Individuals in the study primarily sought and shared information about treatment, diagnosis,
coping, and recovery rather than about their appearance concerns. Interestingly, in contr€2o the
themesBDD-related comments were more prevalent than comments related $appearance
concerns and behaviors. There were 336 BDD-related comments, compared to 209 appearance-related
comments. The finding that informational support was the most common form of social support coded for
the study is consistent with other studies of online groups (Barney et al., 2011; Burnett, 208&ri€ou
& Lui, 2009; Mo & Coulson, 2008).

Information about clinical treatment. Information about clinical treatment for BDD was the
most common support topic sought and shared on the forum. Clinical treatment included cognitive-
behavioral therapy (CBT) and medication. CBT involves exposing individuals to situdtignsaould
otherwise avoid in order to eliminate body checking behaviors (Phillips et al., 2008). Sontugldivi
expressed doubts about whether therapy would be effective since they were convinced they were ugly and
had visible appearance flaws. One male poster feared that treatment would make him delusional by
forcing him to accept his flaws

Male 1-OP: | had 2 assessments with a BDD expert and she is taking me on as a patient next

week. | am 1000% convinced that my perception is not flawed and that | see things accurately.

What is the point of doing this treatment? Is it to make me feel okay and accept myself this way?

Is it to make me delusional? If that is the case then they should just stop lying and tell me to

accept myself from the startm sorry for sounding frustrated | just needed a place to vent and

get some advice.

If the person posting the message W&¥0% convincedthat his perception was not flawed, he
could have been suffering from the delusional form of BDD, which means that a person is convinced that
his or her appearance beliefs are true. According tD8w-5 classification foBDD, a persois beliefs
are considered delusional if the person is convinced that perceived appearance flawgAPé real

2013). Thus, the postarfear about treatment was based ori‘tlgusional belief that his perceived

flaws were real. One of the frequent female posters responded by expressing sympathy @it,his pli
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advised him to get therapy, and welcomed him to the forum. In response, the original poster simply
repeated his fears about treatment:

Female 2: I’m sorry your having a hard time at the moment.

I think you should stick with the therapy, try it out and see how it goes.

You are very welcome to come here and vent and we will try to give you advice if we can.

Male 3-OP: What's the point of treatment if & the truth? To make me feel less bothered by it?
If that's the case | rather not be made delusional. You know?

The female poster replied again and asked him to consider the possibility that his beliefssabout hi
appearance were not true, and as a result, that therapy could help him. She confessed that gjieewould
anything’ to become more accepting of her own flaws in order to live a normal, happy life:
Female 4: But what if its not the truth?im not saying you are wrong at all, but what if you are?
And if that's the case this could really help you. And dgou want to be happy? If this makes
you happy and less concerned about it, wotlldat be worth it? To be able to a live a normal
happy life and not have to bother about it. | would give anything to have that!! | understand that
you dorit want to be made delusional, but what if i§ihot about being made delusional but
about becoming accepting of it?
As shown in the example above, individuals on the forum advised others to get treatment for BDD. The
most common advice was to get treatment from a clinician familiar with the disorder. Modeamndtors a
members encouraged individuals to seek professional help for diagnosis and treatment. ISoviee®r,
by BDD researchers (Marques, Weingarden, LeBlanc, & Wilhelm,)2td e shown that clinicians often
lack knowledge about how to recognize and treat the condilibas, despite their best intentions, the
advice shared by members may have been hard for the recipients to execute.
Members were more specific when they sought and shared experiential information about
treatment options, such as medication (SSRIs) and cognitive behavioral therapy (GBf grerh
designed to help alleviate BDD symptoms. One of the male posters revealed his fear aboattlyeing t
doctor for treatment and asked others to share their experiences witli#3Tanyone ever tried CBT
for their body [dysmorphic] disorder and what was it like? Did it help? Are my fears unfoundadréor
likely being caused by my disorder)?

Some members who were prescribed medication sought advice about whether or not they should

follow the treatment program recommended by their doctors. Similar questions about medasgm
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and effectiveness were also evident on forums for a variety of physical and mental healibnsofvain
Berkel, Lambooij, & Hegger, 2015). Other members, like the female poster below, asked for advice on
how to get a prescription since she believed medication could help alleviate her symptoBi3DThe
forum was helpful when it served as a gateway for individuals who wanted to get treatmesrtebut w
unsure about what actions to take:

Female 1-OP: | have finally decided to get help. | have anxiety and OCD problems along with

my BDD. | think medication would be the best thing for me. How do | go about getting it? Can |

just go in to a therapist, explain my problems and why | feel medication would be best for me,

and they would diagnose me and | can get the medication from there? | doubt it is that simple.

What are your experiences with medication? Do you feel medicine would be the best thing for

someone like me? | feel like | have way too many problems that would take more than therapy to

fix.

One of the frequent posters responded and advised her to seek professional help artkfollow t
treatment regime outlined by the doctor. The original ptstisire to get medication encouraged the
female member to also ask her psychiatrist for a prescription, despite being off ropdarativo years.

This example demonstrates that the desire expressed by one member to use medication could motivate
another member to also take action

Female 2: Listen to your psychiatrist about how long for you should use the medicine and stay by

those indications and the dosages, do not make the mistake | did and stop when you feel better. |

stopped after 6 months and got worse. Havent had meds now for approx. 2 years, but | think any
day I will go and ask the lady for another round.
The most frequent male poster also responded and provided information about treatmentooptions f
BDD. He urged the original poster to discuss her concerns with her therapistesiapmone is differerit
and some people need CBT, medication, or a combination of both. The original poster mapledht
responses had helped her and she now looked forward to finally getting help:

Male 3: Many people say that the best form of treatment for BDD is a combination of cognitive

behavioural therapy and serotonin re-uptake inhibitors and then once treatment with CBT has

finished you may not need the meds after it. Everybody is different though however and some
people can tackle it with just CBT or psychotherapy and others may require medication or both,
therés no right or wrong way but it would definately be adviseable to make it a discussion point
with your therapist because with theitdt1 interaction with you they will be in a much better

position to offer you concrete advice.

Female 4-OP: Your responses really helped a lot and make me look forward to finally getting
help. Luckily | have seen the therapist before so | will be comfortable talking with her.
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Members also used their own experiences to guide others toward appropriate treatment options.
One college student was afraid to approach the campus therapist for help. Two memiedramdpli
encouraged her to get treatment. However, a father cautioned her against using a campus therapist, based
on his daughtés experiences. His daughter went to the campus therapist for help with her OCD
symptoms, which resulted in her being committed to a psychiatric ward and expelled fromisehool.
suggested that the poster seek treatment off campus, and offered to provide her with nneaédnfor
Male 2: Not to be a naysayer, but | have a lot of experience with a campus mental health center
and would advise you to be very cautious about seeking assistance at yours. We encouraged our
daughter who was struggling with OCD to seek counseling at her campus mental center. . . In our
case, my daughter was unnecessarily and involuntarily committed her to a psych ward and then
subsequently denied enroliment and housing. Ultimately, her enroliment was reinstated, but she
declined to return.
Theres a lot about this issue on the intern8tiidy to find some links that may be helpful. |
understand how it may be appealing to utilize the campus resource, but it can be problematic.
What about getting some insurance coverage through the college? Do you shindssibility?
Questions about medication and treatment were also frequent topics on an online support forum
for individuals with depression (Barney et al., 2011). The researchers found that indivighoated
difficulties obtaining professional help and had concerns about the unavailability oéserBiambina
(2007) looked at seeking and sharing information about cancer on an online forum. She found that
experiential information was a common form of informational support, as shown by the following
example¥l went to a naturopath for this and you buy the enzymes through his office (depends) or
through a health food stérép. 48).
Members rarely asked others for factual information about BDD, such as the locati@tméire
centers. One poster did ask members where to find BDD treatment centers in Clartadee any
treatment centres in Canada? | live in Ottawa Ontario Canada and cannot find anyone in Canada that is
specialised in BDD. There were no responses to this petsamuiry about where to find treatment
centers. One possible reason is that knowledge about where to find help for BDD is low among
individuals with the disorder.

Information about a BDD diagnosis. Experiential knowledge could be helpful when answering

members questions about treatment for BDD symptoms. However, experiential knowledge was often not

108



adequate for confirming whether or not individuals on the forum had BDD. About 20% of the study
participants had diagnosed themselves with BDD using Internet searches drp#fsoysal experiences
posted on the forum. Some members had received a clinical diagnosis but wanted other members to
provide a second opinido complement the professional diagnosis. Seeking a second opinion from
forum members is not a common activity on support forums for physical and mental health cgndition
though questions about a clinical diagnosis are common (Barney et al., 2011)

In the following example, a poster asked if she fit the description of a person with BDD. She had
done research to find out if the tentative BDD diagnosis provided by her therapist was accurate. She
wanted other members to confirm that she belonged on the BDD forum and was in the right place to get
the help she needed:

Female 1-OP: In late July 2012 | started seeing a councillor and it is only then that | was told |

might have Body Dismorphic Disordetni not sure if | do or not, but having read up on it now |

certainly relate to a lot of it. The problem | know have is how to even begin to get through this?

Do | sound like someone with BDD? Am | in the right place?

Questions from members about whether or not they had BDD were common, even after they received a
clinical diagnosis for the disorder. This was due to their conviction that they were indgeahdg

receiving the BDD diagnosis did not seem to contradict this belief. This uncertainty et{desiple on

the forum to engage in a variety of strategies to gain knowledge about BDD, such as asking questions or
disclosing personal experiences to encourage others to share information (Berger, 1979; Berger &
Calabrese, 1975).

A female poster copied symptoms from the BDD description in Wikipedia and wanted forum
members to tell her if she had BDD or not:

Female 1-OP: Could you help me? Tell me if you think | have BDD or not. | copied over some

symptoms of BDD from Wikipedia to help me out. These are all symptoms that | show. | took out

all the symptoms that | dénshow.
Another member wanted to know if she could have BDD if she was genuinely ugly. She had bean given

tentativeBDD diagnosis but disagreed with the therapist because she thought others were responding

negatively to hef'strangé facial features:
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Female 1-OP: After years of therapyve had BDD as a working diagnosis. They still dont know
if it is BDD or not.

| dont think its BDD. The things that fit are that | cover up my face, afraid of social interactions
and generally depressed because of my appearance.

However the things that dont fit are, | dont actually think | am ugly. Yet | keep gettiatjveeg
reactions from people)ve had strangers comment on feyrangé facial features. | am a girl yet
have a heavy jawline, but | never thought it was a problem until | started getting all these
comments. It never use to be a problem before. Also i am not delusional, people acutally say
these things. And | think, if | am genuinely ugly then how can | have BDD?

One of the most frequent posters on the forum replied by instructing her that BDD is a psyahologic
disorder and suggested that she try to diagnose herself, since only she would know if the symptoms
matched her experiences:

Male 2: Body dysmorphia is every bit psychological.

You dorit always have to think your ugly i guess altough the vast majority of BDD sufferers

think they are ugly at least 60% of the time.

If a therapist thinks you may have BDDsitworth looking it up seeing how it fits with you,

because at the end of the day only you will truly know if it is, what everyone else says is opinion.

Other posters wanted to get a clinical diagnosis for BDD but did know how to do so. This lack of
knowledge was prevalent in the messages posted to the forum. This finding is similar to the information
needs of people who posted to an online depression forum (Barney et al., 2011). Individuals on the
depression forum were often confused due to receiving different diagnoses for the disordereThe mal
poster below wanted to get a professional diagnosis but did not understand where to go for help:

Male 1-OP: i need to get diagnosed, if i definatly am suffering from it which only a doctor can

tell me, really soon, because its having an impact on my studying and relationships and

enjoyment of life. But i dont know how to get diagnosed? Do you walk into a doctors surgery and

tell them you think you have it, or tell them your symptoms and see what they say, or do you go
to a doctor at all?

One of the frequent posters advised him to go to his doctor for a diagnosis. She also suggested that he
write down his symptoms beforehand if he found it too difficult to talk about his feelings at the
appointment:
Female 2: You should make an appointment with your GP and discus it with him/her. Tell them
that you think you have BDD and why you think that. You could maybe write down how you feel

and take it with you, that way if you find it hard to talk about it you can just hand it over to your
doctor.
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Most members and the moderators who responded to these requests stated that they were unable
to provide a diagnosis on the forum. They referred individuals to medical professionals for diagdosis
treatment. These referrals could have encouraged participants to seek help from cliniciaarsWaili
treating the disorder. Letting members know that their symptoms were related to having BDD ceuld hav
increased their insight that they had a diagnosable mental health disorder, rather than b&iray as ug
physically disfigured as they believed.

On two occasions, forum members responded by providing reasons why they thought that the
person did or did not have the disorder. However, this was rare and most individuals were referred to
professionals for a diagnosis, as shown in the following example:

Female 2: 1 would say doit focus on whether you have BDD or OCD because it might cause

you to stress more. Everybody experiences this differently and varying intensities. My advice

would be, if you would like to live without worrying about being ugly or not, you should find a

nice psychologist. Everybody experiences body worries tsutvhien it starts to take over and

cause you distress it becomes a problem.

Receiving an accurate diagnosis for BDD is critical for getting effective treatmehefdisorder
(Phillips, 2009). The individuals who responded to menibeguests recommended that they seek out
clinicians for an accurate diagnosis. The advice individuals received on the forum caufddilétated
their pathway to diagnosis and treatment for BDD. Studies of online support groups have foond that
of the empowering outcomes for participants was an increase in their help seekingri@zadioom et
al., 2014; Mo & Coulson, 2008) and motivation to seek therapeutic treatment (Kral, 2006).

Information about self-help techniques. Many individuals in the study wanted to find out how
to cope with and effectively manage their BDD symptoms. Some sought help through therapy, while
others wanted to help themselves, either as an alternative to seeking therapy or in additicalto cl
treatment. The recommendations offered by forum members included a variety of self-help techniques,
including self-acceptance, posting messages to the forum, mandala therapy, engaging in enjoyable

activities/hobbies, meditation, and not comparing oneself to media images of celebrities and niédels. Se

acceptance was one choice among many for coping with BDD symptoms. A male poster quoted an
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American monk and writer (Chodron Pema) when offering advice about self-acceptance and
transformation:

Male2: Although self-improvement can have temporary results, lasting change occurs only

when we honor ourselves by approaching our imperfections with kindness, compassion, and
patience. It is only when we begin to relax with ourselves, instead of relaxing our body, that

acceptance becomes a transformative process.

One of the moderators suggested that a hobby or something the person felt passionate about could
be used as a distraction from BDD symptoms. Reflecting on her personal experiences, she didclosed tha
the forum had given her a feeling of belonging and being good at something, which increased her self-

esteem:

Female-moderator 2: People here say that it helps to have somethingg@assionate about

that has nothing to do with the way you look. Do you have anything like that? It could help with
your self esteem a lot. | have this forum, for [example] and it gave me a feeling of belonging and
of being good at something especially when | first started posting here.

It could be any kind of hobby thatnot related to looks, really.

Information about recovery. Individuals also had questions about whether or not recovery from
BDD was possible. The desire to féabrmal’ and overcome BDD symptoms was a goal for most forum
members. One person was extremely persistent in trying to find out if BDD coutdrdeel’ and he
posted this question multiple times on the forum. Two members, including one of the frequenst post
responded by assuring him that recovery is possible:

Undetermined 1: Yesterday | read BDD céarbe cured...

So, can it be cured?

| mean, can it be cured like it hashappened ever?m not talking about easing up the
symptoms...

Or do | have to take medicine for the rest of my life?

Female 2: Where did you read BDD c#rbe cured? That is just untrue. BDD can be healed and
you can also help heal yourself. You ddmave to take medicine unless you want to.

You carit change the past so no you tdorget that you had BDD. Would be nice, but life is just
not like that.

If you put the time and effort into healing yourself you can be happy again.

Male 3: To my understanding it can be cured, the best Wayheard is through cognitive
behavioural therapy which is basically a rewriting of your thought patterns. There are some that
say CBT and use of Serotonin re-uptake inhibitors are the best combination afeugtfrained

from using any medication so far as a matter of personal principle.
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The participant who posted asking whether or not BDD could be cured was looking for hope that
he could recover from the disorder. The responses he received from forum members could have
encouraged him to seek treatment for his symptoms by increasing his positive outcome expectations.
Thus, positive feedback and encouragement from other members could have helped individuals to
increase their self-efficacy and motivation to seek treatment. This outcome is explainedobsy dfie r
social influence, when similar others in tmeeference group serve as role models for health behavior
(Thoits, 2011).

Information about BDD resour ces. Some individuals specifically requested resources for more
information about BDD. Forum members responded by recommending books and websites about BDD
and self-help body image books. In the following example, the original poster confessed that she had
becomé‘obsessetwith researching BDD since her diagnosis. She wanted members to direct her to
additional reading, such as books, websites,‘godd forums for more information:

Female 1-OP: So | just now found this site and so far have found some interesting information. |

was diagnosed with BDD a little over a month ago. | have Googled BDD only God knows how

many times and | still feel like | am not fully informed. Every site | see says baslualamme

thing! | know the symptoms and everything, but | feel like | am still not getting all thé @afio.

(I have kinda been obsessed with researching it ever since my diagnosis, lol.) | just feetdike t

HAS to be more to this. Something so severe and debilitating cannot be that simple! Can anyone

refer me to some good reading, on the web or books? Maybe link me to some good forums?

A female member recommended that she talk to a therapist first, and then referred her to books
about BDD, includingrhe Broken Mirror (Phillips, 2005) an@®ody Dysmor phic Disorder. The Broken
Mirror (Phillips, 2005) is considered a seminal work on BDD. The second reference could be the
updated, shorter edition titlddihderstanding Body Dysmorphic Disorder (Phillips, 2009):

Female 2: | always suggest talking to a therapist first, but if youtcdo that, read as much as

you can online about BDD. Check your local library or bookstore for books on BDD (two |

always recommend afd he Broken Mirrof and“Body Dismorphic Disordé&). If you have a

couple dollars to buy them | recommend doing that because | find it really helpful to be able to go

back and reference those books whenever | need to, | prefer to have them oimhand. |

professional, thas just what has helped me over the years.

Another member recommended a self-help guide for overcoming body image problems (including BDD)

Undetermined 3: I’m new here was hoping to join the bdd central but it appears to have gone off
line but anyway, | am currently reciving CBT for my BDD and | was recommended a book by
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my therapist which | bought straightaway arid &o far very useful , it is from a series called

Over Coming. So overcoming body image problems including bdd, self help guide with CBT

techniques by David Veale, Rob Willson and Alex Clarke, not sure If you can get it on a kindle

though...

Individuals in the study were unsure where to get treatment for BDD and if treatment wokild wor
for them. People were also uncertain as to whether or not they had BDD. Thus, new members asked
existing members for a diagnosis or to confirm a previous diagnosis. Asking for a diagnosis from other
members has also been found on a depression forum (Giles & Newbold, 2011) and was used to establish
that individuals belongetb the online depression community.

Information about causes and symptoms. Individuals in the study did not specifically ask for
information about what caus&DD. Most members who disclosed having BDD symptoms put the
responsibility on family members and friends, due to rude comments or teasing by others. Participants
offered possible causes for the disorder based on their own experiences, supplemented by articles and
books about BDD. Possible causes for BDD included dysfunctions in the brain, distorjset sgfitions,
and low self-esteem due to getting teased and bullied during childhood. These are allanbpsisible
causes for BDD by researchers, though the exact cause of the disorder is unknown (Feusner &t al., 2010

One of the members on the forum used scientific terms when teaching another member about
neurological causes for BDD

Male 2: Research has shown that aspect of BDD is due to neurological abnormalities. The human

visual system has links to a structure in the brain called the amygdala. The amygdala is

responsible for processing fear responses. The link to the visual system allows us to tell when
something we are seeing is a threat. The problem with those of us who have BDD is that whole
system is overactive. We process too much visual information as threatening and since we are
fixated on our looks, everything we see in the mirror or in photos of ourselves, seems frightening
even when it objectively ish That is why we can see extremely minor details and feel that they
are overwhelmingly horrible.

The previous explanation provided valuable medical knowledge about the neurological causes for BDD

However, one of the reasons that individuals find online forums valuable is reagiytg-understand

information in plain language from oisepeers (van Uden-Kraan et al., 2008). The same member used

less technical language in another reply when comparing abnormal visual processing in‘BB&ity

voices’ in schizophrenia:
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Male 2: This condition is so tricky and so deeply ingrained and so severe that it really is
impossible for most of us to see ourselves accurately, even for a brief moment. Your perception
of your own reflection, just like mine, and just like everyone else here is probably completely
f***ed up. The reason is neurological. Your brain is lying to you. This is the case with all of us.
Virtually everyone with BDD has abnormal visual processing in the brain. It many ways it is
completely different from people without the condition. Just as the brain of someone with
schizophrenia perceives voices that ardrere, the brains of people with BDD perceive
deformities that areénthere.

The member above, who had concerns about losing his hair, had been in theBipy.fédhat could

account for his extensive knowledge about possible causes for BDD and awareness that his perceptions

were not accurate. Another poster attributed low self-esteem as a possible explanation for whey a femal

member was convinced that her hands were too small for her body:

Undetermined 2: It could be that for reasons that began either in your childhood or earlier life,

you have developed a sense of low self esteem and have fixated on your hands in order to explain
your low self esteem. | am sure that your hands are fine, but this’dassly help or take away

your feelings of low self esteem. Finding out where these feelings began can really help as it
sounds to me that somewhere along the way you forgot how to love yourself. Therapy can help
you to find the patterns, where these feelings originated, and how they impact upon you today.
You may need to explore what your childhood was like, how you related to those close to you,

and how they related to you.

One member explained to a poster who suffered from an eating disorder that childhood bullying

could affect a persésself-confidence and behavior later in life. Bullying has been found to be a

contributing factor in the development of BDD symptoms (Feusner et al., 2010). The male poster

described the outcome of bullying and its impact on a p&ssmif-esteem:

Male 2: Being bullied has a terrible effect on many people, | myself received so many put downs,
called names, ridiculed, etc about my appearance - and it has a huge impacs difeone

Your problem is very logical, you were hurt so badly by pesgledgements of you, you were

made to feel worthless, inadequate, shameful, that you Wweesd enough, etc. It absolutely

batters our ego, our ego is crushed, we feel worthless, not good enough, shameful, worthless, etc.
It is only natural as a result you aimed to perfect the part of you that you were judged negativel

for - your weight and you have managed it.

Some individuals wanted to know if their obsessive thoughts and compulsive behaviors were

symptoms of BDD. Responses by forum members were usually helpful in terms of teaching that BDD

could cause distorted self-perception and compulsive behaviors. The following reply was posted by a

male forum member who instructed the person about BDD, assured him he“gasdrcompany on

the forum, and encouraged him to seek professional help:
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Male2: Fortunately, the symptoms of BDD are now being understood by the most of the
medical profession and no-dsegoing to laugh at you, cart you away or lock you-inut they
may not recognise how serious it is by looking atyygou will have to tell them how terrible it
gets.

Do a few Searches using the search facility above and see what good compengiyangst.

Try and write down those fears...give them a voice and just see how common they are. Hopefully,

you’'ll then be able to pluck up the courage to seek some professional help and support.

Sharing information about BDD symptoms and causes was done primarily by members who were
in treatment for BDD. Theeindividuals used what they had learned about their symptoms from clinicians
and from doing research to teach others on the forum about possible causes for their BDD symptoms.

Information about plastic surgery. Some members wanted to get cosmetic surgery to fix their
perceived flaws, despite the disappointing results disclosed by otheirsd@siee to have cosmetic
surgery was countered by concerns and worries that they would no longer recognize #xearsgbuld
look worse after surgery. As a result, individuals sought information about the behstitgery and if it

was helpful for alleviating BDD symptoms. In the following example, one member wanted toggey sur

to fix his/her nose:

Undetermined 1-OP: So, I'm very focused on a certain flaw; a bump in my nose. | told someone
my worries about it and they said thieraothing there, and mentioned BDD. But the thing is, |
have evidence proving it is there. | can feel it, and it seems as theaghHerited it, so how can

I be imagining it if its so obvious it really there? | want a rhinoplasty and nobody is listening to
me..

Two other members shared their belief that surgery could be helpful if the Jsdifowas being
destroyed by fixating on the perceived flaw

Female 2: | believe that if you indeed think your nose does not make the best of your face, you
could have a rhinoplasty. Think long before you do one, and choose the right type of surgery. |
know people may disagree and say that we need to accept this fact, but | disagree. For us who
have been good looking and lived years being treated in a certain NORMAL waye will b
miserable aftefthe change of appeararice

Male 3: | personally think surgery is not neccesary because | find nobody ugly an will always say
no you really dont need that you look fine. But for people like us who fixiate to much on them to
a level that there lives are litterally being destreyasdrgery can be a very affective cure, of

course speaking from personal experience.

One of the forum moderators also responded to the original poster. She pointed out that even if the flaw

did exist, focusing on the bump could be related to BDD. The moderator cautioned against getting plastic
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surgery, and recommended that the person get advice from a therapist, since she could not confirm the
BDD diagnosis on the forum:

Female-moderator 4. Even if it is there, maybe you worrying about it [bump in the nose] and
obsessing over it might be a sign of BDD or traits, thought | coutdihyou for sure and wee

not professionals here. You could talk to a psych about this and see what they think and ask them
to help you. Surgery is not how you treat BDD, tbhbsessiotjust moves to another part of the

body and it goes on forever with no therapy.

Despite the poor experiences with plastic surgery disclosed by members, most believed that
surgery could help fix perceived flaws. However, four of the most frequent posters and the two
moderators countered this advice and reminded people that surgery was not helpful in relievingsymptom
for those with the disorder. In this way, the poor advice offered by some members was corrected by other
who were either in therapy, or given the task of moderating the forum. This is consistemewith$
findings that when misinformation was posted on support forums, others intervened (van Uden-Kraan et
al., 2008).

I nformation about appear ance concer ns. Despite the visual anonymity offered by the BDD
forum, most appearance-related information was focused on finding out if a’ggreateived flaws
were real and if the person was ugly or not. The cognitive dissonance (Festinger, 1962) caused by
individuals seeing themselves as ugly in mirrors, photographs and/or videos, and yet belvy told t
looked fine by significant others, led them to question forum members about their appearance.
Reassurance seeking on the forum consisted of direct requests for information atsp#ropé/ed
appearance flaws, and indirect requests for opinions about the body part or facial areasmf concer

One member asked a direct question about his perceived ugliness in his initial post. The message
began with a lengthy self-introduction (almost 1,500 words) that included his childhood expeaishces
how his appearance changed in mirrors, pictures, and videos. He was currently in therapy and on anti-
depressants, but did not believe he had BDD, because he saw a distorted image in more thangust mirror
As a result, he wanted to know why the left side of his face looked so much better than the right and if h

really was ugly:
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Male 1-OP: And the problem is am | really ugly? | mean the video says the truth right? if
somebody has bdd he sees himself wrong in the mirror but not in the pictures and video right? So
why do I look different in them too? | look good in some of them, | look terrible in some, | look

like a nice kind guy who | am in one and | look like a stupid manly guy in another one. | feel |

look old in some of them and | look younger than my age in some other (people used to think im
younger than my brother who is 4 years younger than me but last time i had this compliment it
was a year ago) What is this? Am | going completely insane?

Forum members also engaged in more indirect forms of information seeking by asking others
about appearance flaws of concern to them. One of the most frequent posters started a thread by asking if
other people found women with excessive body hair disgusting. Two other members, including another of
the most frequent posters, responded that they did not. The frequent poster who responded insisted that
she would not find excessive body hair disgusting but other people wh&waimeand ignoraritmight
be judgmental.

Female 1-OP: If you saw a woman and she had a really hairy face and arms and legs. Would you
think she was disgusting?

Female 2: No, | definatley wouldit. But some people out there are cruel and judgmental and if
something is different to what THEY think is right then to themiot socially acceptable.

What Fm trying to say is vain, ignorant people may judge you. But there are alot of people who
I’m sure wouldft. If you are ok with it then ddhchange it. But if it really bothers you there is
loads you can do to change it.

