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Summary

Perinatal mental iliness is a global health issith detrimental outcomes for
women and their families if left untreated. Unfaréitely, many women do not get
the treatment they need for many reasons, one aftiemowledged reason is that the
stigma some women experience inhibits disclosutbeif needs to healthcare
providers. This thesis looked at Internet resoufeegvomen with perinatal mental
illness, in particular online forums. It examinedahfmrums might affect stigma and

thus disclosure behaviour.

This thesis is by prospective publication. Artitl@aimed to describe and interpret
gualitative studies regarding forum use and peaimaental illness stigma. A meta-
synthesis of five studies identified four key thema safe place to talk; virtual
support; stigma and identity; and repair of thelmotidentity (Moore, Ayers &
Drey, under review). Article 2 aimed to identify wiveebsites about postnatal
mental illness were available and assess thenofaent and quality. A systematic
review of 114 websites evaluated accuracy of infdrom, resources and website
quality. Results showed information wasgely incomplete and difficult to read;
resources were limited and website quality wasaldei (Moore & Ayers, 2011).

Article 3 aimed to determine how women with perahabental illness use web-



based resources. A qualitative interview studyXB¥found that the anonymity and
non-judgemental social support on forums may haadeant an acceptable way to
challenge internal stigma and that most women de=tforums as providing a
space to discuss stigma and test out disclosingtabeir illness to others (Moore &
Ayers, 2016). Article 4 therefore aimed to identifitether forums for perinatal
mental illness reduce stigma and facilitate disslesThematic analysis of 1546
posts over six months on a forum for postnatal alelmess suggested that forum
discourse reconstructed ideology of motherhoodagpatible with perinatal mental
illness. Many women overcame stigma and postedlegthad taken advice and

disclosed to a healthcare provider (Moore, Ayerfr&y, 2016).

The final article developed and tested a hypotkésisodel of the relationship
between stigma and disclosure about perinatal h#iness. Study 5 developed a
guestionnaire measure of stigma for perinatal mdirtass in order to test the
model. Questionnaire items were completed onlinevbyen with perinatal mental
illness (n=279). Psychometric testing suggesteas a valid scale with three
subscales: external, internal and disclosure stigviwre, Ayers, & Drey, 2017).
Study 6 tested a hypothesised model that stigmadyvaediate the relationship
between forum use and disclosure to healthcare geos/i An online survey of
women with perinatal mental illness (n=200) who badd forums provided partial
support for this hypothesis, with internal stigmeadiating the relationship between

length of forum use and disclosure (Moore, Drey, gers, 2017).

This research highlights the importance of consmdethe stigma associated with
perinatal mental illness and its role in onlineuforuse and disclosure. Overall,
findings suggest that forums may facilitate rectigniof stigma, which may in turn

lead to greater disclosure of symptoms to healthpesviders. However, the



relationship between forum use, stigma and discéosmay be more complex than
our initial model proposed. Similarly, most parpiants in these studies were white,
well-educated and actively participated in the fosu Future studies would benefit

from testing these relationships using longitudotedigns with more representative

samples.



Pregnancy and motherhood are seen as positivevidiets, however, some
women can experience psychological distress atithes WWomen can experience a
variety of affective disorders in the antenatal podtnatal period, such as
depression, anxiety, obsessive compulsive disoetel post-traumatic stress
disorder (O’Hara, Wisner, & Asher, 2014). Thesedafises will be referred to as
perinatal mental illness throughout the thesisirfaéal mental illness has an
approximate prevalence of 15% and the World He@ltanisation stresses that it is
a global health concern (Giardinelli et al., 20l2ung & Kaplan, 2009; Ross &

McLean, 2006; WHO, 2008, 2014).

Perinatal mental iliness can result in detrimeatdatomes for women, infants
and families if left untreated (Letourneau et 2012). However, many women fail
to get the treatment they need to recover (Dennizh&ng-Lee, 2006). One often
cited reason for this is that the stigma associtdperinatal mental illness can be
a barrier to women disclosing symptoms and sedkatg (Bilszta et al., 2010).
Some researchers have described how some womenxpeyesce a two-fold
stigma that involves receiving negative appraifals other people both in terms of
having a mental illness and in being a mother withental illness (McLoughlin,
2013). Thus, some women might avoid disclosurestidthcare providers because

they do not want to be considered a “bad mother”.

Online forums may be an acceptable aid to people stigmatised conditions
as they can use them anonymously, therefore cirenting possible negative

outcomes associated with stigma (Rains, 2014).rRsifor perinatal mental illness



have shown potential for providing places for wontediscuss and challenge
stigma and get encouragement to disclose to hea#thproviders (Alang & Fomotar,
2015; Evans et al., 2012; Kantrowitz-Gordon, 20TIBgrefore, more research is
needed to investigate if forums challenge perinahtal illness stigma and
potentially facilitate women disclosing. Forums ttigrovide a beneficial
intervention to assist disclosing symptoms to Inealte providers, thus making the

first step towards recovery from their illness.

This thesis aimed to explore how women with peahatental iliness use
online resources, in particular, online forums aow this relates to stigma and
disclosure of symptoms to healthcare providerss Thapter provides an overview
of the current research on perinatal mental ilintgs concept and theory of stigma,
and of the online forums for perinatal mental ilaeThere are four sections in this
chapter. The first section presents relevant rekeam perinatal mental illness
considering diagnosis, prevalence, outcomes antelmto care. The second section
looks at the concept and theory of stigma and nhée&lth, and summarises
research on stigma for perinatal mental illness. thivd section addresses online
forums for perinatal mental iliness and stigma. theth section outlines the aims

of the thesis and gives a brief description of estaky included.

1.2 Perinatal mental illness

1.2.1 Diagnosis

Women can experience a variety of perinatal melinalsses, such as depression,
anxiety, post-traumatic stress disorder and puatpsiychosis. These illnesses can
occur either in the antenatal or postnatal permadi@ in both timeframes, with the

exception of puerperal psychosis which only occttes dirth. Conditions may be



comorbid, for example, an individual might presetth both depression and

anxiety.

A fundamental issue regards how perinatal meritedsk is conceptualised
and the pros and cons of diagnostic or symptomaoages (Coates, de Visser &
Ayers, 2015). Using an internationally recognisgstem for classifying disorders,
for example, the Diagnostic and Statistical MarfaoaMental Disorders, enables
identification of people who need treatment and gansons of different
populations’ prevalence, incidence and prognosanBtal mental illness is thus
defined by meeting diagnostic criteria or exceedirgpecified threshold
measurement on a screening scale (O’Hara, Wisrsst&r, 2014). However, a
diagnostic approach uses categorical classificatiothe presence or absence of
symptoms, rather than a more encompassing apptbactrecognises symptoms on
a continuum (diFlorio & Meltzer-Brody, 2015 herefore, women who experience
distress but do not meet criteria for a diagnosay fail to be included in research or

treatment programmes (McKenzie-McHarg et al., 2015)

The most well-recognised and researched perinaatahillness has been
perinatal depression, in particular, postnatal eegion. The Diagnostic and
Statistical Manual for Mental Disorders, the fiftition (DSM-5) defines postnatal
depression as a major mood disorder that stads @iftldbirth. Symptoms of
postnatal depression are similar to those of demme®xperienced in other times of
life and primary symptoms include a persistent foood and/or lack of motivation
to do things that were previously regarded as etjl®y(Lee & Chung, 2007; Wee et
al., 2011). Other symptoms include fatigue, irrik&pisuicidal ideation, change in
appetite, and sleep disorders (Lee & Chung, 208mtenatal depression has similar

symptoms, but presents during pregnancy. Posginieetjuences of depression in



the perinatal period include lack of interest in liady, intense feelings of
inadequacy as a mother, difficulty bonding withithmaby, and worry that they will

not be able to cope when the baby is born (O’'Maheh €2012; Tommy’s, 2013).

Anxiety can occur in the perinatal period and thenacreasing evidence that
it may be more prevalent than depression (Glashiehardson, & Fabid2010.
Anxiety conditions include Generalised Anxiety Dder (GAD), Obsessive-
Compulsive Disorder (OCD), panic disorder and past§Brockington, 2004).
General Anxiety Disorder is characterised by p&aisand excessive worry or
anxiety for more than six months that interferethwdiaily functioning (American
Psychiatric Association, APA, 2013). Symptoms idewatastrophizing,
restlessness, and sleep disturbances. Possiblequerges of anxiety in the
perinatal period include fear that the baby willHa@med and hypervigilance over

the baby (AbramowitzSchwartz, & Moore2003).

Obsessive Compulsive Disorder is characteriseddiyedsing and unwanted
thoughts, images or impulses that repeatedly emténdividual's mind (APA, 2013).
The individual can develop repetitive behavioursn@ntal acts such as counting,
checking and thinking "neutralising” thoughts tacter the obsessive thoughts in an
attempt to alleviate the unpleasant feelings tiieseghts produce (APA, 2013). In
the perinatal period, symptoms often revolve araiedvell-being of the fetus or
infant, for example, excessive restriction of wihegty eat while pregnant in an
attempt to protect the fetus’ health or excessigehing and/or cleaning due to fears

of contaminating the fetus or baby (Uguz et alQ720

Panic disorder is characterised by reoccurringgattacks and symptoms

include heart palpitations, sweating, shortnedsredth, and fear of losing control or



dying (APA, 2013). Phobias can be specific to teeratal period, for example, fear
of childbirth; tokophobia (Hofberg & Brockington0@0). Consequently, women
might try to terminate a pregnancy, elect for aseagan section or avoid getting

pregnant (Hofberg & Brockington, 2000).

Post-traumatic stress disorder (PTSD) was cladsfiée©SM-1V as an
anxiety disorder but has since been reclassifiea"#®uma- and stressor-related
disorder” in DSM-5 (APA, 2000; APA, 2013). The DSVHefines the disorder as
occurring after exposure to actual or threatenedideerious injury or sexual
violation (APA, 2013). There is increasing reseabbwing a proportion of women
have PTSD in pregnancy and that this disorder tsmnaecur as a result of trauma
during childbirth (Grekin & O’Hara, 2014; Seng &t 2010). Symptoms are
described in DSM-5 as comprising of four symptomstérs: intrusion, avoidance,
negative alterations in cognitions and mood, atetaions in arousal and reactivity.
Firstly, intrusion involves re-experiencing of teeent (e.g., nightmares and
flashbacks of the event). Secondly, avoidance sdtedistressing memories,
thoughts, feelings or external reminders of theneye.g., sex or hospital). Thirdly,
negative alterations in cognitions and mood is redtby a range of behaviours (e.g.
hypervigilance, irritability, difficulty concentrettg and dissociation from others).
Fourthly, reactivity is characterised by the “flijf¢ature of PTSD and aspects
include aggressive, reckless or self-destructivebiour, sleep disturbances, and
hypervigilance. Symptoms must last more than a mafier the event and cause

significant distress and impairment to function{A@PA, 2013).

Perinatal mental iliness is a global health con€é/orld Health Organisation;

WHO, 2009). It is difficult to identify the overgtirevalence of perinatal mental



illness but it has been estimated as an approxipratalence of 10-20% (Gavin et
al., 2005). Discrepancies between the prevalermarted by studies is due to a
variety of factors. Firstly, studies differ in tesrof how they define and measure the
illness, for example, some might only measure pdatui@pression and others
include postnatal depression and anxiety (O’Harsnéf & Asher, 2014). Secondly,
studies differ in the instruments used to measymrgtoms: some use self-report
guestionnaires like the Edinburgh Postnatal DepyesScale (EPDS) where others
use a clinical interview like the Structured Clilidnterview for DSM-5 (SCID-5)
(O’Hara et al., 2014). Studies also differ in measugnt cut off scores used to
classify disorders, some may include mild levelghefillness or only include
moderate to severe cases or rely on the termshystéet women themselves to
describe their illness (Paulson & Bazemore, 2010).

Thirdly, there are other factors that affect premake and include differences
between samples, including number of participagttmicity, level of risk, and if the
country is developed or not (O’Hara et al., 20Rgsearchers may differ in how
they define the illness and the period of timehia gestational or postnatal period
women can experience perinatal mental illness (@it¢h al., 2014). Sometimes
women may experience two or more illnesses andapgaee rates may or may not
include these comorbid conditions (Falah-Hassdmij,& Dennis 2016). Finally,
many women suffer from symptoms associated with aldiiess without detection
because they do not conform to all the diagnostier@a (McKenzie-McHarg et al.,
2015). Therefore, there may be some women who exmer substantial distress,
and even impaired daily functioning, but are natuded in perinatal mental illness

prevalence rates.



Anxiety might be more prevalent than previously tjiauin the perinatal
period and even exceed depression rates (Fairlbyddmessen, Antony, Tucker, &
Young, 2016; Glasheen et al., 2010). Anxiety afekto 37% of pregnant women
and 4 to 20% of mothers in the postnatal perio&¢be Poyser, & Fairweather-
Schmidt, 2015). Fairbrother et al. (2016) condudiiagnostic interviews with 115
women who scored above the cut offs for depresmnohanxiety measures. Results
showed that 2.6% of the sample experienced gesedatinxiety disorder in
pregnancy and 3.2% after birth. Obsessive computis@der affected 2.9% of
pregnant women and 3.6% of new mothers. Panicabsavas less common,
affecting 1.7% of pregnant women and 0.7% afteldbimth. Phobia disorders were
present in 7.4% of women before and after birth.

Post-traumatic stress disorder occurs in 3.2% oheretand affects over
15% of women in high risk groups, such as womeh @é@pression or a history of
psychopathology (Grekin & O’Hara, 2014). A receydtematic review of 59 studies
has shown that PTSD affects 3.3% of pregnant womenrmmunity samples and
18.9% in high-risk samples (Dikmen, Ayers & Philli@916). The review showed
the prevalence of PTSD in the first year aftertoist4.0% in community samples

and 18.5% in high risk samples.

A range of possible detrimental outcomes have IaEtified for mothers who
experience perinatal mental illness and their caridand families if the illness is not
treated (Patel & Wisner, 2011). The most researpeedatal mental illness is
depression and a range of negative outcomes havedaeumented for the child.
For example, antenatal depression is associatéddelayed fetal growth, and

increased risk of premature birth and low birthvi@ield, Diego, & Hernandez-



Reif, 2006; Field, 2011). Obstetrics complicatians more likely, for example, pre-
birth complications including preeclampsia, misizaye and increased pain relief
during labour and post-birth complications, suclhigé neonatal cortisol levels at
birth (Alder, Fink, Bitzer, Ho-Sli, & Holzgreve2007; Olivier et al., 2015). Perinatal
mental illness can not only affect early child depenent, evidence suggests its
impact can extend through to the adolescence arithadd of the offspring (Hay et
al., 2010; O'Hara & McCabe, 2013). Infants of wornmeth postnatal mental illness
are at significantly greater risk of behaviouralguitive and social problems, such as
impaired language development and 1Q (Letourneal, 2013, 2012; Narayanan &
Neerde, 2016; Brand & Brennan, 2009; Grace, Evingl&tewart, 2003). Some
studies have shown adolescent outcomes to incluae misorders and social
problems (Halligan, Murray, Martins, & Cooper, 200yet other research is
conflicting. Sanger, lles, Andrew, & Ramchandartii2), for example, reviewed 16
longitudinal studies and found the most considiiedings were for cognitive

deficits but evidence for psychopathology was dotifig. It should also be noted
that perinatal mental illnesses might be comorhith wther conditions and occur in
both the antenatal and postnatal period as we#-ascurring throughout the
lifespan, possibly resulting in cumulative negattemsequences for the mother and

child (Grace et al., 2003; Hay, Pawlby, Waters, &, 2008).

Other psychological disorders in the postnatalqaehiave been less
researched, but offspring of women with anxietydiers have been shown as
potentially having similar deficits as those witlpdession, such as behavioural,
cognitive and social problems (Glasheen, Richards&abio, 2010). Possible
adverse outcomes for the mother include poor sek;cuicide and negative coping

behaviours such as smoking, alcohol and drug usegiBet al., 2004; Gressier et



al., 2017). Antenatal mental illness also puts anao at higher risk of postnatal
affective disorders, such as depression and anxietiie postnatal period (Field,
2011). Postnatal mental iliness can sometimes intpaimother-infant relationship
and the woman’s parenting capabilities (Alder et2007; Letourneau et al., 2012).
Family relationships can suffer and partners areertikely to develop depression
(Rominov, Pilkington, & Whelan, 2016). Moreoveresie outcomes for both
woman, child and family mean that there can bgaifstant economic cost to both
the individual and society, in particular, to thébfpci sector (Bauer et al., 2016).
Given the possible negative impact on the motheld cfamily and society, it is
critical research looks at alternative support wommeght access outside of the

health service.

Many women with perinatal mental illness do noeree treatment despite
the high prevalence of perinatal mental iliness iésdssociated negative outcomes
for the whole family, such as delayed child develeptr{Letourneau et al., 2013).
There are many obstacles facing women trying tesseappropriate healthcare for
perinatal mental illness and this can prevent tneat uptake even where mental
health services are available (Dennis & Chung-Pe66). Logistical barriers
include lack of childcare or transportation (Goodm2009), constraints of infant
napping and feeding schedules and stigma (Good2@89, O’'Mahen & Flynn,
2008; O’Mahen et al., 2015), cost of treatment (@Hdn et al., 2015), being unable
to get time off work, and language difficulties (f@man et al., 2008). Institutional
barriers may include ineffective screening, insiiint training for healthcare
providers, lack of available resources, and heatthproviders not having

confidence to diagnose clients (Byatt et al., 2@&pn et al., 2002). Kingston et al.



(2015) conducted a survey of 460 pregnant womeraima@Ga that identified barriers
to screening for mental health issues. The fourtrm@®mmon barriers were family
and friends normalising their symptoms, not knowiirtgeir emotions were normal
or not, wanting to deal with their feelings on th@ivn and preferring to talk to
significant others rather than healthcare providéfsmen were reluctant to seek
professional treatment and preferred to cope iddiadly with any problems. The
authors theorised that this could be in part dussimes of stigma and pointed to

online help as a viable alternative for supporttfos subset of women.

Individual causes that prevent treatment uptakesaim@rence include lack of
education, therefore women may not seek help sitgtause they do not recognise
they have a problem (Gardner et al., 2014). Corscabout treatment options may
also hinder access to care (Byatt et al., 2013)eQeasons that inhibit use of
mental healthcare services include beliefs thatipggharmacological treatment
during pregnancy and whilst breastfeeding is unatedde; mistrust of healthcare
providers; lack of social support; and culturaltfas, such as beliefs that problems
should only be discussed within the family (Abra2@]1; Byatt et al., 2012; Dennis
& Chung-Lee 2006; Edge, 2004, Flynn et al., 2016p@nan, 2009). Symptoms
themselves may be a barrier to care: depressiomealve social withdrawal,
ambivalence and chronic tiredness which all makeatmg and engaging with

healthcare appointments difficult.

Disclosure of symptoms to a healthcare providénesfirst step in accessing
treatment and promoting recovery. However, a miagorier to disclosing to
healthcare providers is stigma. A systematic rewwéw44 studies that were both
qualitative and quantitative showed that stigma cedwseeking help for mental

health conditions with concerns about disclosuiedthe most cited barrier to care



(Clement et al., 2015). Byatt et al. (2012) condddbcus groups with healthcare
providers who described women with perinatal meititedss as reluctant to disclose
symptoms because they were anxious about stigmmaf's concerns included
their child being taken away, being seen as an ordgther and being
institutionalised. Healthcare providers were conedrthat this stigma resulted in a
failure to attend healthcare appointments and vedeeatment. The theme of stigma
is common in the literature surrounding disclosafrperinatal mental health

problems to healthcare providers (McLoughlin, 2013)

A recent UK survey of 1547 women with perinatal ma¢riness (diagnosed
or self-diagnosed) and 1801 healthcare providetfhgisitors, midwives, family
nurse practitioners and others) revealed that #genity of women attributed their
illness to trying to live up to unrealistic expdaas and a lack of support
(Tommy’s, 2013). The biggest barrier to accessang evas reluctance to talk about
their feelings. Less than a fifth of women repottieat they had been completely
honest with their healthcare providers and manyeho only disclose just enough
to get help and avoid negative consequences dbdise. Nearly a third had never
told a healthcare provider they had perinatal melfiass symptoms. More than a
quarter reported that this was because they thdbghtbaby would be taken away.
Many women thought that their symptoms were indieatf failure as a mother,
which hindered disclosure because women were coedeabout being judged as an

inadequate mother.

This section outlines some important conceptualessegarding stigma such as

external, internal and disclosure stigma. Key con@mds of stigma theory are then



considered and how they might apply to perinatattadallness. Finally, this section
extends considerations of theory and current rebdarconsider perinatal mental
illness stigma and how it is unique from stigmeoagsted with other mental

illnesses including depression.

Stigma is a complex and multi-faceted phenomertas.d set of negative, and often,
unfair beliefs society or a group of people mayéakiout something. An individual
or group can be stigmatised because of a charstatasihich is often related to race,
ethnicity, obesity, gender, culture, socio-econostatus illness or disease. The term
“stigma” dates back to the ancient Greeks who re€eto the branding of criminals
and slaves to identify them as tainted. A key tls¢am stigma literature; Goffman
(1963), defined stigma as the extreme disapprovabafeone or a group of people
because they have a certain attribute that is pedas highly undesirable. Many
definitions of stigma have two essential componehts recognition of difference
and devaluation (Dovidio, Major, & Crocker, 200Dkfinitions also recognise the
social nature of stigma, often considering it asuoang in a social context (Crocker,

Major, & Steele, 1998; Hebl & Dovidio, 2005).

Stigmatised conditions are not always obvious e, for example, leprosy
Is a visually recognisable stigmatised illness \wwhsrmental illnesses and other
illness such as HIV are often not visually apparérdeed, individuals with mental
illness may be able to conceal their condition @ms avoid identification and
consequent discrimination. Goffman (1963) theoribed some individuals will
conceal their stigmatised status in order to betetl by others, or out of concern

that others would discredit them.



There are several theoretical approaches to thmatand discrimination of
mental health that emphasise social cognitive qus¢such as stereotypes,
prejudice and discrimination (Corrigan, 2004; Thorotft, 2006). A stereotype is a
negative belief about a group, for example, peaplle mental illness are dangerous.
Prejudice is an agreement with a stereotype amd/gative emotional reaction, for
example, fear. Discrimination is the behaviourabanse to prejudice, for example,
avoidance (Rusch, Angermeyer & Corrigan, 2005erimdl stigma presents
similarly, but stereotypes are applied to the deffjnstance, the stigmatised
individual believes that they are dangerous (Regdl., 2005). Prejudice is also
applied to the self and can result in low self-esteResultant discrimination could
be seen in a stigmatised individual not pursuingsimeg or career opportunities

because of feelings of worthlessness.

These social-cognitive models recognise that stigamabe external and/or
internal (Thornicroft, 2006). Stigma can be saithéoexternal when the general
public holds a stigmatising attitude. Stigma caogiresent as internal when the
stigmatised individual subscribes to the prejudibaliefs of the external stigma and
applies it to themselves. It can also occur ifstigmatised individual does not
necessarily agree with the external stigma, but tlealue themselves regardless
because they have the stigmatised characterisbici¢@n et al., 2011). This is
known as internal stigma and sometimes referres tself-stigma” (Rusch et al.,
2005). However, not all stigmatised individualsgaet with internal stigma as their
reaction may depend on a number of factors, faamte, they may not even be
aware of the stigma or are simply unaffected §Zdrrigan & Watson, 2002). When
individuals view the stigma as erroneous, they neaigt with anger or indifference

depending on how much they identify with the sti¢jsed group. Anger or



indignation may result in behaviour that seeksainter stigma, for example,
joining advocacy groups (Rusch, Lieb, Bohus, & @am, 2006). Stigmatised
individuals could also suffer by simply believinthers hold a stigmatised attitude

(known as perceived external stigma).

Stigma has also been conceptualised in sociolotgoals where theories
suggest that self-identity is socially constructédbelling theory was developed by
sociologists in the 1960s and proposes that anighehl’s identity and behaviour is
shaped by the language used to describe them. mxevia viewed as not necessarily
inherent to an act or state, but socially consadicEtigmatised individuals are seen
as deviant from the majority and labelled with dettogy terms that exclude them
from the cultural norms or “normals”. This is clbsénked to the “us” and “them”
point of view separating the normal and devianugrand placing inferior labels on

the minority which are damaging to both social aalf-identity.

Research has highlighted that the general pubienafquate mental iliness
with violence despite the fact that people with raéitiness are more likely to be
victims of violence than perpetrators (Stuart, 2008 stigmatised individual may
be labelled as deviant or inferior and this is aisged with negative stereotypes,
some studies have shown the popularity of derogasosms used by the general
public to describe people with mental illnessesgiample, “crazy”, “nuts” and
“psycho” (Rose, Thornicroft, Pinfold, & Kassam, Z00In an online survey of
596,712 respondents, from 229 countries; 70% peafaeplies from developed
countries felt that people with a mental illnesgewmore violent (Seeman, Tang,
Brown, & Ing, 2016). A UK survey in 2011 showedtB&% of respondents
believed people with mental illness experiencensigand discrimination (The

Health and Social Care Information Centre, 2012).



Today, stigma towards mental illness is still wiglesd (Crisp et al., 2000).
A global study measured stigma and discriminationugh self-reports (the
Discrimination and Stigma ScaleISC) and interviews with 732 people in 27
countries (King et al., 2007). Findings suggested stigmatised attitudes and
discrimination are high across countries. Respatsdeequently reported negative
discrimination regarding making or keeping frienkiseping and finding a job, in

intimate relationships and discrimination by famiembers.

There are many cultural considerations associatédstigma of mental
iliness, such as beliefs about its aetiology andesalcexpectations that need to be
taken into account. For example, in Nigeria itasnenon for both physicians and the
general population to attribute mental illnessupesnatural causéslkpong &
Abasiubong, 2010 In Asia, mental illness is highly stigmatised, fa@s are
ashamed of members if they have a mental ilinessherdfore delay seeking
medical advice or avoid diagnosis (Lauber & R6s2607). Thus it appears that
mental illness can be associated with not meetifigral expectations and sufferers
have lowered self-worth and feel guilt at failimgrheet family obligations (Hsiao et
al., 2006). Therefore, beliefs about mental illnessl consequent stigmatising
attitudes, vary from country to country and betwegmicity groups. For example,
Jordanian women living in Australia described hbwit culture expected new
mothers to not be sad as sadness was seen agdivedafanadequate parenting

(Nahas & Amasheh, 1999).

Internal stigma is also high and has been idedtifieapproximately a third

of people with severe mental illnesses in Westetmtries (Crisp et al., 2000; West,



Yanos, Smith, Roe, & Lysaker, 201There are well-documented negative
outcomes for individuals with mental iliness be@atexternal stigma, with
consequences including, social exclusion, disciatnim, and fewer life
opportunities (Corrigan et al., 2011). Internagsta has been linked to low self-
esteem, reduced disclosure to healthcare providedshesitancy in seeking
treatment (Corrigan et al., 2011; Rodrigues e2&l1,3). Furthermore, perceived
external stigma correlates with detrimental physacal mental health outcomes

Richman, 2009). Studies have shown that the effafct
this stigma are further amplified by belonging tlgional stigmatised groups, such
as homosexuals and ethnic minorities (Alang & F@nd015, O’Mahen et al.,

2011).

External stigma, perceived external stigma anermal stigma of perinatal
mental illness could potentially contribute to stigyassociated with disclosure. This
thesis defines this as “disclosure stigma”; thécgrdted negative judgement and/or
anticipated negative behaviour towards the stigsedtindividual if they were to
disclose to others. Therefore, stigma could baiai@r component when an
individual decides whether or not to disclose tisgimptoms of mental illness or
distress. Indeed, when a mental illness such agsg&pn can be concealable, many
people choose to hide their illness as they feaggedged by others as responsible
for being ill, losing their job, disapproval, beisgen as “weak” or inferior, and
labelled as mentally illGriffiths et al.2006). Recently research has shown
conflicting evidence regarding the impact of negatttitudes, anticipated
discrimination and experienced discrimination onrtéte at which people seek

professional help and take treatment (Clement. e@l5).



There are important considerations when applyiegriles of stigma to
perinatal mental iliness, including the concept$spbiled identity” and labelling.
Goffman (1963) developed the notion of a “spoil@entity”; an individual’s identity
that was discredited as a consequence of stigneuntiesirable characteristic taints
the individual's sense of who they are, how societyvs them and ultimately
affects their feelings of self-worth. This damagedentity or a “spoiled identity”,
can lead to the individual concealing their illn@san attempt to protect their social

and self-identity.

Stigmatised individuals may want to appear “nornzadtl choose to hide
symptoms and avoid disclosing diagnosis to otHadsviduals can also be
concerned with protecting their vulnerable idenfigm themselves, by avoiding
disclosure to healthcare providers they can avgb&essional diagnosis. Receiving
a diagnosis could mean that an individual has tetctheir status as having a
spoiled identity. A systematic review and meta-bgsts of 39 studies examining
barriers to care in the antenatal and postnatad¢gheevealed that some women
avoided a mental illness diagnosis as they viewasd & threat to their self-concept
and the image they wanted to present to othersiiMediggars, Symington,
Howard, & Pilling, 2015). However, other studievdauggested that some women
find a diagnosis beneficial, for example, qualitatinterviews with 10 women with
postnatal depression described how some felt netein they were diagnosed as it

allowed them to be ill without guilt (Hanley & Long006)

Some women may take on the diagnosis of the illmesaning they have a

“label”, for example, “depressed” or “schizophrénithis may also mean that their



identity becomes entangled with conceptions abdatw means to have a
particular illness and, in the case of perinatahtakiliness, what it means for their
identity as a mother with a mental illness (a dethconsideration of this can be seen

in the next section).

Labelling theory can be applied to perinatal meifltass stigma, some
researchers have indicated that many women witthatad depression view the role
of a “good mother” as incompatible with their ils®e(McLoughlin, 2013). For
example, in an interview study by Bilstza et &010), women often described their
concern with being labelled with postnatal dep@ssihey frequently reported that
they felt the stigma of being labelled as a “badhmad’ was worse than being
labelled as depressed (p. 48). Women expressedhesywdid not want to be viewed
by others as inadequate, this was often expressedtavanting to “be seen as a
failure” or “as being different from others” (p. #8hey described external and
internal stigma as their own and others expectatidmsotherhood and how this
reinforced their ideas of not fitting in with otheothers and guilt for feeling like
they were a “failure as a parent” (p. 49). The tywoups stipulated in labelling
theory (“us” and “them”) could be applied to themdity of a “good mother”
juxtaposed to the identity of a “bad mother”. Themen in Bilstza et al.’s. study
repeatedly explained that they felt the need tpkeeappearances in order to show

they were part of the “good mother” group.

n #

Research into perinatal mental illness stigma ssiggbat perinatal stigma
might differ from stigma associated with mentatés at other times of life. Women

with perinatal mental illness have the stigmatiseddition of a mental illness and



also the stigmatisation of being a mother with ataleiliness. Some researchers
have argued that some women believe society hb&dbelief that mothers with a
mental illness cannot fulfil the role of mother (@¥hen et al., 2015). This can be
conceptualised as a “double stigma” (O’Mahen ¢t28115). There are specific
cultural expectations of mothers, such as beingganurturing and an assumption
that the ability to be a mother comes naturallyof8&002, Bilstza et al., 2010).
Some researchers have argued that society perpethat “myth of motherhood”
that being a mother is characterised by complefégniieint and joy (Buultjens &

Liamputtong, 2007; Mauthner, 1999).

These pressures can all contribute to women’s coadhat they would be
labelled as a failed mother if they cannot livetoan unrealistic and idealised
version of motherhood (McLoughlin, 2013). It candezply connected to how
women believe they fulfil the expectations of othigr their role as a mother, and
women'’s concerns include others seeing them asaa imther”, for example, some
qualitative interviews with women reveal that thmlieve that some people think
mothers with perinatal mental illness do not Idveit babies or even pose a threat to
their babies (Bilszta, 2010; McCarthy & McMahon030 Buultjens & Liamputtong,
2007; Patel et al., 2013). This could also inclbdes women think the media portray
mothers with perinatal mental iliness, for exampkys reports of extreme cases of

perinatal mental illness and infanticide.

In addition to external pressures, women have their expectations of
becoming a mother and what it means to be a “goaith@n’. They can experience
distress when there is discrepancy between thaaciatied and actual experience of
parenthood, especially if their experience involremntal illness (Dennis & Chung-

Lee, 2006, O’'Mahen et al., 2015). O’'Mahen et &1&) conducted 17 interviews



with women with postnatal depression as part afrgdr online intervention study.
Thematic analysis extracted themes regarding mativeand barriers to treatment
adherence that contributed to a sense of lonelidéegsy identified six barriers to
treatment, two of which are particularly relevamperinatal mental illness stigma
and include “unrealistic expectations of motherhoadd “double stigma”. The
unrealistic expectations of motherhood theme oudlimewvw some women felt
disappointment that their hoped for experience offrarhood was marred by having
postnatal depression. These women explained boniifiingulties, not feeling the
anticipated excitement of motherhood, or meeting theagined proficiency at
parenting. Double stigma referred to women'’s redagnof postnatal depression
and included negative media representation whighddeelings of “secrecy” and
“shame” (p. 87). Feelings of stigma resulted in edixeactions to the online
intervention, some women preferred the anonymitiheftreatment and found that it
reduced stigma while others found that concernstatimma interfered with

engagement with the treatment.

Other studies support O’'Mahen et al.’s (2015) firgdi that suggest some
women with perinatal mental illness feel that thimess affects their parenting
ability and therefore contributes to stigma (Abra&n&urran, 2011; McLoughlin,
2013). The signs and symptoms associated with gtafimental illness may be
taken by society, and the stigmatised individuala aeflection of them as a mother,
for instance, the illness may cause women to egpeei feeling that they are not
coping, are having bonding difficulties or thougbt$arming or leaving their child,
thoughts of self-harm, suicidal ideation, feelihgtttheir psychological problems
had decreased time spent with their child, feedinfault for risk of future mental

illnesses and feeling like they are a burden to faeily (
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%&" ' %&( & ) Gardner, Bunton, Edge, & Wittkowski,

2003). Such factors can all build up internal stigathen women think less of
themselves as a person and mother due to theirgp@rimental illness. For example,
if a consequence of perinatal mental illness pissasn difficulty bonding with the
infant, this can lead a woman to feel guilty thegyt are not a perfect mother or do

not love their baby as they would like to (Tomm2§.13).

In the case of perinatal mental illness, disclostiggma is a woman’s
anticipation of the discrimination they feel thepwd encounter if they disclosed
their feelings, symptoms or diagnosis to othersemal consequences of disclosure
to a healthcare provider include loss of custoidlts, hospitalisation, social
service invlovment and being judged as an “unfitther (Byatt et al., 2012;
Edwards & Timmons, 2005; Hanley & Long, 2006). &lsvomen may believe that
disclosure could lead to pharmacological treatrmdrith they may regard as
stigmatised especially if they are pregnant or $tfeading, however, evidence is
mixed (Battle et al., 2013; Patel & Wisner, 201fic® & Bentley, 2013; Stepnauk,
Fisher, Wittmann-Price, Posmontier, & Bhattakay@i 3. Both external and
internal stigma play a part in how a woman undexddaer identity as a mother and
many describe perinatal mental illness as incorbfgatiith being a “good mother”
(Bilszta et al., 2010; Edwards & Timmons, 2005; Mcly & McMahon, 2008;
Shakespeare et al., 2003). However, it may be besittview this as a static state,
but rather a continuous one that may change thautghmother’s lifetime. It is

possible that maternal identity may undergo a gecmaturing as a woman



develops in her role as a mother alongside growingderstanding and coping with
her illness. Goffman’s (1963) idea of the “moraleza” of a stigmatised individual
may be applicable here. The moral career refettseiprocess of transformation the
stigmatised individual’s identity can undergo otiere, especially as they learn
more about their condition. Therefore, as a woneanns more about perinatal
mental illness stigma, and identifies with othetswovhave the stigma, there is the
possibility for stigma reduction (McLoughlin, 2013 woman may feel less
stigmatised because she may realise she is not ialdwee condition and may come
to understand her diagnosis as an illness rathaeratmark of disgrace (Kantrowitz-

Gordon, 2013).

It is likely that women differ in how they deal Witheir identity, for
instance, Abrams and Curran’s (2011) in depth vnegr study of 19 women with
low income suggested that they reconciled theirgggms with a positive maternal
identity by framing their “authentic” identity alsat of a good mother, namely one
who is a competent parent and enjoys motheringy @ssociated their depression as
an identity outside of this core identity, so tloeypld regard themselves as a good
mother with a mental illness. Conversely, some womean online survey of 100
women with antenatal or postnatal depression weable to reach this
reconciliation, instead they accepted treatmentiferr iliness in order to make

themselves feel like a good mother (Patel & Wis@64,1).

It is also important to consider individual diféerces that may bring
additional complexities to how women negotiatertisentity, for example low
income, single motherhood, ethnicity, child illnessl sexual orientation (Abrams &
Curran, 2011; Alang & Fomotar, 2015; Gardner et20114). Receiving a diagnosis

of perinatal mental illness can compound an alreadlsting label-based stigma of



ethnicity (Shakesphere et al., 2003; Edge, 200&hlé¥y and Long’s (2007) study
showed that some women welcomed the label of haaimgntal illness because it
meant they could justify withdrawing from employmeihius reconciling the
additional stigma of having perinatal mental ille@sd belonging to a low
socioeconomic group. Also, Black women with pehatental illness symptoms
may be less likely to seek help from healthcare idieyg potentially because of their
own stigma and also the stigma they may face fiweir tommunity (O'Mahen,
Henshaw, Jones, & Flynn, 2011). O’'Mahen et al. 30tieasured mood and stigma
of 532 pregnant women using two subscales of thk &ligma scale (Link, 1987;
LSCS) that were modified to represent attitudes atlepression (O’Mahen &

Flynn, 2008). Black women in the study had morgnsétised attitudes to depression
than White women, regardless of whether they hpeanced depression, whereas,
White women’s stigma levels were associated witlsqeal experience. O’Mahen et
al. (2011) suggested that their findings suppopteyious research that stipulated
individuals may be more aware of stigma if they haxperienced or anticipated

discrimination.

Disclosure stigma can result from either wantingvoid judgment from
others or reluctance to reveal a damaged idergiymother. Receiving a diagnosis
could mean women are faced with confronting thedlihgs and a new status of a
“spoiled identity” (Bilszta et al., 2010; Goffmah963). Although, there is some
evidence that obtaining a diagnosis can improv&dbanflict by identifying the
condition as an illness rather than a reflectioparental capability (Edwards &
Timmons, 2005; Hanley & Long, 2006). Thus diagnosey externalise the locus of

causality and therefore lessen feelings of guilt stmzime.



In summary, both the perceived and experiencedmltstigma and internal
stigma women experience contributes to their decit disclose or not to disclose
to a healthcare provider. Women may be concernedtdiealthcare provider
attitudes towards them as a mother with a mentass. This includes anticipated
discrimination, such as appraising them as an ipaate mother. This can provoke
concerns about consequences of disclosure, suokssaefl child custody or social
services involvement. Also, disclosing to a healtb@rovider may mean that
women receive a diagnosis. Some women may wanadid a “label”, because it
would further damage their self-worth and add ®&ifgs of internal stigma. Stigma
and mental illness can form a vicious cycle as saigontributes to mental distress

which can exacerbate mental illness symptoms amglititrease stigma.

$! %

Unfortunately, many women with perinatal mentaiels fail to get the help
they need despite it being available. One freqyanititd reason for this is stigma
(Dennis & Chung-Lee, 2006). The Internet could hesaful tool in helping women
to access the help they need as they can usenyarowsly thus avoiding any
possible negative consequences associated witha{iBains, 2014). It might be the
first place some women look for information and s when experiencing
distress. The Internet could provide informationsgmptoms, risk factors and
potential outcomes of untreated perinatal mentasis. This could help women self-
diagnose and encourage help-seeking behaviouriaddglre to healthcare
providers. The Internet could also provide selfphtelbls and peer support prior to

treatment, or as an adjunct to treatment.



Online forums are online discussions where usardiase conversions with others
by posting and replying to messages. Online forfonmental health have seen a
rapid growth in recent years, allowing individutdsreceive, as well as offer, support
from others who have or have had a similar healtidition. They have potential to
be an acceptable aid to people with stigmatiseditions, such as mental iliness.
Some research suggests that forums may help peopéewith, or assist recovery
from, various stigmatised or embarrassing conditisash as HIV, irritable bowel
syndrome and infertility " * , , Coulson,
2013). Research has largely relied on self-repedsures, e.g. online surveys or
observation of forum posts, for example, Malik & @Gmn (2011) conducted an
online questionnaire with open ended questions aad inductive thematic analysis
to reveal the perceived benefits of using onlingpsut groups for infertility.
Explorative research suggests that forums offersusacial support for a
variety of stigmatised health conditions and oppattes to communicate
experiences with others who share their illnespress emotions, gain a group
identity, and possibly become empowered and dimiisslation (Bartlett &
Coulson, 201 Y . & $ Salvatore,
2015). Benefits have also been reported by botkieaasers (visitors who post on
forums) and so called “lurkers” (visitors who omgad forum messages and do not
post). However, some evidence suggests lurkers widyemefit as much as active
users 0% 1 . It is estimated that most visitors are
lurkers, with reports of between 45% and 90% oitatis lurking (Bishop, 200Aan

Mierol, 2014).



There is less empirical evidence for the effectigsn& online forum use,
however, some research suggests that long-term fosgnmay be associated with
improved mental health. For example, a randomisedial trial compared four
"ol depression Internet support group, automated dsjore Internet training
program, combination of the Internet support grang Internet training program,
and a control group that had delayed access tecan&h website after six months
(Griffiths et al., 2012). The Internet support goand the Internet training program
showed reduced depressive symptoms at six and hthsrxoompared to the control
group, but not at three months.

Some theorists suggest that stigma can be redsceelople learn about it
and identify with others with the same stigma (@wth, 1963). There is some
evidence that shows individuals who have contatit sfigmatised individuals
experience a reduction in previously held stigneatiseliefs (Thornicroft et al.,
2016). For example, Couture and Pen (2003) revie2®estudies and showed that
contact with individuals with mental illness reddcigmatised beliefs of people
with mental illness in both Western and non-Wespapulations. Thornicroft et al.
(2016) conducted a narrative review of eight systireviews and 8143
quantitative studies and showed that interventiongduce stigma through social
contact only have short term effects. In partiguiaterventions that targeted
individuals with mental illness self-stigma benedittrom contact with others with

mental illness.

Online forums could give women the unique oppotiutd connect with
others who they might otherwise be unable to fmtheir community or feel able to
talk to face-to-face. Theoretically, using the tntt may protect stigmatised

individuals’ spoiled identity through anonymity,nitay be easier for individuals’



who suffer with social isolation due to the barsgmptoms present, such as social
avoidance and difficulties in face-to-face interawas (Berger, Wagner, & Baker,
2005, Wright & Bell, 2003). For example, Bergeakt(2005) conducted a US
survey and showed that individuals with a stigneatipsychiatric illness are more
likely to seek help online than those with non-stigised psychiatric illnesses (n=
7014). However, a systematic review of 38 studaded to show any effect of
online forum use for peer-to-peer support on memalth and social support
outcomes (Eysenbach, Powell, Englesakis, Rizo,e852004). Eysenbach et al.
(2004) noted that this did not necessarily indicaténe forums have no effect, but
rather pointed to a lack of robust evidence to shawsignificant effects. Overall,
research indicates that forums may potentially beagers with stigmatised
conditions by reducing stigma, but more researcteeded (Blank, Schmidt,

Vangsness, Monteiro, & Santagata, 2010).