The second member was similarly reassuring and provided an example of aciemai&er who had a
“really hairy facg but was not perceiveakdisgusting:

Undetermined 3: | used to work with someone who had a really hairy face, it was blonde fine
hair I'd never see someone quite like it before, but no I did not find it disgusting.

The original poster responded to both members thanking them for their positive perspective. She also
confessed that she was obsessed with her hair/skin and was relieved to know that neither person would be
“repulsed by her appearance. Their replies seemed to console her despite neither member being able to
provide feedback on her actual physical appearance:

Female-OP 4: [Female 2] Thank you for the positive perspective. You may already reatize |
obsessed with hair/skin. Hair removal is also an issue for me but't bare you with details.
All I know is, medical and social standards are not matched. This is a real point of stress for
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[Undetermined 3] Thanks for your perspective, | certainly need it. Very interestingingbur f
reaction was not repulsed, as my BDD would have me believe.

Individuals usually responded to requests about aristhppearance by assuring the person that
the perceived defects were probably unnoticeable to others, instructing the person that such thoughts were
related to BDD symptoms, and advising the person to get help from a therapist. One of the frequent
posters responded to another member by explaining that his appearance obsession was relaigd to havi
BDD:

Female 2: Itis clear that this is an obsession of yours to find‘ant | ugly, average/normal or
good looking? And the fact that your family does NOT see the flaw that you see points towards
BDD. But your family is not lying. Not either can we EVER know what each individual of this
planet thinks of our looks, since it is so different what people see as beautiful.

She also pointed out that, even if he could learn whatdadly” looked like to others, he might still be
worried about why some people did not find him attractive:

And even IF you KNEW, you would probably still be preoccupied about WHY doesnt ALL of

them think you look good, and how will | know who | got a chance with or not? And shall we all
then wear labels that tells other people what we find attractive? And even if 90% of the

population thinks you are beautiful/lhandsome, you will probably still take offense from those

who dont, that gives you an uninterested or disgusted look. Do you see how this problem just cant
get solved by thinking like this?

Other members suggested that therapy would be helpful for people who wanted to know if they
were ugly or not. The original poster in the following exchange believed that his leftaidd loetter in
both mirrors and photographs. However, his parents told him he was wrong and that it was his
imagination. Unsatisfied with this response from his primary group members, the malevanster
forum members to tell him if he was ugly or not:
Male 1-OP: Another problem is that | look way way better from left both in mirror and camera. |
can tell other people feel this by seeing them by corner of my eyes but still my parents tell me Im
wrong and its only my imagination. All these makes me so confused ! Am | ugly or not just tell
me please!
A female poster emphasized with his concerns about feeling ugly since she wWasrefged” that others

would find her ugly. She advised him to get help, since many people (in her opinion) looked worse than

they did and functioned well:
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Female 2: | feel the same way. | get a lot of anxiety about facing the world, having people see

me, and | am terrified of the thought that someone in the world may thnkgdly. | think of a

lot of situations in my mind wherénh looked at as ugly and worry they will happen. The

solution to all of this is getting help. There are so many people in the world who are a lot worse

looking than us and they function just fine.

As shown in the previous example, participants often made assumptions about onésamaplearance,
despite the visual anonymity offered by the BDD forum. Personal images were not allowed on the forum,
but that did not prevent individuals from asking other members for feedback on their perceived
appearance flaws and ugliness.

In the following example, a female poster also thought that one side of her face looked better than
the other. She wanted to know if she had BDD or if she waslilg ugly girl” who could not accept her
ugliness:

Female 1-OP: | think only one side of my face looks good. The right side of my face looks

smashed in and very uglym so confused. Do | have BDD? Or am | just a truly ugly girl who

cant accept that she ugly?

One member responded by providing her with masks shdtprdect physical proportioiigo determine

if she had facial flaws. Another person reassured the original poster that she was probably not as ugly as
she thought, then provided a lengthy personal disclosure (about 1,000 words) outlining her own BDD
experiences and suicidality. She ended the message by advising the original poster to take fself-test
BDD and to keeping posting on the forum:

Female 3: | feel for you. | really do. | am sure that you &teas ugly as you think you are. If only

| could tell myself that. | have always been really good at giving other people advice, but when it

comes to me....... Well, | feel like | am too ugly to live. . . . There is so much stuff online for you

to research this topic. If you go to psychcentral there is a test you can take to see if you are

suffering from BDD. It should not take the place of a therapist but it is an excellent site fo

information. All | can tell you is to keep posting here and listening to the feedback that you get. |
am sure that someone will come up with some ideas here sooner or later.
In the previous thread, the person who replied andtf@it ugly to livé’ was herself suffering from
experiences similar to the original poster. She was uncertain as to whether or noeatbersiwould be
able to offer helpful advice, but believed it could happen if the other persofiikegting to the

feedbacK she received. The original poster thanked the others for their help and disclosedftiraiiyer

did not suspect she had a mental health disorder because Bpitty unknowri:
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Another female poster asked forum members why she had recently developed an obsession about
her skin complexion, despite getting reassurances ‘few@ryoné that she looked fine:

Female 1-OP: Why did | suddenly develop an obsession about my skin NOW when | was totally

fine when | actually had pimples a few months ago?

Will | be able to see myself with glowing skin again? Why am i being like this? Am | really
seeing something wrong?

| always ask everyone for reassurance and their answers are always th&saumenind is

playing tricks on you...seriously you look the same...etc: etc.
Forum members did not have access to images of the person who posted the message, but that did not
prevent them from providing opinions about her symptoms and appearance. One of the forum moderators
agreed that her mind wéplaying tricks on hérbased on the feedback she had received:

Female-moderator 2: Assuming you trust these people to be honest, ovgasked several

people separately, then | would say that yes, your mind is playing trickpehhaps not that

you’re seeing something that isthere, but your brain is interpreting what it sees differently to

the other people.’ls focusing on the exact shade of your skin and over-emphasising it to an
unhealthy colour.

Seeking assurances about ‘@ngerceived appearance flaws from other forum members could
also backfire. A male poster wanted forum members to look at pictures and tell hirvbighiead was
hidden by his hair because he was too embarrassed to question family members. In response, another
poster warned him that she might look at the pictures and confirm that his head really. \Ba® big
confessed that she wanted to ask others about her nose but was afraid they would confirm it was huge:

Male 1-OP: Because’m too embarrassed to talk to a family member about thislooking for

someone kind, honest and with a deal of maturity who will look at pictures of me and tell me if |

now look normal; and if so, why does having my hair the way it is hide my big head? Is it
because it masks my forehead? My ne¢k?really confused and depressed, please help!

Female2: I’d look at your pics, but what if your head really is big? would you be able to accept

someone saying it is? | want people to look at my nose butt kloow if | can truly accept

someone sayingyes it deifnitely is hugéThink about it!!

Another female member received an affirmative response to questions about her perceived
ugliness. The person who replied to her inquiries believed that he was ugly and wanted to convince other

members they were as well:

Female 1-OP: But | guess my point is, it isnjust my imagination. So many others have told me
how ugly | am, that | must believesttrue. So is it BDD, or not?
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Male2: From my experience, most attractive people are never told they are ugly and are
constantly told they are beautiful. Ugly people, on the other hand, rarely receive comments on
their appearance, but when they do, they dalways receive positive comments.

In short, if youve been told yowe ugly, you probably are. (Disclosévé been called ugly many

times and have never once been called anything bettefdkiarage looking)

The answer provided by the male poster might appear to be unsupportive, since he was tryinigd® conv
the person that she actually was ugly, rather than having BDD. However, she validagegdrise by
confirming that she was ugly, but still wanted to know if she could have BDD. He replied thataidshe h
real flaws, she could not also have BDD:

Female 3-OP: So | am ugly. Fact. But does that eliminate the possibility of BDD?

Male 4: 1 would say so. | mean, you probably have the symptoms of BDD, but if these symptoms

are due toeal flaws, then | doit see how you could call it BDD. Being ugly is extremely

painful, and its natural to be upset over it and want to get surgery to fix it.

The postetrs response that having appearance flaws meant a person could not aBbbavas
misleading and false, according to the medically-accepted classification for the disordedinfctmothe
DSM-5, BDD is classified as a preoccupation with flaws Hpgear minor or are not observable to
others (APA, 2013). The male poster may or may have intended his response to be supportive, but the
original poster seemed to agree with his assessment of her situation. Their exchangs ithdictte
meaning of supportive messages does not reside in the message content, but in the perceptions of the
participants (Albrecht, 1987).

As shown by the examples above, seeking assurances abtsuappearance concerns occurred
despite the visual anonymity offered by the forum. Seeking information abdstmereeived flaws from
others is considered unhelpful for those with BDD symptoms (Phillips, 2009). The desire to find out if a
person was truly ugly or had BDD was evident when individuals sought a diagnosis from other members.
Asking about a diagnosis from peers has been found in other studies of mental health foreds (Gile
Newbold, 2013) and is considered a way for participants to reduce uncertainty about their condition.
Emotional Support

Individuals on the BDD forum also sought and shared emotional support with other members.

The most common types of emotional support in the study were empathy/understanding and
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caring/concern, due to being both sought and shared by study participants; there were 139 comments
expressing empathy and 118 caring/concern comments.

Empathy with member s’ experiences. The most prevalent type of emotional support sought and
shared on the forum was empathy. Empathy included statements that the person understood the
recipients situation (Cutrona & Suhr, 1992), shared similar feelings with the recipient, or couldaelate
the recipients experiences. Empathy with othiepsoblems included identifying with their appearance
obsessions, feelings of general uglis@nd behaviors related to perceived defects.

Individuals often shared their personal experiences with BDD and then asked other members if
they felt the same way or had similar experiences. For example, a male poster who was obsessed with
“stretch markson his body wanted to know if others on the forum could relate to his experiences:

Male 1-OP: | was diagnosed with BDD a couple months ago. At first | dithink | had it but

now I’'m certain | do. | am a 23 year old guy and for some reason | developed a ton of stretch

marks. | hate my body because of them and whenever | see them | get angry. | get told |

handsome and get looked at all the time, but all that goes through my Héfanky they knew

what was under these clothevd never dated because of them even though | wantrtguét

sick and tired of these things ruining my life when they shdulain | just thought it would be

nice to hear others experiences and if tteea@yone that can relate to me.

Another male replied that even though he did not YD, he could relate due to having third degree
burns on his body. He empathized with the original ptseitperiences, encouraged him to not focus on
his flaws, and reminded him that he was not alone:

Male 2: Well, | can relate to the wholevhats under the clothéshing and 1Im 25 never dated or

anything as well. | doh have BDD btw, but | have similar compulsive worries due to 3rd degree

burns and dentures at 25 lol, so yeah r'cafier much experience advice considering | never

really overcame anything yet so im in your boat but, keep your head up bud. | know your opinion

on your body matters alot more to you then someone elses opinion that implies you look fine, |

try not to focus on my flaws alot but its very hard to do sdtderl alone!

Members responses could also reinforce oth@&esgative thoughts about being ugly and hating their
appearance. One male poster disclosed how much he hated his ugly face and felt that he would always be
unattractive to women as a result. A female member responded by relating to his feelings of being ugly

She reminded him that they both ha&s$ much valuéas the most beautiful people in the world:

Female 2: hi i am sooooo0 tired of being ugly too. so very tired of it. and its hard a lot of times,
when i have to look in a mirror or see a picture of myself and i just really dont want to lbok at

123



(my image) anymore. i feel like my soul belongs in a different body, a pretty one. please
remember you and i, we have every bit as much value as the most beautiful people in the world.
they did nothing special or good to deserve being born with beauty and i did niithdigo
deserve being born without beauty.
Individuals on the forum who had received plastic surgery and were unhappy with the results
often sought empathy from others. A female poster described the results of her rhimwplesdure and
asked if anyone could understand her feelings. She felt that the surgery had made her face unrecognizabl
Female 1-OP: What a nightmare this year has been for me. | had low self-esteem before | got the
rhinoplasty so | thought maybe it could make me feel better. HUGE mistake, | am so lost right
now. | dorit feel like the self i used to feel anymore. | am not strong anymore, | cry everyday.
When i look in the mirror i doh recognize myself. Does anyone understand this?
The poster received a response from another member who also felt that she had ruined her face with
plastic surgery-l got rhinoplasty 5 days ago. And | feel the same. | have got drastic change on my face.
Is it beautiful? surely not. It is the ugliest thing in the wdrld.
Individuals also empathized with other membeissire to commit suicide. In the following
example, a forum member (undetermined gender) understood asatésire to commit suicide, since
the person also planned to have a second surgery to fix the results from theuirderstand, because |
am also planning a surgery and if dogsvork out then | am planning to kill myséliThus, members
with extremely harmful BDD behaviors could find others who shared their thoughts and feelisgs. Th
finding reflects studies of self-harm and pro-anorexia sites where peer support could encourage self-
injurious and potentially lethal behaviors (Haas et al., 2011; Whitlock et al., 2006).
Individuals also respomd with empathy by indicating how similar their problems were to those
of other members. For example, many males in the study were distressed by the thought that their
perceived flaws made them undesirable to women. One poster respoadether mais desire to have
a stronger jawline so that he could be attractive to women
Male 2: For a second | thought | wrote this. You and | have EXACTLY the same story. | have a
problem with my jawline as well. This thread blew me away, because it captured the feelings |
feel everyday as a man with a weak jawline....and how hard it is to cope with being unattractive to

women...and society because of it. There is TREMENDOUS pressure on men to be HOT and
attractive too.
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Another example is when a female poster felt sheVitasally” reading about her own experiences in
another persds post:
Female 2: Wow, reading this | literally felt like | was reading about myself. Im 22 too and |
extremely pale, i have a huge nose, i have small weird eyes, my face is weird, wrk)esnd

im too short....I know how you feel, dont you wish you could just go to a bar like other people our

camera straight forward antligo on facebook so much the next fews days just to check pictures
that were tagged of me.

The close affinity that members felt with otheegperiences can be viewed from the
hyperpersonal effects perspective of online text-based communication. Chat room and online forum
participants have been observed making over-attributions of similarity when communidgttinthers
under conditions of visual anonymity (Lea & Spears, 1992; Walther, 2011). In addition, reciprocating
another persds feelings and experiences can enhancésaanse of belonging to the online group,
which can buffer the negative effects of strésmis, 2008).
Caring/concern for other members. Seeking and sharing caring/concern for one an@her
suffering occurred almost as frequently as empathy/understanding in the study. Requestg fandar
concern from others on the forum were made by asking for help, support, and guidance. Caring/concern
requests were often made after disclo®@P symptoms, without specifying what type of support was
needed. In the example below, a male poster néetaaeon® to help him. He wanted to talk honestly
about his problems and get some perspective so he could return to his old self:
Male 1-OP: | don’t even know why’m writing this. | just doit know what to do anymore. |
need someone to help me. | need someone to talk to honestly about my problems so | can perhaps
see the whole thing from a different angle. | davant this to take over my life, | want to be the
old me once again; the happy, enthusiastic, ambitious and sweet boy who made everyone laugh.
The desire to return to ofg‘normal’ self was common for individuals in the study. Members
also posted messages asking for help when they were suicidal and alone, sometimes at night when there
was no one else around to confide in. Online support groupsadifentages to those with stigmatized

health conditions, since they provide access to support 24 hours a day, when professionals and primary

group members might not be available to help (Burnett & Buerkle, 2004). For example, one testegile p
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wanted to talk to someone during the night while she was having a panic attack and contemplating
suicide:

Female 1-OP: Is anyone up or can someone talk to miePlaying in bed, but | cant sleep and |
am having a panic attack...

| ate some stuff today that will probably make me gain a lot of weight and my minéhig rac

about everything..l feel so disgusting and worthless | dont want to be here anymore. Someone

please help me. | dont know what to do anymore. | just want everything to disappear..

One of the frequent posters responded showing concern for her coritmory, i wasrit around
when you typed this, are you alrightPhe original poster was grateful for his replycompletely
appreciate you replying, regardless of the timExpressions of caring and concern were also provided to
individuals who disclosed their intense suffering related to the disorder. One male ppstededdo a
female member who was feeling suicidal by offering to help her‘aitlgthing’ she needed really
really wish you the best as you sound like a nice person and ytuddserve what yote going
through. | really hope’ Ve covered everything, but please if there is anythingdybike me to help with
please ask.

Members expressed compassion by letting others know that they were not alone and that people
cared about thenfHow are you? | hope yore doing okay. One member offered to pray for the person
in distress“I’ll keep you in my prayersCaring/concern was also expressed by the most frequent posters
and other members by sharing holiday greetings on Christmas day. These findings are contlistent wi
research on support forums for cancer (Bambina, 2007), eating disorders (McCormack & Coulson, 2009),
and HIV/AIDS (Mo & Coulson, 2008) where members created a supportive community by expressing
caring/concern for others, including offers to pray for other members.

Sharing gratitude, encouragement, sympathy, compliments, and validation. Individuals
positive actions and ideas (both online and offline) were reinforced by other members on the forum.
Comments providing gratitude, encouragement, sympathy, compliments, and validation were shared
rather than sought; there were 97 thanks/gratitude comments; 72 encouragement comments; 61 sympathy

comments; 46 compliment comments; and 26 validation/agreement comments.
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Expressions of thanks/gratitude were shared both in initial message posts and in therreplies. |
initial posts, members offered thanks in anticipation of receiving help and adUlanks in advance for
your help) and to others for taking time to read the messafganks for reading thi$! One female
poster started her message by acknowledging that she had been reading the posts for a few weeks and was
grateful for the advice given to others on the forum:

Female 1-OP: I’ve been reading the posts on here for a few weeks trying to sort myself out and

you guys really seem to know what yoaitalking about, | just want to say thanks for the advice

i’ve picked up from the replys off the other posts.

Sharing stories about osesuffering and asking for help could in itself be beneficial, as shown in
the following post by a female member who disclosed her feelings of ugliness, despite getting positive
feedback on her appearance. She asked members for help and was grateful to be able to write about her
feelings on the forum:

Female 1-OP: i feel ugly and disgusting even though from what i hzardef. not. i just ca

believe it. ive been accused of fishing for complements when’t cggh my hair right, or i think

jeans dort fit me perfectly right and i look decent otherwisen just running out of options. i

really wish i didrit have these feelings about myselfy ithe only one who should pass

judgement on myself and insteathirelying on others and instead not believing a word they say.

i really need some help and would be thankful for anyone that replies to this. wow. it feels good

to get that all out. thank you all so much.

The female poster above reflected on her habit of relying on others for reassurance that shaghas not
She knew that only she should judge herself and was grateful for the opportunity to express her feelings
on the forum. She thanked other members in advance for their replies and help.

One male forum member posted his story of recovery from BDD specifically in order to
encourage other people on the forum to get treatment and to provide a positive example that recovery
from BDD was possible. He disclosed that being in group therapy for BDD had been difficult because he
knew other people were scrutinizing his appearance. As a result, he found it helpful when he returned to
the university and was around people who weamal’ in terms of not judging people on their looks.

He ended his post by encouraging members to keep pushing towards recovery from BDD:

Malel: The reason i wrote here was to create a perception for you all on \shikeitpost’

BDD. | know alot of you wott believe its possible to reach this level, but i urge you to keep
pushing and pushing... | want you to knoig possible.’ve done stupid things, lost friends
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family and partners cus of my BDD fuelled behaviour. | know whatike, but i urge you to
keep going, you will get there, and when you do’ifdeel complete. That feeling of
completeness is so much more than anything you might be looking for. Remem&odyete
with others... compete with yourself and you shall set yourself free.
Two members expressed gratitude for his great post. They found it inspiring and motivating, and were
glad to know that beating BDD was possible:

Female 2: Thanks for your pos® it’s really inspiring and motivating.’# great to hear from
someone who is beating BDD! | often wonder if it is truly beatable, but you prove that it is.

Female 3: | thank you also for this great post. What euput here is very encouraging. | think
you’ve hit the nail on the head focussing on management rather thancucene to realize the
same in regards to my own Bddjuesting for complete freedom fromivé found to be futile at
best, counterproductive and damaging at worst.
The original poster responded to both members by thanking them for replying to his message. He
addressed each of them personally and further encouraged them to keep fighting because they could also
beat the disorder:
Male 4-OP: Thank you [Female 2] for finding my post inspiring:) It is indeed beatable and i hope
you beat it soon for you deserve alot more in’y@life than what BDD brings you. It will be
hard and its always a mode you can slip back into. But | promise you though it is beatable, and
you will beat it, keep going and hold your head high, avoid all the traps BDD puts you into, and
you'll feel free.
Thank you [Female 3] also for your respon¥eu’re absolutely right focus on managing the
BDD and itll become so minimal that you wiamotice it being there at all. Then the trick is to
become so unconcerned with appearence (even more than the average person on the street) that a
relapse becomes very small probability wise.
Expressions of sympathy were usually provided in response to gtieessnal experiences
related to BDD. Sympathetic comments contained expressions of sorrow or regret for thettgcipien
situation (Cutrona & Suhr, 1992). One poster responded with sympathy to another member who was
rejected by his girlfriend after revealing he had BBDm sorry to hear aboyour experience...” One of
the most frequent posters expressed sympathy for a female poster who was struggling with BDD
symptoms:‘I’m sorry you are struggling, antin glad youve already found the forum helpful.

Compliments were offered to members for their use of effectping strategies. Compliments

contained positive words and praise for the recipient (Cutrona & Suhr, 1992). One person suggested a
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“forgetting boX to put away negative feelings and thoughts that she experienced due to her BDD
symptoms. Another member complimented her on this coping technique:

Male 2: If your point is what i think it is then’s a good one. Yeh it is a lot easier to remember

the bad things that happen in your life rather than the easier daespgycholgical way of

making sure it doeshhappen to you again by keeping it in the mind.

Your ‘forgetting boX is a good idea, if it works for you then tlsafantastic.

In response to a female poster who was trying to accept her ugliness as a blessirggfranotae
member complimented her on each part of her message:

Male2: Thats a beautiful thing you write. Why does it have to be ugly? Whytayen just

unique in who you are?. . . The way you see yourself, in leaps and bounds allesome in

your ability to do that. If only more people thought like this, | think the world would be filled

with a lot less depression, self-persecution, and otherwise.. ’reYapositive role-model for

diveristy of character and being. . . .Tlsgust grand.

Members encouraged others to post messages on the forum, to seek treatment, and to keep
fighting despite feeling suicidal. Comments containing encouragement sought to instill hope and
confidence in the recipient (Cutrona & Suhr, 1992). One female member offered words of encouragement
to another person who was brave enough to disclose his/her feelings on the forum, and provided hope for
overcoming BDD:

Female 2: The good news is you are talking about it! It can be the hardest thing just to post on

here. Just know there are so many options for you. So many things out there you can benefit

from, loads of people that can and will love and support you, s ldse hope, you can

overcome thi®© keep posting if you wantrh here pretty often.

Another member respondedademale poster who was contemplating suicide by empathizing with her
feelings of self-hatred. She offered reasons for hope, and encouraged her to continueHiydisayder:

Female2: And I know how it is to hate something that is yourself so much that you want to die.

It comes in waves and we need to survive those days hun, we can, we are so many fighting here

with the same thing, a self-disgust! Stay with us and fight. Shared pain is half pain! Give me

some some right now. . . Hang in there, dont give up, you are very strong! <3

Members also shared emotional support by validating another peideas and opinions.

Validation comments expressed agreement with the recipipatspective (Cutrona & Suhr, 1992). As

shown below, one poster agreed with another that he needed to focus on thoughts other than his jawline.
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He wanted the person who replied to his post to know that he still struggled with BDssrgtery
day:

Male2: You are right - | have to focus on other things besides my jawlmeadtually a lot

better about this than | used to be but I still have problems with it, obviously. | wrote the OP

when | was feeling particularly bad:dta struggle each day.
In another post, a member announced that she was finally starting CBT treatment after years of
“muddling’ through various medications and therapists. She was concerned because #aings
okay’ and did not know what to expect from the treatment. A moderator responded that she had also
received CBT treatment, and that it had helped, but was‘moagic wand: She agreed that having
reservations about treatment was understandable:

Female-moderator 2: | definitely agree with the wait and see, though. | did a brief course of

CBT for stress and anxiety and it was very helpful. But not a magic wanubpe itll help you

in places, but | think youwe right to have a few reservations and not to go in expecting a miracle.

In summary, members sought and shared empathy and caring/concern with others on the forum.
They also provided compliments, sympathy, encouragement, gratitude and validation foropiherss
and advice. The most frequent posters, moderators, and forum members helped to make the BDD forum a
supportive place by providing almost as much emotional as informational support to participants.
Emotional support was found to be the predominant type of support on forums for cancer (Bambina,
2007) and male eating disorders (Flynn & Stana, 2012). These findings indicate that online forums are
valuable due to the support they provide individuals suffering from serious mental and physical
conditions which may be unavailable from their friends or family members.
Social Network Support

The third type of support sought and shared in the study was social network support. Social
network support contained two subcategories; references by members about being part of an online
community (being present) and comments about the forum as a place to find similar others (companions)
who understood the disorder. Social network support occurred less frequently on the forum than

informational or emotional support. This finding is similar to other studies of onlins$oior

HIV/AIDS and cancer (Coulson & Greenwood, 2012; Coursaris & Lui, 2009; Mo & Coulson, 2008)
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where social network support was less prominent that informational or emotional suppatwétred30
comments about being present on the forum, and 55 comments about finding similar others (companions).
Most of the social network support comments were provided by the most frequent posters to the forum,
and will be discussed in more detail in RQ4.
Being present on the BDD forum. Members and moderators welcomed new members to the
forum and praised the forum as a supportive place for individuals with BDD. In the following example,
the original poster announced that she was recently diagnosed with BDD. No one in her primary group of
friends and family members knew about the diagnosis and she was too afraid to tell them. She was
seeking other members who would be willing‘¢woup chat or help her:
Female 1-OP: | was recently diagnosed with body dysmorphic disordee. had it for almost
two years now, and | have no idea how to cope with it. No one knows )mandd afraid to tell
anyone besides my doctor. | just need a friend and some strategies to suppress my anxiety.
I’m a runner, | have a happy heart and soul, but a depressed mind.
I’m creative and funny.. Butrh just hideous. Does anyone have an iPhone where we can group
chat? Or is anyone willing just to help me..?
As suggested in RQ2, the BDD forum was a place where individuals could share their personal
experiences with others who understood the disorder. Reading about others peoblesis on the
forum could help members get some perspective on their own difficulties, as shown in the following
example. A new member found the forum on his/her search for a BDD cure because CBT did not seem to
be working. The person posted to the forum to get some perspective on his/her problems:
Undetermined 1-OP: Have been feeling pretty crap recently and found this forum on my google-
cure adventures’Me come to the conclusion that CBT isnt working, and ive got to accept that im
never going to feel better...i guess posting here is an attempt at getting some perspective as things
are never as bad as i convince myself!
One of the moderators replied that she hoped the forum would enable the person to get some perspective
and feel better:I’m glad youve found the forum, [name]! And perhdfgetting perspectivewill turn
out to be an alternative way to feel better.
Another new member was not sure if he had BDD or not but he had many of the symptoms. In his

message he revealed that the condition had fetrafic strairi’ on his relationship with his family since

he couldrt leave the house, had dropped out of school, and could not hold down a job. Heexbmslud
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post by expressing his appreciation at finding others who felt the same way fiehdick you for

reading. It can get extremely lonely at times &®rice to know there are others out there who feel the
same, and that yore not completely alone.The moderator and a member responded by encouraging
him to post to the forum and congratulated him on having the courage to discuss his symptoms online:

Female-moderator 2: You could read through this forum a bit if you like, see if it helps, and post
here too.

Male3: Congratulations on posting by the way, it can be hard for people to discuss these kind of
things and yolve come to the right place the people on this forum are fantastic.

Members encouraged others to keep posting to the forum to get advice and help, and offered to
support new members. One poster (undetermined gender) responded to a female member who felt she
was ugly and that other people were making negative comments about her looks. The person let her know
that BDD forum members were available to listen and help her:

Undetermined 2: | think it’s great that you posted this and are talking throughsthérd to

write about our experiences. Feel free to keep posting about your thoughts, feelings and

experiences. W# do our best to listen and support you.