There are many online forums for perinatal meniia¢ss which are often
popular, as indicated by their large number oftersie.g. the websifdumsnethas a
forum for postnatal and antenatal depression tisatal/s hundreds of messages and
displays how many replies and views each have i#ot /www.mumsnet.com).
However, there has been little research on forunpdrinatal mental illness. Some
research suggests postnatal mental illness foruaysoffier social support to
women. Evans et al. (2012) conducted a directeteobanalysis of 512 posts on a
forum for postnatal depression over six monthsyTdrealysed posts using the
typology of social support (emotional, informatibaad instrumental) to explore
women’s experiences of postnatal depression. Fgsdievealed that posts primarily

offered emotional support (41.6%) and then inforarat! support (37.5%).



Instrumental support was much rarer (20.9%). Ematisapport encompassed
giving hope of recovery, providing a place to dsxissues honestly, and a resource
of affection and empathy. Informational support wharacterised by posters
seeking and providing reassurance that their egpees of postnatal depression
were valid and this often normalised symptoms. &hegre some “peer experts” that
answered questions and provided experiential kriyden coping strategies and
treatment that frequently encouraged engagemehtheiilthcare providers (p. 408).
Posts also provided experiences of treatment, whiaghlargely discussed in terms

of medication.

Finally, instrumental support centred on practidahs for coping with the
pressures of childcare and promoted self-care fGiuen was viewed by posters as a
non-judgmental “sanctuary” where they could diseltianspeakable” thoughts
without fear of stigma (p. 407). This allowed aagission of motherhood that
included negative experiences which may have bégoudt for women to talk
about offline. There was no evidence that postsatoed derogatory comments or
supported harmful behaviour. Evans et al. (2018ckaled that this forum offered a
safe place to support women with postnatal depyessid more research is needed
into the role of forums in assisting women recosed if there are any possible risks

of use.

In another study, Alang and Fomotar (2015) conduateonline
ethnographic and content analysis of a forum febiens with postnatal depression.
The study aimed to identify the main purposes ardgived benefits of the group
and explore lesbian mothers’ shared experiencéstafof 1421 posts were assessed
on a daily basis over three months. Analysis coseplrof a directed content analysis

(posts were coded in accordance with the researestigns) and conventional



content analysis techniques (posts were coded log specific concerns and
experiences). Analysis identified the function fué forum as a form of social
support that included allowing women to disclospeiences and struggles with
isolation and many used the forum to share expeggeatcoping with postnatal
depression. Similar to the forum in the Evans estaldy, women appreciated this
supportive environment with access to others whbdimilar experiences that
validated their own feelings. Nearly 17% of messag&ent discussed ways of
coping with the illness. Themes from the contentymms suggested that this virtual
community exemplified belongingness, strengthemdidesteem and sought to

counteract social isolation.

Alang and Fomotar (2015) reported a range of spemiincerns, including
reluctance to seek treatment with three sub-theatsist well-being, public
perceptions about motherhood abilities and stignmaaital illness. These sub-
themes centred on feeling bad about themselveot®em because they had
postnatal depression. Some worried about how #atntrent would impact their
baby, for example, one woman worried that treatm@ght mean she had to go into
hospital and leave her child. Some women had istenacerns regarding disclosure
of their symptoms, they thought others would seentlas unfit mothers and they
would lose custody of their infant. Posts oftenligmged these anxieties and
advocated that disclosure to healthcare providessindicative of a good mother.
Discourse strongly rejected that notion that hayiagtnatal depression was a sign of
being an unfit mother. Building on this, some woméro were reluctant to seek

treatment explained that they did not want to bellad as having a mental iliness.

There are additional complications for lesbianstliy, the decision to

reproduce is nearly always intentional and this ady additional pressures when



experiencing postnatal depression because mothetkas a planned and welcomed
event. Secondly, women may have concerns overimis@tion due to homophobia.
There may be a double stigma of not just havingeatai illness (“crazy” p. 30), but
being a lesbian with a mental illness (“crazy lasbip. 30). Findings supported
those of Evans et al. (2012) and showed that therfgrovided a space for women
to discuss negative aspects of motherhood inclugasgnatal depression
experiences, for example, suicidal ideation, nattwag to be a mother, trauma of
childbirth and specific issues of being part otausal minority and having postnatal

depression.

Kantrowitz-Gordon (2013) examined posts on a foranpbstnatal
depression to explore how women constructed thaires as “confessions”. They
used this to see whether Foucault’s theory thatession is a common means to
construct truth applies in Western society. Thegdusiscourse analysis from a
social constructivist stance to analyse 102 posts six years. Results suggested
that women benefited from being able to share #agderiences of depression
through admitting online what they could not talloat or had no one to talk to
about, offline. This comprised two key themes:ldregguage of difficult confessions
and discursive explanations of postnatal depresSioa first theme described how
women expressed feelings of incompetency as a mahe frequently expressed
feelings of shame and embarrassment as they unftheé# stories. The forum
provided a platform to acknowledge symptoms thdtohed thoughts of highly
stigmatised behaviours, such as suicide or childs@bA prominent feature of the
storytelling involved the broken relationship beémanother and infant. Women

expressed distress at bonding difficulties; feehatred or indifference towards the



infant. The distress women experienced was oftegnifiad by their disappointment

at not meeting the expectations of motherhood.

The second theme regarded the different discouvea®en used to explain
their depression. Interestingly, this included scdurse of “good mother” that
extended women'’s feelings of failure at being alrantThis self-critical discourse
was characterised by concepts such as “good meotted mother”, “failure” and
“guilt” (p. 879). They felt bad about wanting théfe to go back to how it was
before the birth, they felt inadequate compareantadealised version of what it
means to be a mother and sometimes blamed therageheeing ill. Many women
attempted to repair their identity as a mother ivyng examples of how they were
trying to love their baby as they should. Biometdiacourse was another
prominent discourse that extracted the blame far tiheess onto physical or
situational causes, such as hormones or povertg.l@$sened guilt and self-stigma
by externalising the aetiology of their illness aadonciled their postnatal mental

illness identity with that of an idealised mother.

The above studies are the only ones to date tivatdvgplored online forums
for postnatal depression and issues of stigma.ekpbratory findings suggest that
forums have the potential to benefit women throsgtial support and challenging
perinatal mental illness stigma. Forums may proadacceptable and anonymous
platform to discuss sensitive issues regarding stitirat would otherwise be
difficult to do offline. Findings point to the pabsity that forums encourage a
discourse that enable users to negotiate the nadteentity and perinatal mental
iliness stigma online. However, research is stiélliprinary and would benefit from
including analysis of other forums, interviews witbers and quantitative

measurement of forum use and stigma attitudes. &atle three studies looked at



one online forum and had small samples, which firhdw far findings can be
generalised to other populations. Evans et al.Zp@hd Kantrowitz-Gordon (2013)
failed to clearly describe the role of the research their studies which limits the
conclusions. Future research needs to examineotieatml of online forums for
stigma reduction that has replicable methodologyltipie data collection methods,

different and larger samples and a variety of aialiechniques.

Despite the potential benefits of online forum uses important to note that
some recent research, on forum use for other heaittlitions, suggests online
support groups may not challenge stigma enougffd¢otar change help-seeking
behaviour (Chung, 2013). Also, recent researchraglsome concerns regarding
forum use, for example, it might be a form of sbampidance and enable excessive
dependency " / wlor & Kirakowski, 2014). Vulnerable people may be
susceptible to addiction (Prizant-Passal, Shec&n&derka, 2016) and forums may
also enable negative behaviours, such as pro-aiedoeyms (Chang & Bazarova,
2016). There have been very few documented negatitcomes for women who
use perinatal mental illness forums. However, ti@sbeen very little research to
date and some women are concerned that healthaasielgrs will not understand,
or social services will become involved or takerthaby away (McLoughlin, 2013),
hence women are potentially vulnerable to postsrihaforce these anxieties. There
is little research examining the potential of foruse to adversely impact healthcare
decisions. Therefore, future studies should alssicier if there are any potential

disadvantages when engaging with forums.

In summation, there is very little research on fosuor perinatal mental
iliness, but what is available provides some ewgethat engagement with forums

for perinatal mental illness could have the potdrit reduce stigma (Alang &



Fomotar, 2015; Evans et al., 2012; Kantrowitz-Gordz013). Forums may be a
valuable resource for women who do not have otleetali to or feel unable to
discuss highly stigmatised symptoms face-to-fateyTcould find relief from
disclosing unspeakable feelings and knowing thHa¢rsthave similar feelings can
validate and normalise their feelings. Women cdogddefit from the opportunity to
anonymously discuss sensitive and highly stigmdtéspects of perinatal mental
illness stigma, such as anxieties over child custbdgding and the double stigma
of being a mother with a mental illness. Women dalso reconcile their identity as
a mother with perinatal mental illness and restivgr disappointment of being ill
compared to their anticipated experience of motrmthBorum discourse may
challenge stigma, provide strategies on coping sfipma, provide a safe place to
test out disclosing symptoms and converse abayrhatsurrounding mental health
and motherhoodrheoretically, these factors could reduce stigmapssitively
influence disclosure to healthcare providers, antsequently increase recovery
rates However, future work should consider potential dismntages of forum use,
such as posts that may discourage disclosure layidieg) negative experiences with

healthcare providers.
& (

In summary, empirical evidence shows that perimagtal illness is common
and has many potentially detrimental outcomes f@men and families if left
untreated. Many women do not get the treatment tieeyl to recover because there
are barriers to care, in particular, stigma. Stigsna severe disapproval of someone
or group of people because they have a charaatdhst is considered as highly

undesirable and discrediting. Pregnant women andmethers may believe others

have stigmatised attitudes towards perinatal meliiaks (perceived external



stigma), stigmatise themselves for having the spmgtor diagnosis (internal
stigma) and may associate disclosing their symptomasagnosis with external and

internal stigma (disclosure stigma).

Previous research into perinatal mental illness ssigghat many women
experience feelings of stigma and thus do not oss;lpartially disclose, or are late
in disclosing to healthcare providers. The Intemay be a more acceptable means
of seeking information and support for stigmatigkesses. Goffman’s (1963)
theory of stigma, in particular, the concept okpdiled identity” provides a useful
framework to evaluate women’s experiences of baingpther with a mental illness
and applies to how they negotiate this online. &la@e many websites for perinatal
mental illness and online resources with a high Imemof visitors. Online forums are
increasingly popular and provide peer-to-peer stppbere is theoretical support,
and some preliminary, evidence that online foruanggrinatal mental illness could
affect the stigma some women with the condition egpee. This could have
important implications for increasing treatmentakgt and recovery, as well as
providing additional support. Forums could potdhtiafluence perinatal mental

illness stigma and thus promote disclosure to heait providers.
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The overall objectives of this thesis were:

1. To explore Internet resources for women with peahaental illness and

how they are used by women



1.1What information and resources are available for emvith perinatal
mental illness on the Internet?
1.2How do some women with perinatal mental illnesslagernet forums
for perinatal mental illness?
2. To examine the relationship between Internatrfouse, stigma and disclosure to

healthcare providers

2.1 What are the experiences of stigma and dis@dsuwomen who use
online forums for perinatal mental iliness? Arertéhany disadvantages of forum

use?

2.2 Do women discuss stigma issues on Internetfsrand if they do, how

do they conceptualise perinatal mental illnessysighrough online communication?

2.3 Do women manage or reduce feelings of perimaggital illness stigma

through online forum communication?

2.4 Does online forum use affect levels of perihatantal iliness stigma and

in turn promote disclosure of symptoms to healtbgaoviders?
These objectives were addressed through the résstdies shown in Table 1.

Table 1. Overview of research questions and studies

Research Study Article Chapter

guestion

2.2,2. Mete-synthesis 1 2

1.1 Website revie\ 2 3

1.2,2.. Interviewn 3 4

2.1 Thematic analys | 4 5

22,24 Online survey 5 6
(stigma scale

23,24 Online survey 6 7
(mediation mode




Ethical approval was not required for the first @aedond projects. Ethical approval
was given by The University of Sussex for the thrdject and by City, University
of London for the final projects (see Appendix &2, and 6.1), following the
transfer of the PhD study to City, University ofridon. The following guidelines
were adhered to; BPS (2006) Report of the WorkiagyPon Conducting Research
on the Internet: Guidelines for ethical practic@sychological research online, BPS
(2009) Code of Ethics and Conduct, BPS (2011) @Gddéuman Research Ethics,
BPS (2013) Conducting Research on the Internetc&thuidelines for Internet-
Mediated Research. The details on the proceduressunes and analysis
methodology applicable to each study are outlimegbich chapter. Further ethical

considerations are documented in Appendix 5.2.

The website review formed the basis of up-to-dat@Kedge about what
information and resources are available on thenetey describing and rating
website content. An interview schedule was desidrad this knowledge to
retrieve initial information about how some womeare/using Internet forums and
revealed the potential for forums to challenge ségirhis qualitative approach was
also particularly relevant in exploring the seconeérall research aim as it enabled
detailed consideration of women’s experiences p$isge issues concerning

perinatal mental illness stigma.

The interview study informed and led to the thematialysis study that
sought to expand understanding and develop theeptunal framework surrounding
the nature of perinatal mental iliness stigma ama twvomen were negotiating their
stigma online. This enabled the development ottreepts external, internal and
disclosure stigma regarding perinatal mental iknd$is conceptualisation was

translated into a scale that demonstrated thesespf perinatal mental illness



stigma as theoretical constructs and attempteddatgatively measure this stigma.
From this work, the final study was able to addtbgessecond research objective and
test a model that hypothesised that perinatal rhaimass stigma mediates the

relationship between forum use and disclosure.

Conceptualisation of perinatal mental iliness isstdered and defined in
each article. The meta-synthesis defines perimagaital illness as depression,
anxiety, and PTSD in the perinatal period and idetlistudies that used women’s
own self-reported diagnosis (Article 1). The webséview focused on postnatal
mental illnesses, because at the time, antenataian#ness information was
largely absent on the Internet (Article 2). Thelgagave interview and thematic
analysis included women’s own reporting of the pssfonal diagnosis they received
or how they regarded their own mental health (Ag8S & 4). In the interview
study, women were encouraged to use terms theggphopriate to describe their
condition and distress, this enabled them to ergloeir feelings in a way that was
comfortable for them. This approach encouraged mami disclosure to the
researcher. Measures of depression anxiety ussbldispital Depression and
Anxiety Scale (HADS) were included in the descriptstatistics. It was not possible
to verify the present diagnosis of women who postethe forum in the thematic
analysis and was determined by information womenldsed in their posts. Women
could post on the forum without a diagnosis or esamsultation with a healthcare
provider, this was important because research ied@dconsideration of how

women decided to disclose or not to healthcareigeos.

Both the interview study and the thematic analgisved women to talk
about their illness in their own terms and expltwar own conceptualisation of

perinatal mental iliness. It was important to givemen this freedom of expression



to ensure detailed information retrieval especiaiyresearch concerned issues of
stigma and other potentially sensitive topics. $tigma scale and the mediation
model studies (Articles 5 & 6) used self-reportedrzgal mental illnesses including
depression, anxiety, PTSD and women with a comioinaif these conditions. The
Hospital Anxiety and Depression Scale (HADS) wasgseim again as the measure for
perinatal mental iliness as it includes items fothbdepression and anxiety and was
thought to be a better representation of symptdras other measures such as the
Edinburgh Postnatal Depression SE&PDS) which mainly accounts for depressive
symptoms (Cox, Holden & Sagovsky, 1987). Classgyperinatal mental illness this
way allowed for maximum coverage of the various $ypeperinatal mental

illnesses to be included in the model.



Moore, D., Drey, N., & Ayers, S. A meta-synthesissomen’s experiences of
online forums for perinatal mental illness and sag@omputers in Human

Behaviour(submitted for publication).
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Background: Perinatal mental iliness is a common health condmut unfortunately
many women do not seek help because of stigmantonuay provide an acceptable
place for women to disclose and converse aboutttgmatised symptoms of
perinatal mental iliness and other stigma issube.clurrent study is the first to
present a review of the current qualitative redearcperinatal mental illness forums

and stigma.

Method: A meta-synthesis was conducted to describe aedpiret qualitative
studies regarding forum use and perinatal mentedss stigma. A systematic search
of seven electronic databases and Google SchoRpardormed. Additional
references were collected through screening refeseoicthe identified studies. Five
studies were identified that reported women’s elgpees of online forums for

perinatal mental illness and stigma.

Results The synthesis identified four key themes: (1afe place to talk; (2) virtual
support; (3) stigma and identity; (4) repair of thether identity. Women in these
studies may have benefited from having an acceptaid anonymous place to
converse about stigma, and exchange social sugpaithus enabled to negotiate
their maternal identity. Notably, women might hdezn able to recover a positive

identity as a mother with perinatal mental iliness.
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Moore, D., & Ayers, S. (2011). A review of postriateental health websites:
help for healthcare professionals and patiehtshives of Women’s Mental

Health, 14(6), 443-452. doi: 10.1007/s00737-011-0245-z

)

PurposeThe Internet offers an accessible and cost-effeatiay to help women
suffering with various types of postnatal mentimesses and also can provide
resources for healthcare professionals. Many websih postnatal mental iliness are
available but there is little information on thege or quality of information and
resources offered. The current study therefore @itbeeview postnatal health

websites and evaluate their quality on a varietgliofensions.

Methods A systematic review of postnatal health websitas wonducted. Searches
were carried out on four search engines (Googlap¥aAsk Jeeves and Bing)
which are used by 98% of web users. The first 2bsites found for each key word
and their hyperlinks were assessed for inclusidherreview. Websites had to be
exclusively dedicated to postnatal mental healthawe substantial information on
postnatal mental illness. Eligible websitas=(114) were evaluated for accuracy of

information, available resources and quality.

ResultsResults showed that information was largely inclatgpand difficult to

read; available help was limited and website qualés variable.

ConclusionsThe top five postnatal mental illness websitesewdentified for (1)

postnatal mental illness sufferers and (2) heatthpeofessionals. It is hoped these



top websites can be used by healthcare professibo#h for their own information

and to advise patients on quality online resources.

For many women and their families, pregnancy anith laire a time of
excitement and great joy. Unfortunately, some nesthers suffer beyond the
typical concerns of parenthood and experience ngrgegrees of antenatal and
postnatal mental health problems. Studies showlidi5% of new mothers are
diagnosed with postnatal mental illnesses, andnpiatly 1 in 4 women may have
significant distress without meeting criteria fodiaorder (BakerKamke, O'Hara, &
Stuart 2009a; Czarnocka & Slade, 2000). There are médfereht types of
psychological disorders associated with the posipaperiod (Brockington, 2004).
Historically, the majority of research has focusadoostpartum depression (PPD),
which has a prevalence of 10-15% (Baker et al.928DHowever, there is now
increasing evidence that anxiety disorders are@iegalent in between 3 and 43%
of women in the postpartum period (Glasheen eR@ll0). Postpartum anxiety
disorders can include generalised anxiety disoqhatic, obsessive compulsive
disorder and post-traumatic stress disorder (PT8E&)ckington, 2004). Both
anxiety and depressive disorders are associatbdwgative impacts on women,
their infant and families (Glasheen et al., 2018isBland, 2006; Burke, 2003). It is
therefore essential that research continues testigage new ways of treatment and

education.

One issue that is relevant to treatment is howgaosim psychological
disorders are conceptualised. First, it is importamtote that there are no diagnostic

categories specific to the postpartum period inttveemain classification systems —



the Diagnostic and Statistical Manual of Mental@dgers, Fourth Edition, Text
Revision (DSM-IV-TR American Psychiatric Associatj@000) or ICD-10 (WHO,
1993). The term postpartum or postnatal depressiofien used by the general
public and health professionals to describe thayasf mood disturbances in the
postpartum. Moreover, classifications of postpartlisorders can be confusing, as
they can be co-morbid with each other and otheedlses. For example, studies
show that most women with PTSD following childbietso have depressive
symptoms (Alcorn et al., 2010), and women with dspion often have anxiety
problems (Matthey et al., 2003). In addition, magmen may experience
debilitating symptoms synonymous with one or mosaudiers, yet fail to meet all
the diagnostic criteria. For example, Czarnocka®lade (2000) reported that
24.2% of their sample of mothers showed signifieymptoms in one of the three
main symptom clusters of PTSD. Therefore, poténtiain 4 women could be
suffering mental distress after childbirth but migbt be identified by healthcare
providers because they do not fit criteria for aaider’. The way in which
postpartum psychological illnesses are classitiedefore has implications for
screening and treatment. Hence, the current pasarthe term postnatal mental
illness to cover PPD, postpartum anxiety disordeissD after childbirth and

postpartum psychoses.

Indeed, there are other reasons women ofterofgit the help or treatment
they require. Despite increased awareness abotrigiasmental illness, many
women feel it still retains much of its stigma armhsequently are less likely to
report any negative feelings after birth and atmatment (Wisner et al., 2002;
Shakespeare et al., 2003). Other barriers to rieggrbstnatal mental iliness include

concern about being regarded as a bad mother (MoC&rMcMahon, 2008),



symptoms being dismissed by healthcare providergaaniy and problems
accessing services (Dennis & Chung-Lee, 2006)ght bf this, it is important to
consider whether postpartum interventions andrireats are regarded as acceptable
by women. If the treatment is seen as acceptabiettigepatient is more likely to

seek help and adhere to treatment offered.

Given the popularity and accessibility of the VdaWwide Web (WWW), it
may be a viable and cost-effective way to offeoinfation and help to women
suffering various types and levels of postnatal malhess, many of whom would
not otherwise receive the treatment (Christensésrigfiths, 2004). Indeed,
evidence shows that web users who frequently sdardtealth information for
themselves tend to be women (Atkinson et al. 2008»men can easily access
information and self-help on postnatal illness whi@taining their anonymity.
Christensen and Griffiths (2004) found that incezbknowledge of depression and
interventions delivered via the Internet were asged with reduced depressive
symptoms. Furthermore, many studies support tieaey of online interventions
(Andersson & Cuijpers, 2008; Barak et al., 2008) anline support for depression
(Griffiths et al., 2009). The WWW could have thdeial to help women self-
diagnose, seek support and empower them to betiae participant in overcoming

their condition.

The WWW is therefore potentially a valuable reseuior women with
postnatal mental illness in terms of providing theith information, support and
occasionally online interventions. However, womad healthcare professionals
need information on which websites are reliablesé@ech has shown that patients
are more likely to trust websites recommended by ge/sicians (Griffiths &

Christensen, 2006). The WWW is also a potentiaus=e for healthcare



professionals in terms of building knowledge oftpasal mental iliness, accessing
screening and treatment skills. However, healtbrmation on the WWW tends to
be unevenly dispersed and users can struggle touiterstand, and use the
information (Benigeri & Pluye, 2003). Research be guality of information on
depression is conflicting, but there is a genevalensus that more evidence-based
information and advanced tools for assessing website needed (Griffiths &

Christensen, 2000).

Research into the quality of websites for postivatental illness is
extremely limited. Heringhausen and Montgomery (3G@2ected four websites on
PPD for review that they regarded as the best resswavailable for healthcare
professionals. All websites were reported as easyavigate, up-to-date, readable,
informative, and had unique features to help coresarand healthcare professionals.
Summers and Logsdon (2005) found that Google li88600 websites when the
term “postnatal depression” was entered. This t@a® entered into 11 search
engines and the first 10 websites were assessdacfasion. Thirty-four of the 36
websites found were assessed for content, techyalod) readability. Nearly a third
of websites contained an unacceptably small quaattiinformation on postpartum
depression and only 14.7% provided more than 75&rate information as
assessed by the web depression tool (WDT). More@te8% of websites included
misleading information, such as advocating hengatinents over medical care. The
technology of websites was generally poor withafudate links, poor graphics, no
references and disorganised or overwhelming inftonaThe Flesch-Kincaid
Grade Level score found that all websites had ejgatie or higher readability. This
means that for many users information would bediff to comprehend. This study

is the most comprehensive review of websites fdd RiPdate. However, websites



were assessed only for information on depressiomandther types of postnatal
mental illness. The rapidly expanding nature ofltiternet also means many more

websites are likely to have been created sincedhisw in 2005.

The WDT comprises of 33 content questions withgeso answers, for
example, “Depression is treatable” and 11 technotpgestions on a scale from not
applicable to strongly agree, for example “the infation contained in the site is
presented in a clear manner”. As Summers and loygsdte, the WDT has serious
shortcomings when evaluating web-based informatpercific to postnatal mental
health. To date, there is no web tool that meaquwsthatal mental health sites
specifically for postnatal mental illness infornmeati This study aimed to develop a
new rating system using evidence-based researcbuarght thinking on postnatal
mental illness. Furthermore, both accuracy of imfation and technology of sites
were considered separately, unlike the WDT thasaddres together. This study
extends the work of Summers and Logsdon (20051 pgdrrying out a more recent

review of websites and (2) using a more extensivdtidimensional rating scale.

In conclusion, there is a need for an up-to-datstesnatic review of websites
on postnatal mental iliness that uses clear rafiitgria and is evidence based. Also,
little is known about self-help, online support\dees and resources for sufferers
and this could be a useful adjunct to treatments $hidy therefore conducted a
systematic review of websites on postnatal mefitedss. Information specific to
postnatal mental illness was evaluated includimgpms, risk factors and impact
of the illness. In addition, the study looked ategning and treatment resources for
healthcare professionals and support serviceshstdfand further resources for
mothers. Website technology was rated on attribcdesidered to be important for

usability and accuracy. They weaathority, contact-ability, up-to-date, navigation,



presentation, advertisemengs)daccessibilityKapoun, 1998). Results provide the
top five websites recommended for (1) postnatal aleitess sufferers and (2)

healthcare professionals.

0o !

To identify relevant websites, a search of the W\W#é conducted using the
top four search engines (Google, Yahoo, Ask Jeeve8ag) which are used by
98% of web users (SEO Consultants Directory, 20019¢. key words “postnatal
depression”, “postnatal illness”, “postpartum degren” and “postpartum illness”

were entered into each search engine. The firstedisites found for each key word

and their hyperlinks were assessed for inclusiadherreview.

Inclusion criteria were that websites had to bawestvely dedicated to
postnatal mental health or have substantial inftionan postnatal mental illness
(defined as >500 words). Blogs were excluded fremew as they are typically
maintained by one individual presenting an onlirediOf the 117 websites that
met criteria for assessment, two had expired amedwas under construction. This
resulted in 114 websites being available for revidiebsites were evaluated
between November 2009 and April 2010 for accurdagformation, available help
and website quality. All websites were reviewediagad the end of the evaluation
period to check for updates. Five websites weteeably different in data or

presentation and were rated again.
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Rating scales were devised to measure accuracyasimation, available resources
and quality of websites. These are described balmvgiven in full in Appendix

3.1.

Information on symptoms, risk factors and impacpas$tnatal mental illness
was assessed using a combination of DSM-IV-TR (AcaerPsychiatric
Association 2000), existing high quality postnatental illness websites
(www.step-ppd.com) and current literature on pdsimaental illness. In addition to
DSM-IV-TR criteria for major depressive disorddretSTEP_PPD website lists
symptoms specific to postnatal mental iliness. tltscore for information was
calculated (range 0 - 76) on the basis of the slesdelow. Means of subscales

were used to determine the frequency and distohudf information.

Websites were scored for information presenteth thiree subscales: (1)
symptoms, (2) risk factors and (3) impa@ymptom&xamined whether information
was given about common symptoms of depressionggnyuerperal psychosis and
post-traumatic stress disorder. Websites thadiatsymptom scored 1 point per
symptom with a range of 0-15 for depression, Of@afwiety, 0-7 for puerperal
psychosis and 0-2 for post-traumatic stress disoiidaus, the range for all

symptoms was 0-30.

Risk factorscomprised of psychosocial, medical history andtamidl
considerations in predisposition to postnatal niel@ss. Websites that listed a

risk factor scored 1 point per risk factor withaamge of 0-12 for psychosocial, 0-8



for medical history and 0-6 for additional consatéyns. Thus, the range for all risk

factors was 0-26.

Impactwas divided into mother, infant and partner/famiyebsites that
listed an impact scored 1 point per impact witlarsge of 0-19. Impact on mother

ranged 0-9, impact on infant ranged 0-5 and impagtartner/family ranged 0-5.

Treatmentindscreeningnformation was recorded as a simple yes/no as the
majority of websites had limited or no informatidn.this area, websites that had
inaccurate or unsafe information that advocatezt@éitive treatments over medical

help were scored negatively (-1).

Additional resources for healthcare professionakss noted yes/no. For
websites to be included in top ranking for healtbgaofessionals they had to

include correct information oimeatmentscreeningandadditional resources

Further points of interest were noted as a yesinch as, encouragement to
seek professional help, assurance of recovery, ip@rhinformation on what to do
if experiencing thoughts of harming themselvesheirtinfant, prevalence, and

recognising that fathers can also experience ptadtmeental illness.

Readabilitywas assessed using the Flesch-Kincaid Grade Lewed for
each website. This is a widely used, reliable mesastithe literacy level needed for
a person to understand a specific text. The firsigraph of the website homepage
was imported into Microsoft Word. Flesch 2.0 fondows was used to assess the

text for reading age (Flesch 2007).



Websites were also scored on the number of supgsostirces offered for mothers
and comprised dfelf-help tools for mothersupport for motherandadditional
resourcesSelf-helptools for mothersefers to self-help information for mothers,
such as how to seek help, letters to doctors apohgatrategies. Websites were
awarded 1 point for each tool and scored out oSL@port for mothereeferred to
online and offline support and included email calinsy, helplines and group
meetingsAdditional resourcesvere classed as any other resource that mighdt assi
mothers and included links, book reviews and leaf[Ehese categories were
compiled through an initial assessment before ¢lieew commenced. Any extra
tools, support or additional resources that wesenled during the review were
added to the criteria. Subsequently, all previousliyewed websites were re-

assessed on this criterion.

Websites were rated on website quality, examinttrgpates important to usability
and accuracy. There were seven subscalgblprity, contact-ability, up-to-date,
navigation, presentation, advertisements, and aibaiy. Authority of the site was
scored according to whether the creators of thesitesbwere specified or not, with 1
point if websites acknowledged site creators afm @on-specifiedContact-ability
referred to whether users could contact the siteeowWebsites scored 1 point if

contact details were presented.

Up-to-datereferred to the website being maintained regulavisbsites were

scored on working links, date of information antkdisources. Websites scored 1 if



all links worked. When information was dated on trpzges the site scored 1. When

sources were cited websites were awarded 1 point.

Navigationreferred to the ease with which users could naeigssite.
Websites with a clear index on the home page thiatd to all pages on the site
were awarded 2 points. Websites that were relgtieasy to navigate, but needed
several clicks from the home page to access adpagored 1. Websites were rated
poor and scored 0 when it was very difficult to igate the site, due to no index,
confusing or hidden links, or requiring the vieweIuse the search option to find all

the information.

Presentatiorreferred to the visual presentation of the webSitebsites with
clear text, uncluttered and a picture on most pagae awarded 2 points. Mediocre
websites where information was well presented, &g tlearly than top websites
and had little if any pictures scored 1 point. Pwebsites that were confusing with
too much information on a single page, had disasgahlayouts and no pictures

scored 0.

Advertisementsan affechavigationandpresentatiorand alsaistract or
mislead viewers. Two points were awarded to websiiéhout any advertisements,
1 point to mediocre websites that had relevant dideenents and poor websites had
advertisements that were irrelevant to postnataitatéiness or made it difficult to

navigate and/or in the way of the text scored 0.

Accessibilityreferred to how much of the site was readily asibés to users.
Websites that required no fees or special softi@meecess information were

awarded 1 point.



To ensure the reliability of ratings, approximgt#0% of websites were
rated by an independent researcher. Using a ramdomber generator programme,
11 random websites were selected and rated usinggaiie rating system and
instructions (Daniels, 2010). A kappa test showetbderate agreement
(kappa=0.46, p<0.001). Discrepancies between ratiege largely due to poor site
navigation which meant the independent rater miggednation on some sites. In
some cases, whole sections of sites were misseéni@swas no link from the “home
page”, instead, sections were found by followingaas hyperlinks on different
pages or using the search feature. There werearatswr discrepancies due to raters

rating sites at different times.

(

The most frequently occurring sites using Googleawawvw.pni.org.uk,

www.apni.org and www.patient.co.uk.

) !
Figure 3.1 shows the distribution of scores fooiniation on symptoms, risk factors
and treatment given by websites. Seventy-five pgraemore of sites reported >9
symptoms (range of 0-26, M=13.05, SD=5.71). Mostjfrently mentioned
symptoms on sites were depressive (M=8.65, SD=3viih)tearfulness being
reported by 82.5% of sites and sleep disturbareesrted by 76.3%. There were
noticeably fewer instances of anxiety symptoms bdegrribed (M=2.19, SD 1.48)
or puerperal psychosis symptoms (M=2.03, SD 2.0i¢. majority of sites (86.8%)

did not mention PTSD symptoms (M=0.18, SD=0.51).

Seventy-five percent or more of sites listed =R factors (M=4.73,

SD=3.28). Only one site included all the risk fastand 19.3% of sites had none.



The most common risk factors listed were personémily history of psychiatric
disorders (66.7%), lack of social support (62.38hY recent stressful life events
(53.5%). Psychosocial factors accounted for masilte (M=2.74, SD=2.07),
closely followed by medical history (1.75, SD=1.58¥ditional risks were largely
absent with 83.3% of sites not reporting any (M40 2D=0.72). One website was a

notable outlier that covered a lot of risk factavsyw.postpartumdads.org.

Impact was the least occurring type of informatiath 38.6% of sites failing
to report anything about the impact of postnatahtaldliness on mothers, infants or
the family (M=1.95, SD=2.36). One or more impaatslee mother was recognised
by 43.9% of sites (M=0.92, SD=1.31); 30.7% of sresgnised >1 impact on the
infant (M=0.61, SD=-1.08); and 28.9% of sites radegd >1 impact on the family
(M=0.41, SD=0.75). The most frequent impacts mewtibwere delayed infant
development of cognitive skills, social skills, axpressive language (26.3%) and
increased instability in marital and family relatships (20.2%). Outliers for impact
were most notably www.mededppd.org, www.birthtraassaciation.org.uk and
www.medicinenet.com (see Figure 3.1). Overall, #rege of information given by
websites was low. Total score for information waes $um of symptoms, risk factors
and impact and had a possible range of 0-76. Howavctual range observed was 0-

40 (M=19.73, SD=8.39).



A range of help was provided for postnatal mernka¢ss. These included 15
different types of tools for mothers (e.g. screenasis, how to access medical
notes, advice, relaxation, coping strategies),@pstt services (e.g. forums, chat
rooms, telephone helplines, support groups, hosiesyiand 9 additional resources
(e.g. links, downloads, podcasts, book recommeniasitinformation leaflets). Full
details of tools found are given in the appendipgéndix 3.1). The range and
median number of tools provided by websites is showFigure 3.2. Iriools for
mothers >75% of sites reported >2 tools for mothers ot®{M=3.10, SD=2.31).

The predominant tool was standard self-help (5808%ites). Outliers were



Www.postpartumstress.com, www.patient.co.uk and wawda.org.au. lsupport
for mothers>75% of sites offered >1 support out of 8, with484 having 0 services
(M=0.89, SD=1.20). Telephone support was the predamt support (28.9%). In
additional resources>75% of sites offered >1 resources out of 10 (N82
SD=1.5), withlinks being the most frequent (59.6%). Total score f@ilable help
was the sum of mothers’ tools, mother support atditianal help (M=6.06,

SD=3.65). There were two outliers, www.patient.&cand www.panda.org.au.

12

107 o

. 1

I I I
Tolel score [or inforwelion on  Tolel score for informelion on paolher  Tolal score for informelion ok
wrothers tools support edditionzl help

Figure 3.2 Boxplots of self-help tools, support anddditional help offered by websites
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Most sites scored high on website qualitytharity; 91.2%, ontact-ability, 98.2%,
navigation very good 56.1% (mediocre 28.1% and poor 15.8&ertisements
very good 67.5% (7% adverts and 25.4% inapprophiatiee way) andccessibility
91.2%. Sites tended to score lowerldmto-datequality; 17.5% (links working
60.5%; info dated 53.5%; sources cited 28.93gsentationvery good 27.2%
(mediocre 57% and poor 15.8%). The top 25% and &D8fies scored 9 out of 11
(M=8.18, SD=1.93). Outliers with poor quality were&ww.mededppd.orgnd

www.babyworld.co.uk.

Many sites had information on treatment (71.9%)7%6had screening
information and 22.8% had additional resourced&aithcare professionals. Only
one site had inaccurate information (www.answers)¢cavhich was due to user-
generated content. Many sites encouraged useeskopsofessional help (80.7%)
and assured users of recovery (75.4%). HoweverhBaprominent information on
what to do if thinking of harming self or infant §96). Eighty-four percent of sites
stated the prevalence of postnatal mental illnesghimiranged from 10 to 50%.
Two sites were aimed exclusively at fathers who a@gtnatal mental iliness, or
whose partners had postnatal mental illness (wwstgastumdads.org and
home.comcast.net/~ddklinker/mysite2/Welcome_pagg.hithese were separate
sites but had largely identical information. Regdievel ranged from 5.54 to 24.08
and had a mean of 12.86 (SD 4.71). Only 10.5%te$ ¢iad a reading level of 8 or

below as recommended by health education expers&-2004).



To be rated as a top website for healthcare proiesis, sites had to rank in the top
25% for information, top 25% for website quality aaldo include information on
assessment, treatment and additional resourcée#dthcare professionals. Only
two sites met these criteria, so sites withoutessent, treatment or additional
resources were then included. To be rated as siteofor women suffering with
postnatal mental illness, websites had to rankentop 25% for information, website
quality, tools for mothers, support for mothers additional resources. Top

websites are given in Table 3.1.

To check the reliability of website rankings, réswere scored again with
slightly different criteria, where presentation vgigen a stronger weighting. Results
showed only a small variation from the top websitésally identified thus lending

support to the validity of the rating scale (see égqix 3.2).

Table 3.1 Top five websites fohealthcare professionals and mothers with
postnatal mental illness

Healthcare professionals Mothers with postnatal mental illness
1  www.postpartum.net www.panda.org.au
2  www.postpartumhealthalliance.org www. hapis.org.uk
3  www.babybluesconnection.org www.postpartumheaiinatie.org
4  www.postpartumsupport.com www.postpartum.net

5  www.postpartumeducationandsupport.com  www.pndszaco.
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This review identified over a hundred websites ostpatal mental illness,
although the content and quality of websites vawetkly. Information on most
websites was incomplete and focused on symptortigrrthan risk factors or
impact. Few websites had tools, support or additioesources for mothers. Many
websites had information on treatment, but it wasegally superficial. Moreover,
websites infrequently presented screening andiadditresources for healthcare
professionals. Most websites assured users of recanel encouraged seeking
medical help, nonetheless sites rarely had prominé&mimation on what the user

should do if they have thoughts of harming themsebretheir infant.

Half of the websites reviewed were of good tecbgiglal quality, but not
always good for information or support servicesefBhwere many useful websites
on postnatal mental iliness, but no one websitefaaisd that covered everything
i.e. accurate and detailed information, supportvaebsite quality. This study
highlights those current websites that would betrassful for healthcare
professionals and sufferers. Healthcare profesiaaa use the recommended
websites to increase their understanding of postna¢ntal illness and advise

patients on quality online resources.

Information was often incomplete and tended talb@ut symptoms,
predominantly depressive symptoms, such as teadsii@overage of other
symptoms of anxiety, puerperal psychosis or PTSB mviamimal. This could
reinforce the misconception that postnatal mefitass is solely depression or

simply an extension of the “baby blues”. Informatior healthcare professionals



and women self-diagnosing should also present gnaiel PTSD symptoms which
also affect many sufferers. Accurate informatiorairsymptoms is essential for
healthcare professionals screening for postnatatah@éiness and sufferers and their

families deciding whether to get help.

Information on risk factors and impact could heith screening and
prevention of postnatal mental illness. Unfortuhateebsites did not commonly
include information on risk factors and this cobk/e repercussions for antenatal
populations looking for information on preventidmpact was even more
infrequent, which means websites are failing tornf users of the consequences of
untreated postnatal mental iliness. For examplermmétion on the detrimental effect
of postnatal mental iliness on the mother, infard &amily may make women more
likely to seek help. Similarly, the level of resoes for healthcare professionals was
poor, information on treatment was generally suptfand screening and
additional resources were infrequent. Encouraginglyst websites assured users of

recovery and encouraged seeking medical help.

Websites often presented basic information onlsdlh. This type of self-
help was usually advice on self-care e.g. sleemeder possible, eat healthily,
exercise, and rest. There were some sites witmpally more useful information -
these provided practical help and tools for mothemctively tackle their illness.
Practical help included online tests, letters taltheare professionals, how to gain
access to/understand medical notes, what to dagetithcare professionals, how to
seek help, tips for family and prevention. Otheisancluded relaxation techniques,
coping strategies and positive thinking. Futureaesh should explore if and how
such tools help women. For example, research cowohime how women use true

stories, myths of motherhood and stigma informatiResearch could also explore if



and how information on the myths of motherhood ehmen develop a more
realistic idea of what a “good mother” is and wiaé information on stigma plays

in encouraging women to seek professional help atmlfrom friends and family.

Nearly half of websites offered one or more suppervices, with telephone
support predominating. Referrals, home visits, gestmessaging and chat were
largely absent. Nearly a quarter of websites offgm®up meetings and a few
offered forums and email/letter support. Online suppras mostly run by
volunteers from professional and personal postmaggital illness experience
backgrounds. Given the disabling nature of postmaémtal illness, the WWW has
the potential to inform and support sufferers inrtbevn homes, provide anonymity
and is readily accessible. There is a striking rfeednore online support, although
one obstacle is cost. During the study one sitep&d their services due to lack of
funding. However, given the cost of postnatal miefiteess to the health service, the
WWW has the potential to be a cost-effective medngeatment. Further research is

needed into the efficacy of online tools and suppor

Many websites scored high on website quality vioerte not always
accompanied by high quality content. Some web#itgisscored highly for
information and resources had to be excluded fecommendation due to poor
website quality. For example, MedEdPPD had outstaniciformation and unique
multi-media resources for healthcare professiomatdiding slide libraries, patient
videos, interactive case studies, screening tould@econferences. However, it
scored exceptionally low for website quality. Iristingly, the site was divided into
two sections; professional information and mottzard others. The ‘Mothers and
others section’ would most likely be confusing amtouraging for sufferer's due to

poor navigation, presentation, some dead linksaalvértisements that hinder use.



The professional section had easier navigationstiiscored poorly on quality.
Despite not being recommended on the basis of quaality, healthcare
professionals who do not mind overcoming the tetdgyodifficulties could benefit
from its features and resources. Future reseamhicglexamine the purpose of sites

and their intended audience.