Finding similar others’companions. The ability to disclose ong feelings to others who
understood the disorder and shared similar experiences was of great importance to many who posted to
the forum. Finding other people who shared’sfierazy or weird behavior, such as on a depression
forum (Giles & Newbold, 2011, p. 423), could provide validation that a perdmiavior wasnormal?

A female poster reveadithat her high school friends could not understand how serious her condition was,
so she hoped to connect with people on the forum for mutual support:

Female 1-OP: The most difficult part of this is dealing with it in the high school setting. |

compare myself to everyone. The few friends | have are all very confident and outspoken, and it

often feels like no one understands how real and serious this is-tavmeh is why | found this

forum. I really hope | can meet someone to correspond with and provide mutual support to. | need

to talk about this with someone who understands. Nothing is working or helping.

Another female member was having a rough time and wanted use the forum to meet other people with

BDD. She was afraid to talk to other people because they might think stferaag or mistake her

appearance concerns for being vain and shallow:
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Female 1-OP: | am hoping that this forum will help. | have never met a person with BDD, and |
have trouble talking about my feelings about my appearance to other people because | am scared
that they will misunderstand, think | am crazy, or think | am shallow or into myself. Sortyef

rant, having a little bit of a rough day.

The BDD forum also extended the support offered by other social network sites and online
forums, including BDD Central and Facebook. Some of the previous BDD Central members posted
messages to the BDD forum in order to foster a sense of community with other memberslowirgfol
two messages were posted by former BDD Central members to resurrect popular topics friéen that s

Male 1-OP: Almost feels a bit disrespectful to BDDCentral making this [thread] but seen as

though it was such a popular thread on there, and entertaining at times (sea@u)l talgefully

it will make things seem a bit familarish in the meantime. Wallliere anyway.

Male 1-OP: We used to have a drawing thread in BDDcentral, so we could insitute a similar one
here too®© You can post your creative artwork for others to see.

Another BDD forum member posted a message inviting people to visit her ¢sltBgat BDD’
Facebook page that had been created to raise awareness about the disorder. She invited members to visit
the page so they could feel less alone:

Female 1-OP: | just wanted to share our Beat BDD Facebook page with all of you. It started as a
small project dedicated to my frietsduncle who struggled with BDD, but turned into a campus-
wide campaign. We worked hard trying to spread the word about this highly unnoticed iliness.
Below is an event we did to spread awareness and an animation | made to help others develop a
greater understanding of BDD. | know that sometimes it can seem lonely, and so we created a
Facebook page filled with positive energy and a place for others to connect with another. Our
group has disbanded after graduating college, but we hope to keep up this site in hopes of further
spreading BDD awareness.

Posting to the online forum was also helpful for people who were experiencing negative feelings
and needed to express them. One of the reasons given by a female member was that simply writing down
on€s negative thoughts could be therapeutic, even when the person was not ready to shaittitleen
world.” Another advantage given was that everyone on the forum understands oneéssttiwgles
with BDD symptoms. The poster disclosed that she had tried to explain the situation to her friends, bu
they could not understand the reasons for her appearance concerns:

Female 2. From my experience, the best thing to do in those moments is exactly this: post here.

Simply writing down negative thoughts can be very therapeutic, even whé&e yot willing to
share them with the world.
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More importantly, everyone here understands your struggles. Thahisitase with people who
don't have BDD symptoms’Ve attempted to explain my situation to close friends in the past,
and they just dom understand. Which ishto say they aréhcaring and supportive, but they
cant understand why in having those thoughts in the first place. Ther®thing rational about
BDD, and | think you need to feel those symptoms in order to truly understand how terrifying it
can be.
The poster above noted the importance of sharintgsageriences with others who could
understand the disorder. The process of sharints @xperiences and writing them down has been shown
to increase individual empowerment and a sense of control over sitetion, reflecting the direct effect
of social support on a persanwell-being (Barak et al., 2008; Diamond, 2000). In addition, the psster
recommendation to write down negative feelings on the forum, as an alternative to sharifyithehe
world” stresses the importance of online anonymity. Houston et al. (2002) found that more than one third
(37.9%) of participants with depression preferred an Internet support group over in-person counseling,
because the online group gave them the freedom to discuss their concerns anonymously.
One male poster came to the forum because he believed he had BDD and the symptoms had kept
him socially isolated to the point that he no longer had a relationship with his familyedrdaes. He
introduced himself as a way of becoming a member of the online community:
Male 1-OP: Okay, so this is the second timienlwriting this, the first one didhappear in the
forums?!?! Anyway, e been reading these forums now for a while but only now did | even
contemplate creating an account and saying somethiritj gt tell you a little about me, thiat
how these things work, righth a 20year old male from the UK...
A female member responded to his post by confirming that his symptoms did appear to be caused by
BDD, and encouraged him to get diagnosed by a therapist. She then praised the forum as a place where he
could share his feelings with others who understood what he was experiencing:
Female 2: | think that one of the key things that every BDDer needs is someone to talk to,
someone to understand them. Hence the forum. Feel free to share anything. At the previous forum
I was at it really helped me ... being able to share very private matters with other people who
understood me.
Participants in the study felt supported by being part of an online community and by encountering

similar others (companions) who could understand their concerns. This finding is ®oilaer studies

of online support groups where individuals felt empowered and supported by becoming members of an
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online community filled with similar others (Bambina, 2007; Coulson & Greenwood, 2012; Coursaris &
Lui, 2009; van Uden-Kraan et al., 2008, van Uden-Kraan et al., 2009).
Unsupportive Comments

Although they did not occur frequently on the forum, members made comments that could be
considered unsupportive. Unsupportive comments contained expressions of disagreement/disapproval
with another persde opinions and advice, sarcasm/criticism directed toward other members, and
comments that were considered offensive or hurtful (flaming). Burleson (2002) clagsifiedvest level
of comforting messages as those that either implicitly or explicitly deny the fealmbperspective of
the distressed other. There were 17 disapprove/disagree comments and 7 sarcasm/criticisns.comment

The unsupportive comments posted in 24 of the messages account for only 1.1%eof all th
comments coded for the study. This finding indicates that on the BDD forum there were not many
unsupportive comments compared to the many supportive comments sought and shared. Unsupportive
comments by individuals in the study occurred when members disagreed with one’ suankviee,
opinions, or ideas. The subject of beauty and attractiveness was a common theme in messages coded for
the study. One of the most frequent posters believed that beauty is subjective, thus everyone had the
potential to be beautiful:

Female 1-OP: | was just thinking that | find the thing that really bothers me about beauty is the

subjectiveness. | think tHatwhat gets me ... Maybe | dont have a strong enough positive

opinion on my looks which allows other people OPINIONS (NOT FACTS) to determine how |

feel. | should probably tell myself every single day that | am beautiful.

The posteis opinion that beauty is subjective differed from other members who believed that
beauty is objective and that there is one socially accepted ideal for men and women. One member
pointed out that Angelina Jolie is considered beautiful by many people. In her opinion, peogdld who
not believe the actress was beautiful were jealous, or tired Ofiyipg” around her beauty:

Female 2: | think there is SOME objectiveness in beauty. | seen you mention Angelina Jolie in

your other post, | think she is beautiful too and I'tibelieve people that say she is not. | think

most people that say she is not are either jealous or just tired of the hype about her beauty. | think

this is beautiful and | think most people would agree about her face being beautiful, and if they
say no | think its her style or something else that they hate.
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The second person to respond believed that beatigiig objective? His opinion was that people who
told each othetbeauty is in the eye of the beholdesere ugly people who wanted to make each other
feel better.

The same male poster also offered an unsupportive comment to another member who dissuaded
him from getting plastic surgery. He felt it wéasulting’ to tell ugly people they should not get plastic
surgery, since being ugly resulted in a person having a lower quality of life:

Male 2: So if you were born with a receding chin, a huge nose, severe facial asymmetry, flat

cheekbones, and dumbo ears, you should just accept that? You should somehow come to terms

with being ugly and the misery it entails?

Well, | could never accept that. | could never accept a lower quality of life just because through

pure chance | ended up with genes for ugly features. | want to be physically attractive and happy,

and | will get all surgery | need to fix my inherited flaws.

Telling ugly people to just accept their terrible fate is incredibly insultthg basically saying

they should be content with a lower quality of life.

The same forum member believed that he and others were actually as ugly as they felt. However,
he did make an exception for one female poster who he referredpcetty’ when she sent him her
photograph. However, when another female member did the same, she was met with a very different
response. He reinforced her belief that she was indeed ugly, and also suggested that she commit suicide as
a solution to end her suffering. She was so devastated by his response that she posted a message asking if
others on the forum had experienced the same outcome:

Female 1-OP: Well, he said | am SO EXTREMELY UGLY that even surgery wotiltdelp me

so Fm doomed to stay ugly forever. . . .[Name] even said that | was spoiled for thinking | had the

right to be pretty. It has really made me feel like crap. Even the tiniest bit of selferwedil had

left is gone now. All the random strangers that used to call me ugly were right. | am not going to

commit suicide like he suggested, but | sure hate my life right now. And most of all the harsh

society that values looks over personality, most of the time.

One of the frequent posters responded to her message by criticizing the malé“ploatsrone
crazy mothafacka that [name] and his genuine help. | am sorry that you had to read those arse words of
his” These messages indicate that not all support offered on the forum was meant to enhahce others
well-being. The unsupportive comments on BizD forum are similar to those found on other mental

health forums (Burnett & Buerkle, 2004), where members disagreed with one another and posted

insulting messages (flaming).
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Summary of Findings about Social Support Sought and Shared on the Forum

The forum provided a way for individuals to both seek and share support from their peers. The
informational support provided on the forum was primarily beneficial for members wheaeking to
overcome their BDD symptoms. When individuals asked about BDD diagnosis and treatment, most
members and the forum moderators recommended that people seek out a therapist who specialized in
treating BDD, and shared their experiences with CBT and medication. The advice to seek professional
treatment is supported BBDD researchers and clinicians since many individuals require therapy,
medication, or a combination of both to overcome BDD symptoms (Phillips et al., 2008).

Gaining knowledge through the exchange of information that is perceived to be relevani credibl
reliable, and that increases an individsalbility and opportunities to make informed personal decisions
can lead to individual empowerment (Barak et al., 2008; van Udemm et al., 2008). This has been
found to be one of the primary benefits of participating in online support groups (Buchanan & Coulson,
2007; Chung, 2013). This was the positive aspect of seeking informational support from others on
forum; they could provide advice and opinions tailored to each mésrdmzcific needs based on
personal experience. Studies on empowerment in online groups (Barak et al., 2008; van Uden-Kraan et
al., 2008) have found that the information received in these groups is viewed as valuable because it is
often tailored to each persarparticular needs

Individuals also came to the forum for emotional and social network support due to the fear and
stigma they felt about disclosing their symptoms and appearance concerns to friends and fabggsme
within their primary support group. Forum members sought and shared empathy and caring/cdmcern wit
other members, and shared gratitude, sympathy, compliments, encouragement, and validation for their
feelings and experiences. Buchanan and Coulson (2007) found that the primary motivations for seeking
peer support in an dental anxiety online forum were searching for help, sharing feiag cieplowered
by reading messages posted by others facing similar challenges, and receiving guidance, support, and

encouragement from others.
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Overall, the social network support offered on the BDD forum was positive in terms aifriegs
others they were not alone in their suffering, and that there was a secondary group oftsiengartoo
could provide the support they needed to help overcome BDD symptoms. Many individuals who suffer
from stigmatized physical or mental health conditions find that participating in support groups (bot
online and offline) reduces feelings of loneliness and social isolation. Being part of a sgoetaark
of similar others provides participants with a sense of belonging, affiliation, and calvéion, which
translates into feelings of empowerment (Barak et al., 2008).

RQ4: Support Provided and Roles Performed by the M ost Frequent Posters

As outlined in Chapter 2 and demonstrated inRRE results, participation levels on the forum
varied widely among members. Research Question 4 asked what support is provided and what roles are
played by the most frequent posters on the forum. The BDD forum included 5 participants during 2012
who could be classified as the most frequent posters. Each posted 45 or more messages (up to 103), while
the next most active participant posted only 30 messages. One of the frequent posters was male; four
were female. In order to better understand the support they provided and the roles they pldiyet, it is
helpful to briefly profile each using the personal disclosures they provided during the yeahélhen
socid support they provided and the roles they played on the forum are described and interpreted using
examples for support. Finally, communication exchanges by four of the most frequent postexteillustr
how they formed a circle of strong ties (Granovetter, 1973, 1983) within the secondary support group on
the BDD forum.
Profiles of the Most Frequent Posters

Roger joined the forum as a member in March, 2012. He did not post a self-introduction and
instead shared his experiences with BDD in replies to other members. Roger disclosed that he was 23
years old and lived in Great Britain. He had to drop out of university due to his BDD symptoms, and was
committed to overcoming the disorder using CBT. In one thread, he disclosed that his obsessions were

primarily focused on his facial hair, nose, and balding:
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Roger 2: As for my story ill make it as brief as i can, had BDD since i was about 14,15 or 16
altough i didnt know about it until i was about 20rf 23 now). My problem areas are nose, skin
and hair which are all the top 3 areas of concern altough my hair concern is probably more around
facial hair than anything else.
My treatment at the moment is Cognitive behavioural therapy and sheer bloody determination
which at times i seriously lack bum doing ok for the most part.
Roger was experiencing BDD symptoms, was undergoing CBT treatment, and had read books about
BDD by medical professionals, suchd® Broken Mirror by Phillips (2005). Thus, he was one of the
primary sources for BDD diagnosis and treatment information on the BDD forum.
Kathy joined the forum as a member in June, 2011. She did not post an introduction to other
forum members in 2012, which could be due to her joining the forum in 2011. Kathy primarily disclosed

her BDD-related symptoms in replies to other members as a way of sharing similar experiences:

Kathy 2: | get headaches like that too, also at the sides like my temples get very sore too. | get
this when | have to go out anti around other people.

Kathy 2: | hate my skin to, | have disgusting spots which | pick and make &isejudgment
do you mean from other people or yourself, or both? ltdamoke pot,’Ve tried it a few times
but it just didrit stick. Self harming is my method of coping.

Mia became a forum member in November, 2011. Mia primarily disclosed her experiences as a
way of expressing empathy and understanding with other members:

pretty...but i know ill never be the prettiest and i know ill never think im pretty on the outside...it

***ing sucks. but you know what??? one day when youre old.’ ljmok back and think...man i

was pretty (i bet or at least i hope)
However, Mia also posted an initial message on one of her bad days complaining about how ugly she felt.
She noted that talking about her BDD symptoms seemed to make her feel worse instead of better:

Mia 1: This morning has been a very bad morning for me. | find if | look in the mirror too long,

especially without makeup, my mind goes insane. My face is such an ugly shape it makes me feel

sick. and everyone always says | have nice lips butsthat true, the only reason they look nice

is because i wear lip liner/ gloss and they look kind of big when | smile....

anyways..im getting to a point wherenlso sick of the ups and downs...and | feel like talking

about it almost makes it worsevg been extremely depressed before and talking helped me but |

feel like talking about BDD just makes me think about it more. So | feel lonely and lestpolik
matter how many people saiar pretty it wouldnit matter becauséll never think | am.
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Janet became a member in March, 2012, and posted her introduction upon joining the forum. She
was undergoing therapy for her obsession with her skin. Janet was in therapy for the disalaleto sim
Roger, but alssnoked marijuana to cope with the symptoms:

Janet 1-OP: | finally plucked up the courage to join this forum. Baby steps baby steps. . . | have
the worst skin in the world. With far too much hair. Its so disgusting that if anyone sees it, they
are likely to recoil in disgust and possibly throw up. . . . | do rely heavily on marijuana to soothe
me through the day, and tend to deny the fawtdddicted.’Im determined to make progress with
the help of my psychologist. Anyone else in this limbo staga@eétting help but the BDD is my
world.

Mia, who also smoketiweed’ to cope with BDD symptoms, shared her experiences with Janet:

Mia 2: | smoke a lot of weed too...like a lot lol. | doknow if it makes my BDD any better or
worse...I certainly dont care about much except for food or sleeping when im high and | get very
paranoid when | walk alone at night and stuff. Well maybe it makes it worse in the sense that |
hate being in public high.

Lol..man if Fm high and | see my eyebrows though...I go insédreJdst an hour to waxing/

plucking those badboys before without even noticing it.

Fran was the most recent member of the forum; she became a member in October, 2012. Fran
was also one of the storytellers on the forum (see RQ1). She posted a lengtityoskei&tion
(approximately 1,200 words) in her initial post. She was a 28-year-old medical student stragcipg t
with her BDD symptoms and had received treatment in the past. She described her mirror obsession, her
thoughts about being ugly, and her constant use of makeup to disguise her flaws:

Fran 1-OP: | am 28. | have a very demanding life which had made me come to the very top of all
my frustrations. | am a medical student in my last year. | have managed until now in a way i dont
understand how it was possible.

I think | am ugly, since | can remember. Not in the way that i have a big nose or ears or so, but i
think its the mix of them all, my fathers eyes, the eyebrows that are long gone (little tH), an

the little small things...that together just created a nasty reflection in the.risear makeup

ALL THE TIME. Also when | sleep. | wake up, first thing i do is check the mirror to know what
the day will have in store for me. It is almost always a big dissapointment, sometimes a smaller
dissapointment which may be corrected if lucky. Every morning, looking with fear and some
hope into that mirror, as if i wait for my face to have changed all of the sudden over the night.
This is very disabling, and inhibits greatly me from having a normal live like i want. People have
commented on my make up, that i wear too much, wrong colour etc etc. | hate it and feel ashamed
of that too, but if | could choose, Id rather have them speaking bad about my makeup then about
how ugly I am.

Fran believed that she was a great person who could accomplish anything. However, her face did not

seem to reflect all her good qualities:
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Psychologists may want to related this ugly-feeling to a deeper personal insecurity, tyt | real
must disagree, at least in my case. | am a very talented woman, ‘@oogydays i am the most
social and fun person, and there is nothing | cannot do, | am VERY good at most sports, smart
and intelligent in my studies, inventive, handy, loving and caring of humans and animals, and |
think | am really a great person that can accomplish anything. | just wish my face would match all
this. | just wish to be looking ok, to be able to fullfill my life. And my lovely boyfriends life.
Fran expressed both positive and negative feelings about herself in her introduction. There kiag a stri
contrast between her positive image of herself as a person Vidwyisalented...social and fun . . . smart
and intelligent . . . inventive, handy, loving and caringth a“fantastic one in a million boyfriefidand
the person she saw in the mirror every morning, who wore maidupTHE TIME” to hide her
perceived flaws. Frda desire to have ‘@ormal life was shared by many posters on the forum, though
most other members did not paint their lives in such glowing terms.
Support Provided by the Most Frequent Posters
Roger, Kathy, Mia, Janet, and Fran provided more social support than any other posters in the
study, including the two forum moderators (Ann and Rose). The five most active members can be
considered themergent leaders (Balkundi& Kilduff, 2006) on theBDD forum due to the number of
messages they posted and the content of the messages. Studies of emergent leaders in virtual groups focus
on how individuals become perceived as leaders over time due to group interaction (Butler, 2001;
Sutanto, Tan, Battistini & Phang, 2011). Leadershijthie process of influencing others to understand
and agree about what needs to be done and how it can be done effectively, and the process of facilitating
individual and collective efforts to accomplish the shared objectives (Yukl, 2002, p. 7). Tharumo f
moderators could be considered the appointed leaders on the forum. However, they posted fewer
messages than the frequent posters; Ann posted 19 messages and Rose posted 25 messages.
The important contribution of the five most frequent posters is apparent when comparing the
proportion of comments seeking and providing support compared to other members. Table 4.1 presents

the social support sought and shared by the most frequent posters (5) compared to those who posted less

frequently (220) by gender.
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Table 4.1

Social Support by Most and Less Frequent Posters by Gender

GendefCategory  Most frequent poster Less frequent poster Total comments
comments comments
Count Percent Count Percent Count Percent
Female 367 (n=4) 28.4% 450 (n=95) 34.9% 817 63.3%
Emotional 181 14.0 174 135 355 27.5
Informational 133 10.3 220 17.0 353 27.3
Social Network 47 3.6 51 4.0 98 7.5
Unsupportive 6 0.5 5 0.4 11 0.9
Male 189 (n=1) 14.6% 286 (n=73) 22.1% 475 36.7%
Emotional 47 3.6 112 8.7 159 12.3
Informational 84 6.5 146 11.3 230 17.8
Social Network 53 4.1 21 1.6 74 5.7
Unsupportive 5 0.4 7 0.5 12 0.9
Total 556 43.0% 736 57.0% 1,292 100.0%

Note: Posters whose gender was undetermined are excluded from the results.

The four most frequent female posters provided fewer informational support comments than the
95 less frequent female posters (10.3% compared to 17%), but they posted similar amounts of emotional
support comments (14% compared to 13.5%) and social network support comments (3.6% compared to
4%). Overall, the 73 males who posted less frequently provided more informational (11.3%) and
emotional (8.7%) support than Roger; Roger, however, posted more social network support comments
than all the other male posters in the study (4.1% compared to 1.6%). Both males and females provided
comparable amounts of unsupportive comments (.9%)

The emergent and appointed leaders provided much more support than they requested, which
contrasted to the less frequent posters who sought more support than they shared jJT@liky 2% of
the social support comments by the forum leaders involved seeking social support, while 91% consisted
of providing support to others. The five frequent posters and moderators accountdg &ir%ubf the

comments coded as providing social support but only 17% of the total requests for support. i) contras
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the less frequent posters in the study po8&8P6 of the comments seeking support anth4®fering

support.

Table 4.2

Social Support by the Most Frequent Posters & Moderators versus Other Posters

Comment type Most frequent posters Other postersnE218) All posters N=225)
& moderators1=7)
Count Percent Count Percent Count Percent
Requests (seeking) 46 9% 241 24.7% 260 18.3%
Percent of all 17.7% 82.3% 100.0%
requests
Provisons (sharing) 593 91% 568 75.3% 1161 81.7%
Percent of all 51% 49% 100.0%
provisions
Total 639 100.0% 782 100.0% 1,421 100.0%

Bambina (2007) studied social network support on an online cancer forum and found that most of
the supportive messages were provided by one female member and six other male and female members.
She labeled the most active female membefleéwvork staf and the six other members gsrime
givers’ on the forum (p. 123). Givers supplied one another and forum members with support, as opposed
to the“takers; who asked for support from other forum members. The top two percent of active posters
(super-posters) on a financial forum (moneysavingexpert.com), like those on the BDD forum, also
provided advice and support to other members (Graham & Wright, 2014).

Informational support. Roger in particular provided advice and opinions about overcoming
BDD symptoms that focused primarily on getting professional diagnosis and treatment forriher diso
He recommended resources such as books about BDD (Phillips, 2005) and offered to provide assistance
to members, as shown in the following post:

Roger 2: My advice to you would be that if you really think that you have BDD then to discuss

with a mental health professional if you have access to one and explain to them exactly like you

have here about how it pre-occupies you and they would certainly be in a better position than me

to say whether or not you are.
I’ve noticed you saying you havénead up on BDD, if you like i could write up a little
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synopsis of it and what’& about for you or i could point you to a good book céliiee broken
mirror’ if you have access to a library and like reading.

He offered treatment advice, encouragement, and social network support to a female poster who disclosed
that she had recently tried to commit suicide, but was not seeing a therapist for her symptoms:

Roger 2: Then may i suggest you see one please, if you go to your GP and tell them your
symptoms and how it affects you they can put you onto CBT and they can help work with you to
change your mindset.

A big part of BDD is perceptions if you believe yourself tolgly’ in some way have you not
thought that it could be BDD causing a lot of it? Pleasétdmnso quick to try and throw your

life away, its not a lost cause.

You have obviously come on here for a reason. Please keep in touch with us on here we will help
however we can i swear it!

Roger provided more informational support about BDD (48 provisions) than all the other male
posters, but less informational support about fixing/changings@appearance (9 provisions). In the
following message, he discussed the idealistic image that people in Great Britain have abaan&meri
and advised the female poster not to compare herself to images on the Internet:

Roger 2: One thing id like to pick up on is comparing yourself to people on the interngndt

going to give a true reflection. When you google them in your looking for something in

particular, in your case curvy bodies and your going to end up with pictures of people who are

perceived to have amazing curves. Nomv guessing your from the States and one thing that we

over in Britain get is the idea that all Americans have perfect teeth, are muscular, slim and

incredibly witty but thals just the side that society shows you. Just like with curiesadt a

perfect all round picture of what i cafeality’ where in fact none of us are perfect and there are

very few people in the world who can even claim to have what we seek. In fact eVeerteet

people that are in the movies, magazines etc have their apparent non perfect features hidden. That

i tell you is a crying shame. It makes them not look human and does nothing to the 99.999% of

the population that has to feel like they need to look like these people.

Most of the appearance-related information sought on the forum was about whether or not to get
plastic surgery. Roger dissuaded members from getting surgery and recommended clinical treatment to
alleviate BDD symptoms. The reason Roger posted fewer comments than other males about getting
plastic surgery could have been because he was receiving clinical treatment. Mental tfeakiopals
recommend CBT treatment and medication for alleviating BDD symptoms, and discourage people with
BDD from getting plastic surgery to fix perceived flaws (Phillips, 2009).

The four female leaders, like Roger, provided advice and opinions about BDD diagnosis,

treatment, and coping strategies, along with emotional and social network support. Kathy often
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responded to individuals who were unsure if their feelings of ugliness and appearance obsessions mea
that they had BDD. She and the other emergent leaders recommended that individuals get clinical
treatment for the disorder and offered encouragement and hope about recovery. They also occasionally
offered advice on improving ofeappearance using makeup (Kathy), paintingsonails (Mia), and

getting plastic surgery (Fran). Following are some examples of informational support parstd byf the
emergent leaders on the forum:

Kathy 2: I’m sorry you are going through this. | thinksigreat that you want to get help for it,

that is an achievement iristself©

You should make an appointment with your GP and discus it with him/her. Tell them that you

think you have BDD and why you think that. You could maybe write down how you feel and take

it with you, that way if you find it hard to talk about it you can just hand it over to your doctor.

Good luck, and let me know how you get &n
Kathy started her post by offering sympathy and a compliment to the forum member. She then advised the
person to make an appointment with her doctor, and to write down symptoms of the disorder to make
communicating with the doctor easier. Mia responded to another poster and also advised the person get
help for the disorder:

Mia 2: I’m not a psychiatrist or anything but a lot of young people are self conscience about how

they look, however, if youwe finding that these thoughts are consuming you then speaking to

someone about it may help. Besides, if it really is BDD then getting help for it earlyewily

better than waiting.

Fran echoed Mia advice about getting professional help early for BDD, because without
treatment the symptontanget worse. This is the advice offered by treatment specialists who caution
individuals to avoid trying to cope with symptoms themselves, and instead to seek out qualified
professionals for help (Phillips, 2009). Fran was a medical student and had undergone treatment for BDD
so her advice was based both on her medical education and personal experience:

Fran 2: Just to add, if you are dealing with BDD, then you are doing the right thing to go and

seek up a psychiatrist asap, do not drag it out because it may become worse. There is treatment

and management, but works best the earlier you start. As it sounds to me you are still able to go to
parties, and to your work, so you are doing well compared to many BDD sufferers who are may

not be able to leave their homes. Dont let it get that far. Take care of it now.
You are very strong! Take care of it, many hugs.
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Janet was also in treatment for her BDD symptoms and advised another poster to getnhelp fr
therapist who specialized in treating OCD spectrum disorders. Her knowledge that BDD was being
classified as an OCD spectrum disorder, prior to the publication of the DSM-5 (American Psychiatric
Association, 2013), indicates that she had either done research or been told by her therapist about the
revised classification:

Janet 2; | would suggest instead of trying to find if you fit the symptoms list of BDD, just get

straight to a therapist who is specializing in the OCD spectrum. You will get a much better

diagnosis this way. I§ also easy to fall into the trap of diagnosing yourself via the Internet,

which can get very upsetting pretty fast. | think from your postrgoery much on the right

track back to health and happiness becausaegagtually acknowledging where you are in your

life and the fact you want help, which is a big part of the whole process. You know you better

than anyone else. You are also right with the fact you will have to fashion your own coping

mechanisms eventually, despite using CBT/some kind of drug.

The emergent leaders on the forum were familiar with BDD treatment options from personal
experience and/or from doing research on the disorder. This knowledge enabled them to provide advice
that was in accordance with that of BDD researchers and treatment specialists, whznaiatered that
individuals seek clinical treatment for the disorder (Phillips, 2005). As evidencezlabalve examples,
the frequent posters also provided emotional support along with advice and opinions in their post

Emotional support. Each of the emergent leaders provided similar amounts of emotional
support: Kathy (51 comments), Roger (47 comments), Janet (44 comments); Fran (43 comments) and Mia
(37 comments), as shown in Appen@i8. They responded to individuals struggling with feelings of
ugliness, loneliness, and suicidality by providing sympathy, caring/concern, empathy, and
encouragement.

Rogers emotional support comments were focused on helping forum members overcome BDD
symptoms. He posted comments that assured others that recovery from BDD was possible, and validated
the positive coping strategies posted by others. He did not request any emotional support from other
members, but did provide encouragement intermingled with advice about BDD. He posted a forum topic

that encouraged other members to focus on their successful attempts to cope with BDD, and reminded

them that perseverance helps in overcoming the disorder:
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Roger 1-OP: Everybody starts from the beginning, you cannot expect to be a pro when you first
start something. You will fail, you will hit the wall on occasions but you will get better @nd y

will progress. Every pro started off exactly where you did. When you take up that new hobby or
new coping technique just remember you will not master it immediately. Perseverance will get

you there in the end.

Rogers provisions of encouragement and advice about BDD treatment are consistent with the leadership

roles that emerged on a support forum for men with HIV/AIDS (Kodatt, Shenk, Williams, & Horvath,

2014). The most common leadership roles were men providing mentoring/feedback and encouragement to

their peers. Mentoring was displayed when a member advised a person to engage in a specific behavior

and encouragement provided motivational support.

The female supportive leaders often responded with empathy and understanding to individuals

who felt suicidal and lonely. Kathy expressed sympathy with one poster who was afraid she would never

date because she could not trust men to find her attractive and love her:

Kathy 2: I’m sorry you feel lonely. Its so hard to trust people, especially with our hearts but
maybe if you give a little then the reward will be so much greater than the potential fart. It
risk that sometimes we have to takey baying this and | know Im not able to do it but maybe

you could give it a go! Take the plunge, go out and meet people. Everyone deserves to be happy

and its so sad that this ilness is holding you back.

Mia responded to a poster who was complaining about her life and attributed childhood abuse to

the onset of an eating disorder and her BDD symptoms. Mia empathized with the poster because she had

also been through a rough childhood and blamed her problems on her appearance:

Mia 2: Stop being so hard on yourself!! Yog made it through such hard times and you deserve

to be nice to yourself and to love yourseliel been through a hard child hood too and | think
that my problems with how | look stems from it because whenawesdd or whenever anything
goes wrong | think is becausein ugly.

But we’re survivors wae strong, resilient and tHatwhat makes us beautiful.

Fran empathized with a poster who was experiencing suicidal thoughts. She admitted that she had

suicidal thoughts as well, despite having friends and a boyfriend for support. Fran expressed her

frustration with the forum because she wanted to be able to provide physical comfort to thie proster

form of a hug as well as emotional support. Being unable to connect physically with other members has

been identified as one of the disempowering prasssonline support forums (Mo & Coulson, 2008):
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Fran 2: I'm just so sad to read this. Its absolutely devastating. | have also felt the same way,
despite the fact that | have a few friends and a boyfriend to back me up.

But | know those feelings so well... they come often, and you feel you are betien@ff

In moments like these | wish that we lived close by so that we could meet and talk to each other,
show that we are real people who understand and care and wont judge! And because | really feel
the urge of going and hugging you now!

| want to make you have hope, but | dont know what to say, | have the same damn curse.

There is hope there is hope, there must be sweety. Hugs to you, hugs for all the dumb people who
missed the privilege to give you one.

Janet also responded to a poster who was experiencing suicidal feelings. She complimented the
person on her strength and thanked her for posting a story to which others could relate. Janet then urged
the poster ténever give up and provided hope that her life would improve in the future:

Janet 2. My gosh. Do you know how amazing it is that you actually survived through all of that?

You must have a strength you do not realize yet, because | read your stotg alegityou are a

survivor. Congratulate yourself on making it this far in life despite it all. And thankmofting

your story so others like myself can also relate to you. . . Never give up on you, you are a human

being and just doing the best with the knowledge you have, keep going, the days become brighter

| promise you.

Social network support. Clearly the most notable difference among the most frequent posters
was Rogels heavy engagement in social network support, representing 28% of all of his support-elated
comments. The most frequent female posters as a group 1986 d2heir comments focused on social
network support, and the less frequent posters had even fewer (11.3% of posts by females and 7.3% of
posts by malesAppendix D3). Roger welcomed new members, invited them to keep posting, and praised
the forum as a place where they could receive help from others who understood the disorder:

Roger 2: Welcome to the forum. You have come to a good place to talk to other people who are

in the same boat as you regarding BDD, there are a few regulars on here who are excellent

contributors to this forum and we get a lot of people who come on every now and then too.

Maybe you should post on here for a little bit you might strike some common ground with some

people on here, and also you could be able to help people yourself.

Roger was dedicated to providing social network support to other members, especially new
members displaced by the loss of BDD Central. He started a thread in September 2012, on the same day

that BDD Central went offline, wanting to know the status of the defunct site. He specificgdited his

post to other BDD Central members:
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Roger 1-OP: [Where has BDD Central gone?] Went to go on this morning aplifit

disappeared, replaced by those webpages that link you to allsorts of rubbish.

Don’t know if therés any BDD Central users on here that can shed any light on the matter.

After facing the loss of BDD Central, Roger realized that he shared a common bond with other
forum members. He viewed those on the BDD forum as his extended family. As a result, he no longer felt

alone in his fight against the disorder:

Roger 1-OP: We all share something here. We all have a common ground. We all knois what
like to be like we are and that is something i’d@ven share with my friends, or people of my
blood. And because of that, and with the loss of BDDCentral to ram this point home in my mind,

i have realised one thing.
This one thing that makes us unique, makes us a family. As fana&sicerned you are all my
brothers, you are all my sisters. You are not alone, you never will be alone.

| don’t care if your a regular on here, a lost connection from BDDCentral or a passer by who has
joined because they have discovered who they are, yall daeily to me.

Roger was focused on making other members feel welcome since he felt that others suffering
from BDD symptoms were lik&family” to him. Active members in online forums can feel empowered
by helping others; doing so can make them feel less alone in coping with their disease (van Udenh-Kraa
al., 2008). Roger felt connected to other members who also suffered from BDD symptoms and reaching
out to them made him feel less alone with the disorder.

Roger was also interested in helping members by gathering their personal experiences with BDD
to share with others on the forum. He initiated several threads that asked members beishare t
experiences with overcoming BDD symptoms. Roger wanted people on the forum to record their thoughts
in a journal for one month so that he could share their common occurrences and coping technigues:

Roger 1-OP: [ will try to compile as much information i have gathered up to now (i know a lot
but 'm still only 23) but would also like to add some case studies and here is where i would like
some help.

I am wondering if for one month this November anybody who is willing would keep a journal of
their thoughts/worries and issues each day and by the end we could round them up and make
them available for any members that wanted to read them.

I’m still going through the vagueries in my mind but i think it would be a good idea so we could
maybe work out some common occurences and techniques that help and what have you.
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The other four emergent leaders also fostered social network support on the forum. Kathy, like
Roger, often welcomed new members and praised the forum as a place where individuals could find
others who understood the disorder:

Kathy 2: The forum is great, | love it! You should post some things in the [forum] just for fun

bit, it’s a great way to get to know people. At first | found it a bit daunting and | thought people

wouldn't want me to post there but everyone here is so nisg great little communityrhere

are so many people going through the same or a similar thing gpett to chat to people here

as they understand.
Mia reached out to forum members by starting a new thread and confessed that she felt beétigr know
that she was not alone in her suffering. Roger replied that he and other forum members weke tavailab
help:

Mia 1-OP: anyways...I was so sad, and | thought of some of you guys on here and | actually felt

better, not because you guys are suffering like me, but because I finally knotmtinat khe

only person who thinks they look like a monster...

I’m not happy at all that you guys have BDD, i hope you all get better, but it made me feel some

relief to know im not alone.

Roger 2: No problem chief, you probably didtrmean me but nonetheless we are all here for
you. Were just a keyboard away.

Janet provided social network support by posting threads to connect with other members, and
offered to read and reply to members who responded to her messages. In the following thread, she wanted
to connect with other members to discover why they posted to the forum. She wanted to firtd-a face-
face support group to attend, but decided to join the BDD forum due to the lack of such a group in her
area:

Janet 1-OP: It seems that one will post in this forum and get one or two replies and then the

thread stops.

Just want to saymn going to check this forum every day and am willing to speak to anyone about

why theyve ended up here. | wish there was a group in my area | could go to and actually meet

other people trying to manage BDD but | guess this will have to do for now.

Fran was initially pleased with finding tiBDD forum. She was glad to be part of the forum
because she could relate to otherdfering and so felt less alone. She wanted to create a chat on the

forum so that she and others could more easily interact and form friendships:

Fran 1-OP: | was thinking about how nice it would have been to have a chat connected to this
forum, so that one can speak live chat with other BDDers. | think one could easily get feed-back
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and comfort and support. Dont know who would develop such a thing, and probably it would take

a long time to implicate. But it would be a nice next step, and getting friends on here would be

much easier.

She shared her personal experiences, both good and bad, about coping with the disorder. Fran
posted an initial message in which she celebrated having a great day with many positive experiences
Only one person replied to her post, and he both praised her and expressed envy at heflamccess:
delighted for you, and (I débknow whether this is a feeling ydurecognise) a little bit jealousFran
replied by agreeing with his feelings of envy, since she was also envious of her own success. She wanted
to come back to the forum to keep re-reading the post as a reminder that good days were possible.

Fran also reached out to other members for support but did not always receive affirmatsge repli
As a result, one month after she joined the BDD forum she decided to leave, and posted a lengthy
explanation for other members. She concluded her post by asking herself whether or not peyticipati
the forum had made her feel better or worse, and if she had been able to help others. She then provided
answers to her own questions, both of which were negative:

Fran 1-OP: In this forum though | have found it hard to relate to others, except in the beginning

when | saw there were more with BDD. Thats as far as it reached.

In the end we have two questions to ask:

1. Is my contribution here making other feeling better?

2. Is my membership here making ME feel better?

| think in my case both answers are NO. Therefore | have to go where | can do use.

I hope that this forum will continue to be a very useful page for those who seek support, comfort

and answers. It was just now right for me, it kind of hurt me more than it helped. | was seeking a

normality within this chaos. Just some understanding.

| hope that anyone at all has had any kind of use in what ever | have written, | have always good

intentions, | really wanted to help.

One female member replied and advised Fran to keep her posts on the forum, to help her sort out her
feelings:

Female2: Also although we are facing the same problem BDD but due to our different

environment and character and our different ways in solving things. We may disagree. So it may

end up this forum is not helping you. What i would like to say is just hang oit,lmoquick to

delete your posts as how you are still facing problems. Just keep your posts as references to help
you sort out your feelings.

Another member, who had also posted to BDD Central, provided reasons why positivity was not

appreciated on the BDD forum and on mental health forums in general. She felt that people on the forum
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were glad to know that they were not alone in their suffering, but tended to focus ondbleimgrrather
than on overcoming symptoms of the disorder:

Female 3: Your reasons for leaving are exactly the reasons | had for leaving BDD central forums:

positivity doesit seem to be welcome. | think thajust how forums for people with certain

mental issues work. They serve as an outlet for people to B&likg F'm in the same sucky

situation, | feel less alone néywbut they doit focus enough on finding concrete solutions to get

out of that paralyzing mindset. People who are enthusiastic and try to bring some positivity

quickly get dragged down by everyone &seegativity.

The previous examples of social network support by Roger, Kathy, Mia, Janet, and Fran indicate
that the most frequent posters wanted to reach out to other members to share support on the forum.
However, Fran expressed her concern that the forum was not helping in her efforts to recover from t
disorder, and that she did not feel supported by other members. Thus, her comments extended beyond
merely lamenting the lack of optimism or an upbeat tone on the forunmisfe@mments indicate that the
forum could either enhance or impede participaalbdity to cope with symptoms and overcome the
disorder. Her disappointment could also have been prompted by the unsupportive comments posted on
the forum. The frequent posters reacted to unsupportive comments by criticizing othemfemirars
and even the moderators.

The two designated moderators edited posts, responded to inquiries about forum rules and
maintenance, and provided social support to members. The moderators were easily identified due to being
listed on the forum as moderators/administrators and having a signature under their names that read:
am sorry | am not on the forum as much as | used to be, if | do not reply to you quickly, please contact
another moderator/supermod/admin as Wélhn did not disclose much about herself besides mentioning
that she did not have BDD. Rose admitted that she had sométBaiS” and shared these in her posts:
“I’ve felt like I'd never be seen as attractive and tithalways be alone tdb.

The two moderators, like the frequent posters, differed in the social support they offered to
members. Ann primarily advised members to get clinical treatment, rather than trying tacdixger

appearance flaws with surgefy:think it would be really ¥luable to explore therapy first...Your value

as a human being does not revolve around how you’ldBke also provided information about forum
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rules, such as reminders that personal images were not allowed on tfiespectures here, please’dt
really important to maintain anonymityAnn also greeted new members, encouraged them to keep
posting, and offered compliments, validation, encouragement, and empathy.

Rose also focused more on providing informational support than on emotional or social network
support. Most of her replies to members contained the same advice, specifically to get therayolyaand fi
hobby that they enjoyed unrelated to their appearaivaai have to try and focus on something else that
has nothing to do with your looks. People with BDD say thathiélpful. You could get some therapy
too.” Rose offered emotional support (empathy, caring/concern, compliments, and sympathy) to
members, and started threads to encourage others to share their personal exp#ni¢hisetsiread, you
can take some time to introduce yourself and meet the comniunity.

Group Roles Performed by the Most Frequent Posters

Beyond being the primary providers of social support in the study, the most frequent posters
assumed an important role as social network facilitators. These roles were not necessdrdpanht but
emerged because of their knowledge, longevity and commitment to other members on the forum. Roles
are defined as positions within a social structure to which are attached reciprocal setatvaoights
and obligations (Thoits, 2011, p. 148). The most frequent posters performed important rolepddat hel
the BDD forum to thrive and serve the needs of its members. Their functional roles suppleneented th
official responsibilities of the two designated forum moderators, who were the appeadedsion the
forum.

On the BDD forum, the most frequent posters played a number of leadership roles, which can be
identified based on their communication with each other and other members. Due to their furddsnal r
the frequent posters could have increased mermbegagement and served as‘thecleu$ for the
virtual community. The moderators also had a number of functional roles due to their communication
with forum members. The functional roles of the frequent posters (emergent leaders) and forum

moderators (appointed leaders) are shown in Table 4.3.
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Roger could be considered the primanfprmation giver (Benne & Sheats, 2007) opinion
giver on the BDD forum, due to his posting more informational support comments than any other
member. He also served as the primary foguneeter andadvocate. Roger felt that other members were
like his extended family and so reached out to new members, welcomed them to forum, and encouraged
Table 4.3

Group Roles Performed by the Emergent and Appointed Leaders on the Forum

Group role Frequent Example
poster (moderator)
Advocate Roger, Kathy The forum is great, | love it!
Promoted the value of the  (Rose)
forum
Arbiter Roger, Kathy, Fran No pictures here, please’dtreally important to
Offered judgments about the (Ann) maintain anonymity.
appropriateness of content o
behavior
Corroborator/Validator Roger, Kathy, Like the other two saido see your doctor...
Reinforced advice and Mia, Janet
opinions by other members
Encourager/Cheerleader Roger, Kathy, Omg thats incredible! im so happy for you |
Offered praise, Mia, Janet, Fran hope you get a job at the end too.
understanding, and (Ann, Rose)

acceptance to members

Expediter Roger, Kathy In this thread, you can take some time to
Started threads to encourage (Rose) introduce yourself and meet the community.
member participation

Evaluator/Critic Kathy, Fran To be honest | déhunderstand why the
Pointed out problems, neede moderators havéndone anything about this!
improvements in the forum

Forum Greeter Roger, Kathy Welcome to the forum.

Welcomed new members (Ann)

Information/Opinion Giver  Roger, Kathy, You should make an appointment with your C
Provided advice and opinion Mia, Janet, Fran and discuss it with him/her.

meant to solve others (Ann, Rose)

problems

M ediator/Har monizer Kathy I’m not sure what your aim was in posting it,
Intervened in disputes maybe you could clarify this?

between members
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them to keep posting. Roger also advised members to get clinical treatment and assured them that
recovery from BDD was possible. He played the role of foaoiter when he disagreed with the actions
and opinions of other members. When members, such as the forum flamer, posted unsupportive
comments Roger criticized the insensitive remarks and indicated that such communication would not be
tolerated on the forum.

Kathy provided support that was similar to Rdgein that she also served as a fogreeter and
advocate by welcoming new members and praising the forum as a supportive community. She served as
mediator when disputes arose between Fran and Roger, and tried to mitigate the negative comments
posed by other members. She, like Roger, did not appreciate when others posted nasty comments on the
forum; they both cared about making the forum a supportive place for those suffering from BDD. As a
result, she criticized the moderators when they failed to keep the members from ‘frastisiy
comments.

Roger and Kathy served as forerpediters (Benne & Sheats, 2007) when they started threads in
order to encourage other members to post their personal experiences. Benne and Sheats (2007) described
the expediter as a group member who attempts to keep communication channels open by encouraging or
facilitating the participation of others. Kathy and Roger asked questions and started threanlsrémenc
members to share their experiences. For example, Roger started a thread asking members tadkeep recor
of their personal experiences and post them to the forum for a book he planned on writing about BDD.

The most frequent posters also servednasuragers (Benne & Sheats, 2007) audidators
when they agreed with and reinforced the advice and opinions provided by other members and one
another. The encourager praises, agrees with, and accepts the contributions of other members. He/she
indicates warmth and solidarity, offers commendation, praise, understanding, and acceptéecg of ot
viewpoints, ideas, and suggestions (Benne & Sheats, 2007). Though many people came to the forum and
complained about their problems, the most frequent posters tried to counter these by providing
informational, emotional, and social network support to encourage members that overcoming BDD

symptoms was possible with clinical treatment.
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Group roles performed by the forum moderators. As shown in Table 4.2, the moderators also
played a number of functional roles on the forum, based on their communication with other members.
Rose served as a foruadvocate when she disclosed that posting to the forum had been beneficial in
raising her self-esteertit have this forum, for example and it gave me a feeling of belonging and of
being good at something especially when | first started posting’ I&re.served as an
information/opinion giver andencourager by posting messages encouraging members that they could
overcome BDD symptoms using techniques such as self-help and therapy. She beag@etktemwhen
she posted messages asking members to share their personal stories and to offer thanks on the forum.

Ann served as the primagybiter on the BDD forum when she reinforced the fotrsimules and
regulations. She acted as a forgreeter andinformation/opinion giver when she welcomed new
members and offered advice about getting clinical treatment in order to overcome BDD symptoms. She
and Rose also offered emotional support and praise to members for posting to the forum. Ann and Rose
fulfilled functional roles by providing social support to members, in addition to theirrgpdailes as
forum moderators who edited posts and enforced forum rules.

Unsupportive Comments by the Most Frequent Posters

Roger clearly felt a connection with other forum members; he welcomed new members to the
forum, encouraged them to keep posting, and felt they were part of his extended family. His proactive
stance led Roger to disagree with and criticize a male forum member who consistently portragéd him
and those on the forum as ugly and in need of plastic surgery (forum flamer). The forum flanter poste
14 messages; he was one of the most frequent male posters to the forum behind Roger. Although Roger
was not the only member who responded, he was the most cohgistitical of the othes behavior
The forum flamer could be viewed as #ggressor of the group; the aggressor is the person who
expresses disapproval for the values, acts, or feelings of others by attacking the group, or the problem the
group is addressing (Benne & Sheats, 2007).

The forum flamer posted an initial thread conveying dismay that physicians insisted on

diagnosing ugly people with BDD, rather than suggesting they get plastic surgery to fix their appearance
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flaws: “I’m so sick of psychiatrists failing to distinguish between legitimate ugliness and imagined
ugliness. By failing to make this distinction, they incorrectly diagnose thousands of people WitnED
end up making their lives wor8d-e insisted that beauty is objective rather than subjective, so the only
way to improve ones self-esteem was by changing nappearance. The post itself can be considered
unsupportive, since the author states that being ugly is a legitimate reason to commit suicide

Male 1-OP: The fact of the matter is that beauty is overwhelmingly objective: It comes down to
the symmetry of your facial halves and the proportions of your facial landmarkss ®kat
therés hardly any subjectivity involved in interpreting beauty.

| should also add that attractiveness plays an enormous role in determining the qualitg of one
life (duh!). Therefore, people who are legitimately ugly have every reason to be distraught over
their appearance. They have every reason to be depressediepending on the severity of

their ugliness- suicidal. | firmly believe that in some cases of incorrigible ugliness, death is a
realistic option.

What legitimately ugly people need is not counseling but surgery. Cosmetic surgery doesn
perform miracles, but it can provide significant and objective improvements ® facal
appearance. Someone with a wide, humped, crooked nose would probably benefit much more
from a quality rhinoplasty than therapy. Unlike therapy, surgery treafgabkem (unattractive

facial features), not the/mptoms (depression and anxiety over appearance).

So if you are readings this, | implore you: Be skeptical of BDD. If you are legitimately ugly, then
your best option is to correct what is making you unattractive. If after correcting tlobtenms

you still believe you are ugly, then perhaps you should seek a counselor. But do NOT be lured by
the comforting diagnosis of BDD, which seems to suggest that no one is ughg & feity tale.

Kathy responded to his post by pointing out that the content might be upsetting to otlersnem
She asked him to clarify his intentions in posting the message and offered to provide support if needed:

Kathy 2: | dor’'t mean to be rude but | think your post is very insensitime nlot sure what your

aim was in posting it, maybe you could clarify this? If you are looking for support then we are

more than happy to help you out, but please remember there are people here who are dealing with
some hard things and your post may be upsetting to some people.

Roger, unlike Kathy, did not attempt to be supportive in his reply to the forum flamer. Instead, he
responded with criticism, sarcasm, and insisted that beauty is subjective rather thareobjectiv
Roger 3: Hahaahaham going to have some fun with you.
First of all, this ugliness thing,’ & subjective not objective. You see the world has this wonderful
way of making certain things attractive to different people. Some people like blondéhkasr o
prefer dark, ginger etc. Some people prefer men with a bit of body hair others prefer their men

clean shaven.

THERE IS NOBODY IN THIS WORLD THAT EVERYBODY THINKS IS BEAUTIFUL,
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SIMILARLY THERE WILL BE NOBODY IN THIS WORLD THAT EVERYBODY IS NOT
ATTRACTED TO.

Now i’m not sure where your going with your post, personally i think your out to get a few
people upset, make them feel hopeless,’buging to wager that most people that read your
post just like i have done will see what you have put as the type of crap some self obsessed jock
would put up to troll people into replying and guess what? All your post is going to do is make
people more determined to prove the likes of you wrong co's thtst definately what’gé done
to me!
So i thank you very much kind sir, your post is actually quite ENLIGHTENING.
Roger voiced strong opposition to the male péstepinions about beauty being objective rather
than subjective. His reply indicates that Roger felt responsible for guiding the behawativerohembers
on and off the forum. He did this by greeting new members and welcoming them to the forum. He also
advised members to seek professional diagnosis and treatment for their BDD symptoms, and encouraged
them that recovery was possible. Finally, he clearly indicated that posting offensive certettiagt
members that they were ugly and needed plastic surgery would not be tolerated on the forum.
Among the four most frequent female postéfsm and Janet did not provide unsupportive
comments to other forum members. However, Kathy responded to unsupportive comments by criticizing
other forum members and the moderators. She posted a message expressing her anger and frustration
over the nasty tone of the comments. The forum was a place where she had felt comfortaddengxpr
herself before thénasty’ comments were posted:
Kathy 1-OP: | just wanted to say that in all the tinigd been hereve never seen this place so
negative and with so many blunt and in my opinion nasty comments! This is supposed to be a
place where we can come for support, to talk to others like our selves or even to meet new people
and have a little fun! 15 not a place to point out peoples flaws or to put them down!
In the last couple weekave never felt so down because of this forum! | normallytoansit to
come here, to let my self be my self! No one knows about my problems and here is the only place
| can freely talk about it.
Kathy expressed her frustration with the forum moderators for not having blocked theamastgnts.
She felt that the posts could cause others to hurt themselves since she had been‘fhadritaeg
because of the negative messages:
To be honest | ddhunderstand why the moderators haveilone anything about this!

If you want to be horrible to some one then quite frankly piss off and do it somewhere else
because’ie had enough of this! How dare people come and behave like this, | hope you realise
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your posts could be the fine line between someone severely hurting themselves or not! Because |

know youve put me in a bad placeve been working so hard to feel better and to not SH but

coming here is making me feel worse now! Not better like it was before.

Roger and the other emergent leaders posted messages to try to combat the negative comments
that were posted to the forum. They wanted to ensure that the forum was a supportive place for all
members. Kathy expressed frustration with the forum moderators since she wanted them tbecensor t
forum flamers offensive posts. The primary role of the forum moderators was to review and edit posts
due to triggering content. However, they did not delete posts due to the forum rules against doing so
“Please understand that for technical reasons and in accordance with the rules of the forurmeve will
unable to accommodate requests to déldike most frequent posters took on roles that supplemented the
responsibilities of the moderators. As a result, their contributions were vita soitkhessful functioning
of the forum.

Coallaboration and Disagreement among the Frequent Posters

Four of the most frequent posters, Roger, Kathy, Mia, and Janet, exchanged supportive messages
with one another. In 12 message threads, three of the four replied to the same person andtedrtiodor
advice and support offered by the others. Roger startédffatopic” thread that had more than 1,500
replies. The first four messages were exchanges between Roger and Kathy in which Kathy complimented
Roger for starting the thread and Roger explained that a similar thread had existed on thenBBD C
website. Upon further analysis, the researcher found that the first 100 messages in thetbfiegic
were exchanges between Roger and Kathy containing jokes, teasing, and topics related to everyday
events, most of them unrelated to having BDD. The second 100 posts in the thread contained exchanges
between Roger, Kathy, Mia, and Janet, again primarily about experiences unrelated to having BDD.

In addition to chatting with the other four on the forum, Mia commented that she was friends with
Roger, Kathy, and Janet on Facebook. She posted an initial message in which she introduced herself to
the forum and encouraged members to believe they were all beautiful. Mia explained that she had been

away from the forum and missed interacting with three of the other frequent posters (Rdgerakt
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Janet). She assured them that she had not deleted them off her Facebook account, rather, she had deleted
her Facebook page altogether:

Mia 1-OP: | just wanted to say that, especially to [Kathy] and [Roger] and [Janet] (it didn
delete you guys off facebook, i deleted it all together lol) but | wanted to say that everyone on
here is beautiful, please stop obsessing about your flaws, everyone has flaws but the world is
beautiful everyday youe here is a blessing and maybe you see this but you stillstap

thinking about how you look. . . Anyways, | love you all and | hopéerngoall ok.

In the following thread, Roger replied to a female forum member who wanted to know idshe w
ugly or had BDDHe began by welcoming her to the forum and asked where she learned about BDD. He
then recommended she find a qualified CBT therapist and invited her to stay on the forum. He referred to
himself and the other forufiregular8 who could speak to her if needed:

Roger 2: Welcome to the forum, where did you learn about BDD? A lot of what you have written
down here is very synonomous with what most if not all of us are going through. | think the best
advice anyone can give right now is that if you feel you can, go see a doctor. They can get you to
counselling if its affecting your life and qualified CBT therapists are very handy for BDD as a
changing of a persésthought processes are one of the best solutions on the matter.