Another site that could have been in the top Was STEP_PPD, the site
used for its up-to-date evidence based knowledgmsthatal mental iliness and top-
guality website technology. The site did not me#égda as it did not present in the
search engine results. In fact, further investagashowed it was not present in the
first 60 pages of Google search when the searofsterere entered. However, the
site had outstanding information and resourcesdaitthcare professionals. If the
creators have not already done so, it is recomntetige they register their site with
the top search engines, ask similar websites tadirtkeir page, and write articles
for other websites that would provide a link bagkHeir site to increase hits. Search
Engine Optimisation (SEO) should also be consideBedrch engines determine the
results of a search based on the relevance of padles search terms entered. SEO
means that to optimise the volume of traffic a ge&s, namely by presenting in the

top results of a search, sites have to registevaelt keywords.

Summers and Logsdon found 83,600 websites whemiegt‘postnatal
depression” into Google search. The same seartinsistudy yielded 1,360,000
results. Therefore, the Internet and interest stietal mental iliness has grown
considerably. Nevertheless, the findings of thes@mné review broadly confirm
Summers and Logsdon’s findings that information wasmplete and had problems
with technology. Interestingly, Postpartum Suppotérnational

(www.postpartum.net) was one of the top-rated websn both Summers and



Logsdon’s study and the current review. Furthermioréhe present review only one
site presented misleading information compareatw in the Summers and
Logsdon study. Further research into sufferer’s ggpees of using the Internet and
website resources will reveal if this increasediobas helpful or makes searching

and choosing websites even more daunting.

The recommended reading age for health informdtiothe general public
is 13-14 years, yet 89.5% of the websites exceddsdFreda, 2004). Indeed, the
majority of websites required the reader to havkege graduate or higher literacy
skills. These results have striking implicationghat many readers would find these

websites incomprehensible.

Before drawing conclusions, a number of limitatiomsst be considered. The
first is that the WWW is constantly changing angaxding (Berland, 2001).
Therefore, this review provides information on wdssthat are likely to change
over the next few years. Recommendations of togsitedbmay therefore date
quickly and regular updates will be necessary. tedlto this is the second
limitation, which was the moderate inter-raterabllity for ratings of websites. This
was mostly due to poor navigation of some sitesraimimal attribution to websites
being further developed or modified in the timewss#n the researchers and the

external rater evaluating them.

Other minor limitations are that websites were eddor support services
offered, but the quality of these services wasmgstigated. Also, the country of
origin was not considered in scoring and some stgeovices are area specific.
Sponsored articles, such as information that prechdtug companies, were not

accounted for. Only the first 25 results from theetnet search were included and



these results are based the algorithms used setireh engine and are thus
influenced by the previous searches made on th@etan This means that search
results will differ between users. This study triedninimise any search bias by
using a “neutral” public computer. However, it slibbe noted that women using

the Internet may access a variety of differensdgit@t may not be included in this
study. Future research should address these liomgand provide a detailed
account of services offered and how users utilisbsite features. For instance, there
has been no investigation into the search termienewith postnatal mental iliness

use or how the use of search engines might vaty dgmographics.

Research in the future using the web tool we dgezlavould be advised to
address other considerations in its refinement. iGGilkiat there is little research
supporting the efficacy of using online supporpuld a measure of whether a
website encourages user to access local serviegdraernet resources be included?
Can sites be scored specific to symptom severityagndte offered? How should
sites that are interact be measured? What are iamdeatures of sites that address
antenatal mental health or perinatal mental hesdta whole? Would it be helpful to
list symptom-specific sites, i.e. for PTSD? Furthere, it would be interesting to

compare the WDT and our rating scale.

The strengths of this review are that it examiadarge sample of websites,
scored information specific to postnatal mentalais, and was the first to examine
available help for sufferers and healthcare prodesss. The top five websites for
healthcare professionals and sufferers have beemraended. Key findings were
that information was largely incomplete and difficta read, available help was

limited and website quality variable. Websites nteble created with accurate and



more detailed information, support and website i(ppalhese websites should also

be constructed around knowledge of how suffereesneb resources.
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Many women with postnatal mental illness do nottgettreatment they need and
this is often because stigma prevents disclosure.plrpose of this study was to
explore online social support for postnatal meititass, how women experience
stigma and potential disadvantages of using Intdamems. Interviews were
conducted with fifteen participants who had suffiepestnatal mental illness and had
used forums. Systematic thematic analysis idedtd@mmon themes in relation to
social support, stigma and disadvantages of usingrfs. Most women felt they
benefited from visiting forums by developing a sthunderstanding and discourse
about their illness. Findings suggest future regeahould investigate if women
benefit from using online social support providgdidrums, if use challenges

stigma and further explore potential concerns abeirng forums.



Postnatal mental illness is a global health conestim well-documented
negative effects of postnatal mental illnesseshenrfant and mother (Almond,
2009; Letourneau et al., 2012). The most commoordéss are depression and
anxiety disorders, which affect between 10 and 20%amnen (Ayers &
Shakespeare, 2015). Stigma can delay help-seekthghrany women feel postnatal
mental illness is stigmatised and do not want tgd®n as a “bad mother” and this is
often cited as a barrier to care (Dennis & Chung;12906; McLoughlin, 2013;
Weiss, Ramakrishna, & Somma, 2006). Stigma carxtegrel or internal. External
stigma is the extreme disapproval of a persongroap of people due to a
characteristic that is considered abnormal or kigihidesirable by society (Goffman,
1963). Internal stigma occurs if the stigmatisedvitaial agrees with the external
stigma and applies the negative appraisal to thieeséhus internalising the stigma

(Corrigan, Rafacz, & Ruisch, 2011).

Online social support via forums could offer an ogpnity for stigma
reduction through education and identification vather people with the same
stigma (Crabtree, Haslam, Postmes, & Haslam, 2(Ré€juced stigma correlates to
increased help-seeking behaviour often througreased disclosure, normalising,
and framing the problem as an illness (Clement. e2@15; Makkarala, O'Brian &
Siegel, 2016). There are hundreds of websitesinffenformation on postnatal
mental illness and some provide forums (Moore & By2011). Some research
suggests that women may benefit from the social@ipqmm forums for postnatal
depression (Alang & Fomotar, 2015; Evans, Donellé&j#ne-Loveland, 2012).
Furthermore, some research suggests that womernwveayame stigma by posting

on forums and this in turn leads to disclosuredaltincare professionals



(Kantrowitz-Gordon, 2013, Moore, Ayers & Drey, 2018ometimes forums may
provide misinformation or enable social avoidancbung, 2013; Lawlor &
Kirakowski, 2014). This study aimed to explore warseexperiences of social
support and stigma and possible disadvantages utiiesmg a forum for postnatal

affective disorders.

0 !

A qualitative study using semi-structured intervselw explore women's
experience of using forums when they had postnagattahillness. Women were
recruited by advertising on parenting websitesianlision criteria included; self-
reported postnatal distress, they had used foromsotial support and were a UK
resident. There was no inclusion criteria for numddechildren or time since birth to
maximise the sample. The interview schedule wagded to explore forum use and
experience of postnatal distress (see Appendixof.the interview schedule).
Current symptoms were assessed using the Hospitaé#y and Depression Scale
(Zigmond & Snaith, 1983Ethical approval was acquired from the University
Research Ethics Committee (Appendix 4.2). Intergiewere conducted between

07/2011 and 12/2011 and lasted between 30 and ird@as.

Transcripts were analysed using thematic analgsigentify the main
themes emerging from the interviews (Braun & Cla@®06). Transcripts were
coded by the first researcher in collaboration @itenior researcher (SA) and
themes were generated and defined in relation toefearch aims. Themes were
then reviewed and refined with the senior researithereate a coding schedule. The

coding schedule defined each theme, provided motdé®w to identify when the



theme occurred and gave examples. All interviews\leen coded again using this
coding schedule. The qualitative data analysissgasiucted using computer

software NVivo (QSR International Pty Ltd. 2010).

Eleven participants reported that they were diagdasgth postnatal mental
illness (depression, n=6; post-traumatic stresS).rn=our participants stated that
they were not professionally diagnosed, but betiehey experienced postnatal
distress. Most participants had recovered by the tf the interview, only one
women reported moderate symptoms of depressiompahlicipants were White and
most were married (n=13), had a graduate or padigte level of education (n=10)
and reported accessing forums two or more timesekyn=13). Women’s ages
ranged from 20-48 years of age (M=32.6, SD=6.7)taedime since they had their
child ranged from six months to 10 years (M=28.Athe, SD=34.4). Participants

are identified by their number and diagnosis.

$

To check reliability of coding, 10 themes and 5tgsdor each were coded
by a third researcher trained in thematic analéi). This found a percentage
agreement between coders of 94%. Two major therses mentified: Social

support and stigma; and Disadvantages of forum use.



The majority of mothers described how forums prodidecial support and
suggested an online community of sufferers andiwony actively and passively
engaging in a shared voice in cyberspace. Thiseéhmmprised of two sub themes

(i) anonymous and non-judgemental support anch@i)alone.

4.4.2.1.1 (i) anonymous and non-judgemental support
The majority of women visited forums to reduce thieelings of inadequacy

and perceived stigma from others:

they could put it on there because of anonymitydglyeally knows who you are
and everyone who'd obviously on there has postuigatession so there's no stigma

because you're all sufferin@6; depression)

the best thing about the Internet is you can researlot of these things and nobody

knows you're doing i{9; PND)

For some women, this was the first step in enaldifigne disclosure:

| was looking for reassurance to know that somel®sly is going through the same
thing as you and you realise that you're not almaeise when | first got diagnosed |
kind of felt like | shouldn't tell my friends 'caukm the only person in the world to

have gone through th{d0; depression)

| didn't even go to the doctor originally becaugasdt thought you know it's just me
it's only by going online looking up you know sdrsymptoms and looking up PND
and things and it made me realise oh it's not justta actually a real problem and

not just something in my head 341



4.4.2.1.2 (ii) not alone

As women identified with others they developed adarstanding of their
symptoms as aitiness.This enabled them to challenge internal stigma ttiey
were to blame for being ill, thus lessening feediod guilt and promoting help
seeking behaviour. Women often gained a new urateistg of themselves as

having areal condition with hope of recovery:

you can actually feel quite isolated but if you l@okthe Internet there are actually
a lot of people out there who have been througtt and it it's actually sounds
horrible but it's quite nice to that there are ettpeople there who are going
through it as well...and certainly the ones abitiet medication | wouldn't have

taken, | wouldn't have taken it if I'd not read ra@bout it(5; PTSD)

| felt this huge relief that somebody else had gbneugh this. | guess it made me

feel like I'm not just a complete failure, it was ilness(11; depression)

Many women felt supported even if they did not\aii participate on
forums. One woman who did not interact on forumscdbed how she still felt part

of the community:

it does make you feel like part of a community astcon your own(5; post-

traumatic stress)

There were two instances of negative experienceéshaae women expressed that there
were times when using forums may do more harm ¢foadl. This comprised two sub

themes (i) forum moderators and (ii) knowing whemise forums.



One negative experience occurred because the fmasmot moderated:

| had one very negative experience on my own sitéong after | had set it up
actually I think | got quite an abusive messagedat day on, | can't remember
what i'd put on the page that day but | got an arisnessage left on it saying |

ought to be disgusted with what i'm doii®; depression)

Women described how they chose forums that provasheatmosphere that

was trustworthy, non-judgemental and monitored.

[it] could get negative if you start talking to tingong person, who sort of offended

you or wasn’t very sensitive, that could be disas$i(14; post-traumatic stress)

One mother describes how she was discerning insthg@ forum:

| just felt they were judgemental, it didn't feedade place to go, it felt like you
couldn't be sure that anybody there would be urtdaing, and actually if
somebody did write something horrible to you thatould be stoppe(d;

depression)

L " # $
A few women described how sometimes forums mada fieel worse.
These women described how they managed this bgmnédng when forums help

and when to avoid them.

it's a double-edged sword really, you find thatgeaare going through the same
thing as you and having similar experiences, buatetimes that almost makes you
wallow...it can add to your negative thoughts, amehtit doesn't necessarily help

you especially if you're having a really bad d@y depression)



when you read through other peoples’ experienceksitlike written in the first
person it's quite sad to see that they've been ¢iv@omething as bad as what
you've been through and um although you want tevikthe end result and that it is
all gonna be okay at the end of it (pause) it'sedepressing to have to kind of read
stuff like that and | had to make sure that I'd gyoie to do that cause | try not to
think about it too much because | just find theeriggondered on it them, the worse

my feeling would be for that day & ! 1

& 2

The majority of women suggested that their intestigima was challenged by
social support in forums that expressed an altemndiscourse about postnatal
mental illness. The anonymity and non-judgemerdeiat support may have made it
an acceptable way to challenge internal stigma tiirawrmalisation, validation and
separating the illness from their identity as almeot Most women reported that
engaging either actively or passively with thigwal "voice” empowered them to

disclose offline. A minority of women explained @gige experiences.

The findings are consistent with literature sugiggsthat members benefit
from forums and they may lessen internal stigmalj@ee, 2010). This exploratory
study points towards some ways that forums mayemge the stigma women with
postnatal mental illness may experience. Findinxgsnel previous research by
providing a unique perspective of the interactiohgromen engaging in a collective
shared “voice”. Unlike previous studies, some fidssisks to women have been

highlighted. It may be important for women in te@mple to recognise times when



reading forums can be of benefit and times whearitbe detrimental rather than

issues with overuse (Lawlor & Kirakowski, 2014).

There are reasons the sample may not be reprasensample size was
small, self-selected, White, mostly educated and @momay have been more
proactive in seeking social support. However, fiigdi prepare the way for research
that explicitly examines if there is an online ceptualisation of postnatal mental
iliness that reduces stigma and if so, how womemg®agvith it. There may be
concerns about using forums for postnatal meritedss which should be explored

further.
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Background: Perinatal mental illness is a global health conckeowever, many
women do not get the treatment they need to rec®@@mne women choose not to
seek professional help and get no treatment bed¢hagdeel stigmatised. Online
forums for various health conditions, includingipatal mental health, can be
beneficial for members. Little is known about téerthat online forums for
perinatal illness play in reducing stigma and sghset disclosure of symptoms to
healthcare professionals and treatment uptake.

Objective: This study aimed to examine stigma and disclosuferums and
describe any potential disadvantages of forum use.

Methods: An online forum for mothers was examined and 1548sages extracted
from 102 threads from the antenatal and postnafakdsion section. These
messages were subjected to deductive systematmatiweanalysis to identify
common themes regarding stigma and disclosureropgyms and potential
disadvantages of forum use.

Results: Two major themes were identifiestigmaandnegative experiences of
disclosure Stigma had 3 subthemes: internal stigma, extetigtha, and treatment
stigma. Many women were concerned about feelirggdikbad” or “failed” mother

and worried that if they disclosed their symptoma healthcare professional they



would be stigmatised. Posts in response to thep&etly encouraged women to
disclose their symptoms to healthcare professicaradsaccept professional
treatment. Forum discourse reconstructed the idgabgiotherhood as compatible
with perinatal mental iliness, especially if theman sought help and adhered to
treatment. Many women overcame stigma and reptiatithey had taken advice and
disclosed to a healthcare professional and/or taieatment.

Conclusions:Forum use may increase women's disclosure to lveaéttproviders

by challenging their internal and external stigmd this may strengthen
professional treatment uptake and adherence. Hona¥ew posts described

negative experiences when disclosing to healthwarfessionals.



Perinatal mental iliness is a global health conesghincludes antenatal and
postnatal depression and anxiety disorders, pastirtic stress disorder after
childbirth, and adjustment disorders. Perinatareegion has a prevalence of 12%-
20% (Leung & Kaplan, 2009) and perinatal anxietgett 2.6%-39% of women
(Leach, Poyser, & Fairweather-Schmidt, 20Posttraumatic stress disorder after
childbirth affects 3.17% of new mothers and 15%igh-risk groups (Grekin &
O'Hara, 2014). If these ilinesses are not tredtexte are well-documented adverse
outcomes for women, infants, and families (Letoatnet al., 2014). Detrimental
maternal outcomes include substance abuse ands(i®ennett et al., 2004) and
untreated antenatal depression is associated watm@tal depression (Grekin &
O'Hara, 2014). Negative infant outcomes includesttgymental and cognitive
delays (Field, 2001; Bergman, Sarkar, Glover, Oi@on2010), preterm delivery
(Ding et al., 2004), and an increased risk of behaal and attachment problems
(Stevenson-Hinde, Shouldice, & Chicot, 2011).

Women with perinatal mental iliness often fail zeive treatment despite
treatment being available (Dennis & Chung-Lee, 2008ten this is because women
choose not to disclose and seek help from theithezae provider. Poor knowledge
of medical conditions is one reason some peoplebedgss likely to recognize they
are ill and therefore less likely to seek help fdoChristensen, & Griffiths, 2006).
Some women have poor health literacy about petinaatal illness and problems
relating professional health information to howytlegperience the illness
(Tommy’s, 2013). In addition, there can be a misemtion about what perinatal

mental illness is, and women may find it diffictdtdistinguish what is a healthy



emotional reaction to the transition to motherhaaod what emotions may indicate a
mental illness (Bilszta et al., 2010). These issu@scontribute to stigma.

Stigma is an extreme disapproval of someone or gobpeople because of a
certain characteristic; it can present as extestigina where the general public holds
a stigmatising attitude. It can also present amall stigma where the stigmatised
individual believes this negative appraisal andiappt to themselves. There are
high levels of external stigma in the general papah and internal stigma has been
identified in approximately a third of people wibvere mental illnesses (Crisp,
Gelder, Rix, Meltzer, & Rowlands, 2000; West, Yan®siith, Roe, & Lysaker,
2011). There are well-documented negative outcdoraadividuals with mental
illness because of external stigma such as saadlgon, discrimination, and fewer
life opportunities (Corrigan, Druss, & Perlick, 2D1Similarly, internal stigma has
been associated with low self-esteem, reducedadisc?, and reluctance to seek
treatment (Corrigan et al., 2014; Rodrigues et2al1,3).

Thus, some women may think others will view thergateely for having a
mental illness (external stigma) and may also lieel about themselves for having a
mental illness (internal stigma). Stigma is a majarier to disclosure and help-
seeking in the perinatal period (Bilszta et alJ@0Maloni, Przeworski, & Damato,
2013). Some women feel stigmatised not only becthesehave a mental illness but
principally because they are a mother with a mahtelss. This two-fold stigma
means they are concerned about feeling like, amdyls®en by others as, a “bad
mother” (McLoughlin, 2013). Women with perinatal m& illness have unique
concerns related to their maternal identity; theyworry that having a mental
illness would result in negative consequences asaocial services involvement,

loss of custodial rights, and hospitalization (Btal., 2012; Edwards & Timmons,



2014; Hanley & Long, 2006). These features of stigran contribute to reluctance
to disclose symptoms (Kingston et al., 2015). Aleystic review and meta-
synthesis identified stigma and concerns aboutlchistody as a key barrier to care
for postnatal women (Megnin-Viggars, Symington, lowv& Pilling, 2015) Many
women avoided disclosing symptoms to healthcareigeos, as they did not want to
be diagnosed as having a mental illness. They wdontbe seen as coping and were
worried they would lose custody of their child slibthey disclose.

People suffering from stigmatised illnesses areentigely to turn to the
Internet for help (Berger, Wagner, & Baker, 2005ll&id & Fintak, 2002). Studies
have detailed the benefits of using online soaigp®rt for a variety of health issues
(Mo & Coulson, 2002; van Uden-Kraan, 2008). Theinét could provide a unique
avenue to reduce stigma in terms of knowledge #rdde. It could provide
information about perinatal mental illness that veoneould relate to. This could aid
disclosure by increasing women's health literacyualperinatal mental illness and
enable them to recognize that they have a problem.

There are thousands of websites dedicated to parma&ntal health and
many online support groups or forums, but littl&m®wn about how members
engage with them (Moore & Ayers, 2011; Teaford, @p§ McNeish, 2015). A
content analysis by Evans et al. (2012) of an endimpport group for postnatal
depression reported it was non-judgmental. Thenigpuovided emotional,
informational, and some instrumental support. Pest®uraged users to contact a
healthcare provider and take medication; there werposts containing negative
experiences with healthcare providers. Similanhgther content analysis
documented how online support forums for lesbiaitls postnatal depression

provided social support (Alang & Fomotar, 2015).nlavomen were reluctant to



disclose and seek help because of the stigma ofj lselen as an unfit mother and
fear of the child being taken away. In additionte stigma around their mental
illness, women felt stigmatised because they wenedsexual. The dichotomy of

“good mother” “bad mother” deterred help-seekingdour; it is plausible that this
may be because it increases internal and exteigaia To some women the idea of
a “good mother” is not compatible with mental ikse similarly, having symptoms
of perinatal mental illness such as bonding proklenthinking of harming your
child can make women feel like a “bad mother” (Magblin, 2013).

A discourse analysis of an online forum for posiypardepression reported
how it provided a place for mothers to confessrthleame about having perinatal
mental illness (Kantrowitz-Gordon, 2013). This eliedbmany women to overcome
the stigma of being mentally ill and not meeting éixpectations of a good mother.
Women found that no one talked about this offls@they constructed an online
dialogue with other forum users that expressedthagteelings around motherhood.
Nevertheless, it is important to note that somemecesearch suggests online
support groups may not challenge stigma enougfféotar change help-seeking
behaviour (Chung, 2013). Excessive participatioanfine support groups could
also be a form of social avoidance and preventalisce and foster over reliance on
forums (Lawlor & Kirakowski, 2014). Internet forunfisr perinatal mental health
have yet to be researched to see how using foruamysmorease disclosure of
symptoms and help-seeking behaviour. Forums maledge stigma by providing a
unique source of experiential information and acefar women to disclose and

seek advice anonymously without fear of being stitised. Posts on forums may

challenge stigma and provide positive discourseaigperinatal mental health. Posts



may also provide encouragement for women to seeladhere to professional
treatment by challenging external stigma.