Please feel free to stay on the forum for the meantime there are a few regulars on, myself
included and speaking to people in the same boat as yourself is a really good start.

Keep us updated.

Kathy and Mia replied to the original poster and validated Regecommendation that she find a
gualified therapist. Kathy and Mia also provided network support by offering to talk to her at any time:

Kathy 3: I’m sorry your going through this!

The advice | would give you is the [same] as what [Roger] said, the best thing you can do is go
and speak to your doctor:dta hard thing to do butétalso the best thing to do. And the forum is

a great place,’is helped me out significantly over the past year. Like [Roger] said there are a few
regulars who would be more than happy to help out you however they can.

If you need anyone to chat tari always here,

Mia 4: Like the other two said, go see your doctor...but if | were ydwrily tell them if you
really trust them because they might just shut you down ifthewt a good doctor and it could
make you feel worse. But ya please get help before it gets worse.

you can talk to me the others on here anytime!!

In the following thread, Janet shared her progress in overcoming BDD, and asked how others on
the forum were coping with the disorder:

Janet 1-OP: Hey guys! Whats been going on? Long time no speak!

How is everyone progressing with dealing with BDD and directly related symptoms like

depression, anxieties, addictions etc?
Im in a really good place right now. Feeling very open and accepting and generally everything is
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just good on a very deep base level. Im going to start a course next month and hoping to get a job

at the end of it. Im so excited at the prospect of getting back into the workforce. Anyway | hope

you guys are going well with everything and even though | aben on here for a while | do

think of you all and send you positive thoughts oféen
Roger replied to her post with expressions of caring and encouragéitisngood to hear from you
again chief, a few of us were worried about ya, glad your doing fine @ilanet responded to Roger,
confirmed that she was doing well, and asked how he was doing in f&Blad:to see ycue still here!

Yes Fve been having huge breakthroughs!!! How are you thotigh??

Fran was one of the most frequent posters to the forum, despite having been a member for only
one month. She came to the forum to help others and to get help for her BDD symptoms. Fran wanted to
raise awareness about the disorder among her family, friends, and the public by posting information about
BDD to her Facebook page. Roger did not approve of her actions; he believed that doing so only raised
awareness among dsdriends and family members, but had little effect on public knowledge about the
disorder:

Roger 2: | don't agree though that force feeding information about BDD to other people on

facebook is the right way to go about it though. People, in generalt imtenested in things that

don't affect them or people in their circle and altough your family, partner, friends etc might be

interested most people will probably scoff at it. The main thing is that BDD is better khamwn t

it was 10 years ago, which is better than it was 10 years before it atsdiieatvay to look at it i

think.

Roger and Fran each had firm convictions about how to help individuals with BDD. Roger
provided support to his extend&@mily”” on the BDD forum. Fran wanted to raise awareness among her
primary group members and the public about the disorder. As a result, they disagreed on how best to
accomplish that objective. Fran, unlike Kathy, Mia, and Janet, did not seem to recogniZe Rafes as
the unofficial BDD forum leader, although she did appreciate his supportive responses to some of her
posts. Roger had provided encouragement that she could recover fronftB&#®:were a couple of

regulars who posted on here back in the day when i started out and now theyeddrithe forum

anymore because they have seen an improvement in their liféstyle.
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Despite his help, Fran accused Rogefgiving up’ and being selfish in terms of not teaching
others about his condition. She believed that posting information to Facebook would raise public
awareness about BDD, and added that the post had received a positive response:

Fran 3-OP: No offense, but it sounds a bit as giving up. And not seeing further than to your own

self and that YOU dont need to explain YOURSELF.

Just like any foundation wants to spread their knowledge about Breast cancer, Prostate cancer,

Stroke or what ever it might be, I am doing my part on a subject which | am passionate about.

You are entitled to your own opinion, butfarce feeding of information to open peoples eyes, |

think some years ago when you weétehis laid back about your BDD, you might have

appreciated it. (Just to add that the post had a positive response.)
In the same thread, Kathy came to Roégielefense in her role as the foramdiator. She questioned Fran
about why she was criticizing Roger, and then expressed admiration for his opinions:

Kathy 4: How does what [Roger] say sound like he is giving up? All he is saying is that for him

it doesnit matter what people think, if they know they know it ddeembarrass him or make

him feel ashamed, and | think thegreat! | hope to be like that one day, because the only person

in my life that actually really knows me and about bdd is my boyfriend,’t bear the thought

of anyone knowing about it.

Kathy frequently responded to Rogeposts with compliments and validation for his ideas. In a
thread where he asked members to post their personality characteristics related to BDD akaltlkey w
first person to respond. She enthusiastically told Roger that his idea was a good one and listed her
personality traits. She then continued the conversation by asking Roger which personality waittdh
choose to describe himself:

Kathy 2: This is a good idea [Roger]! | am 99% percent sure that BDD has shaped my

personality in a positive way, although it has negative side effects on my personality too | think

it’s made me way more compassionate and caring etc.

What about you rather what 5 would you pick??

Based on their supportive communication with one another, Roger, Kathy, Mia, and Janet
formed their own circle of strong ties within the BDD forum. Thoits (2011) characterizadrprgroups
(strong tie networks) as consisting of members who are emotionally tied to one another and who are
viewed as important or influential in one anotkdives (p. 146). Active members in online support

groups contribute time, energy, and resources to provide benefits to themselves and other men#ers. Thes

benefits include information, influence, and social support, which form the basis of thésgabilipy to
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attract and attain members (Butler, 2001). These four members (Roger, Kathy, Mia, anddaedta
supportive group that extended beyond the BDD forum to being friends on Facebook. Their
communication with one another indicates that they had formed a group of strong ties withaakh
ties of the online forum. However, their supportive communication on the forum could have also made
the group more welcoming for individuals seeking help for their BDD symptoms.
Summary of Findings about the Most Frequent Posters on the BDD Forum

The emergent leaders on the BDD forum were one male (Roger) and four females (Kathy, Mia,
Janet, and Fran). These five members and the two moderators provided support that helped make the
forum a more welcoming and supportive place for other members. The most frequent posters each
provided more informational, emotional, and social network support than any other members in the study.
Overall, Roge's role was one of information giver and social network facilitator, and the four female
posters focused on being the emotional caregivers on the forum.

Roger served multiple functional roles on the forum, including fagrester, information giver,
arbiter, andencourager. Kathy acted as the growmgediator when conflicts arose on the forum. The
prominence of four females as emotional support providers reinforces findings the wtien provide
more emotional support than men (Herring, 1993; Klemm et al., 1999; Seale, 2006). These four female
posters could also be considered‘thgme givers (Bambina, 2007) on the BDD forum.

The five emergent leaders offered empathy and understanding to members; in addition, they
offered support that was focused on evaluating the other persitiation and needs. Thus, the support
they provided was on a higher level than most other members, whose messages focused as much on their
own problems as those of the other person. Supportive messages that display empathy are considered to
contain moderate levels of support, whereas listener-centered responses convey a higher level of
emotional support (Burleson, 1994).

The most frequent posters and moderators wanted to make the forum a supportive place for those
with symptoms of the disorder. They encouraged others to join and to post messages. They also

responded frequently to othémosts in order to make others feel welcome and supported. Most members
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posted 30 or fewer messages containing personal disclosures and seeking and/or sharing support. The
most frequent posters distinguished themselves by posting messages focused primarily on providing
support, thus they served as emergent leaders who made the forum a supportive online community for

other members.
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CHAPTER 5: DISCUSSION

Roger-moderator 1. Please do realise you are not alone in this fight. Every person with BDD is

a brother and sister in a battle to rid yourself of your own personal bidla fight you can win

but one that is easier with people standing behind you all the way. A common cause that unites all
of us from all around the globe into a group of people determined to make a difference.

We are the BDD family. (2014)

Roger-moderator 1: We want this forum to be a pleasant experience for all, where members can
discuss their experience with BDD without the more unpleasant aspect of malicsmigrion
anyone who may have an agenda which does not involve the betterment of yourself and people
around you. (2014)
Three years after the artifacts for this study were collected (covering calendar yegh2012)
BDD discussion board on Psychforums.com continued to thrive. By 2015, more than 2,000 topic threads
had been started (compared to 801 threads prior to 2012). Roger, the most frequent postee during th
period of the study, was appointed the forum moderator in 2014. Among the five most frequent posters
for the period, only Kathy continued to be an active member, and she emerged as the most frequent poster
(2,508 posts by July 2015). She was joined by Maggie as the next most frequentfzostether
whose son suffered from BDBand who joined the forum in late 2012 (with 1,669 posts by July 2015).
Although various members came and went, the mission of the forum remained unchanged. In his
new role as moderator, Roger summarized his vision for the forum in two posts in 2014 (see above): to
help people cope with the torment of having BDD and to provide a safe place for people to discuss how to
better their lives.
This chapter examines five key conclusions (themes) that emerged from the research and thei
implications for understanding mental health forums and other health-related discussion boards
e Personal disclosurfacilitated social support.
e Group members served primardgsupport seekers or support providers.
e Contributions to the forum varied lgender.

e The forum served asaping mechanism for members.

e The forum offeregeer support within an online community

165



Per sonal Disclosure Facilitated Social Support

As suggested by Roger2014 posts, the primary function of the forum was to provide social
support to forum members. The forum accomplished this by offering individuals a place to anonymously
disclose their personal experiences and to seek and share informational, emotional, and sadial netwo
support. The findings from this study illustrated the central role that personal disclesisrenpnline
support forums and corroborates previous research that personal disclosure is used by individuals when
eliciting, providing, and sharing social support in emails, another major online support tooh(&ich
Shapiro, 2003).

Personal disclosures in initial posts validated support seekers as legitimate memigefsrofth
and provided a rationale that could be readily recognized by others for why support was being sought.
The concepts of personal disclosure and social support were often inextricably linked on the forum
Indeed, revealing personal details about oneself was often a prerequisite for receivingasupiars
helped the forum to function effectively. Individuals who post to online support forums mustdicate
that they belong on the forum by demonstrating their affinity with other members. They casnlao thi
sharing their problems in order to signal that they require assistance (Galegher et al.Oh9&) BDD
forum, members accomplished this task by sharing their personal experiences, accompaniedamgdire
indirect requests for informational, emotional, and/or social network support.

Personal disclosures in initial posts also provided a way for posts to attract attention and engage
members. The findings suggest social support was most likely to be provided when individuals revealed
details about themselves. This might be explained as increased message processing involveraent, w
the presence of compelling personal information attracts attention, heightens arousal, andsnfiotivat
members to process a post more thoroughly (Maclnnis & Jaworski, 1989) by invoking thoughts about
issues, values, actions, or perceptions about oneself that are relevant or important to the tesponden
(Johnson & Eagly, 1989; Petty & Cacioppo, 1986).

Personal disclosure also facilitated social support when members responded tgo#tsrs

Dholokia et al. (2004) found five primary motivations for consumer participation in onlinegnities:
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purposeful value, self-discovery, maintaining interpersonal connectivity, social enhancement, and
entertainment. Members posted personal experiences to reinforce their experiential knowledge when
providing advice, for self-discovery by writing down their experiences and comparing their exgxerienc
with those of others (social comparison), and for maintaining interpersonal connedtigityseeking and
sharing support with other members.
Personal Disclosure and Social Support Patterns

This study identified eight patterns that illustrate how personal disclosure and social support were
sought and provided in initial posts and replies on the BDD forum (Figure 5.1). The two predominant

pattens contained personal disclosure in initial posts accompanied &ylacit request for support.

Initial Posts Replies Initial Posts Replies

Personal Personal

Disclosure Social Support Social Support Disclosure
Pattern 1 i . Pattern 5 i

(provided) (provided) (sought) (provided)

Social Support Social Support

(sought) (provided)

Personal Personal

Disclosure Disclosure Personal Personal
Pattern 2 (provided) (provided) Pattern 6 Disclosure Disclosure

Social Support Social Support (sought) (provided)

(sought) (provided)

B | Personal

ersona . ;
I Social Support Disclosure '

Pattern 3 Disclosure (provided) Pattern 7 (provided) No Replies

(provided)

Social Support
(sought)
Personal

Personal Disclosure Social S "
Pattern 4 Disclosure (provided) Pattern 8 (pc;gl\?ide%ﬁpor No Replies

(provided) Social Support

(provided)

Figure5.1 Personal disclosure and social support patterns.
These posts led to responses containing only social support (Pattern 1) or both social support and
personal disclosure by the respondent (Pattern 2). There were also six less frequent patterngéound in

study (Patterns 3 8). In two of these patterns, personal disclosure in an initial post could represent an
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implicit request for supportwith replies offering social support (Pattern 3) or disclosing personal
experiences in combination with emotional, informational, and/or social network supportn(Rattar

the four other patterns, direct requests for social support were fulfilled and accompameesdnal
disclosure by the respondent (Pattern 5), requests for personal disclosure were fulftibed Gpanitial
posts containing personal disclosure and social support received no responses (Pattern 7)|, postsnitia
offering social support received no responses (Pattern 8).

Personal disclosurewith explicit support requests. The most prevalent patterns in the study
involved individuals sharing their personal experiences in initial posts and then gxphkitig for
support from other members. These two patterns occurred in 48% of the message threads an&lyzed for t
study.

Pattern 1. Personal disclosure accompanied by support requests in initial posts often resulted in
replies containing only social support. In these cases, responses primarily included adyiathysyand
concern about the other persssituation. This pattern usually occurred when individuals posted their
BDD symptoms and asked others for a diagnosis and/or treatment advice. For example, one of the
storytellers posted an extended narrative about her appearance-related problems and being bullied in
school. She then concluded her post by asking others if they thought she had BDD and for advice on how
to get bettersl just want to know if any of you think i have bdd and if ther@nything i can do to get
better because i really do want to be normal ag&intesponse, one of the moderators (Rose) concluded
that she could have BDD, expressed empathy with her condition, offered advice on skin caréngnd get
therapy, and then expressed concern by asking how she was doing:

Female-moderator 1: It sounds a bit like BDD because it just keeps moving from one area to the

next, but maybe ydue just had really bad luck with bullying. The same happened to me and it

was awful. You might be getting that rash becauséwmobeen using those products for a long

time but also because they might not be very goBdt if it’s BDD or traits, you do need to have

therapy to help you deal with it. How are you doing?

Pattern 2: Complaints about a persardisliked body part(s), facial features, or ugliness were

often accompanied by a question asking for people to share similar experiences, if others understood the

persons situation (empathy), and/or for information about coping and treatment. Replies toitfase in
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posts often contained expressions of empathy followed by similar experiences, advice, and opinions. For
example, one of the storytellers discussed his hair loss obsession and concluded his bpaaking

for advice:“If anyone has gone through this obsession before, your advice would be very much
appreciated. One of the respondents empathized with his hair loss obsessions, described the benefits he
had received from therapy, and advised the person to get treatment

Male 2: Right here, friend. I had really bad BDD related to hair loss for about 10 years now... |

have tried everything over the past 10 years to treat this myself and nothing worked. Only getting

help from my doctor and a psychologist has worked. And not just a little bit, | feel like my life

has been transformed. Go to a doctor, tell them you have BDD. Its not easy to do but you will

never regret it once you finally take that step.

There were a variety of reasons that individuals used personal disclosure tamghioit ®n the
forum. Personal disclosure in initial posts resulted in others also disclosing their pexpangnces in
return, allowing the recipient to compare himself or herself to others. In additioimgssianilar
experiences can offer an implicit acknowledgement of a common bond between the initial poster and the
support provider (Tichon & Shapiro, 2003). This same pattern of sharing personal experiences while
providing advice also occurred on a discussion board for women with cancer (Sillence, 2013). Almost
half of the cancer study participants offered advice in conjunction with their &nelagxperiences.

In message responses, personal disclosure used in conjunction with personal advice and opinions
was used to share experiential knowledge (knowledge based on the pesgmtiences) that helped to
reinforce onés credibility on the topic. Experiential knowledge shared by similar others can be extremely
helpful for distressed individuals who are coping with stressful situations. Satiilns can serve as
reference individuals against whom the distressed person can compare his or her situation and coping
behaviors (Festinger, 1954; Thoits, 2011). Presentings@ven experiences on the BDD forum served to
reinforce that the person offering support was qualified to do so based upon his or her experiential
knowledge.

Personal disclosure asimplicit support requests. As suggested previously, participants did not

need to directly ask for support in order to receive assistance from other members. Biscorate in

initial posts could be used to elicit support and similar experiences without being accompanied by a direct

169



request (Patterns 3 and 4). These patterns occurred in 10% of the message threadsfantdgzstudy.
Individuals vented negative feelings (anger, despair, shame, and depression) in initial posteeasddexp
uncertainty, doubt, or hopelessness about what to do or how to get help.

Pattern 3. Personal disclosure in an initial post often contained comments expressing uncertainty
and doubt about whether the poster had BDD, embedded within a description of théspmnsgulsive
appearance-related behaviors, as shown in the following example:

Female 1: | check my reflection at home compulsively multiple times a day, | bring a pocket

mirror with me wherever | go. Wheimh in a public place with reflective surfaces | avoid looking

into them. When | do, | just want to cry because my skin looks terribtendt sure if | have

BDD. | am [s0] excessively preoccupied with my appearance that it has become a problem.
When replying to these messages, the moderators and other members understood that the person posting
the message wanted to know if he/she had BDD. The uncertainty expressed by individuals about whether
or not they had BDD was often viewed as an implicit request for a diagnosis. This shared understanding
indicates that the forum represented a high-context culture (Hall, 1976) where direct requests were not
required in order to receive support. Most members replied to these posts with iiafoahstpport,
noting that they were unable to provide a diagnosis on the forum. As a result, responses usualy conta
advice to seek help from a doctor and/or psychologist:

Female 2: If it’s a problem in your life and you feel bad about your looks and check your face in

the mirror all the time, maybe you could talk to a doctor. You could ask your regular doctor

where to find a psych who might be able to diagnose and treat you. Maybe counseling/therapy
would be good.

As noted previously, the types of responses an initial post received generally depended upon the
person responding to the message. When the support provider(s) who responded had good insight and
knowledge about the disorder, replies usually contained informational support, rather thanamoti
support and similar experiences. Emotional support can be provided regardless &homngedge of the
disorder, whereas advice was primarily used to guide others into taking specific actions. Members who

advised others to seek professional treatment knew, often from personal experience, the benefits of

receiving help from a clinician familiar with BDD.
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Pattern 4: Personal disclosure about a persqeroblems could also be interpreted as a request
for sympathy, empathy, and sharing similar experiences. For example, one member posted his story
containing a detailed account of his BDD symptoms and suicidal thotightsreciate everybody
sharing their story as it makes me feel less alone so | woulthl#kare mine as well...” In response,
another member expressed sympathy, offered information about BDD, and shared some of her problems:

Female 2: I’m sorry to hear you are going through such an awful time. BDD can go dormant for

years and then reappeatit can be constant...For me BDD died down in my early 20’s but has

now come back with a vengeancen 27 and have had BDD since | was 17. | also suffer from

depression and body focussed repetitive behaviours. | find stress does it make it worse as well.

I’m going through a particularly tough point in my life arid ieally worsened my BDD.

In this instance, one persamdesire to share his story prompted another member to share her
experiences in response. This reciprocal sharing of personal experiences can reinfacgléahat they
are not alone; studies have shown that exchanging experiences tends to normalize them and helps people
reduce the internalized stigma associated with having a mental health disorder (Chronis20X¥2)al
The lack of an explicit request left the choice of response up to the participants. Solnersne
interpreted these posts as requests for informational support, while others interprataed tequests for
emotional support, and so responded with empathy and by sharing similar experiences.

Members generally responded to stories about how others were successfully copBigvith
symptoms by sharing their experiences and providing emotional support in return. For example, when one
member shared his positive experience with treatment, he received congratulations, emamiramd
others shared their experiencéBhat's good to hear’m am fighting, fighting, fighting...I wont let it
beat me! These stories about recovery may have encouraged members to seek help for their BDD
symptoms, since members who were successfully overcoming symptoms could have served as role
models. Consistent with studies on individual empowerment in online forums (van Uden-Kraan et al.,
2009), members who shared their personal experiences about recovery served as positive role models for
change.

Soliciting social support by disclosing personal experiences is a common communication strategy

found in studies of online conversations. In a study of e-mails by adolescents (Tichon & Shapiro, 2003),
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self-disclosure was used in initial e-mails to elicit support, in e-mail responsewitepsupport
(empathy and examples of coping), and then used by the person who initiated the e-mail to provide
reciprocal support (social companionship). Asking for support directly can be difficult, and people with
serious mental health illness who already feel stigmatized by their condition may risk $tighmer and
shame by directly seeking support after sharing their personal problems.

BDD forum members may have been concerned iwvigihession management (Goffman, 1959
Tidwell & Walther, 2002), which has been suggested by previous researchers (Flynn & Stana, 2012;
Tichon & Shapiro, 2003) as a reason that people do not directly ask for support. However, since many of
the forum participants had already revealed deeply disturbing personal feelings, thoughts, and behaviors
(such as suicidality), it could be that they, like the members who responded to their posts, did not believe
a direct request was required in order to receive support. Offering unsolicited suppo€) (adesponse
to personal disclosures was also found on a mental health forum for individuals sufferingpotan bi
disorder (Vayreda & Antaki, 2009). This indicates that disclosingsgm®blems was understood to be an
indirect request for support, and reinforced the behavioral norms of the group, whidb yerdde
informational and emotional support to its members.

Two additional patterns containing initial posts and responses were identified iof 1ié6
message threads: direct requests for social support without personal disclosune §Rattet direct
requests for personal disclosure without social support (Pattern 6). Two other notates patturred in
approximately 8% of the message threads when initial posts failed to receive any respumnsegitial
posts provied personal disclosure and sought social support (Pattern 7) and other initial posts offered
support (Pattern 8). Patterns containing only social support in initial posts and regliged in
approximately 15% of the message threads coded for the study. However, these threads contained
unsupportive comments or comments unrelated to having BDD, and therefore were not included in the

patterns of personal disclosure and social support discussed in the chapter.
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Pattern 5: Explicit requestsfor social support without personal disclosure. Pattern 5 occurred
when members directly sought advice and opinions about their appearance and/or BDD symptoms to
supplement information found on other sites and/or provided by primary group members and clinicians
These messages generated responses that contained both social support and personal disclosure. For
example, one poster wanted to know if not getting orthodontic treatment at the right tichaltsru
persons looks permanentlyd have searched about this and havéwund any convincing answers yet, |
have posted it on some ask doctor forums too but no answer... Do you guys know the answer to this
guestion? This pattern occurred frequently in conversations on the forum. Replies by other posters
contained opinions and advice meant to answer the original {sagtestions. In response, the original
posters often expressed gratitud€hank you for your respon$g, and then disclosed why they asked
the question, by sharing their personal experierigés: reason I asked this is because...as I’ve said
before in another topic | was a very good looking kid and teenager and now | hate”miyseilése
threads personal disclosure was used to facilitate social support by providing readunpdosdis
reassurance-seeking behavior.

Pattern 6: Explicit requestsfor personal disclosure. Asking about othefsexperiences with
BDD was done primarily for social comparison purposes (Festinger, 1954). Individuals shared their
problems and then asked if anyone else had similar experiences. For example, one member put substantial
effort into trying to look like a popular actress, and wanted to know if other people shareddssiain
“Is anyone else obsessed with wanting to look like a certain cel&drity@sponse to her inquiry, two
other posters named actresses who they believed were beautiful. Compaisngxpeeences to those of
others is important because individuals assess the validity of their own attitudefs, helil behaviors
against standards modeled by similar others in their reference group (Thoits, 2011). Finditgithat ot
had similar experiences may have helped people reduce their internal stigma by realizihgthat ot
people shared and understood their condition.

Pattern 7: Personal disclosure and social support with no replies. Another notable pattern was

when initial posts containing personal disclosure and social support failed to receive i@sy Kepl
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definitive explanation can be offered as to why some of these posts failed to elicit responsdgysince t
contained comments similar to those found in Patterns 1 and 2 above. For example, two members shared
their BDD symptoms and asked others for a diagnosis, and another person complained that she looked
“terrible” in her post. Some of these messages were posted at the end of December 2012, and may have
received replies after the data for the study was collected.

Other messages contained requests for social network support that seemed to violate the
anonymity offered by the forum. For example, one member wanted to find friends on the forum, but like
Fran, did not find other members receptive to this request. The majority of members may not have wanted
to convert these secondary group relationships into more intimate friendships. According to socia
penetration theory (Altman & Taylor, 1973), individuals develop close relationships by providing
increasingy intimate forms of self-disclosure that move relationships from relatively shallow,
nonintimate levels to deeper, more personal levels. Perhaps members wanted to keep their online and
offline lives separatend preferred théweak ties offered by the forum (Granovetter, 1973, 1983).

Pattern 8: Social support provided with no replies. A small number of initial posts may not
have generated responses because members did not believe that a reply was needed. This pattern occurred
when initial posts offered unsolicited help and advice, which countered the accepted norms offithe for
One post invited members to check otiBaat BDD’ Facebook page and another provided a technique
for coping with BDD symptoms. Since these posts offered help but did not seek support, perhaps
members did not believe a response was necessary.

Group Members Served Primarily as Support Seekersor Support Providers

As might be expected in an interactive, discursive environment composed of initial messages and
replies, forum members engaged in two fundamental behavsansport seeking and support shafing
more specifically, informational, emotional, and social network support. Theoretioadly,egalitarian
and fully interactive forum, it would be expected that members played equal roles inisgppoet
another. Yet that has not been found in other studies of discussion boards and was not the case on the

BDD forum. For example, similar to the most active members on the BDD forum frettpgent posters
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have been referred to pdme givers (Bambina, 2007) anslper-posters (Graham & Wright, 2014) in
previous studies of online forums.

Members tended to fall into one or the other category on the forum, based on their level of
participation, their personal experiences, and their knowledge about BDD. However, the rolesmf supp
seeker and provider were fluid, and not mutually exclusive, since the same person could engage in both
activities. For example, Fran was one of the most frequent posters in the study, yet she engaged in both
seeking and sharing social support, and many of the less frequent posters provided support to others.
Importantly, these two behaviors were complementary and essential to the succegsfnirignaf the
forum.

Support Seekers

Though both the more and less active members engaged in support seeking, the less active
members as a group sought more support than they provided (RQ4). They could be considered the
information seekers, opinion seekers, andhelp-seekers on the BDD forum. Indeed, information (advice),
opinions, and help can be viewed as the primary forms of support on the forumtofimation seeker
asks for information or facts pertinent to the problem being discussemitien seeker asks questian
related to group values, and thabp-seeker attempts to elicit sympathetic responses from other group
members through expressions of insecurity or self-deprecation (Benne & Sheats, 2007). Participants
served asnformation seekers when they sought advice related to diagnosis and treatment options, as
opinion seekers when they asked for othéljsidgments about their perceived appearance flaws and
ugliness, anthel p-seekers when they sought coping assistance from other members through expressions
of uncertainty, self-doubt, and/or self-loathing.

The less frequent posters also took on some of the roles related to providing social shpport. T
acted agnformation/opinion givers when they provided advice and opinions about perceived appearance
flaws, diagnosis, and treatment optiogrg;ouragers when they offered emotional support to other
membersadvocates when they expressed gratitude for the comments posted to the foruanpaeacd

when they disagreed with othéeglvice or opinions. However, unlike the frequent posters and

175



moderators, the less frequent posters rarely provided group supfartdragreeters, expediters, or
mediators. This could be because they were not as invested in the forum as the moderators and frequent
posters.

According to Butler (2001), active members contribute time, energy, and other resources that
enable support groups to provide benefits for individuals. These benefits (informatiemae, and
social support) are the basis for the greugbility to attract and retain members. When individuals
choose to actively participate in the groasipommunication, they are explicitly deciding to contribute
their time, energy, attention, and knowledge. This is an investment of resources thatjles# fposters
may not be ready, willing, or able to make, and thus their roles remained primarilytsoggort
seekers rather than support providers.