This study aimed to investigate if and how perihatantal illness forums
might overcome the barriers stigma presents to seomeen with perinatal mental
illness when seeking help from healthcare profesdsoand to see if there are

possible disadvantages of using forums regardisgasure and stigma.

Forums were identified using the three most popularsearch engines
(Google, Bing, and Yahoo) that are used by 98.88Web users (SEO Consultants

Directory, 2010). The text searches were “postrdgaression,” “postnatal forum,”
“postnatal anxiety,” and “birth trauma” and entenet each of the search engines.
The first 25 websites and their hyperlinks wereeassd for inclusion in the study.
Inclusion criteria were as follows: (1) they hatbeum or message board dedicated
to antenatal and/or postnatal mental health, @) ttad been active for the last 6
months, (3) the forum had more than 50 membersné$sages could be viewed by
non-members of the group, and (5) moderators gaveig&on to research their
forums. Nine forums were contacted but only 1 formederator gave permission to
research posts. The forum moderator was from “Mutisoee of the largest
websites for parenting advice and has active forwitisbetween 1.2 and 1.7

million members (http://www.mumsnet.com). There ev28 “talk topics” that

contained between 1 and 273 forums. The forumaeddir antenatal and postnatal



depression was dedicated to perinatal mental haatttwas used to draw the data

for analysis.

Nineteen forum moderators were contacted and wrgggmission from 1
moderator was obtained. Visitors were informedhefmature of the research and
their right to withdraw their data via a promineigclaimer on the forum. A link
from the site provided details about what data v&ken from the site and how the
information was used. The study was retrospectivaevoid influencing the
participants’ interactions. Confidentiality was nraked by ensuring the anonymity

of participants by replacing their user names wghudo names.

All messages on the antenatal and postnatal foruwelea January 2013 and
June 2013 were included for analysis. This comgrifel 546 messages retrieved
from 102 threads. The average number of postshnead was nearly 28. These
threads and messages were copied into MicrosoftiWes and stored securely for

data protection purposes and because forums camgde at any time.

The study received ethical approval from the Sclodélealth Sciences

Research Ethics Committee, City University Londapfdendix 5.1). Precautions



were taken to ensure the safety, dignity, and sigiiparticipants in accordance with
the 2007 “Guidelines for Ethical Practice in Psyolgacal Research Online” as
outlined by the British Psychological Society (TBtish Psychological Society,
2007). Consideration was given to the nature aherprivate and public spaces,
anonymity, confidentiality, valid consent, and tight to withdraw from the study

(Moore & Drey, 2014, see Appendix 5.2).

Discussion threads were examined using deductistesatic thematic
analysis from a realist stance (Braun & Clarke,@0Threads were copied into the
qualitative data analysis computer software NViGoahd threads were read and
reread before generating initial codes (QSR Intewnal Pty Ltd. 2012). Themes
were generated from patterns in the codes and weltgled when they were
frequent, appeared important to posters, and vebaged to the research aims. The
principal researcher had experience in qualitaivalyses and met regularly with a
senior health researcher (SA) to discuss analysis,increasing reliability of codes
and themes. The whole dataset was recoded whersheare defined and codes
were organized to address the research questi@tgofa, disclosure, and messages
that could potentially hinder women seeking helpe Pprincipal researcher
developed the interpretation of themes and fin@rpretations were agreed by

consensus of all authors.



Two major themes were identified: stigma and negatxperiences. Stigma

had 3 subthemes: internal stigma, external stigmd treatment stigma.

The majority of women disclosed their symptomstwgirtfirst post and often sought
advice on diagnosis, on whether they should cort&ealthcare professional, and
on healthcare providers’ attitudes to illness ardtment. Nearly all the replying
posts urged women to contact their healthcare gessiand often reassured women
who had concerns about approaching healthcaregsiofeals. Women were
frequently encouraged to honestly disclose themmmpms to healthcare
professionals and take professional treatmentexdferhis theme comprised 3
subthemes: (1) internal stigma, (2) external stigamal (3) treatment stigma.
Messages that started a thread are labelled (Ipiftoal post and it includes
subsequent posts in the thread made by the ipister. Posts labelled (R) are

replies to the initial poster and posts that adsidther posters in a thread.

% &

Internal stigma was coded when women wrote abait stigmatised
attitudes towards themselves, such as feelingsaafequacy as a mother. Many
women used the forum to disclose shameful feelafggn hidden from others such

as feeling like a failure as a mother, wantingei@avie the baby or family, intrusive



thoughts of self-harm and child-abuse. They felt thare was no place offline to
talk about the negative side of pregnancy and mibtiwel and valued the non-
judgmental space offered by forums. Replies wetenafeassuring and challenged
internal stigma by stressing that these feelingewart of the illness and not

indicative of failure as a mother:

I'm not very compassionate towards myself or acegmif the fact that | was ill

(rather than just being crap)R]

You haven't failed!!! The illness is making younkhihis way[R]

%

External stigma comprised the concerns many woraerabout how
healthcare professionals would think that they vueaelequate mothers if they
disclosed symptoms. Members perpetuated a strotyewf advice that urged
women to contact a general practitioner, midwifehealth visitor even if they did
not ask for it. Half of all women who had not dssd to a healthcare professional
when they first posted replied that they had sopgbitessional help following

others’ encouragement (n=15):

Thank you have rung the doctor. Think | just neestedeone else to tell me to do it.

[1



Nearly half of the women who posted did not replgay if they had taken
members’ advice, and one woman refused to disttoaéhealthcare professional.
Women were often reluctant to disclose to theiltheare professionals, as they
feared being seen adbad motheand that their baby would be taken away or social

services would intervene:

| have seen the perinatal team and dr previoushkind of played down my feelings
as | am scared that if I show | am not coping withh moods then they might look

down on me, see me as an unfit mother and pass@enecosocial service$l]

Anyone got any experience with this - what didyteadhe DR? What was their
approach? Were you made to feel like a bad mum/talra? Were you strictly

monitored/referred to social services aft¢lf?

Most replies to these posts were reassuring, shpagitlve experiences of
disclosing, and stressed getting help from a heaféhprovider was the best course

of action:

If you are seeking help and trying to sort it teagbod. There's no reason to take

your baby. | was honest with my gp. Nothing badoeaed. | got bettefR]



Treatment stigma was related to women’s concernstaseking and
adhering to professional treatment. It extendedepts of internal and external
stigma described above.

Often posters emphasized the importance of prafieakhelp in recovery; women
who started threads and posed questions were aféssured that they hddne the

right thingwhen they had disclosed to healthcare professionals

It is the people who are not seeking help and eatdhonest with themselves that
are in the most danger, You are doing the rightdbki you are being objective, and

seeking helgR]

Treatment was largely discussed in terms of antetegamnts. Some women
felt like a failure for having to take medicatiamhich added to feelings efeakness
for having a mental iliness and beinfpdure as a mother. This stigma often centred
on guilt for thinking they would harm the baby, lnilgy to cope as a mother, and

needing to rely on medication.

| still feel guilty and worried | am causing my lyabarm and being selfish if | ask
for drugs - did any of you guys who have taken rsedggle with this before

asking?[l]

Replies were embedded in a dialogue of social stigpal most were pro-

antidepressants and encouraged women to work wdtiHtare professionals. These



posts often challenged stigma by promoting anradtiere “good mum” discourse
that challenged external and internal stigma. Pesisnceptualised what a good

mother is, namely, a good mother gets help andstakatment:

And don't worry about not being a good mum, thg ¥&ct that you posted what you
did and are worried about the possible effectshanldaby show that you're already

a very caring muniR]

| feel like there's a stigma attached to taking st a mental illness, which doesn't
exist for physical illnesses...And | don't thimk foing to do DD (darling daughter)

any favours by trying to prove | can be a good nafinmy medicationR]

Negative experiences with healthcare professianaladed disclosure and
treatment experiences. This theme extended feehihiggernal and external stigma
and the majority of subsequent posts challenggdstiby promoting healthcare
professionals and treatment.

Very few posts outlined any negative experiencesnmiomen disclosed to
healthcare providers (n=3). One woman who startdesd rebuked replies
encouraging help-seeking as she had previous negatperiences with the social
services and did not trust healthcare providerso Wwmen started threads to talk

about bad events with healthcare providers:



My midwife said, and | quote, 'if you suffer frosyghosis we could take your child
away'. For someone feeling vulnerable this waslyesdary and | have not been

able to relax with the pregnandy]

Subsequent posts condemned the midwife’s approatkad how there are
good and non-judgmental healthcare profession&pli€s to unhelpful healthcare
professional experiences strongly urged women gage with healthcare

professionals and stressed that treatment was edgentecovery.

&& 2

&&

This study increases our knowledge of the stigma@mowith perinatal
mental illness may experience. In particular, fecf unique insights into how
women are expressing different types of stigmaroardine forum, online discourse
that challenged this stigma, and the potentialauts for help-seeking behaviour.
Women frequently expressed internal stigma and weneerned about external
stigma from healthcare providers. Both were notéiwobparriers to help-seeking
behaviour and reply posts often challenged thggvsdi by sharing positive
experiences of disclosure and treatment. Posttedigald some women's beliefs that
healthcare providers would think of them as antunbther or social services would
take their baby. Women were consistently encourageeek professional help.

Treatment stigma was often expressed as stigma hbwing a mental

illness and having a mental iliness as a mother.eSeomen felt they had failed at



their role as a mother because they had to relypedication to cope and feared
treatment would harm their unborn child. Subseqpests challenged this stigma
promoting a different discourse that advocated goothers seek help and take
treatment. Many women who sought advice on whetier should disclose to a
healthcare professional reported that they follotedadvice of reply posts and
sought help. There were 3 instances of negativereqes when disclosing

symptoms to healthcare providers.

&& 9 | 9

Consistent with previous studies (Megnin-Viggaralet2015; Bishop,
2007), the stigma attached to mental illness wsadiant barrier to treatment and
women were able to “test out” disclosing symptomd eoncerns in online
conversations. Like previous research, many worpekesabout the stigma attached
to antidepressants that contributed to a reluctemeagage in treatment (Turner,
Sharp, Folkes, & Chew-Graham, 2008). This studgmds$ our knowledge of how a
forum provided an anonymous place where women oexjdbre their
understanding of perinatal mental illness and wiieeg got encouragement to seek
help and accept treatment. If women recognize tiegt tnay have a mental iliness,
they may be more motived to seek help like many aom this study. Women
frequently expressed internal and external stigrenatescribing feeling like and/or
being seen as a “bad mother,” an “unfit mother,aéfailure.”

Internal, external, and treatment stigma discouwse met by replies of
encouragement to get help and praised acts obdis@ to healthcare providers.

Posts often promoted a “good mother” discourseiti@ided the ideas that a good



mother discloses and gets treatment and healtpcavelers will not think them
inadequate or take their baby away. These postkengad the distressing
dissonance between the concept of a good mothéithahof a bad mother, present
in some mothers’ posts and thus reconciled thgbad mother” can have perinatal
mental illness.

Unlike previous research on perinatal mental hdaliims, there were 3
posts that shared negative experiences of disclésihgalthcare providers (Evans et
al., 2012; Alang & Fomotar, 2015; Kantrowitz-Gord@013). Despite the vast
majority of posts presenting positive experientles potential effect of negative
posts should be considered. Some women who expergigma can suffer with
intense feelings of inadequacy and worry that heale providers will not
understand or social services will become involfddLoughlin, 2013). Future
work should investigate if negative posts reinfatoese anxieties and if in turn this
inhibits disclosure and help-seeking behaviour. dlilaure of discussions and
attitudes to disclosure may be very different imeotonline communities; for
example, a birth trauma support group may includeyrposts describing negative
experiences with healthcare professionals. Thisggies women an opportunity
to voice their concerns that they may not be abkiot offline; however, there is
potential for conversations to negatively affectltiecare decisions. Concerns are
warranted, especially if the forum is unmoderated lacks encouragement to

engage with healthcare professionals.



&&

This study provides further insights into the stegmomen with perinatal
mental illness may experience and how they comnatmignline. This could be used
to develop targeted interventions to help womenldse to professionals and get
treatment; for example, forums could be developeaffer this support to at-risk
women and their subsequent disclosure could beureghagainst a control group.
Future theoretical models could draw on this evideanod investigate if online
forum use for perinatal mental iliness affectsdtigma experienced by some women

and if this affects disclosure to healthcare prsifasals.

&&

Forum posts often expressed internal and extetigaha from healthcare
providers and treatment stigma as major barriedssitlosure and help-seeking
behaviour. Forum replies challenged this stigmag@odided a place to discuss
stigma. Forum discourse reconstructed the ideagobd mother as compatible with
perinatal mental iliness, especially if the womauoght help and adhered to
treatment. The vast majority of posts encouragech&woto engage with and trust in
healthcare providers, and consequently some womaghs help and engaged in
treatment. This study showed that this forum hagptitential to increase women's
disclosure to healthcare providers and strengtihefegsional treatment uptake and
adherence. However, there are possible concerns ugieg forums. Healthcare

providers should exercise discernment when dirgdtieir clients to online forums



&
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Objective: This study aimed to develop and validate a scafedgasure perceived

stigma for perinatal mental illness in women.

Background: Stigma is one of the most frequently cited barrierseeking
treatment and many women with perinatal mental sinfail to get the treatment
they need. However, there is no psychometric dbalemeasures how women may

experience the unique aspects of perinatal mdhtaks stigma.

Method: A draft scale of 30 items was developed fromexditure review. Women
with perinatal mental illness1E& 279) were recruited to complete the City Mental
lliness Stigma Scale. Concurrent validity was measwising the Internalized

Stigma of Mental lliness Scale. Factor analysis usesd to create the final scale.

Results: The final 15-item City Mental lliness Stigma Schées a three-factor
structure: perceived external stigma, internalnsigand disclosure stigma. The scale
accounted for 54% of the variance and had goodnateeliability and concurrent

validity.

Conclusion: The City Mental lliness Stigma Scale appears ta fsalid measure
which provides a potentially useful tool for clinigractice and research in stigma

and perinatal mental illness, including assessiegotrevalence and characteristics of



stigma. This research can be used to inform inteiwes to reduce or address the

stigma experienced by some women with perinatatah@dmess.



Anxiety and depression can affect many women igmaacy and after birth.
Antenatal anxiety and depression have a prevalehapproximately 7 to 25%

+ 5& 1 . Postnatal anxiety has a
prevalence of 3 to 43% and postnatal depressiectaffl2 to 20% of new mothers
(6 " Kaplan, 2009). Post-traumatic stress disorder rsccu
in 3.17% of women after childbirth and 15% of woneiigh risk groups (Grekin
& O’Hara, 2014). Many women additionally sufferiinanoderate affective
symptoms or distress without meeting all the diagoasiteria (McKenzie-McHarg
et al., 2015). This study uses the term perinataital iliness to refer to affective
disorders or symptoms such as depression, anriesgssive compulsive disorder,
psychosis and post-traumatic stress that occuinaipérinatal period. Despite
perinatal mental illness being a global health pohlonly half of women with
symptoms get 7 5+8 - Dennis & Chung-Lee, 2006).
Existing literature frequently attributes this predol to stigma acting as a barrier to
women disclosing and seeking help (Bilszta et &lL,2 $ 9"

2015).

The stigma associated with mental illness is wedliistnented (Thornicroft,
2006). Stigma can be defined as the strong negapipeaisal of a person or group of
people because they have a characteristic thahsdered undesirable (Goffman,
1963). Stigma can be held by the public, whiclakzlled external stigma. Internal
stigma can also present when stigmatised indivedathch stigma to their own
identity (Chang et al., 2016). Both external artérinal stigma can have negative

consequences for the stigmatised individuals'estitem, relationships, recovery,



social and employment opportunities, and willingnesseek and adhere to

treatment " * " Watson, 2002, Fung et al., 2008).

Although the symptoms women with perinatal meriblaéss experience are
similar to those of other affective disorders, ithess occurs specifically when
women are transcending into motherhood (Abrams &) 2011). This makes
perinatal mental illness distinctive and it is pbksthat this stigma differs from
stigma for mental illnesses at other times ofilif@ number of ways. Motherhood is
a rite of passage where women may reconstructitteitity with a new role as a
mother and new skills and behaviour (Mercer, 200A&re are many complexities
involved in this change and women may experientferdnt influences due to
cultural norms, societal expectations and relahgnshanges. Also, perinatal mental
illness affects not only the sufferer, but also¢héd and these factors can lead to

both external, internal and disclosure stigma.

First, women may have to cope with the stigma e@frigaa mental iliness,
and also of being a mother with a mental illnessm&h may worry about external
$ “bad mother” because they have a mental iliness
9" , cCarthy & McMahon, 2008).
Specifically, they may feel that others view thesnreerior for not meeting society’s
expectations of what it is to be a “good motherhr@eting their own idealised

expectations of motherhood (Beck, 2002).

Secondly, women may also experience internal stigatause they consider
themselves as a “bad mother” or a failure for hgwymptoms associated with
mental illness. Women may experience guilt and ghfimnot meeting their own
expectations of motherhood potentially compromighmgmaternal self (Dennis &

Chung-Lee, 2006, O’'Mahen et al., 2012). These symptcan be very damaging to



women’s identity as mothers: women may experientre@sive thoughts, such as
harming, abandoning or not loving their child. Theymptoms can mean that some
women berate themselves believing the symptoma eeflection of their parental

ability rather than symptomatic of an illness (Meokyers & Drey, 2016).

Women may be concerned that disclosure of theipsyms would result in
outcomes such as social services involvement, Igsangntal rights, being judged as
an “unfit” mother and becoming hospitalise$l %&( &

) + $ Long, 2006). For many women, talking about thigness
is uncomfortable as they feel ashamed and mayvaut lkenow how to talk about it
(Price & Bentley, 2013). Women may experience agifehey perceive others as
having stigma and are therefore reluctant to discéssit might result in others

attributing stigmatised attitudes to them persgnatid consequent discrimination

(Gardner et al., 2014). This study refers to tkisdasclosure stigma”.

There are added complications for women considetisgjosing to
healthcare professionals as disclosure might restdieatment. Women may be
concerned that if they take medication there mioghside effects for their unborn
baby, or breastfeeding infant, which can increasdéirigs of guilt and reinforce
internal stigma (Alvidrez & 004). Women often
experience decisional conflict when comparing nmetkeand infant health outcomes
(Walton et al., 2014). Some women may feel likailufe or see relying on
medication as a “weakness” signalling their inapilo cope as a mother (Moore,
Ayers & Drey, 2016). Overall, there is reason tbdwe that external and internal
stigma, as well as the stigma associated with @sgad) to others is a unique
phenomenon and is worthy of investigation as it i@y barrier to care for some

women (O’Mahen et al., 2012).



Questionnaire scales have been developed to mesteyme for a variety of
mental illnesses such as depression and anxietpéBat al., 6 77
2011). However, we are unaware of a validated gbakemeasures the stigma for
perinatal mental iliness. A scale is therefore eéetthat includes those aspects of
women's experiences of stigma that may be uniqtigetperinatal period.
Development of such a tool would have advantagefifare research examining
interventions for stigma reduction and identifyimgmen at risk of not disclosing
symptoms. This study aimed to develop and validageale of stigma for women

with perinatal mental illness.

Items for the City Mental lliness Stigma Scale YOMISS) were
administered as part of a larger Internet studyssinatal mental illness stigma and
use of online forums. Self-report questions wenévdd by reviewing research that
specified unique characteristics of perinatal meahiess stigma. The City MISS
was evaluated for psychometric characteristics.cGoent validity was examined by
determining how scores related to the brief versibtine Internalized Stigma of
Mental lliness Scale $& *:0,: -10). Because both scales claim to
measure stigma related to mental illness we hygatbéd a positive correlation
between the scores of the two studies. Women vasligéi@nally asked if they found
it hard to disclose to a healthcare professionavorded complete disclosure and

giving their reason for this. Symptoms of perinatental illness were identified



using the Hospital Anxiety and Depression Scalgrf®ind & Snaith,-./ + 401

and demographic information.

<

Participants were recruited by publicising on pat&h mental illness
websites, baby-related websites, Facebook group$natier (e.qg.
www.birthtraumaassociation.org.uk, www.netmums.kpRandas foundation
Facebook group and @PNDandMe Twitter account). Wosedf-identified as: over
18 years old, pregnant or having a child underatseld, and having experienced or
experiencing perinatal distress. 403 women answauedtionnaires via an online
survey (Qualtrics, LLC, 2015). Women were includethe analyses if they
completed all the City MISS questions and all tB®l1I-10 scale questions (n =279).

Seven women reported antenatal distress and 272wbad postnatal distress.

It was important to try to get participants to read understand the
participant information sheet, in particular, to @msthey understood their
participation was confidential and anonymous amy thad a right to withdraw their
data retrospectively from the study. The first pafjthe survey was the participant
information sheet and participants had to clicloa to confirm that they consented

to the study or they could not progress to the surve

Ethical approval was given by the School of He8ltiences Research Ethics
Committee, City University London (Appendix 6.1)eWsite administrators and
moderators of the forums were contacted to askdosent to post information about

the study and a hyperlink to the online survey. pasicipant information sheet and



the first and last page of the survey urged wornesohtact their healthcare provider
should they feel distressed and provided detaitsutdide organisations that offered

appropriate support.

) $* + &

The draft of the City MISS was developed by revieyihe literature on the
stigma experienced by women with perinatal metitedss. Literature was selected
by searching for “perinatal depression/anxietyhténatal depression/anxiety”,
“postnatal depression/anxiety” AND “stigma” in SCO® and Medline. Papers
were included if published between 1999 and 2014thay contained information
about antenatal and/or postnatal mental illnegsnsti Each title was reviewed for
relevance and then the abstracts were further exahior suitability for inclusion.
Papers were included if they focused on women’e&pces of perinatal mental
illness and stigma or contained substantial sectiegarding this topic. Papers were
excluded if they did not fulfil this criterion onc¢luded research that focused on
mental illness after stillbirth, infant death, atb@m, and miscarriage. Papers with
samples that did not contain women who were preigoanmad given birth up to five
years previously. Papers were also excluded if therg not in English. The

application of the inclusion and exclusion critgrielded 16 suitable papers

(Abrams & etal. /
Buultens & ! " # $ %&" ' %&( &
) 6 & *+  $ Long, 20' ,
McCarthy &, , —— / etal. /
$ /0 ! 11 . Questions and subscales were developed by

the first author in collaboration with two othenga researchers (ND & SA). Thirty



questions were derived from issues that had fakiditysand reflected the unique
stigma associated with having a mental illnesskaidg a mother. Responses were
measured on Likert scales (1-4) from ‘strongly dre@’, ‘disagree’, ‘agree’ to
‘strongly agree’, higher scores indicating greategma. Reverse scoring was used
7 (; “I am as good a mother as other mothers despitedav
psychological problems” and “a good mother getattnent for her psychological

problems”.

Questions addressed three aspects of stigmaeipedcexternal stigma,

internal stigma and disclosure stigma.

Perceived external stignguestions (10 questiona)med to measure participant’s
beliefs about how other people think about mothetis psychological problems
fulfil their role as a mother. Questions were depeld from the literature capturing
concerns women had about being seen as a “bad rfdtreexample “people think
mothers with psychological problems don’t love th®bies”. This included two
items to assess how participants thought the npemtitaayed mothers with

s " | “the media tends to show mothers with psychological

problems as a threat to their babies”.

Internal stigmasubscale (9 questionsxtended the concept of a “spoiled identity”,
specifically relating it to participant's materndéntity (Goffman, 1963). The
literature review suggested symptoms that exacemamen’s feelings of maternal
inadequacy were highly associated with internaginséi, so the scale was developed
to capture these symptoms due to their associatithna substantial risk of internal

stigma. Features of these symptoms identified fitogrliterature were: not coping,



bonding difficulties, thoughts of harming or leagitheir child, thoughts of self-
harm, suicidal ideation, feeling that their psydustal problems had decreased time
spent with the baby, feeling at fault for risk afdre psychological problems, and
being a burden on family. Questions were developestertain if women

experienced these features, for example “| firdifftcult to love my baby”.

Disclosure stigmaubscale (11 questionalmed to measure participants anticipated
discrimination if they disclosed their symptomsdagnosis to others. Questions
were developed from the literature and containealitems that measured how
women believed others would perceive them if thiegldsed their psychological
problems, for example “I do not want people to kridvave a psychological

problem as they may think I'm a bad mother”. It @oned four items that rated the
potential consequences of disclosure to a heathmafessional, for example “I
worry that if | told a healthcare provider about psychological problems my baby
would be taken away”. It contained four items tledéted to stigma associated with
the treatment of perinatal mental illness, for eglam™A good mother gets treatment

for her psychological problems”.

Face validity and acceptability were assessed loyimg the questionnaire.
Six women with infants under two years who hadrzedl mental illness completed
the questionnaire online using a mobile phone.dwoiig their feedback, no items
were excluded, but the two media questions weiealed to include “neither agree

nor disagree”.

< &

Internalised stigma of mental illness in generas weeasured using the brief

version of the Internalised Stigma of Mental lllssgale (ISMI-10) a shorter form



of the 29-item self-report questionnaire (Boyd Rétset al., 2003) which has been

shown to be a valid and reliable measure.

< <

Symptoms of perinatal anxiety and depression werasured by the Hospital
Anxiety and Depression Scale which is widely usetheasure affective symptoms
in diverse populations (Montazeri et al., 2003jhds good validity and reliability
(Bjelland et al., 2002) and has seven items to oreaanxiety and seven items to
measure depression. Scores of eight or above tediegression or< $ "

ten are indicative of mild symptoms, 11-15 modesgt@ptoms and 16 or more as

severe depression and anxiety.

Participant characteristics are shown in Table dst participants classed
themselves as White and married or living with g (n=172, n=59). Nearly 40%
(n=158) were educated to degree level and mosbhaahild (n=135). The majority
of women were diagnosed with one or more postnagaitah illnesses (66.8%,
n=189) but 25.4% (n=71) of women reported postnaeital illness but had not
sought a professional diagnosis. The remaining wonael a diagnosis of antenatal
mental illness (2.5 %, n=7) or both antenatal arstrdal mental illness (4.3%,
n=12). Based on the Hospital Anxiety and DepresSicale measure completed
during this study (n = 255), 50.6% (n=129) of wonhal moderate or severe

anxiety and 25.1% (n=64) had moderate or severeedsipn.



< $ 0

All 30 items were normally distributed. Principaligfactor analysis was
conducted on 30 items with oblique rotation (dir@elimin). Analysis did not
specify the number of factors. Items were remo¥éiaey did not correlate well with
other items, e.q. if an item had four or less fattadings below 0.3 (n=9). Items
with communalities below .40 were also removed {nF6e final principal axis
factor analysis was conducted on the remainindgetfs. These 15 questions loaded
onto three components that had eigenvalues oved Inacombination explained
54.43% of the variance. The Kaiser-Meyer-Olkin nueawerified the sampling
adequacy for the analysis (KMO = .85). Items thastered on the same factor
suggested that the scale was formed of three delssearceived external stigma
(variance: 33.96%) comprising 6 items relatingh® variance of the participants
view of others’ & ( ( ! Internal stigma
(variance: 11.44%) comprising 5 items relatingne tariance of the participants
( & (& = "&" ! Disclosure
stigma(variance: 9.02%) comprising 4 items relatinghte variance of the
participants beliefs about the stigma they wouldenter if they disclosed their
symptoms or diagnosis of perinatal mental ilinesse (Appendix 6.2 for the final

scale and Appendix 6.3 for the excluded items).

The three-factor structure of the 15 item CityMI&S jdentified by the above
Exploratory factor analysis, was estimated usingfi@oatory Factor analysis
(CFA,; see Appendix 5. for more detail). Overalkuks suggest the model is a good
fit, and support the stigma constructs in the sdésults showed Incremental Fit

Index (IFI) = 0.92, Tucker-Lewis Index (TLI) = 0.&nd Comparative Fit Index



(CFI) = 0.92, which suggests that it is a plausibtadel for internal, external and
disclosure stigma. RMSEA was 0.08 and suggest®d gmdel fit as scores

between 0.05 and 0.08 suggest a good fit (Reeve 2087).

Internal reliability for the final scale and sublesawas good with Cronbach’s
alphas between .81 and .86 for subscales and aalloa#pha for the total scale of
.84 indicating high reliability (see Table 6.2). TGgy MISS was highly correlated

with the ISMI-10 scale suggesting good concurretitity (r (277) = .56, p <.001).

The City MISS score could be predicted by the ISIMIscale score and the
total of the HADS score following the formula 19.6%0.7 x ISMI-10 score) + (0.24
x HADS score). This regression model predicted 5a2%ityMISS scores exactly
and accounted for 50% of scores with a 4.38 diffeesor less from the actual
CityMISS score. The range of point differences lestwpredicted and actual score

for the CityMISS was 0.07 to 14.69 (mean 5.03, SE9B

Multiple regression was used to examine whethetdts score of the City
MISS predicted the total score of the ISMI-10 sedter controlling for
psychological symptoms (HADS score) (n=29%¢sults showed that including the
subscale of internal stigma significantly predictieel ISMI-10 score in addition to
the subscales external and disclosure stigma arfdSH#core (R?= 0.33, p<0.001
and R?= 0.41, p<0.001 respectively). This indicated the internal stigma subscale

measured more than just symptoms of perinatal rhiéiness (see Table 6.3).



Women were asked fathere any things that make it difficult for yautalk to
healthcare providers about how you feel/ felt dyipnegnancy and/or after birthat

the beginning of the survey before any questiongwasked about stigma. Most

women replied yes and were subsequently askedetxfibe the things that make it

difficult to talk?” in an open text box (76%, n=212). Over half ofhthsaid that

stigma was the main reason for their disclosurcdities (52.83%, n=112).

Answers were coded as stigma if they explicitlyveer®d stigma or they used the

terms guilt, shame, embarrassment or feeling badtdbemselves or worried others

would think badly of them.

Table 6.1 Sample demographic characteristics

N %
Marital status Single 13 4.7
Married 172 61.6
Living with partner 59 21.1
Divorced 1 0.4
Separated 5 1.8
Other 3 1.1
Ethnicity White 242 95.7
Mixed/Multiple ethnic groups 6 2.4
Asian 1 0.4
Black/African/Caribbean 2 0.8
Other 2 0.8
Occupation Employed 131 47
Self-employed 23 8.2



Education

Number of children

Diagnosis

Out of work

Homemaker
Student

Unable to work

GCSE’s
A levels?
Trade/vocational training
Bachelor’s degree
Master’s degree
Doctorate degree

1

4
8

Antenatal depression
Antenatal anxiety

Antenatal depression and anxiety

Antenatal depression and postnatal depression

Postnatal depression

Postnatal anxiety

Post-traumatic stress disorder (PTSD)
Postnatal depression and anxiety
Postnatal depression and PTSD

Three or more postnatal mental illnesses

13

60

14

12

22

32

40

111

44

135

36

10

74

11

31

28

21

11

12

4.7

21.5

4.3

7.9

11.5

14.3

39.8

15.8

11

73.8

19.7

5.5

0.5

0.5

1

0.7

0.7

3 4

26.5

3.9

111

10

7.5

3.9



Puerperal psychosis 6 2.2
Other postnatal mental iliness 7 2.5

No diagnosis sought 71 25.4

Note: Total number in demographic categories do not adib 279 as not all

participants completed the demographic questions.
>General Certificate of Secondary Education typycalken at 16 years of age

2 General Certificate of Education Advanced Leygpldally taken at 18 years of age

Table 6.2 Component loadings for items on the CitiMental Iliness Stigma Scale
(City MISS)

City MISS Scale components (% variance) Component Cronbach’s
loading alpha
Perceived external stigma (33.96%) 0.86
People think mothers with psychological 0.88
problems will harm their babies
People think mothers with psychological 0.74
problems will harm themselves
People think mothers with psychological 0.73
problems will kill themselves
0.72

People think mothers with psychological

problems don’t love their babies




People think mothers with psychological 0.64

problems can’t cope with their babies

People think mothers with psychological 0.57

problems are abnormal

Internal stigma (11.44%)

| have thoughts of hurting myself 0.84

| have thoughts of killing myself 0.82

| have thoughts about leaving my baby 0.65

| can’t cope as well as I'd like with my baby 0.60
0.51

My psychological problems have meant | have™
lost time with my baby
Disclosure stigma (9.02%)

| worry that if | told a healthcare provider abouP-93

my psychological problems my baby would be
taken away

| worry that if | told a healthcare provider abouP-90

my psychological problems the social services

would get involved

| worry that if | told a healthcare provider abou0.75
my thoughts they would think | am an abusive

mother

0.81

0.85




| do not want people to know | have 0.48

psychological problems as they may think I'm a
bad mother

Total Scale City MISS (54.43%) 0.84

Table 6.3 Linear model of predictors of ISMI-10 scees, with confidence
intervals and standard errors

b SEB p

Step 1
Constant 14.34 1.46

(11.45, 17.22)
External 0.48 0.08 0.33 p =.000
Stigma (0.29, 0.62)
Step 2
Constant 11.36 1.44 p =.000

(8.53, 14.18)
External 0.29 0.08 0.21 p =.000
stigma (0.13, 0.45)




0.48 0.08 0.38 p =.000
Internal Stigma  (0.34, 0.63)
Step 3
Constant 9.83 1.37 p =.000
(7.13, 12.54)
External 0.13 0.08 0.09 p=.130
stigma (-0.04, 0.29)
0.37 0.07 0.29 p =.000
Internal stigma (0.23, 0.52)
0.55 0.09 0.25 p =.000
Disclosure (0.36, 0.73)
Stigma
Step 4
Constant 8.58 1.31 p =.000
(6.00, 11.16)
External 0.10 0.08 0.07 p=.205
stigma (0.05, 0.25)
0.25 0.07 0.19 p =.000
Internal stigma (0.11, 0.39)
0.43 0.09 0.27 p =.000

(0.25, 0.61)




Disclosure 0.22 0.04 0.32 p =.000
Stigma (0.14, 0.29)
HADS

Note. R? 7 | @ R¥? #7 ' A 1 @ Re=.093 for step 3 (ps <

1 @ R?=.080 for step 4 (ps <.001).
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This study developed the first scale to measurstigena women with
perinatal mental illness may experience. The fatale consists of 15 items that
account for 54% of the variance. The scale has guedal reliability and
concurrent validity, with strong correlations watgeneral measure of stigma for
mental illness. This scale could be a useful tosheasure the unique stigma women
with perinatal mental illness may experience. Qatlie findings confirm that for
many women stigma is the main reason they findalsice to healthcare
professionals difficult or chose not to disclosala{O’Mahen et al., 2012). The
scale highlights the concerns women with perinaihtal illness have and could be
used to develop targeted interventions to redugeatand promote help-seeking

behaviour.

<& !

The strengths of this study include that scale starare derived directly from

studies of women’s experiences of stigma. This seale is specific to the stigma



women may experience in the perinatal period amdributes to the theoretical
understanding and conceptualisation of stigmeonitains items that capture the
concerns some women have about how others see sttt perinatal mental
illness. It also contains items that highlight theewn internal stigma and feelings of
maternal inadequacy. Importantly, it reveals thgnsa around disclosing to others
which has important implications for help-seekin@pd&our and recovery. It is
possible that high scores on the internal stignbscale could be due to individually
held beliefs or could be based on what individtiaitsk others attitudes are. The
complexities of both perceived external stigma ismernal stigma should be teased

apart in subsequent research.

There are a number of other limitations that nedstitessing in future
research, predominantly that this analysis wasasea convenience sample which
comprised mostly White women educated to A-levedlmove. Women with
antenatal mental illnesses were under-represenkesllimits the potential
generalisability of the scale and more researthesefore needed examining the
psychometric properties of the City MISS among#edent socio-demographic
groups. Similarly, future research should be se@sib potential additional
complexities regarding stigma for example, raceexual orientation (Alang &

Fomotar, 2015).

Another possible limitation of the study is the swoct validity of the
internal stigma subscale. It is possible that thessale was not measuring internal
stigma, instead it may be measuring somethingfefsexample, symptom severity
or identification with PMI (perinatal mental illngs If this is the case the findings
could be explained by other factors and it mayha¢ women who have more severe

symptoms are more likely to disclose. To accountha, future work should



examine how internal stigma is conceptualised mstering up to date research
and adjusting the internal stigma items to endueg tire measuring internal stigma.
Related to this is the limitation that the studysloet include another validated
measure that is distinctive to compare the scalle. Wwuture work would also benefit
by including a validated measure that is diffeffeotn the scale, so to extend

concurrent and discriminatory validity.
<& =

Unfortunately, the questions that were phrasedipesi were not strong
enough to be included in the final questionnairé s may mean the final scale
has a negative tone. Future work could exploreutieeof filler questions to buffer
for this. It might be worthwhile rephrasing thedmal stigma questions to directly
relate to women’s identity as a mother. The scaalavbenefit from including a
timeframe in the instruction, for example, “pleaséect the amount you agree or
disagree with each of the following statementhapast two weeks”. This
amendment would allow for measuring change inuatéis and thus assess the

effectiveness of interventions.

Cut-offs for the total City MISS could be develogedietect high perinatal
mental illness stigma and women at risk of perinagntal illness. Additional
research is needed to test the scale in womendifidrent demographic
characteristics and explore test-retest reliabifityrthermore, diagnoses were self-
reported so it could be beneficial to test thidesgdth a clinical population. Future
studies would also benefit by using other sta@s$tnethods to test the psychometric
properties of the scale, such as Rasch analysen@ét al., 2015). The analysis for
the validity of the City MISS suggested that exéstigma may not be a significant

variable in the regression model. This could beabse the ISMI-10 may not be a



good measure of perceived external stigma. It wbelavorthwhile replicating the

study including measures of stigma other than $\I410.

This study was limited to the stigma experiencedvbynen with perinatal
mental illness. The stigma experienced by fathetts perinatal mental illness could
be developed. The scale was developed to ascdmastigma women perceive
rather than actually experienced, therefore, fuscades could be developed to
account for actual experienced stigma and discritimnaFuture work would benefit

by comparing perceived stigma and experienced stigm

<&

The scale provides a potentially useful tool fae@ch on stigma and
perinatal mental illness, including the prevaleand characteristics of stigma. This
research can be used to inform interventions fducing or addressing the stigma
experienced by some women with perinatal menta¢#$é. The scale could
potentially be used to screen women for high pésimaental illness stigma, which

may assist early diagnosis of perinatal menta¢gdin
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Moore, D., Ayers, S., & Drey, N. (2017). Use ofdaors for perinatal mental
iliness, stigma and disclosure: an exploratory rhalteirnal of Medical

Internet Researchd(1): e6. doi:10.2196/mental.5926.
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Background: Perinatal mental illness is a global health comckowever, many
women with the illness do not get the treatmeny tieed to recover. Interventions
that reduce the stigma around perinatal mentalsfifive the potential to facilitate
women disclosing their symptoms to healthcare plena and consequently
accessing treatment. There are many online foremgdrinatal mental illness and
thousands of women use them. Preliminary reseaigjests that online forums may
promote help-seeking behaviour, potentially becdlisg have a role in challenging
stigma. This study draws from these findings ambtatical concepts to present a

model of forum use, stigma and disclosure.

Objective: This study tested a model that measured the niegliaile of stigma
between online forum use and disclosure of affectijunptoms to healthcare

providers.

Method: An online survey of 200 women who were pregnaritaat a child under
five years of age and considered themselves txjperiencing psychological
distress. Women were recruited through social maddaquestions measured forum
usage, perinatal mental illness stigma, disclosufesalthcare providers, depression

and anxiety symptoms, barriers to disclosure amaodgaphic information.



Results: There was a significant positive indirect effectasfgth of forum use on
disclosure of symptoms through internal stigma, #60BCa CI [0.13, 0.85]. Long-
term forum users reported higher levels of intestigima and higher internal stigma
was associated with disclosure of symptoms to heale providers when
controlling for symptoms of depression and anxiety.

Conclusions:Internal stigma mediates the relationship betweegth of forum use
and disclosure to healthcare providers. Findinggsst that forums may have the
potential to facilitate women recognising and rdéwegtheir internal stigma, which
may in turn lead to greater disclosure of sympttorisealthcare providers.
Clinicians could refer clients to trustworthy andaerated online forums that
facilitate expression of perinatal mental illneBgma and promote disclosure to

healthcare providers.



The term perinatal mental ilinesses is used througtinds study to refer to
conditions that include depression, anxiety, ohgesompulsive disorder, post-
traumatic stress disorder and puerperal psychBsrgnatal mental illness is a global
health concern (UNFPA/WHO, 2009). However, prevedewaries depending on a
variety of factors such as the instrument useddasure symptoms, developed
versus non-developed countries, time of evaluatidhe gestational or postnatal
period and whether the sample is high risk. Ant@ndepression and anxiety occur
in approximately 7 to 25% of pregnant women ( +

"5 & 1 . Postnatal depression has a prevalence of 12%o0&a2(l
postnatal anxiety affects 3 to 43% of women (Le&ngaplan - 6
Richardson, & Fabio, 2010). Post-traumatic stréssrder occurs in 3.17% of new
mothers and can affect up to 15% of women in higkgroups (Grekin & O’Hara,
2014). Puerperal psychosis occurs in approximdteéyper 1000 women (Munk-

& , ' B " -logez, 2008). Moreover,

many women suffer from symptoms associated withtatéiness without detection
because they do not conform to all the diagnostier@a (McKenzie-McHarg et al.,

2015).

Approximately half the women with perinatal mentialess fail to get
professional treatment despite regular contact hathcare providers (Dennis &
Chung-Lee, 2006). One reason for this is the stigasaciated with perinatal mental
illness can be a barrier to women disclosing arttiag help (Bilszta, Ericksen,
Buist, & Milgrom, 2010). External stigma is a negatattitude held by the general
public towards an individual or group based on adesirable quality, for example

mental illness (Goffman, 1963). These negativead@tereotypes can lead to



labelling the individual as deviant or inferior. Gaguently, discriminatory
behaviour can occur towards the stigmatised groupxXample through social
exclusion and marginalisation (Corrigan & Penn, 998 UK survey showed that
85% of respondents believed people with mentalsirexperience stigma and
discrimination (The Health and Social Care InforimaiCentre, 2012). There has
been noteworthy research and interventions to cothisapervasive social problem,
for example, Mind and Rethink Mental lliness depeld the “Time to Change”

campaign (Time to Change, 2016).

Internal stigma can occur when a stigmatised icldiai agrees with external
stigma and applies it to themselves or they malyeleternal stigma is unreasonable,
yet still appraise themselves negatively. There@may detrimental outcomes of
internal stigma including lowered self-esteem, Ioddife satisfaction and
avoidance of both disclosure and help-seeking bheba{Corrigan, Rafacz, &
Rusch, 2011Rodrigues et al., 2013). High levels of interrtadraa have been
identified in approximately a third of people wigbvere mental illnesses (West,
Yanos, Smith, Roe, & Lysaker, 2011). Furthermdre important to distinguish
between discrimination an individual experiences extérnal stigma the individual
believes others hold without actually experienatngnown as perceived external
stigma). Perceived external stigma correlates adverse health and mental health
outcomes 0 C -0
Garcia, 2014). One consequence of perceived extgtigma and internal stigma is
that they can contribute to stigma associated digblosure (Moore, Ayers, & Drey,
2016). This paper defines this as “disclosure séigrie anticipated negative
appraisal and/or anticipated negative behaviouatds/the stigmatised individual if

they chose to disclose to others. This means tiggma could be a key component in



an individual’s decision-making process when chogsvhether or not to disclose

their symptoms of mental illness.