The support seekers could have been motivated to post to the forum due to their uncertainty about
having BDD, shame about their perceived appearance flaws, and internalized stigma due to having
symptoms of a mental health disorder. Thus, potential benefits of receiving support wetterreduc
uncertainty, stress, and the stigma associated with having a serious mental illness. Uniettaition
has been cited as a major motivation for information-seeking behavior (Bergealdr€a, 1975).

According to Thoits (2011), deliberately enacted support provided in response to aspstressiul
circumstances validates and reinforces that others are available when needed, especially whentthe suppor
is offered spontaneously.

Support Providers

Many participants offered support to other members but, as outlinedRQ#heesults, the
primary support providers on the forum were the five frequent posters. Their prominence as&oiens |
emerged due to their active participation and greater knowledge and insight about BDD. Taetineost
members and moderators demonstrated their dedication to the online community by being responsive
when new messages were posted; they replied first in 134 of the 250 threads (54%) containingscomment

related to BDD, compared to the less responsive 220 members who replied first in 46% of the threads.
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Active participation by members was important because the first resgsnctamments often served as a
guide to subsequent posters and could prompt initial posters to reply and continue the conversation.

The support providers offered advice and opinions based on their personal experience,
knowledge, and insight about BDD. For example, when members wanted information about BDD
treatment options, Roger and Fran recommended books by BDD experts and discussed their own
experiences with treatment. When a female college student wanted to know if she should seek help from
her campus therapist, one of the less frequent posters (a father whose daughter had experienced poor on-
campus treatment) advised her against doing so.

A persorns awareness about having BDD is referred to by clinicians and researchers as their level
of insight (APA, 2013). Members with experiential knowledge of effective BDD treatment and good
insight provided advice that was in accordance with BDD researchers and treatment speciclisis
using medication and CBT to treat the disorder rather than getting plastic surgery.sélg, these
members sometimes disagreed with the advice and opinions offered by other members witlsiighter in
levels or less knowledge about BDD symptoms and treatment.

For example, Roger and Kathy countered the opinion offered by another poster that beauty is
objective and that ugly people should consider getting surgery rather than tAdr@ipgomments may
have left some members, including tbeum flamer, dissatisfied with the forum. One reason is that
support seekers might equate receiving help with validation of their beliefs and belavisrseven the
well-meaning replies by the frequent posters, moderators, and other members may not always have been
interpreted as supportive. As noted by researchers such as Albrecht (1987), meaning does imathesside
intent of the creator or the messages exchanged, but in the interpretation of the recipient

Members may have offered support because of the gratifications they received in return, such as a
sense of belonging (social integration) and reassurance of worth (personal identify) woedingsio
other members. Offering support to others can provide a sense of belonging, reassurance of worth, and an
opportunity for nurturing behavior (Cohen & Wills, 1985). Messages providing the requested suppo

were often appreciated by many of the support seekers, as evident in their expresgatitsdé for the
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advice and help they received. These responses may have further encouraged members to provide
support, since doing so has been found to increase the feelings of empowerment that come from being
helpful to others (Barak et al., 2008). The BDD forum was able to fulfill its function asleme support
group due to the complimentary activities of the support seekers and support providepgeirbased
support offered by members served to supplement that provided by friends, family members, and
significant others.
Contributions by Members Varied by Gender

Contributions by forum members varied by gender, both in the number of messages they posted
and the content of the messages. Female members were more active than male participants in posting
messages, in sharing personal experiences, and in seeking and providing fippta$ posted almost
twice as many messages as males during the study. Female posters contributed 57.1% sddbe,mes
compared to 32.7% by the male posters (Table 5.1) This is surprising, since less thaméadtfraf
members were identified as female (44%) compared to one-third identified as male (33%).
Table 5.1

Summary of Messages by Participant Gender

Gender Number of posters Number of messages % of total messages
Female 99 520 57.1%

Most frequent poster(s’ 4 204 22.4

All others 95 316 34.7
Male 74 298 32.7%

Most frequent poster 1 103 11.3

All others 73 195 21.4
Undetermined 52 93 10.2%
Total 225 911 100.0%

These findings indicate that each of the females posted more messages on average than the males;

female members posted an average of five messages compared to an average of four messages per male
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poster. This discrepancy cannot be accounted for due to the contributions of the frequent posters. Roger
contributed 103 of the total number of 298 messages posted by the males (35%) whereas the four most
frequent female posters contributed a total of 204 messages (39.3%) by the females. Thus, thgepercen
of their contributions were similar based on gender. Females also offered more comments containing
personal disclosure (62.7% by females and 32.3% by males), social support (57.5% by females and 33.4%
by males), stories (74% by females and 26% by males); females were also more reciprocal in
conversations as original posters who replied to others in the threads (60% females and 31.7% males).

Overall, femalsin the study posted more messages sharing their personal experiences, and
seeking and providing social support than did male posters. The differences in contributienddsy g
could have occurred for a number of reasons. First, women may have been more comfortable sharing the
experiences, symptoms, and problems than were men. Some men could have been too embarrassed about
their body image obsessions to disclose them to other members, even with the anonymity granted by the
online forum. As one poster on the forum noted, men are not comfortable talking about their appearan
problems:‘I’m also a guy, which makes it hard. Men ddalk about this stuff.As a result, males may
have felt more internal stigma than females and so were reluctant to disclose their problemdion a pub
forum. Deaux and Major (1987) found that men and women act more in line with stereotypes when they
believe they are being observed by an audience.

The different levels of participation between females and males may have been impacted by the
types of support offered in the messages. Females on the BOD goouided similar amounts of
emotional and informational support, whereas males provided more informational than emotionél suppor
(RQ4). Since the females were inclined to offer both types of support, they may have been more
responsive to the support seekers than were males. These findings contrast with tlesseusf giudies
showing that females provide more emotional support and males more informational support on mixed-
gender forums (Herring, 1993; Klemm et al., 1999). However, in studies of online forums dominated by
female members, like the BDD forum, researchers have found that females provide so@osgmoti

support (Seale, 2006) as well as informational support and tangible assistance (Bunde et al., 2006).
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Similar to the BDD forum, women in a hysterectomy online support group offered primarily
informational support rather than emotional support to other members (Bunde et al., 2006).

The males on the BDD forum provided more informational than emotional support, which is
consistent with findings that males tend to focus more on sharing information than on providing
emotional support online (Herring, 1993; Klemm et al., 1999). There twe notable exceptions to the
findings that males provided less social network and emotional support than females aimheHiost,
most of the social network support was provided by one male, who posted more messages than any other
forum member. Roger greeted new members and encouraged them to keep posting in order to keep the
forum vibrant and thriving. Second, two male storytellers posted narratives about sugcessfull
overcoming BDD symptoms as a form of emotional support, in order to provide hope, to provide
encouragement, and to serve as positive role models for other members.

These findings suggest that males may uphold more traditional roles as providers aftiof@in
support on mixed-gender forums, but they can also provide more emotional than informational support on
forums that are dominated by one gender. Males shared more emotional than informational sapport on
female-dominated breast cancer forum (Seale, 2006) and on a male-dominated eating disorder forum
(Flynn & Stana, 2012). This study adds to previous research on mixed-gender online forums by finding
that: (a) females offered both more emotional and informational support than didandl€s) that
males were motivated to provide social network support and act as role models for rec@fenymn
dominated by females.

The Forum Served as a Coping Mechanism for Members

The BDD forum facilitated personal disclosure and social support and therefore served as a
valuable coping mechanism for members. Lazarus and Folkman (1984) defined copimgstantly
changing cognitive and behavioral efforts to manage specific external and/or internal dinaiaacs
appraised as taxing or exceeding the resources of the pépsdd1). The authors vied coping as a
goal-directed, dynamic process that changes in response to the demands of a stressful encounter or event

(Lazarus & Folkman, 1984). Individuals facing stigmatizing and stressful situations can attempt to
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mitigate the negative psychological and social impact by employing a variety of copingesradegne
strategies are focused on resolving the stressful relationship between the self andhsenty
(problem-focused), whereas other strategies seek to regulate negative emotions @misihg ituation
(emotion-focusedCarver, Scheier, & Weintraub, 1989).

People struggle to cope with health-related problems from the time they are aware of symptoms
through resolution of the conditiera pattern described in the stages of change (transtheoretical) model
as beginning with precontemplation and contemplation, followed by preparation, action, and mantenanc
(DiClemente & Prochaska, 1982). The forum served individuals who were in different stages of coping
with the disorder; some members were uncertain whether they had BDD or were truly ugly, otheats want
advice about treatment options, some were still struggling with symptoms despite recamndad) cli
treatment, three members had successfully overcome BDD symptoms, and two members wanted to help
their girlfriends who had been diagnosed with BDD.

Importantly, forum members coped with symptoms of the disorder by seeking and providing
support to other members. In many cases, successful coping represented the ultimate goal of support
seeking and support sharing. Thoits (1986) conceptualized providing social support as cigircas
Problem-focused coping assistance includes behaviors intended to help another person solve er eliminat
a problem-causing stress, which is similar to informational support, whereas emoticdfoopsg
assistance is intended to comfort or console another person, similar to emotional and soclal networ
support. Participants used the forum to share their coping strategies and to provide coping dssistance
other members.

Coping has been the focus of only a handful of studies regarding online health (Wright, 1999,
Wright & Rains, 2014) and only one study devoted to mental illness. Chronister et al. (2018¢ddenti
five specific coping tactics employed by mental health patients to overcome stigma: educating and
challenging coping (problem-focused coping), and withdrawal, distancing, and secrecy coping (emotion-

focused coping). Notably, each of these coping strategisswident in the BDD forum. The findings
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from the BDD forum indicate that the problem-focused and emotion-focused strategies used by
participants could have helped as well as hinderadbers’ ability to effectively cope with the disorder.
Empirical findings from numerous coping contexts have consistently shown that problem-focused
coping is predictive of positive adaptation while emotion-focused coping is predictiveativieeg
adaptation, in part because individuals tend to use problem-focused coping when a situation is appraised
as changeable and emotion-focused coping when a situation is assessed as unchangeable (Wright, 1999).
Problem-focused coping strategies include seeking information, generating possible solutions to a
problem, and taking actions to change the circumstances that are creating stress. Emotion-focused coping
involves responses such as expressingsommotions (venting), seeking emotional support from others,
trying to avoid the source of stress, distracting oneself, and positive reappraisal (LaFatksén,
1984).
Emation-focused Coping Strategies on the BDD Forum
Emotion-focused coping strategies shared by forum members were self-acceptance, exercise,
meditation, a forgetting box, mandala therapy, having other hobbies not relatedstampearance,
telling oneself that BDD thoughts are not real and will pass, and acceptitsgugtiaess as a blessing
from God (positive reappraisal). Kathy mentioned that having BDD had made her more compassionate
and understanding, which is another form of positive reappréisah 99% percent sure that BDD has
shaped my personality in a positive wagnother emotion-focused coping strategy used on the forum
was venting negative emotions, such as anger, depression, shame, and guilt. The ability to disslose one
feelings and experiences to others who understood the disorder was of great importance to many who
posted to the forumi:Sometimes you can feel so alone big great to know there are people out there
that share the same problems as me, and have felt the sam& bsargtudy of participants in a cancer
support group, venting negative emotions such as anger and sadness were shown to have beneficial
outcomes six months after participatidmeperman & Goldstein, 2006).
For many members, including the storytellers on the forum, writing about their problems and

receiving support from others were important benefits of forum participation. Writing abdsit one
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experiences can be useful for providing a sense of relief by expositgjiomer feelings, which can lead
to emotional catharsis. Writing about difficult experiences has been found to decrease negatims emot
and increase positive ones (Barak et al., 20@81on & Shapiro, 2003 One female storyteller admitted
that she felt better after sharing her story on the forum but could not reveapbgerses to anyone she
knew:“| feel better for even having typed it out. But | Gagver, ever say that to anyone.

Reading about otherexperiences and sharing similar experiences can lead to self-acceptance
and a shared group identity, which is valuable for combating public and internalized stigma. For example,
one member reassured another poster that even though her thoughts were not normal, they were shared by
most participants on the forurfEveryone here has the obsessions. It isormal but you certainly arén
alone and you certainly argra freak” Similar to online forums for individuals who self-harm (Whitlock
et al., 2006) and engage in pro-anorexia behavior (Haas et al., 2011), forum members validabdd-that B
related thoughts and behaviors were normal for those with the disorder. Doing so could have empowered
individuals to seek help for their symptoms, rather than remaining silent and feelingdsoidtalone.

Emotion-focused coping strategies shared on the forum that can be harmful for people with BDD,
according to treatment specialists (Phillips, 2009; Phillips et al., 2008; Wilhelm, 2006 ) pweard
social comparison, checking deeappearance in photographs and mirrors, asking others about perceived
appearance flaws (reassurance seeking), and blaming others (such as parents) for BDD symgms. The
behaviors are considered harmful for individuals with BDD according to treatment poéssOther
coping strategies discussed on the forum that could have led to poor outcomes were withdrawal and
secrecy coping. Withdrawal coping was evident when forum members avoided social situations with
family and friends, and did not go to school or work. Fran and other forum members used secrecy coping
when they concealed their perceived flaws with makeup and/or clothes, and refused to discuss she reason
for their behavior with friends, family, and significant othékscording to the study by Chronister et al.
(2013), participants who concealed their mental health history from friends, family, ropentriers,
and employers in order to avoid rejection had higher levels of internalized stigma, and therefore

experienced poorer mental health recovery.
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Another avoidance coping strategy used by members was cognitive distancing. This was evident
when members disavowed having BDD, despite posting messages to the forum. In distancing coping,
individuals indicate that their problems are very different from people in the stiguehagioup
(Chronister et al., 2013). Distancing coping was used by members who were convinced that their
perceived appearance flaws were rélatton’t think what | am seeing is unrealistic. | could understand
that you guys may really have the neurological part in it but for me it would be very tiny to even non
existent” About half of the unsupportive comments were posted by members who used distancing coping
strategies. One such member was the forum flamer, who believed that he was ugly, rather than having
BDD. He posted messages that discredited BDD as a diagnosis and sought to convince other members
that they were actually uglyBe skeptical of BDD. . . What legitimately ugly people need is not
counseling but surgery.

Problem-focused Coping Strategies on the BDD Forum

Problem-focused strategies discussed on the forum included seeking information about
symptoms, diagnosis, and treatment; generating possible solutionsg@uortdems using self-help
techniques; and taking action to change the situation by seeking and/or getting clinical diagnosis and
treatment. Many members who posted to the forum wanted to get clinical treatment but were unable to
find therapists who could effectively diagnose their BDD symptoms. As a result, some participants
diagnosed themselves with BDD by comparing their experiences to those of other menibésonkh
of the surprising findings from the study, because the forum is labeled as a BDD forum, but not all poster
had a BDD diagnosis. Thus, some members were able to increase their self-awareness that they had BDD
(self-diagnosis) by comparing their own experiences to those of other members.

Fran and another storyteller on the forum used educating coping to let forum members and the
public know about BDD and that recovery from the disorder was possible. Taking action by educating
people about the disorder is considered to a valuable problem-focused coping strategy used to reduce
internalized stigma (Chronister et al., 2013). Fran disclosed that she had posted information abimut BDD

her Facebook page, and one of the storytellers had written a book about his BDD experiences. Fran was
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proud that she had made the effort, but Roger did not believ&thet feeding information about BDD

to other people on facebdbWwas an effective strategy for helping people cope with BDD. Instead, he was
committed to offering assistance to members by collecting their coping strategies and sharimighthem
other members in the form of a book, and taking action to combat unsupportive comments posted to the
forum.

Roger and Kathy used challenging coping when they opposed the comments posted by the forum
flamer, a strategy also referred to as confrontive coping (Lazarus, 1993). In challenging coping a person
points out stigmatizing behavior; in confrontive coping individuals express anger tasba pdo
caused the problem to get the person to change his or her behavior. On the BDD forum, the forum flamer
made claims about people being ugly that could have increased their self-stigma; other mentitters foug
back by challenging his statements. Educating and challenging coping are considered to be empowering
strategies for individuals with serious mental illness since they help to combat internalized and publ
stigma (Chronister et al., 2013).

Getting cosmetic surgery to fix oseperceived flaws waanineffective coping strategy
discussed by forum members. Other ineffective coping strategies shared by membeedtingre g
dermatology treatments, dieting, body building, and contemplating suicide as a way to’end one
suffering. Seeking to improve oiseappearance with surgery and dermatology procedures was a popular
strategy for members who believed that their appearance flaws were real. One reason for itsypopularit
could have been because having cosmetic surgery is an accepted practice in modern society (Bordo, 2003;
Shilling, 1993). There were more than 10 million surgical and nonsurgical procedures performed in 2014
in the United States, amounting to more than $12 billion spent by Americans to improve their appearance
(American Society for Aesthetic Plastic Surgery, 2016).

Most people on the forum who had received effective clinical treatment advised members to seek
professional help and avoid getting plastic surgery. One such member quoted a respected Bfderesear
and clinician (David Veale) to back up his advice that surgery was detrimental for intividiaBDD:

“Even if patients are satisfied with cosmetic treatments, often the preoccupation moves to aaliffarent
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of the body, so that the handicap of the disorder remiadtsording to Thoits (2011), coping assistance
offered by people with firsthand experience can be more efficacious in guiding meb#ergior than
that offered by well-intentioned but less informed members of the gergdmary support group.
The Forum Offered Peer Support within an Online Community

The BDD forum offered members valuable peer support in an online community. Describing the
forum as a supportive online community is important because doing so illuminates the potential
advantages that such groups offer stigmatized individuals. The principal advantage that online groups
offer participants is the opportunity to communicate with others who understand the disorder unbounded
by geography. The BDD forum enabled members to expand their social network beyond the strong ties of
their primary group to a peer-based support group online. According to Chronister et al. (2013), peer
support is a central focus of current mental health treatment and appears to have the potentagddo incre
the size and quality of a persersupport system.

The BDD forum can be considered a supportive online community based on the social support
sought and shared by members. According to Rheingold (1993), virtual communitiescaé
aggregations that emerge from the Net when enough people carry on those public discussions long
enough, with sufficient human feeling, to form webs of personal relationships in cybérgndee
Baym (2010) conceptualized online communities based on five attributes: a sense of space &aeyal pl
shared practice (communication norms), shared social support, shared identities (group roles), and
interpersonal relationships. All of these attributes are applicable to the BDD: filmei forum has a
designated location in cyberspace; behavioral (influential) norms were enforced ti@uwgle of forum
rules and regulations; members shared social support and took on roles as support seekers and providers;
and the most frequent posters developed interpersonal relationships with one another. As with all
communities, including geographic communities, the BDD online forum offered potential adsaatay

disadvantages to members compared to other offline and online sources of support.
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Advantagesfor Forum Members

Participants were able to expand their social network by joining the BDD forum and seeking and
sharing personal experiences and support with their peers, along with coping strategigénand c
assistance. The peer support provided on the forum had potential advantages over social support from
other online and in-person sources. The BDD forum supplemented the support members received from
their primary support group, social networking sites, and in-person therapy. The shame and stigma man
individuals felt kept them from disclosing their feelings to those closest to them, ngclaends, family
members, and significant others. As a result, they came to the forum to get the peer support they needed
to help them cope with the disorder, and they were able to expand their social network as members of the
BDD community.

There are benefits to being part of a supportive community consisting of people who share the
same condition, because similar others have an in-depth understanding of the many dimensions and
nuances of the stressful situation that family and friends may lack. This was evident on the BDD for
when participants encouraged one another to post betawesyone [here] understands your struggles,
and members agreed that even their friends could not relate to what they were going thanrgh:
think as you say that any friend could in the end possible reBding understood by another person can
have direct effects on reducing an individagihysiological and affective arousal, especially when
friends and family members are unable to grasp the implications of the stressful s{ittadits) 2011).

There has been little focus on the beneficial effects social support has on individual®@ith B
symptoms. In fact, only one other study was found that corroborates the findings from the current study
on the advantages that social support offers males and females who suffer from BDD symptoms.
Marques, Weingarden, LeBlanc, Siev, & Wilhelm (2011) conducted an online survey of 400 men and
women with symptoms of BDD and found that greater perceived support from family members, friends,
and significant others was associated with less severe BDD symptoms. Social supporeéfrdsrafid
significant others resulted in less severe symptoms in males, whereas suppontriitgrarfd friends

resulted in less severe symptoms for females. BDD forum members who respondest@ashe often
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indicated that the peer support they received was valuable because it supplemented the support from
family members, friends, and significant others. Thus, the forum filled a gap in support fnoanypri
group members, which could have teda reduction in the severity of BDD symptoms.
Online communities that lack vibrant graphics, in-depth member profiles, self-stadéagyand
personal photographs seem to be almost an anachronism instedayf social networking sites.
However, sharing orig problems with friends on Facebook is not common because individuals strive to
project a positive self-image on the site and prefer to share their problems anonymousheifomurhs
(Newman et al., 2011). Part of projecting a positive self-image on Facebook is choosing to upload
flattering photographs of oneself to the site. However, members often lack control over whactape
images are tagged and viewed. This lack of control was distresdi@idorum participants who
believed that they looked worse in their photographs than they did in person. Seeing images ofethemselv
on Facebook could trigger harmful behaviors, such as obsessing about perceived appearance flaws and
engaging in upward social comparison. Comparingsoagpearance to other membetlisl occur on the
BDD forum, but it was infrequent due to the fact that personal images were not allowed an the sit
Another advantage that the BDD forum offered individuals was that there were fewer barriers to
receiving support compared to in-person treatment; members could retain their cloak of anangmity
still receive information, advice, and helhe barriers to seeking professional diagnosis and treatment
mentioned in the study included the fear of being called ugly by clinicians, uncertainty about how to get
help, being judged negatively by others, theraplatk of knowledge about BDR,waiting period
required to receive treatment, and the cost of therapy. The BDD forum and other onliné gnappsr
encourage members to take responsibility for their own care, since they are accessibieamyi cost,
and allow people to ask questions and seek support when needed.
Forum members shared the reasons that receiving in-person therapy could be difflodig
participating in facde-face support groups. Some members were afraid of being judged negatively by
clinicians or other patients. According to one participant who had been hospitalized wittyIB Dtz

early days when i was hospitalized and put into a BDD group, pretty much the whole group used to
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analyze me and put me down physicéllghother patient believed that her therapist was judging her, so
she was afraid to share her insecuriti¢stlso wanna say that | go to therapy but | normally’titefl her

much about myself while in it . . . | know thatsita little strange to say, but quite scared that stse

judging me for some reasdrSome participants found treatment to be expensive as well as ineffective, as
shown by one member who was shocked at the ‘G@#irerapist is kinda out of the question, went to one
before and it was so expensiven!!

As a result of encountering barriers to professional treatment, many participantsdutiresd t
peers on the forum for support that served to supplement offline support from mental healdgrqrov
Dickerson (1998) noted that self-help or mutual-help groups are among the most effective vehicles for
fostering individual empowerment, especially in the context of mental health-relatedaehditis is
because support groups are directly associated with the three main attributes of individuaremeptw
(a) reliance on self and peers (rather than on authoritative professionals), which mmtadlzusense of
personal competence; (b) voluntary participation and free choice, which contribute to feelinfys of sel
determination; and (c) helping others and socially identifying with others, which contolpgeceptions
of social engagement. The peer support on the forum may have fostered empowerment among
participants, since they could rely on one another for support.

Online support groups, like the BDD forum, have been shown to foster individual empowerment
through the exchange of information perceived to be relevant, credible, reliable; online gumus
have also been shown to increase particip&mswledge and ability to make informed personal
decisions (Barak et al., 2008; van Udeen-Kraan et al., 2008). It is not only access and exposure to
information that empowers people; it is the ability to share information with othetsthgoteceiver and
provider of information are empowered, with the latter taking the role of guide, instructor, or hédper. A
individual decision-making is enhanced through discussions in an online support group because
participants learn how to gather information, gain a better understanding of the naturedi$tiiesis,

learn how to better cope with their condition, and learn from otleeperiences (Barak et al., 2008).
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Participating in a dynamic group entails a process of creating interpersonal relatiofisisips.
increases social cohesiveness, thus legitimizing the expression of personal feelings. Expressiag negati
feelings can bring about a cathartic experience and emotional relief (Buchanan & Coulson, 2007). Sharing
personal stories and reacting to the personal stories of others was often communicated within the BDD
forum with much empathy, along with emotional reinforcements and support. Connecting to other people
with similar issues can create feelings of belonging which become the reason for remaininghpart of t
online group and for providing support to others (Tanis, 2008).

This mutual sharing and development of interpersonal relationships was evident when Roger,
Kathy, Mia, and Janet greeted one another by name, validated one ‘ahcdh@anents, and chatted in the
“off-topic” thread that Roger started. These four members used the off-topic thread to create their own
forum—a quasi-public place to deepen their relationships. Other members also shared personal
experiences unrelated to having BDD that could have increased their affinity for one anotheingy shar
favorite movies, songs, and inspirational quotations. Similar instances of chatting, teasinfji@uid of
posts were found in virtual communities (Burnett, 2000) and online support groups (Bambina, 2007; Finn,
1999; van Uden-Kraan et al., 2008). These off-topic conversations could have fulfilled niembers
entertainment needs by diverting attention away from their problems, and interpersonal needs by
reinforcing their shared values and interests.

Disadvantages for Forum Members

Despite the benefits offered by being part of a supportive online community, there were also
potential disadvantages to posting messages on the forum, such as increased depressiomepvomadyvi
forum members, and incomplete information. First, posting messages could exacerls®®bne
symptoms. For example, Mia reported that sharing her experiences made her feel less alone, but more
obsessed with her appearance flatisis forum helped me a lot and made me feel like | Wwasdone, but
it started consuming me and the more | came on here the more | thought about how ugkolram.
people with cognitive processing disorders, such as severe depression or posttraumatic stress syndrome

(PTSD), writing about orie experiences was found to worsen symptoms (Gidron, Peri, Connoly, &
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Shalev, 1996). According to social sharing of emotions theory (Rimé, Finkenauer, Luminet, Zech, &
Philippot, 1998), sharing negative emotions and experiences is maladaptive when disclosers continue to
ruminate on them. Continued rumination makes negative feelings more salient, thus intensigéng stre
anxiety, shame, and other emotions associated with the experience (Chang & Bazarova, 2016).

Another disadvantage for members was that the support provided on the BDD forum was
anecdotal and, as a result, could contain inaccurate or pdiehtiainful information, such as when
forum members recommended plastic surgery as a strategy for alleviating BDD symptdims BDD
forum, knowledgeable support providers often countered the poor advice offered by other members and
provided helpful alternatives. For example, when one male poster told another that he shouldid&e ste
in order to become more attractive to women, another member replied and criticized this‘athaCes
awful advise to give somebody. If a woman says she does not like a guy who takes steroids then she
means it. . . My advise is, durtake [Male 2s] advis€’ This can be considered one of the benefits of
online forums; harmful advice is usually corrected by other participants (van Uden-Kedar2@08)

Because threads on discussion boards are presented in chronological rather than topical order
information on specific topics may be difficult to firfeople who rely primarily on these online
communities for advice and support run the risk of gaining inaccurate or incomplete ifdormata
result, individuals neetb supplement the informational support provided by their peers with resources
found on websites sponsored by hospitals, treatment centers, clinicians, and in the case of BDD, on the
International OCD Foundation website.

The BDD forum facilitated peer-based support via personal disclosure, and memberaserved
support seekers and support providers in order to help themselves and other members cope with BDD
symptoms. Members shared coping strategies with their peers and offered coping assistance in the form
of informational, emotional, and social network support. The support offered on the forum supplemented
the support provided by primary group members and treatment professionals. Although the forum did

have disadvantages for members, such as lack of factual information and the presence of unsupportive
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comments from some members, overall the forum was a supportive online comimupégple
suffering from this severe and under-recognized mental health disorder.
Limitations

The current study extends previous research on peer communication in online health forums. The
findings indicate that personal disclosure is used to facilitate social supporne fonums, and that
active members become emergent leaders whose supportive communication supplements theeroles of th
appointed forum moderators. Although the number of online forums for people with serious mental
illness continues to increase, there are few studies that evaluate the types of help affered or
information shared among users of online self-help forums, according to health communicatios schola
(Bauer et al., 2013). Thus this study fills a gap in research on peer support in mental health forums and
the value that such groups provide to stigmatized individuals.

There are a number of limitations in the present study that must be acknowledged. First, the study
was based on messages posted to a single computer-mediated support forum during a one-year period.
The extent to which tlsemessages are representative ofBB® forum at other times or representative
of similar forums is not known. Comparable results might have been obtained by studying BCdD, Centr
the forum that was the original focus of the investigation. Further research woulcfieiakto extend
the analysis to multiple forums involving other mental health conditions.

Second, the high number of posters whose gender could not be determined (52) limits
conclusions about the personal disclosure and social support provided by males versus females. Table 4.1
suggested that there were differences between the types of support offered by males andrf¢h®ales
forum. Additionally, findings indicated that females provided more personal disclosure andsppiat
than malesHowever, since 23% of the posters could not be identified as male or female, extending these
findings to all participants is not possible.

Third, the emphasis of this study was on examining personal disclosure and socialisupport
messages. It is unknown whether or not such messages were interpreted by participants as being

supportive, or in accordance with the broad categories identified in this analysis. The motivations th
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individuals had for visiting and posting messages to the site also remains unknown, though some
intentions could be deduced based on the message content. Interviews, participant observation, and/or
surveys would be helpful to increase understanding of paoptaivations for using the site and to
determine if using the forum provided beneficial or detrimental outcomes.

Fourth, the study combined both deductive and inductive qualitative content analysis. The main
strength of combining approagsis that existing concepts can be supported and extended (Hsei&Fang
Shannon, 2005). However, adapting coding schemes deveiopeslZious research, such as the
categories of informational support, emotional support, and social network support from the SSBC
Cutrona & Suhr, 1992), can present challenges to naturalistic inquiry. Using categories froumsprevi
studies makes more likely that one will find data that fit into the existing categories. &searcher
strived to enhance the credibility of the findings by developing most of the codesvafjuittm the
data and by using negative cases (such as unsupportive comments) to identify disconfideimgeevi
during the inquiry.

Fifth, obtaining adequate intercoder reliability for the categories of social suppeetdo be
challenging, and required collapsing or eliminating two of the five social support categaridsri
previous coding schemes (Braithwaite et al., 1999; Cutrona & Suhr, 1992) since these did not occur
frequently enough to be included in the coding guide. Esteem support was subsumed under emotional
support, and tangible assistance was eliminated. These changes are similar to those by Bambina (2007)
when she developed her coding scheme for an online cancer forum. Revising the original five support
categories in the SSBC may have compromised the coding for the study because findings wete limited
only the three most prominent types of support.

Finally, the researcher sought to strike a balance between conducting a study intended for health
communication scholars that also addressed issues relevant to BDD researchers and clingians. Th
entailed balancing the use of nomenclature that has specific meaningsthgtBDD community (such

asinsight, reassurance seeking, obsessive thoughts, andcompulsive behaviors) with more general terms
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that could be equally descriptive. The researcher did this in order for the study fidaugsvaluable
contributions to theory and practice about gegoeer mental health communication for both audiences.
Implications and Further Research

Implicationsfor BDD Research and Practice

For researchers and clinicians concerned with tre8idig patients, this study suggests that
peerto-peer communication via an online forum can be a valuable tool in helping individuals exchange
personal experiences, and informational and emotional supportoR®Essr communication also
provides members with problefoeused and emotion-focused coping assistance as well as social network
support by others who understand the condition. Members on the BDD forum shared personal stories and
anecdotes about their suffering and sought information about diagnosis, treatment, and clopimey wit
disorder. The concerns expressed by people on the forum were similar to those of individualsedho post
to forums for depression (Barney et al., 2011). For example, Barney et al. (2011) found that common
themes expressed by people with depression despair and suicidal thoughts; difficulty coping with
symptoms; lack of knowledge about treatment, medication, and how to access services; disclosing the
condition to others, self-stigma (shame and blame), comorbid conditions, and the value placed on hearing
about othersexperiences with mental health problems.

The findings of this study and similar studies suggest that peer-based resourcewadlifielp
and coping skills would be valuable tools to post on websites about BDD and related mental health
disorders that contain content created primarily by clinicians and researchersnféisoation that
addresses typical concerns about therapy (diagnosis, CBT, medication) may encourage individuals to
overcome the barriers to receiving treatment. The BDD forum also helped people to diagnose themselves
and to learn about effective treatments for BDD. These findings indicate that by going ndIste&ng
symptoms with their peers, individuals were able to diagnose themselves with the disosdepulchi
help to increase their self-awareness (insight) about having BDD, and encourage people to seek

professional treatment.
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The implications of the study findings are that online support forums offering visual atpnymi
could provide advantages over faodace support groups and social networking sites to help individuals
with BDD receive social support from their peers. Online forums enable individuals with BDDaigeeng
in reciprocal self-disclosure, reveal théirue selve’to others, and exchange informational, emotional,
and social network support with peers who understand the disorder. The opportunity to intiezet s
who share their experiences is important for individuals with mental health conditions, and the visua
anonymity offered by text-based CMC could promote increased personal disclosure and affinity between
individuals with BDD.

Despite the visual anonymity offered by the BDD online support forum, individuals still engaged
in social comparison and reassurance-seeking behaviors about their appearance. Reassurance-seeking
behavior about orie appearance still occurred despite the fact that a person cannot reasonably expect t
receive an accurate reply. Although the forum did not allow people to post personal photographs, some
members nonetheless asked others whether their perceived flaws were real, or if they had BDD.
Individuals on the forum who asked this question seemed to understand that having BDD causes
perceptions of ugliness, but were unable to diagnose themselves with the disorder. This thdicates
more online self-assessment tools are needed so that individuals can diagnose themselia3. with B

Another implication for BDD mental health professionals is the need for having one or more
therapists available to answer questions on support forums for mental health disorders. Moderators and
members encouraged individuals to seek professional help for diagnosis and treatment, despite studi
that show many therapists lack knowledge about how to diagnose and treat the disorder (Marques,
Weingarden, LeBlanc, & Wilhelm, 2011). Thus, the advice shared by members may have been difficult
for the recipients to execute. Clinicians familiar with treating BDD could offermation to members
on where to find specialists in their area. Educated professionals familiar withigt@BD could answer
members questions about diagnosis and treatment, draw attention to unhelpful communication behaviors

(such as reassurance seeking and social comparison), and suggest beneficial ways of coping with the
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disorder. Resources such as‘Ask the Cliniciari thread could be provided as a way of supplementing
the experiential knowledge offered by forum members.

More research about the level of awareness that people have about the disorder is needed.
Researchers could survey college students, teenagers, and adults about their perceived and actual
knowledge of BDD. Knowledge of eating disorders has been shown to be high among adults and
adolescents (Hunt & Rothman, 20&mith, Pruitt, Mann, & Thelen, 1986Clinicians and BDD
researchers have acknowledged that the disorder is under-recognized by individuals with BDD, the
public, and mental health professionals (Phillips et al., 2008). Studies that examewethef
awareness that these different populations have about BDD would help inform mental health
professionals about the educational resources needed by each group. As a result, information about the
disorder could be tailored to meet the needs of individuals with higher and lower knowledgsigintd i
levels.

As a result of the study findings, researchers and clinicians will have an increased avarenes
about the resources and support needed by those suffering from BDD and related mental health disorders.,
ard a better understanding of why people turn to their peers to find the information and support they need
to recover. This study, combined with other studies by mental health researchers, can help to inform
clinicians and other treatment professionals about the value of online, peer-based suppovidoalsdi
with serious mental illness, in particular those suffering from BDD.

Implicationsfor Health Communication

Many of the points outlined above pertaining to implications for BDD research and practice apply
to health communication in general and mental health communication research in particulag. Swkk
sharing personal experiences and social support are fundamental communication activities on support
forums. However, consistently recognizing how individuals make requests and provisions has been
challenging for health communication researchers. Some studies of online forums do not@iteogt
social support separately from personal disclosure, while others do so by coding pksstorlres as

indirect requests for support. The findings from the current study indicate that personaLidesnkeds
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to coded separately from social support when analyzing peer communication in online forums. By doing
so, the various ways that personal disclosure is used to facilitate social support can beodndersire

detail. The eight patterns outlined in the study demonstrate that personal disclosurdihuséntn

seeking and providing social support, and is thus an integral component of the communication that takes
place between peers online.

Another implication for health communication research is that peer-based communication
supplements the support received from other online and in-personal sources. Members expressed
gratitude that they could share their personal problems related to having the disorder withrhein pee
the forum and receive help, advice, and support in return. Studies have shown that online support group
members appreciate having access to the experiential knowledge of their peers because #tieinform
they receive is often easy to understand and tailored to their needs (Barak et al., 2008).,However
members of the BDD forum also shared their problems with family members, friends, and clifficians
finding indicates that individuals with mental health conditions value informatiom thheir peers, from
family members and friends, and from mental health profesisiorhen coping with symptoms of the
disorder. Important questions for further research could include how peer-based support andnabfessi
treatment work in terms of time order (e.g., do people use forums before or aftag $esgifrom
medical professionals), under what conditions people choose to seek support from afvanietges,
and whether using multiple sources is most effective for people when coping@@tisymptoms.

Despite the ever-growing popularity of Facebook, Instagram, and other social media sites as a
research focus for health communication scholars (Walker, 2015; Wright et al., 2013)dis st
highlights the ongoing value of text-based communication, especially for individitlhalsnantal health
disorders. Further research could focus on how individuals with serious mental illokgsngBDD,
use a combination of online channels for support seeking and support providing, including forums,
synchronous chats, websites, blogs, social networking sites (Facebook), virtual worlds (Se)oadd.if

even chatbots on personal messaging apps. Researchers studying support forums for related mental health
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conditions OCD, social anxiety disorder, depression, eating disorders) could investigate what motivates
individuals to use multiple communication channels.

More also needs to be known about how onlineiasprson support groups might work
together for people suffering from mental health disorders. For certain mental healtltonsnslitch as
BDD, online support groups may be more beneficial than offline groups. Comparisons between in-person
and online support groups could examine the conditions under which the two are complementary, or if
individuals with mental health conditions prefer the anonymity and convenience offered leysoiplport
groups. In addition, interviews with forum participants could explore the benefits thiausferoviddo
those who receive suppott,those who lurk, and to those who offer support to others.

Future research could explore the extent to which coping strategies and coping assistance
provided on the BDD forum are also provided in online communities for people with tigineatizing
health conditions. As a result, communication scholars may choose to refer to these online sayysort gr
ascommunities of coping, based on the coping strategies used by members. Informal workplace support
groups have been referred tocasmunities of coping in organizational communication literature
(Korczynski, 2003; Raz, 2007); however, this term has not been used to describe online commwunities f
people coping with mental and physical health conditions.

As shown by the results from this study and other research on active members in online forums
(Bambina, 2007; Graham & Wright, 2014), emergent leaders play a crucial role in providing support to
other members on the forum. The leaders on the BDD forum participated in a wide variety of flnctiona
roles, including encouragers, information givers, and social network facilitators. Monehesazeeded
on the leadership roles of active posters in online communities to determine if thdy pisuwédle more
social support than other members. If so, then the 2% of individuals who post the most messages could
determine whether online forums are successful in helping individuals with serious nieedalglet the

support they need to cope with the disorder.
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Conclusion

Albrecht et al. (1994) suggest that researchensuld be especially interested in the features of
situations, messages, interactions, relationships, and networks that can alleviate or redomzesdjfem
435). The basic dilemma facing individuals with BDD symptoms is that they may feel toat&pirby
their perceived appearance flaws and/or having a mental health disorder to reveal grgiggofbthers,
and if they do, they often find little knowledge or understanding among family, friends, and even mental
health professionals. Thus they turn to online support groups, like the Psychforums BDD sitayéo re
the peer support they so desperately need to help alleviate their suffering. These geogtigrotitized
individuals a supportive online community filled with similar others who can offer thersupport they
need to cope with BDD symptoms. The BDD forum enabled individuals who felt socially isoldted an
stigmatized by the disorder to discuss their problems, share coping strategies, aledqomng
assistanceo their peers. Overall, the BDD forum and related health forums are valuable because they
provide a secondary group where members can receive peer-based support to help them cope with and

recover from this often debilitating and under-recognized mental health condition.
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APPENDIX A

Resear cher BDD Story

| remember starting to stare at myself in the mirror when | was 16 years old. Before thald | w
spend most of my free time walking and reading outdoors, watching television, writing, or playing with
my friends and pets. Then, after | turned 16 | became increasingly aware of my appearance, especially my
face. | started wearing make-up and reading fashion magazines, and comparing my appearance to my
peers and the models in the magazines. As a result, | found my appearance and facial features sadly
lacking. My eyes were too small and close together, my nose too large, my forehead too short, and my
chin too long. Also, though | was slender, my hips and thighs looked out of proportion to the rest of my
body. | identified my body apear-shapedaccording to the fashion magazines | read.

It was not until | turned 18, during the summer before my freshman year at college, that |
confessed to my mother how much | hated my appearance, especially my nose. | told her that | didn
want to get married and have children, in case they ended up having my fat, ugly nose. | also told my
mother that | had thoughts about committing suicide due to the fear of passing my defect to my children.
Her response was to pay for plastic surgery (rhinoplasty) to have mycawsected by making it
thinner. After the surgery, | was horrified by the facial swelling and black eyes, and my mother had t
cover the mirrors in the house while my nose healed. However, soon after the swelling went down |
realized | still hated my nose, since my profile looked odd to me now. | never mentioned my displeasure
with the results to my mother, since she clearly felt the surgery had been successful, dedsedsyith
my altered appearance. | felt terrible, still hated my appearance, and now felt guitty thatgery had
not made me feel better about myself.

Throughout college | was a good student, though | struggled with feelings of low self-esteem and
mild depression. My grades enabled me to graduate cum laude, though | would have preferred summa or
magna. After college, | managed an art gallery in Boston and found it extremely stressful being on my

own for the first time. Soon after breaking up with my boyfriend, the stress and feelingreatipti
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abandoned caused my symptoms to worsen. | spent hours in the morning and evening staring at my face
in the mirror, looking at the pores in my nose, and picking at my skin. At one point, the picking caused a
small facial scar. | remember collapsing on a stairway later that day in tears, devastatetbiyibte

mark | had caused, convinced it would never go away.

After | turned 30, | decided to move from Boston to Boulder, Colorado, where my brother and
best friend lived. My mother, having been diagnosed with breast cancer at the age of 61, soon followed.
She wanted to be close to her son and daughter during her illness. | went back to school to become a
website designer, while my brother earned a law degree, got married, and settled down in Denver. My
best friend became an ultra-runner and introduced me to the sport of long-distance running. Trail running
and hiking in the Rocky Mountains helped to relieve the stress and anxiety | often felt upon waking. My
appearance still preoccupied me, so being outdoors definitely helped to relieve my symptoms far a whil
If I was not able to look at my face, | didiobsess about my nose.

Meanwhile, my mother was struggling with the effects of a second mastectomy and
chemotherapy. She became depressed and her doctor prescribed Prozac for the symptoms. The Prozac
helped to relieve her depression and she became much more optimistic about her chances for survival.
Her attention then turned to me and my depression, though sheldidw its cause. | had never again
confessed to her how much | hated my appearance, or about the related symptoms of skin picking,
comparison with others, or preoccupation with my nose. It surprised me that she noticed | was depressed.
I had become so familiar with the constant state of anxiety about my appearance that it no longer was
apparent to me.

My mother suggested that | get a prescription for Prozac since it had helped relieve her
symptoms. | disliked the idea of taking prescription medication and so resisted her suggestiions. Al
since | believed that I truly was ugly, | felt my negative feelings were justified. Then, onénday w
waiting in line at the grocery store, a magazine cover caught my attention. On the cov&SH#REe
Magazine (May, 1997) was a beautiful blond model in a bright blue bikini. As | scanned the headlines

surounding the model, | noticed an article titlétate your looks? What it means when your mirror
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lies” The title caught my attention because my friends, past boyfriends, and family membevglyad al
insisted | looked fine to them, which contradicted what the mirror told me.

Inside the magazine was an article by Liz Brody about BDD (Brody, 1997). The article described
the symptoms, possible causes, and treatment for the disorder. There was a five-itermmedlisdiag
guestionnaire and a list of 10 common symptoms of the disorder, from the book by Katherine Phillips,
The Broken Mirror: Understanding and Treating Body Dysmor phic Disorder (1996/2005). The article
discussed effective treatments, both pharmacological and clinical, and noted that cosmeticssoftgery i
ineffective in treating symptoms of the disorder. Sufferers described feelings of shame and
embarrassment that were incredibly familiar to me. Also, | was relieved to read that those with the
disorder are often considered to be quite attractive, even while believing that they are ugly. Thisdreassur
me that my friends and family members were telling me the truth, rather than just tryiaketoma feel
better by saying that | looked fine to them.

That article changed my life. Now | had a hame for my symptoms. Now | knew that Prozac could
help me. | felt empowered by the information, and for the first time in almost 20 years, had hope that |
really was not as ugly as | imagined myself to be. That article provided me with the insight and
information | needed to diagnose myself with the disorder. However, the realization thatdtweeally
seeing myself the same way | appeared to others was shocking at first. | was both relieved and dismayed
by the possibility that what | saw in the mirror was not what others saw when they looked dtane. T
stigma regarding having a mental health condition was less important to me than the stigma and shame
that | felt regarding my perceived appearance defects. As a result, | referred myisedtfoent.

The psychiatrist at the health maintenance organization (HMQO) was not familiar with BDD so she
diagnosed me with depression. She agreed to put me on Prozac, which fortunately is one of the
medications shown to reduce symptoms of the disorder. | also entered therapy with a clinical psychologist
at the HMO. The medication started to take effect after a few weeks, and my anxiety and preoccupation
with my appearance slowly started to diminish. My mother was the first one to notice the chawyge i

demeanor. She was delighted to see me smile and told me that | was becoming the young woman she
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always imagined | could be. Sadly, my mother passed away shortly after | started treatment, when | was
34 years old.

After being on Prozac and in clinical treatment for two years, my symptoms improved. My
anxiety about my ugliness dissipated and became manageable. | was no longer obsessing about my
appearance and staring at my face in the mirror for hours every day. However, the psychladrist at t
HMO was convinced | was‘difer’, that | would be on Prozac for the rest of my life. My desire not to be
on prescription medication long term due to the side effects of Prozac prompted me to seekalternativ
treatments. As a result, | started practicing meditation and was able to slowly stop takingtiprescr
medication to treat the BDD symptoms.

Now, 15 years after starting treatment, | consider myself to be recovered from the disorder. | no
longer agonize about my appearance, and most of the time, | am at peace with how | look. My
relationship with my body has improved. | now enjoy my physical self, and appreciate what | can do with
my body, rather than only worrying about how it appears to others. | also understand that my self-worth is
not dependent upon how I look. My psychological treatment involved coming to terms with childhood
fears about abandonment and loss of love. Now | recognize that my feelings about my appearance
originate inside me. That makes them manageable.

There are still difficult times when | struggle with symptoms, especially when | am stressed or
anxious. | have adopted coping mechanisms to keep my symptoms under control, such as only having two
mirrors in the house. Also, | put a clock in my bathroom to track the time | spend getting ready in the
morning. If | find myself staring at my nose for more than five minutes, | leave the roorhdilstitte my
profile, and probably will never really like the way my nose looks. | have accepted thas. dket. | am
not my nose. As a result of my recovery from BDD, the quality of my life has improved dralyatical
The focus of my life revolves around my family and friends, my relationship, and my passion for teaching
college students. | now appreciate myself in ways that were impossible when | was obsessed with hating
my appearance. The purpose of my dissertation study is to discover how individuals communicate on an

online forum for BDD in order to receive the help and support they need to recover.
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APPENDIX B

BDD Forum Study M essage-L evel Coding Guide
Code Name: Coder_ID

Code Label: Identification number for each coder

1= Eve Fisher (Lead Coder)
2= (Doug)
3= Caitlin

Important: Read the entire coding guide before starting to code messages for the study, theuding
BDD description, Social Support definitions, and Forum Moderator Posts provided in the Appendix.
Clarify any guestions with the Lead Coder before starting to code messages.

MESSAGE CLASSIFICATION CODES

The following codes are used to identify the thread ID, message ID, name of the person posting the
message, and gender of the person posting the message.

CodeName: Thrd_ID

Code L abel: Message thread identification number

Each message thread (Microsoft Word document) is labeled with a unique identification number.
Code Name: Msg_ID

Code L abel: Message identification number

Each message thread may contain up to four messages (the initial post and up to thred hegliess).
message contains the title of the thread, in bold and underlined, at the top of the messageed tee repl

the initial message havi®ke?” before the title. Code each message in the thread as follows:

1= First message (initial post)
2= Second message (first reply)
3= Third message (second reply)
4= Fourth message (third reply)
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Code Name: User_name

Code Label: Name provided by the person posting the message

The user name is listed at the beginning of the message under the title, with titeyWwandront of the
name.

Code Name: Gender

CodeLabel: Gender of the person posting the message

Use one or more of the following cues to identify the gender of the person posting the message:

e Screen name: Female (lucyxx, jasmin, sweetmaryjane), Male (ThinManOneTwelve, Nick45)

o Person self-discloses his/her gender in the message (boy, girl, man, woman)

e Person self-identifies being a sister, aunt, brother, father, wife, husband, etc.

¢ References that the person is considered/wants‘tprb&y”’ (female) or‘handsome (male)

e Comparisons made to others (female/male models, muscular men, pretty women, etc.)

o References/comparisons made by others replying to the message (he/she is a nice person)

o References to behaviors associated with gender (females-getting breasts enlarged, nrages-shav
face) Important: Applying makeup to hide flaws is done by both males and females

e Do not code gender based on references to having a boyfriend/girlfriend

Important: If there is no indication of the usegender in the message (or in the message replies), then
choose unable to determine. Once the’sggender has been determined, code each subsequent

occurrence of the screen name with the same gender code.

1= Male
2= Female
3= Unable to determine (undetermined)

CONTENT/THEMATIC CODES
The following codes are used to identify the content (thematic coding units) within the messages

Instructions:
1. Review the original thread in the Word document (when coding in the software).
2. Read the entire thread one or more times to review all the messages, starting wiehahthé
initial message. Then code the initial message, followed by each reply.
3. Code the message themes within the overall context of the message, the thread, and the BDD
support forumAlso, consider how the themes would be coded for a fadace support group.
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4. Important: Read the previous and following messages (when available) within a thread to help
determine the themes present in each mesdageexample, if the initial post contains an
emotional support request, do the replies contain emotional support provisions?

5. Code the themes &face valug using the coding guide definitions, examples, and information
about BDD in the appendix, rather than using your personal opinions/experiences.

6. Add comments in Microsoft Word (Review tab) to identify and label the thematic coding unit(s)
within each message. Select the text and add a comment using the coding rules listed below.

7. Label each comment by choosing ONE of the thematic codes listed in the coding guide.

8. Label the comment using the Code Label and one of the examples from the list. For example:
“Emotional support -provided.

9. Important: Place a number in the coding sheet when a decision is made about the coding unitin a
message. If a message cannot be coded (see rules below), put the coder ID, thread ID, message
ID, user name, and gender data in the spreadsheet. Leave the thematic category codes empty. Do
not skip any messages in the spreadsheet

10. Review the coding to ensure that the coding sheet is filled out completely and accurately.

Coding Rules:

1. The thematic coding unit (theme) cannot be larger than one message.

2. The thematic coding unit cannot be smaller than one sentence (subject, verb, object).

3. Use sentences as the primary coding unit, and paragraphs if multiple sentences contain the same
theme.

4. Sentences with missing punctuation can be coded (missing period at the end). Code sentences
with two periods at the end as a complete sentence.

5. If a sentence contains more than one theme (separatedidhy...” or commas), code the
sentence based on the predominant (most frequent) theme. If there is no predominant theme in the
sentence, code based on the predominate theme in the message and/or thread (title).

6. Each message may contain one or more thematic coding units (themes).

7. Emoticons are considered part of the thematic coding unit.

Do not code thefollowing:

e Salutations and valedictions that are not complete sentences (hi everyone! Thanks guys, Be well)

¢ Message titles and signatures (repeated phrase at the end of the message above/beltsv the user
name) (Pfeil & Zaphiris, 2010).

o Duplicate messages (within the same thread), content copied from previous messages, messages
with edited (missing) content, and messages containing only images (no text).

¢ Message length, time posted, signature image (if visible), number of posts by member, date
joined, location, local time, blog.

e Sentences/paragraphs that do not contain one of the thematic codes listed in the coding guide.

Requests and Provisions:

The messages may contain requests and/or provisions for the personal disclosure and social support

codes.
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¢ Requests can be direct (questions, inquires) or indirect (statements of uncertainty, doubt,
curiosity).

e Provisions are usually (but not always) declarative sentences. Provisions seek to answer the
guestions or assumed requests of other people for personal disclosure and/or support.

e Provisions can be solicited (in a message reply) or unsolicited (in an initial message).

¢ Questions can also be rhetorical (asked and answered in the same post). Code rhetorical questions
based on the content in the message (Arairrors awful? | hate how I look in them.).

Personal Disclosure Codes

Personal disclosuresinclude information about one’s likes/dislikes, thoughts, behavior s, feelings,
experiences, and appear ance concer nsrelated to having BDD. Refer to the description of BDD in the
Appendix, and the examples provided within each category, to determine if the message contains personal
disclosure related to having BDD.
Important: Personal disclosure has the person as the subject of the coding unit. Code perasnatdiscl
related to sharing othérfeelings as understanding/empathy. Code personal opinions where the subject is
not the person as informational support (see examples below).
Code Name: PI-Sympt
CodeLabel: Personal disclosure about appearance/BDD symptoms
Requests and provisions for personal disclosure about BDD-related symptoms are focused on
problems/issues related to having the disorder. Examples of BDD symptom-related personal disclosure
include the following:

Requests:

o Appearance-related: body/ facial feature obsessions, compulsive behaviors (plastic surgery,
mirror checking, etc.), mental and emotional suffering
o What do you think is ugly about you? How do you cope with bad plastic surgery?
Does anyone else have facial thirds that are not equal? How do you feel about your
facial thirds? Does anyone else have a weak jawline? Do you like or hate mirrors? Is
anyone else obsessed with wanting to look like a certain celebrity? Do you feel that
the defect you see is your fault?
o BDD-related: causes (teasing, bullying, abuse), issues related to family/friends,ompac
dating/relationships, impact on career/job, related conditions (OCD, eating disorders,
depression, personality disorders)
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o Were you abused as a child? | was curious to see to what extent feeling ugly can
impair us from reaching our goals. Do your friends know about BDD? Does anyone
else get headaches when they are stressed out? Does your BDD affect your job
opportunities? Does anyone else have people walking over you because of your
insecurities? Does your BDD prevent you from working?

Provisions:

o Appearance-related: body/ facial feature obsessions, compulsive behaviors (plastic surgery,
mirror checking, etc.), mental and emotional suffering
o Even if the [plastic] surgery do€smvork, at least | will have tried to fix my nose. |
perceive myself as ugly. I hate my body so much...I just want to die. I am learning
to wear my ugliness as a badge of honor, which is hard to do. | feel too ugly to live. |
hate people who are richer, better-looking, or more successful than | am.

o BDD-related: causes (teasing, bullying, abuse), issues related to family/friends,ampact
dating/relationships, impact on career/job, related conditions (OCD, eating disorders,
depression, personality disorders, social anxiety, low self-esteem)

o At 15 my father told me | was going bald. My girlfriend was recently diagnosed with
BDD. | want to date someone good looking. | only date girls who have no appearance
flaws. My friends doit understand why | cancel our plans. My obsession is making
me a poor role model for my son/daughter. | am too ashamed about it to talk to my
family. | am not good enough to be wanted by women. | have changed my career
from wanting to be a surgeorivé become bulimic and very depressed. I'tleave
the house on my ugly days.

0= Message does not contain BDD symptom-related personal disclosure
1= Message contains BDD symptom-related personal disclosure
Code Name: PI-Rcvry
CodeLabel: Personal disclosure about BDD recovery
BDD-related personal disclosure requests and provisions are focused on identifying and
overcoming/trying to overcome the disorder. References t® aloetor/clinician/therapist, whether or
not the treatment is helpful, can be coded as BDD recovery. Examples of BDD recovery-related personal
disclosure include the following:
Requests:

o BDD diagnosis/self-diagnosis
o Do you think you could have BDD? Have you asked your therapis iBDD?
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¢ Clinical treatment (therapy, CBT, medication), self-help (coping, overcoming symptoms),
success stories, disclosing condition to friends/family, benefits, barriers (do not include
plastic surgery or medications listed in signature)

o Did counseling help you to feel better? Have you ever had therapy? How did you
recover from BDD? Is anyone else using an antipsychotic with BDD diagnosis? Does
anyone have coping strategies they could share? Are you currently seeing a therapist?
What measures are you taking to let your family know about BDD?

Provisions:

o BDD diagnosis (clinician, friends, family)/self-diagnosis
o | was diagnosed as BDD last year. | have no diagnosis but a lot of these symptoms. |
haverit been diagnosed yet probably because | haveld my doctor. My friend
told me | might have BDD. My therapist diagnosed me with BDD.
¢ Clinical treatment (therapy, CBT, medication), self-help (coping, overcoming symptoms),
success stories, disclosing condition to friends/family, benefits, barriers (do not include
plastic surgery or medications listed in signature)
o We [my doctor and 1] did CBT for about 1 hour, once a week. | have takés lsti
they arert working. | had BDD for 2-3 years and | recovered. The hardest part will
be telling my parents. BDD has shaped my personality in a positive way. | think
talking about [my symptoms] is helpful. My therapist didlnow about BDD. My
doctor tells me’m pretty. | am in treatment for anorexia and depression. | know this
seems crazy but | am terrified [the therapist will tell rme uigly].

0= Message does not contain BDD recovery-related personal disclosure

1= Message contains BDD recovery-related personal disclosure

Social Support Codes
Social Support includes emotional support, informational support, network support, and
unsupportive comments directed to otherson theforum. Refer to the definitions provided in the
Appendix for social support, and the definitions and examples provided within each category, to
determine if the message contains social support.
Emotional Support
Determine whether a coding unit in the message contains emotional/esteem dbgipoiti.ons:

Emotional support is defined as expressions of caring, concern, empathy, and sympathy, meant to comfort
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or console another person without trying to solve the problem. Esteem support is defined as positive
feedback that expresses belief in a peisabilities and capabilities. Emotional and esteem support need
to be directed to others on the forum.
Important: Code non-specific requests for help as emotional /esteem support (caring/concern).
Code Name: SS_Emot
CodeLabel: Emotional/esteem support
Examples of emotional/esteem support include the following:
Requests:

e Caring/concern
o |just need some help coping with it. | would appreciate any help. Help me please!
¢ Empathy/understanding (identify with, sympathize with, share feelings, relate to)
o Can others relate to this? Is anyone else experiencing the same thing? Any of you feel
like this? Do others feel your looks prevent you from dating attractive people?

Provisions:

Caring/concern
o My love and support to anyone else dealing with this. | hope you get better. How are
you doing? Are you alright? Text me if you need to. Let me know how it goes. If you
want anyone to talk to, feel free to pm me. | will keep you in my prayers. If you post
here, I will be listening. Hugs to those who fight every day.
e Empathy/understanding (identify with, sympathize with, share feelings, relate to)

o lunderstand what you are going through. | feel the same way. | know howefdu fe
got a nose job and | hate it too. | felt the same way when | was younger. | also feel
that | am not ugly, | just want perfect features. OMG this is me. | could have written
this. Same here, | am genuinely ugly too. You just described me! | am also like this.

¢ Sympathy/apology

o | am sorry that youre going through this. Sorry for the raritnlhaving a rough day.

¢ Thanks/gratitude/appreciation
o Thank you for replying! Thank you in advance for your help.
e Encouragement

o We can get over this with strength! Never give up. You can dodttdtrible | know
but there is light at the end of the tunnel. You will feel better in the future. You never
know what the future holds, so dbassume it will be negative. You deserve to be
happy. There is always hope for someone who is willing to try to overcome this
disorder. Dort be silly, you doft sound pathetic. If you get treatment, you will get
better! There is no reason to be embarrassed.

o Compliment
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o | admire your enthusiasm. Good choices. Thatbeautiful thing you write. That is a
good idea! You are a worthy, loving, and lovely human being.
¢ Validation/agreement
o | agree with you. | support that thought entirely.

0= Message does not contain emotional/esteem support
1= Message contains emotional/esteem support
Informational Support

Determine whether a coding unit in the message contains informational supginition: Factual
input (refer to the BDD information in the appendix), advice, and teaching, including acttake tw
taken (what to do), in order to help another person solve a problem causingrdsasstional support
also includes resources (websites, books, study participants, research studies). Inforsnational
needs to be directed to others on the forum.
Important: Code personal opinions provided to others (solicited or unsolicited) asaitidoixhsupport
when the person is not referring to himself/herself (see examples below).
Code Name: SS Info
Code Label: Informational support
Examples of informational support include the following:

Requests:

o BDD-related: causes, symptoms, problems/issues (dating, relationships), coping, diagnosis,
treatment (medication, clinical therapy, self-help), recovery

o Where do | go to get help? Are there any good self-help books for body image? How
can | help my girlfriend with BDD? If anyone has gone through this obsession, your
advice would be appreciated. Can BDD be cured? Where did you read that BDD
car’t be cured? Would college insurance pay for your treatment? Did you read the
book about BDD? What was CBT like and did it help? Do | have BDD and if so,
what can be done about it?

e Appearance-related: fixing/changing (makeup, dermatology, plastic surgery)

o Does anyone know a good tip on how to make your fingers pretty? If women think
beauty if a curse, why ddrthey disfigure themselves? Can you cancel the [plastic
surgery] procedure?

o Appearance/behavior-related (reassurance-seeking):
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o Should | get plastic surgery to fix my nose? | am looking for someone to tell me if |
look normal. Are my hands too small for my body? So am I really ugly? Please tell
me m not weird for being so obsessed about my nose. Do you judge people by
what they look like? Am | ugly or do | have BDD? Am | vain to think about my
appearance all the time? Is this normal for a girl?

e General/other

o Forum rules, deleting messages, posting messages, getting blog approved, songs,
movies, TV shows, inspirational/spiritual quotations, chakras, celebrities (with BDD)

o Do you know about any celebrities with BDD? How do | delete my posts and cancel
my account? Why did you post on this forum? Can | post photos on the forum?

Provisions:

o BDD-related: causes, symptoms, problems/issues (dating, relationships), coping, diagnosis
(referrals), treatment (medication, clinical therapy, self-help), recovery

o Here are some solutions to this. BDD can be healed and you can heal yourself. Yes,
you can get better. Try mandala therapy. Here is a good book about body image. |
would recommend that you get help from a therapist.’ Oget stuck with a therapist
you dorit like. | know you would feel better if you had someone around to help. |
don't think you have BDD. We candiagnose you here. | suggest you ask a
therapist if you have BDD.

o Appearance-related: fixing/changing (makeup, dermatology, plastic surgery)

o | can give you some tips on painting your nails. There are several ways to lose
weight. Go to your local dermatologist and make an appointment. Improve your
looks and you will improve your confidence as well. Dayet plastic surgery, get
HELP!

o Appearance/behavior-related (reassurance-seeking):

o You are all beautiful so please stop obsessing about your looks. Please, there is no
way your body could look worse than mine. | dgaudge people by what they look
like. You probably notice it more than other people. | did not find my coworker with
a hairy face disgusting. If someone called you ugly;tloslieve it! If you have
been called ugly, then you probably are. | loved my ex-girlfriends small hands. |
think that is normal. The mirror makes your face look asymmetrical.

e General /other

o Forum rules, deleting messages, posting messages, getting blog approved, songs,
movies, TV shows, inspirational/spiritual quotations, chakras, celebrities (with BDD)

o lwish I could delete posts here, shhjust change it. Here are some inspirational
guotations that I like.

0= Message does not contain informational support

1= Message contains informational support
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Community/Networ k Support

Determine whether a coding unit in the message contains community/network sigborition:
Provides a sense of belonging among people with similar interests and concerns. Community/network
support includes references to the forum as a place where people interact with and help similar others,
including BDD Central* and other social media sites.
Code references to posting threads on the forum, people‘beirg]’ and that‘we are available to héelp
as community support. References to similar others around the world can also be coded as community
support (see example). Community support needs to be directed to others on the forum.
*BDD Central is another forum where many people posted prior to it being taken offline in Beptem
2012.
Code Name: SS Cmnty
CodeLabel: Community support
Examples of community support include the following:

Requests:

o Presence/access/availability
o Is there anyone else here from BDD Central? Where has BDD Central gone? | am
new to this forum and would love to chat. | used to post on here every day and | just
checked my last post was 2 months ago, amdnying to figure out whas changed.
I never thought’d be seeking advice from an online forum, but here | am.
e Be with similar others
o lamin need of friends who are in a similar situation. | thought | would never be able
to connect with anonymous usernames giving me advice over the web, btit | don
really know where to turn anymore. | found this forum through google searches on
BDD, and thought it would be a good way to contact others who suffer from this
disorder. | posted on here because | feel like people on this board will understand
what 'm going through.

Provisions:

e Presence/access/availability
o We are here for you! ’s nice to see you here. | am glad you found the forum! Hello
to all the BDD Central people. Welcome to the forum, | hope you like it. We are all
here for you. Please keep us informed about your progress. | went on this morning
and BDD Central was gone. Here is a thread so we can get to know one another
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better. | have not been here for a while. | have read a lot of your stories and been
using this board for a while from an outsiteperspective. | am a new member of the
forum. | have finally joined this forum. | want this thread to be about our victories.
e Be with similar others

o It’s great to find a community like this. This site is great you should stick around and
talk to people as it can be a great support. There are a lot of people on heré that wil
have similar stories to you. The people on this forum are fantastic. There are
thousands of us all over the world in the same situation. | bet most people here have
been teased about their looks. You are not alone! After reading this forum for a while
| feel strong enough to reveal my problems but ashamed as well. | have this forum
and it gave me a sense of belonging and of being good at something, especially when
| first started posting here.

0= Message does not contain community support

1= Message contains community support

Unsupportive Communication
Determine whether the message contains unsupportive communidaginition: Support that
expresses disagreement, disapproval, and criticism of others, including resistance to the divergent
viewpoints/opinions of others. Unsupportive comments need to be directed to others on the forum.
Code Name: SS Unspt
CodeLabel: Unsupportive communication
Examples of unsupportive comments are as follows:

e Disapproval/disagreement
o |ldon’t agree with you. | think th& disgusting. | dot think what | am seeing is
unrealistic. No offense, but it sounds like you are giving up. X
e Sarcasm/criticism
o What is wrong with you people? | now feel like crap so thank you! Your problem is
you have no idea what you are talking about. I'tifsel that positivity is appreciated
on this forum.
e Opposing viewpoints/opinions
o Appearance is definitely objective, not subjective. Being bisexual has NOTHING to
do with wanting to be more feminine/masculine. Diagnosing ugly people with BDD
is cruel.
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0=

1=

Message does not contain unsupportive comment(s)

Message contains unsupportive comment(s)

Coding Guide Appendix

Description of Body Dysmor phic Disorder (BDD)

BDD Causes

There are a variety of possible causes linked to the onset of BDD, both biological and
sociological. They include: childhood bullying (Wolke & Sapouna, 2008); childhood teasing
about appearance and competency (Buhlmann et al., 2007); childhood maltreatment and abuse
(emotional, physical, sexual) (Phillips, 2009); growing up in family with an emphasis put on
appearance (Rytina, 2008); use of the Blieft side more in those with the disorder that results

in their seeing the world differently (Choi, 2008); perfectionist standards concerning appearance
and exposure to high ideals of attractiveness and beauty in the mass media (Veale, 2009); a
possible dysregulation of the serotonin system (Phillips et al., 1995); and neurological
disturbances that constitute a common genetic basis for disorders of the obsesyivdsive
spectrum (Allen & Hollander, 2004).

BDD Symptoms

Obsessive thoughts about appearance: Obsessive thoughts about perceived appearance defects
can be focused on orsebody or on a specific body part/parts, including skin, hair, nose, height,
weight, stomach, breasts/chest, eyes, thighs, teeth, legs, body build, ugly face, face shagse/size, |
buttocks, chin, eyebrows, hips, ears, arms, waist, genitals, cheek/cheekbones, calves, head
shape/size, forehead, feet, hands, jaw, mouth, back, fingers, neck, shoulders, knees, toes, ankles,
etc.

About one-third of people with BDD think about their appearance flaws for one to three hours a
day, nearly 40% for three to eight hours a day, and about a quarter for more than eight hours a day.
Most people with BDD realize that they spend too much time thinking about their appearance, but
for others, the thoughts are so much a part of their lives they think that everyone worries about thei
appearance for hours a day (Phillips, 2009, p. 57). However, the perceived flaws are usually not
visible to others, and most individuals with BDD are often considered to be quite attractive by
societal standards (Phillips, 2005).

Behaviorsrelated to having BDD: Compulsive behaviors in those with BDD, from most to least
common are: camouflaging the perceived defect(s) withsdmedy, clothing, makeup (men and
women), hand, hair and hats; comparing the disliked body part with others/scrutinizing the
appearance of others (social comparison); checkints @mpearance in mirrors and other reflective
surfaces; seeking cosmetic treatments such as plastic surgery and dermatology; altering one
appearance by self-manipulation; engaging in excessive grooming; questioning or reassurance
seeking (asking doctors and/or family members about the perceived flaw or convincing others that
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it’s unattractive); touching the perceived flaw; excessively changing clothes; dieting; skig pick

to improve appearance; tanning to improve the perceived flaw; engaging in excessive exercise,
including excessive weight lifting (Phillips, 2009, p. 68). These compulsive behaviors can become
rituals, causing individuals to miss appointments with friends or family members, and unable to
attend school, college, or work.

Due to the nature of the disorder, most sufferers have little self-awareness, or insightythavée

a psychological disorder, not a physical one. They see themselves as ugly and disfigured, and so
often use cosmetic surgery and dermatology treatments to approve their appearance. However, they
are rarely pleased with the results, and often feel worse after the procedures (Tignol et al., 2007;
Sarwer & Crerand, 2008). Occasionally, people with BDD do surgery on themselves, with

disastrous results. Available evidence indicates that approximately 80% of individuals \Wiith BD
experience lifetime suicidal ideation and 24% to 28% have attempted suicide (Phillips, 2007). BDD
affects women and men at an approximately equal rate (Phillips, 2005).

Reassurance-seeking: Information seeking and reassurance seeking are not wholly separable, and
it’s more accurate to think about them existing on a continuum rather than as separate processes.
Reassurance seekers often ask unanswerable questions or questions that their conversation part
cannot (or are not qualified to) answer (€:8¢ you think | have BDD or am | just ughy?ls it

normal to be angry all the tim&? They often know the answer they want to get in advance of
asking the question and have a difficult time tolerating uncertain or ambiguous answers. Upon
obtaining an answer, conclusions are typically deferred in hopes of understanding the issue more
thoroughly later. Alternatively, action may be stalled in hopes that better or more accurate
information might emerge in the future. As such, the decision making process is often time-
consuming, stressful, frustrating, and non-productive. Moreover, the decision making process may
be stopped and started multiple times due to OCD-related indecision (Seay, 2012).

Social comparison (appearance): Comparing on& appearance to othéis a common BDD

behavior; more than 90% of individuals with BDD engage in social comparison (Phillips, 2009).
They frequently compare théeiugly” body part with the same body part on others, and often feel
worse when they compare (Phillips, 2009). Many patients report compulsively collecting magazine
pictures, videotapes of particular media celebrities, or photographs of themselves ataagearli

to compare their appearance (Neziroglu, Patel, & Veale, 2008). Neziroglu et al. (2008) found that
individuals with BDD focus intently upon their own appearance and h&fetaimpression about

how they appear to others from an observer perspective (p. 33). Individuals with BDD are often so
excessively self-focused on adverse imagery, by comparing their unattractive body partsdb those
more attractive others, that they are unable to make accurate observations abdutattiEnss to

them. As a result, individuals with BDD maintain their perceptions that others are makingenegat
evaluations about their appearance.

Emotional and mental suffering: Individuals undergo intense emotional and mental suffering as a
result of these obsessive thoughts and compulsive behaviors. Emotional suffering dug to one
perceived appearance defects include feelings such as anger, depression, self-pity, shame, hatred ,
anxiety, disgust, suicidality, rejection, low self-esteem, and fear. Some individuals becatig soci
isolated as a result, unable to go out in public places for fear of exposing their percezeedrmtif
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ugliness to others. Depression and anxiety are common. Accidents and violent behavior can occur
(Phillips, 2009).

BDD Diagnosis

The Diagnostic and Statistical Manual of Mental Disorders (DSM-5) classifies BDD as an
obsessive compulsive spectrum disorder (OC8DPD can be present in individuals with

symptoms of other disorders, including major/atypical depression, bipolar disorder, obsessive
compulsive disorder (OCD), social phobia, eating disorders, substance abuse disorders, and
personality disorders (borderline personality disorder). BDD can also manifest as a preoccupation
with the size of on's muscles and body, called muscle dysmorphia. Muscle dysmorphia can lead to
obsession with weight lifting and to steroid abuse (Davey & Bishop, 2006; Pope, Phillips, &
Olivardia, 2000).

The DSM-5criteria for BDD are as follows: (&preoccupation with a perceived defect(s) or

flaw(s) in physical appearance that is not observable or appears slight t&;qth)etat some point

during the course of the disorder, the person has performed repetitive behaviors (e.g., mirror
checking, excessive grooming, skin picking, or reassurance seeking) or mental acts (e.g., comparing
their appearance with that of others) in response to the appearance c¢piicefibe

preoccupation causes clinically significant distress (for example, depressed mood, anxiety, shame)
or impairment in social, occupational, or other important areas of functioning (for exampld, sch
relationships, household); and (tie appearance preoccupations are not restricted to concerns

with body fat or weight in an eating disordethttp://www.helpforbdd.org/about-bdd/diagnosing-

bdd).

The other criteria includes patient insight levels: (a) good or fair insight (thédnal recognizes
that BDD (appearance defect) beliefs are definitely or probably not true, or thatdhiey may
not be true); (b) poor insight (the individual thinks BDD beliefs are probably true)chabdgent
insight/delusional (the individual is completely convinced BDD beliefs are #i),(2013).
Also, the disorder can be classified as muscle dysmorphia: the belief tteabodg build is too
small or insufficiently muscular.

BDD Treatment

After a diagnosis of BDD has been made, treatment with selective serotonin reuptake inhibitors
(SSRIs) and cognitive-behavioral therapy (CBT) can be effective in improving the ssfferer
symptoms (Phillips et al., 2008). Clinicians also use motivational interviewing and psycho-
education to treat patients (Phillips, 2005). Cognitive-behavior therapy involves miaifich
intrusive thoughts of body dissatisfaction and overvalued beliefs about physical appearance,
exposure to avoided body image situations, and elimination of body checking. Treatment for
delusional or suicidal patients often requires both selective serotonin reuptake inhibiRisy (SS
and cognitive-behavior therapy.

Because individuals with BDD often lack insight that they have a psychological, rather than a
physical disorder, this constitutes one of the barriers to treatment for those with the disorder
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(Marques et al., 2011n a study of 401 individuals with moderately severe symptoms consistent with
a diagnosis of BDD, only 30.5 % of the 401 had sought help from a psychiatrist, and 29.5% of the
401 from a psychologist. The authors explained the findings as due to multiple factors, including
low public and professional knowledge of BDD, even among mental halth professionals, which
may prevent accurate diagnosis and treatment (Marques et al., 2011).

Definitions of Social Support

Social support has been defined as actions and behaviors that serve to assist a person in meeting
personal goals or the demands of a particular situation, as well as information and resmuarces fr
others that minimize the perception of threat and maximize actual and perceived nedestiedy

to coping (Tolsdorf, 1976, p. 410). Functions of social support include self-acceptance, enhanced
self-esteem, and fulfilling needs for intimacy, affection, and communication withsother

(Albrecht, 1987). Individuals request and provide social support in order to reduce uncertainty
about their health conditions and to regain a sense of control (Albrecht, 1987).

Social support as a communication phenomenon can be defifieerbal and nonverbal
communication between recipients and providers that reduces uncertainty about the sheation, t
self, the other, or the relationship, and functions to enhance a perception of personal control in
on€s life experience(Albrecht, 1987, p. 19).

Pyschforums.com Moderator Post: BDD Description

Definition

BDD is a type of chronic mental illness in which you tatop thinking about a flaw with your
appearance- a flaw either that is minor or that you imagine. But to you, your appearance seems
so shameful and distressing that you’d@rant to be seen by anyone. Body dysmorphic disorder
has sometimes been caltdchagined ugliness.

When you have body dysmorphic disorder, you intensely obsess over your appearance and body
image, often for many hours a day. You may seek out numerous cosmetic procedures to try to
“fix”” your perceived flaws but never are satisfied. Body dysmorphic disorder is also known as
dysmorphophobia, or the fear of having a deformity.

Symptoms
Signs and symptoms of body dysmor phic disorder include:

* Preoccupation with your physical appearance

* Strong belief that you have an abnormality or defect in your appearance that makes you ugly
* Frequently examining yourself in the mirror or, conversely, avoiding mirrors altogether
* Believing that others take special notice of your appearance in a negative way

* Frequent cosmetic procedures with little satisfaction

* Excessive grooming, such as hair plucking

* Feeling extremely self-conscious

* Refusing to appear in pictures

* Skin picking

* Comparing your appearance with that of others

* Avoiding social situations

* Wearing excessive makeup or clothing to camouflage perceived flaws
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Body features you may obsess about include:
* Nose

* Hair

* Skin

* Moles or freckles

* Acne and blemishes

* Baldness

* Breast size

* Muscle size

* Genitalia

The body feature you focus on may change over time. You may be so convinced about your
perceived flaws that you become delusional, imagining something about your bésiynthat
true, no matter how much someone tries to convince you otherwise.

When to see a doctor

Shame and embarrassment about your appearance may keep you from seeking treatment for body
dysmorphic disorder. But if you have any signs or symptoms of body dysmorphic disorder, see
your doctor, mental health provider or other health professional. Body dysmorphic disorder

usually doestt get better on its own, and if untreated, it may get worse over time and lead to
suicidal thoughts and behavior.

For moreinformation click on the following link: http://www.mayoclinic.com/health/body-d
... N=symptoms

Psychforums.com Moderator Post: Personal Pictures
Due to the potentially triggering nature, sharing personal pictures is not allowed onuhis for
We hope this will help you concentrate less on your physical appearance and more on your
behavior and feelings, assisting your recovery.

If a member should approach you about sending them your picture, please report the post/pm by
clicking the exclamation point icon at the top right of the message box. Any offers to critique
another membés appearance will receive a warning.

| realize this all sound harsh and as a fellow BDD sufferer | do fully understand the allure of
having other peoplégradé your appearance; howeversitn dangerous, destructive impulse that
only delays recovery and has no place on a support forum.

It’s also important to note that people who critique others often have their own motivations for
doing so, and those motivations can be driven by bad intentions.

Thank you for your cooperation.

Please keep safe.
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< Thanksjgrati r‘ﬁ To start of with T would lke to thank everybody who pested on this forum. Ive been reading alot of the topics and itz all so
- mteresting especially because its so famniliar

Ive been going trough a hard fase in my life for the last 6 years now. Step by step it is gething beiter. T dont know if T truly had
BDD, but from reading abeut it 1 sure it all the symptoms. Feeling damn bad when I saw my ugly self in the mirror thinking wif thats
- { not even a "face". This precceupation with the way you lock is wery serious and you need to put yourself at hault. Just know its not
that bad, and the person who does not accept you and keeps you from enjoying life iz actually you

. Diagnosis/self {

= D - For me improving my looks have made tremendous changes on my life. T can still feel aleward at times, but T think that is because T
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= [Z|Code System 4657 everyday now.
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* L:_'MESZEQE'TWIE 21k beleve when I started fixating on that the bdd symtoms began. The first time the doctor made my nose straighter. But it becatme
2 é‘g:d:;‘zﬁae :;2 very assymetrical and very thick looking from the Front. the second time (a couple of months ago was done by a plastic surgeon
3 g
(2 Gender-Lindstermined 93 L PeryIDL whe did an amazng job.
Thematic codes a Message-Initial
(Ca PL-Sympt 0 I do see enormous mmprovement in the way I look and therefor when I look i the mirror its just all good. T dont get - uw know the
(Za PI-Sympt request 87 horrible horrible feelngs
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(Za PL-Recover provision 251 ! forum and to come to support help support people that are on a low
S-EmotfEst ]
(Za 55-Emt/Est request 48 Tts so weird, now that Im happy with how I look T so want to tell you guys its not important. At least not that important as we think
?IS?E'"UE“ provided 51; Who cares? Tess we do Llenow. But it really does not matter. Just have hope
-Info
(@ 55-Info request 188 . .
(5 55-Info provided 454 Hope that I will ever come to accept myselfl was btw my saviour. I knew I was going to persue plastic surgery to feel comfortable
S-CommjNet ] with myself. Hope is the most important thing, Keep your hope up.
(T3 55-Net request 26
«Encoursgemen . . o
And please do reply or ask questions. Ive been at the lowest point and really admire all of you I know how hard it is. But the fact
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Much lowe and strength
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3/19/2014
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APPENDIX D

Descriptive Statistics Tables

TableD1

Comment Frequencies for the Main Categories

Category Number of occurrences Percent of total occurrences
Personal Disclosure 857 37.6%
Symptom-related 557 24.5
Recovery-related 300 13.2
Social Support 1421 62.4%
Emotional/esteem 559 24.5
Informational 652 28.6
Social Network 186 8.2
Unsupportive 24 1.1
Total 2278 100.0%

Note. Since messages may contain more than one comment, category counts do not add up to the
total number of messages (N=911
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Table D2

Comment Frequenciesin Initial Posts and Replies

Category Number of occurrences Percent of total occurrences
Initial Post (279) 811 35.6%
PD Symptom-related 281 12.3
PD Recovery-related 156 6.8
SS Emotional 104 4.6
SS Informational 202 8.9
SS Social Network 65 2.9
Unsupportive 3 0.1
Reply (632) 1467 64.4%
PD Symptom-related 276 12.1
PD Recovery-related 144 6.3
SS Emotional 455 20.0
SS Informational 450 19.8
SS Social Network 121 5.3
Unsupportive 21 0.9
Total 2278 100.0%

Note. Since messages may contain more than one topic/comment, category counts do not add up to the
total number of messages (N=911). PD = Personal disclosures, SS = Social support
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Table D3

Most Frequent Poster Support Requests and Provisions

Category Requests (seeking) Provisions (sharing) Total
Roger 12 177 189
Emotional/esteem 0 47 47
Informational 10 74 84
Social Network 2 51 53
Unsupportive NA 5 5
Kathy 7 93 100
Emotional/esteem 2 51 53
Informational 4 20 24
Social Network 1 20 21
Unsupportive NA 2 2
Mia 10 77 87
Emotional/esteem 2 37 39
Informational 7 32 39
Social Network 1 8 9
Unsupportive NA 0 0
Janet 4 1421 86 817 932.4
Emotional/esteem O 559 44 355 4% 5
Informational 6 652 34 353 408 6
Social Network 1 186 8 98 9 8.2
Unsupportive NA 24 0 11 011
Fran 10 77 87
Emotional/esteem 3 43 46
Informational 6 24 30
Social Network 1 7 8
Unsupportive NA 3 3
Total 46 510 556
Percent (9.0%) (91.0%) (100.0%)
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