>

Internet forums are online discussions where usardhave conversations with
others by posting messages. They have potentis t;n acceptable aid to people
with stigmatised conditions as they can use themmymously, thus circumventing
possible negative outcomes associated with stiggaadal, Kirk, Elvey, Econ, &
Catchpole ' C *1 . Anonymity may also assist online disclosure which
may otherwise be difficult offline (Bauer, Bauepi&ssl, & Kagerbauer, 2013;
Chang, 2009). Forums for mental health have shastenpial for helping people
manage or recover from a variety of mental illnesseparticular, depression
(Griffiths, Reynolds, & Vassallo, 2015; Highton-\Wlaimson & Priebe 2015;
Naslund, Aschbrenner, Marsch, & Bartels, 2016).ylw®vide an opportunity to
connect with similar others and share informatiarad emotional support (Huh,
2016). Benefits include social support, communigagxperiences with others who
share their illness, expressing emotions, grouptigeand empowerment and can
reduce isolationy & ' Bauer, Knap, &
Parsonage, 2016; Moorhead et al., 2013; Pendry &
Salvatore, 2015). There is some evidence from rarsdahtontrol trials that forum
use reduces depressive symptoms (Griffiths eR@L2). These and other benefits
have been reported by both active users (visitdrs post on forums) and lurkers
(visitors who only read forum messages and do ast)palthough some evidence
suggests lurkers benefit less than active usersi$¢Go, Setoyama, Yamazaki,

& Nakayama, 2011). It is estimated that lurkers enaf the majority of forum



visitors, with reports of between 45% and 90% aradurking (Bishop # van

Mierol, 2014).

There is some evidence that engagement with ofdiens has the potential
to reduce stigma ( + 1 . Online
forums may challenge stigma, help cope with stignnayide useful tools in testing
out disclosing symptoms and conversing about stigmneounding mental health.
Some research suggests that online forums coultéoba stigma through
empowerment, giving hope of recovery and increakimgyvledge of healthcare
decisions (Naslund et al., 2016). Theoreticallyitadse factors could positively
influence disclosure to healthcare providers, arisequently increase treatment
uptake and recovery rates. Disclosure may alsmbeusaged through social support
and posts that direct posters to consult healthmanaders (Huh, 2016).
Nonetheless, it should be noted that recent relsdagtilights concern regarding
forum use and detrimental outcomes such as som@ance, Internet addiction and
enabling negative behaviours such as pro-anoreximfs (Chang & Bazarova,

/ Lawlor & Kirakowski, 2014).

It is arguable that stigma associated with perlmatntal iliness is distinct from
mental illness stigma experienced at other timbserd are specific concerns related
to maternal identity and mental illness such agsmbout social services
involvement, custodial rights, and being judgedthers and judging themselves as
a “bad mother” (McLoughlin, 2013). This is complax some symptoms are highly
stigmatised and propagate guilt, shame and conseqaecealment of their iliness,
for example suicidal ideation and thoughts of chitdise. Goffman’s (1963) theory

of spoiled identity could be applied to understands women may experience



stigma affecting their maternal identity. Many syomps of perinatal mental illness
are seen as incompatible with being a good motmeican exacerbate women’s
illness. For example, a woman with postnatal oliges®mpulsive disorder might
have persistent intrusive thoughts about harmimghby even though she does not
act on them. This is a symptom of the illness,ibgénerates substantial distress and
can damage her identity as a mother as these ttoaghnot what she thinks a good

mother should have.

Indeed, perinatal mental illness stigma could beceptualised as
multifaceted: comprising of stigma associated wiigntal illness and stigma
associated with being a mother with a mental ign@sis stigma could comprise of
perceived external, internal and disclosure stightidacets of this stigma could
contribute to a woman'’s reluctance to disclose dpmp to healthcare providers
(Byatt / Kingston et al., 2015). It is vital that researcid anterventions
target perinatal mental illness stigma to faciéitatomen disclosing, which is the

first step to recovery.

One possible avenue for reducing stigma are ofdinens for perinatal
mental illness. There are thousands of online farton perinatal mental iliness with
a large flow of traffic indicating that they areghly used (Moore & Ayers, 2011).
Some evidence highlights that perinatal mental séni®rums might provide women
with valuable peer support outside the hours oftheare provider appointments
(Baumel & Schueller, 2016). Moreover, some reseauggests that these forums
provide social support that may challenge stignree €§tudy found an online forum
for postnatal depression to be non-judgementalasts encouraged users to
disclose and seek professional help (Evans, Dgrlldume-Loveland, 2012).

Another study documented how online support forunngefsbians with postnatal



depression provided social support and a spacenmoneinicate stigma (Alang &
Fomotar, 2015). Many women were reluctant to dseland seek help because of
stigma, they were worried about being seen as &hmather and concerned their
child would be taken away. The dichotomy of “goodther”, “bad mother” deterred
help seeking behaviour, this may be because iribomed to stigma. However, little
is known about the relationships between perimataital illness forum use, stigma
associated with perinatal mental illness and hebkig behaviour of forum
visitors.

A gqualitative interview study (N=15) with women whad used forums to
assist their recovery from perinatal mental illnegplored how women visited
forums to reduce their feelings of inadequacy amther and perceived stigma from
others (Moore & Ayers, 2016). Benefits were repoihg both active users and
lurkers and women valued the anonymity providednagé forums as they could
access social support without fear of judgemenéréstingly, most women
suggested that forum culture normalized and vadi#teir stigmatised symptoms
and unraveled their identity as a "bad mother” vaittnental illness from their
identity as a “good mother”. Many women felt thegre helped by visiting these
forums by developing a collective understanding disdourse about their iliness.
They suggested that this discourse challengedititernal stigma and empowered

them to disclose to others offline.

A thematic analysis of posts on an antenatal asthptal depression forum
suggested that use may increase women's disclwsbealthcare providers, possibly
by reducing stigma (Moore, Ayers, & Drey, 2016)sBgrovided positive
experiences of disclosure to healthcare provideasdhallenged women’s concerns

about external stigma. Discourse addressed intstiggha by promoting that a



“good mother” can have perinatal mental illness &@dvoman discloses and gets
treatment they are a “good mother”. Forums for patsii mental illness may
therefore provide a place where women can expnéssial stigma and concerns
about external stigma and disclosure stigma. Tlfiey a unique opportunity to
anonymously explore sensitive and highly stigmatissues around their illness
with others who may be experiencing the same pnoblé@otentially, these types of
stigma could be challenged by women sharing poséxgeriences of disclosure.
Forum rhetoric could reconstruct the idea of a goather as compatible with
perinatal mental iliness, especially if women skelp. Thus, forum use has the
potential to increase women's disclosure to heatéhproviders by influencing

stigma.

>

This study aimed to test a model that examineddleeperinatal mental illness
stigma has in mediating between forum use andafisct to healthcare providers. It
was hypothesised that perinatal mental illness stigiould mediate between online

forum usage and disclosure to healthcare providegsire 7.1).



Figure 7.1 Hypothesis model

A cross-sectional online survey of forum use, sagind disclosure in women during
pregnancy and up to five years after birth who e themselves as having some
level of distress or psychological problems. Duth®sensitive nature of stigma, the
information about the study did not use the termmnag¢al mental iliness as some
women might not have wanted to associate withabel] instead, the terms
“psychological problems, stress and/or isolatio@revusedDemographic

information was collected and symptoms were alsasued.

>

Respondents were recruited by advertising on pedingental illness websites,
baby-related websites, Facebook groups and Twitg& women started completing
the questionnaires via an online survey and 200cbatplete answers for the
measures used in the model (Qualtrics, LLC, 201%¢. survey questions can be

found in the Appendix 7.1. Inclusion criteria stiged that women were over 18



years old, were pregnant or had a child underyeas old, were a UK resident,
considered themselves to be experiencing psycheabdistress and had used

perinatal mental illness forums.

, *o+ &

Stigma was measured using the City Mental Illinggg& Scale a 15-item scale that
measures the unique stigma women with perinatatahéimess experience (Moore,
Ayers, & Drey, 2017). It was develop&dm a literature review of perinatal mental
illness stigma and tested via an online survey wibimen with perinatal mental
illness 1= 279). Factor analysis was used to create theXbrtem scaleThe scale
accounted for 54% of the variance in the samplehaadgood reliability with
Cronbach’s alphas between .81 and .86 for subsaatkgn overall alpha for the
total scale of .84 indicating high reliability. Tty MISS was highly correlated

with a reliable measure for mental iliness stigimaef version of the Internalized
Stigma of Mental lliness; ISMI-10 scale) which sagted good concurrent validity

(r (277) = .56, p <.001).

Respondents were asked to score the extent to whiegtagreed with a series of
statements measured on Likert scale¥l(1strongly disagree’, ‘disagree’, ‘agree’
and ‘strongly agree’ with higher scores signifygrgater stigma. The scale has a
three-factor structure: the first concerns peratieternal stigma, the second

internal stigma and the third disclosure stigma.

The perceived external stigma subscale comprisskatatements that measured
the respondent’s beliefs about what other peomh tbout mothers with

psychological problems, for example, “people thiméthers with psychological



problems will harm themselves”. The internal stiggnscale contained five
questions that extend the concept of a “spoiledtig, in this case it was
specifically related to the respondent’s identgyaamother, for example “I have

thoughts about leaving my baby” (Goffman, 1963).

The disclosure stigma subscale contained four punssthat measured respondents’
anticipated discrimination if they disclosed th&ymptoms or diagnosis to
healthcare providers. It contained two items thaasured how they believed others
would perceive them if they disclosed their psyolgatal problems, for example “I
worry that if | told a healthcare provider about thgughts they would think | am an
abusive mother”. It contained two items that ratezlpotential negative
consequences of disclosure, for example “| worgf thl told a healthcare provider
about my psychological problems the social serweesld get involved”.

.- (

Current affective symptoms were assessed usingabkpital Anxiety and
Depression Scale (HADS) (Zigmond & Snaith, 1983)e HADS questionnaire has
* = &! & =

anxiety which is widely used to score symptomsmia@any mental health conditions
and languages (Montazeri, Vahdaninia, Ebrahimiga&dndi, 2003). It has good
validity and reliability. Many studies from variogsuntries including samples with
different health conditions have reported factalgsis results supporting the two

7 &! & < $ & "7 ations between the two
factors (Al Aseri et al., 2015; Montazeri et al.03). The scale has also shown
correlations with other scales that measure dejpressid anxiety (Bjelland, Dahl,

Haug, & Neckelmann, 2002).
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Forum usagewas measured with questions specifically develdpethe study that
measured frequency and duration of forum use, &eqy of writing posts and
frequency of reading posts. Participation level wlassified in accordance with
previous literature that defined active and lurkiatus (Amichai-hamburger, 2016;
Sun, Rau, & Ma, 2014). Women were categorised thgeat they started threads
and/or replied to posts and lurker if they did ocotribute to forum conversations.
Frequency of forum visits and duration of forum aagegories were developed by
all authors and subject to data analgsgeral timesising different classifications
and cut offs to see if the results were alteretiadthors agreed on the final
categories based on face-validity and categoriés agproximately equal numbers.
Frequency of forum visits was measured as occasimn women reported
visiting three times or less a month and frequemémreported as once or more a
week. Duration of forum use was measured as lomg-ter members who had been

visiting a year or more and short-term if undeeary

Disclosurewas ascertained by participants indicating thepfeethey had disclosed
symptoms or diagnosis to e.g. health visitor, fgrmkember, midwife. Results were

coded as disclosed to a healthcare provider odisotosed to a healthcare provider.
Demographicinformation was collected about marital status, ieibyy occupation,
education, number of children and diagnosis.

, /

The survey was piloted with six women with childwerder three and all found it
acceptable and easy to understand and answeraEdpioroval was given by City,

University of London, UK (Appendix 6.1). Websitedaforum administrators were



contacted to ask for consent to post informaticoualhe study and a hyperlink to
the survey. The participant information sheet dredfirst and last page of the survey
urged women to contact their healthcare provideukhthey feel upset and
provided details of outside organisations thatrefflesupport. The first page of the
survey was the participant information sheet antigipants had to click a box to

confirm that they consented to the study beforg twaild progress to the survey.
) %

Results were included if the respondent had coraglali the forum questions and
the City MISS questions (n=200). Internet Protoatdrasses were checked for
duplication, but none were identified. The modet&sevanalysed using the statistical
software package IBM SPSS 20.0 and the moderatidmeediation plug in
PROCESS (Software, 2016). Mediation analysis waslgoted using the method
suggested by Hayes (2013). This method was usedibedtests whether there is an
indirect effect and has good power because it besetstrapping+$ / D

2013). Frequency of forum visits, duration of foruse, and frequency of writing
posts were entered as predictor variables. CitySvi8ores for subscales internal,
external and disclosure stigma were entered asatoedi The outcome variable was
disclosure of symptoms to a healthcare providerD8Acores were entered as a
covariate to account for potential confounding e&feon the relationships between
variables. The bootstrapping method was used tdhegpotential mediation effect
using 1000 iterations. This method was chosenaiws for multiple mediators,
controls for the effects of covariates, has a higloever than the traditional Sobel
test and reduces the possibility of a type | effbe bootstrapping procedure
computes the confidence intervals (Cls) for thergatipath. The null hypothesis is

that the indirect path does not significantly difflem zero so if the Cls do not



include zero, then the null hypothesis can be tegeand the indirect effect is
significant when p<0.05. Qualitative answers regaydlisclosure barriers were
transferred to the NVivo 10 software package anedddr external, internal and

disclosure stigma (QSR International Pty Ltd., 2012

Participant characteristics are provided in Table Most participants classed
themselves as White (n=191) and married or livinidp & partner (n=133, n=48).
Over 60% (n=125) were educated to degree levdboveaand most had one child
(n=139). The majority of women had a diagnosisred or more postnatal mental
illnesses (71%, n=142) but 23% (n=46) of women rigabpostnatal mental illness,
but had not sought a professional diagnosis. Timairdng women had a diagnosis
of antenatal mental illness (1.5%, n=3) or botteaatal and postnatal mental illness
(4.5%, n=9). On the basis of the HAD measure cotaeglduring this study (n=200),
66.5% (n=133) of women had moderate or severe gnare 34.5% (n=69) had
moderate or severe depression. Forum use chasticteare presented in Table 7.2.
Women were almost evenly categorised as frequerasianal users and long-
term/short term users (n=92, n=108). There werdy#daee times as many active

users than lurkers (n= 156, n= 44).



Relationships between variables are presentedule Ta3. The length of forum use
was significantly correlated to internal stigma sc(gubscale of City MISS).
Frequency of forum visits was significantly corteldto participation level. Total
stigma score was significantly correlated to inééstigma, external stigma, and
disclosure stigma (stigma subscales of City MI$8®rnal stigma score was
significantly correlated to disclosure to a headiecprovider. Total affective
symptoms score was significantly correlated tol tetigma score, internal stigma,
external stigma, and disclosure stigma. Total &ffecsymptoms was the only
variable that had significant correlations with thedel variables, that is, all
mediator variables. Therefore, total affective sjonpscore was entered as a

covariate in the following analyses.

> ! ) +

There was a significant indirect effect of lengtifaium use on disclosure of
symptoms to a healthcare provider through entalhgstigma subscales as
simultaneous mediators, b=0.16, BCa CI [0.04, 0.7Bére was no direct effect
between forum variables and disclosure, b=0.47083 (See Appendix 7.2, Figure
7.2). Internal stigma was the only variable to stsagwnificant effect on disclosure,

b=0.15, p<0.00.

There was a significant indirect effect of lengtifaium use on disclosure of
symptoms to a healthcare provider through intestigima, b=0.399, BCa CI [0.133,
0.846]. There were no other indirect effects betweszriables and there was no
direct effect between forum variables and discleshr0.133, p = 0.793 (Figure

7.2).



Table 7.1 Sample demographic characteristics

Characteristics Subcategories N %
Marital status Single 12 6
Married 133 66.5
Living with partner 48 24
Separated 3 15
Other 2 1
Ethnicity White 191 95.5
Mixed/Multiple ethnic groups 5 2.5
Other 2 1
Occupation Employed 104 52
Self-employed 17 8.5
Out of work 9 4.5
Homemaker 47 23.5
Student 11 55
Unable to work 10 5
Education GCSE's 17 8.5
Alevels 30 15
Trade/vocational training 26 13
Bachelor’s degree 89 44.5
Master’s degree 34 17
Doctorate degree 1 0.5

Number of children 1 139 69.5



2
3
Diagnosis Antenatal depression

Antenatal depression and anxiety

45

Antenatal depression and postnatal depression

Postnatal depression

Postnatal anxiety

Post-traumatic stress disorder (PTSD)
Postnatal depression and anxiety
Postnatal depression and PTSD

Three or more postnatal mental illnesses
Puerperal psychosis

Other postnatal mental iliness

No diagnosis sought

46

9

53

23

23

19

22.5

0.5

26.5

4.5

11.5

11.5

9.5

3.5

15

2.5

23

Note: Total number of participants in demographic categodoes not add up to 200

as not all participants completed the demographéstpns.



Table 7.2 Sample forum use characteristics

N %
Frequency of visits Frequent 108 54
Occasional 92 46
Participation level Active 156 78
Lurker 44 22
Duration of use Long-term 108 54
Short-term 92 46




Table 7.3 Bivariate correlations of dependent variales, independent variables,
mediators and control variable

1(2 3 4 5 6 7 8 9

1 Disclosure| 1 .060| - .045 138 | .230* .074 -.019 | .019
.004

2 Length of 1 - .043 .150*| .180* | .064 .087 -.020
use .087
3 Frequency 1 .285**| .088 | .065 .031 A11 .066
of visits
4 1 .058 | .095 .061 -.041] .032
Participation
5 Total City 1 JAS1F* | 766%* | L 744%* | 423%*
MISS
6 Internal 1 299** | 331** | .393**
stigma
7 External 1 A34%* | 222**
stigma
8 Disclosure 1 .339**
stigma
9 HADS 1

* correlation is significant at the .05 level (twaited)

** correlation is significant at the .01 level (tviaied)
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b=1.38, p< .00 b=0.29, 991

(")
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Figure 7.2 Final model
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This study tested a model based on previous rdséaat proposed perinatal mental
illness stigma mediates between forum use andadised. There was a significant
indirect effect of length of forum use on disclasf symptoms to healthcare
providers through internal stigma. Long-term forusers reported higher internal
stigma scores and higher internal stigma was ast®ocwith disclosure to a
healthcare provider. There was no indirect effégtenceived external or disclosure
stigma, nor was there a direct effect between lengtorum use and disclosure.
Qualitative findings support this as many women regabthat external, internal and
disclosure stigma specific to perinatal mentakedis were barriers to their disclosing

to healthcare providers.

There was theoretical reason to believe that ise@&orum use would be
associated with decreased stigma and increasddglise to healthcare providers.
Also, social support offered by forum members miglhempowering and play a role

in disclosure. Results unexpectedly indicated fitvatm use was associated with



increased reported internal stigma. There are deruwf possible explanations for
this. It is plausible that visiting forums mightuegaadversely affected internal stigma
or it may be that women with higher internal stigns& forums for longer. However,
this study advocates an alternative explanatidghefindings and proposes that
forum messages encouraged these women to recdbeiséelings of internal
stigma and this increased their self-awareness ieigablem to make a fuller
disclosure when completing the stigma questionn&irevious research suggests
that forums may provide a place where women cafoexpheir feelings, and this
may have meant that implicit feelings of intern#ma could have become explicit
(Moore, Ayers, & Drey, 2016). Also, women may havercome barriers to
revealing this internal stigma through forum betse$uch as social support,
identification with the forum group and an altematperspective of perinatal mental
illness that shifted their “spoiled identity” to ampowered identity as a good

mother despite having a mental iliness.

Interestingly, there was no direct effect betwkwnom use variables and
disclosure. Current research suggests that mediegiooccur without results
showing a direct effect ( 5 *C
Tormala, & Petty, 2011). It is possible that otfeators omitted from the analyses
may have weakened the direct effect, also knowsuppressor variables. Possible
suppressor variables are individual difference$ siscpersonality traits, experience
of discrimination and social support. Furthermdihere may have been an over
representation of a subset of women who do not hasignificant relationship
between the predictor and outcome variables, amsldahdirect effect would have
been neutralised. Future research could measueatpatsuppressor variables to

explore this intricate relationship.
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Caution should be exercised when considering gésatian from this sample as
there are a number of characteristics that mighbadtue of the general population
of forum users. The women were mostly White anccatkd to A-Level or above.
There was also an over representation of activesppessibly because active users
have a more vested interest in forum researcheyrtive different traits which
might make them more likely to post on forums andigpate in online surveys
(Lawlor & Kirakowski, 2014). The majority of womerat experienced symptoms in
the postnatal period, and thus findings might xdéred to antenatal populations. The
model could benefit from future modifications swshincluding a measure of
whether women had experienced discrimination wheelaking, such as “health
professional stigma” (Ahmedani, 2011). Similarhyete was no measure of other
social media use that may affect stigma levelsrane further implications for
disclosure behaviour. The type of forum or comborabf forums women used may
have had an impact on the results, for examptégiforum was moderated or
unmoderated. The study cannot determine the directi causality because it was
cross-sectional. It is impossible to ascertairhdrges in one variable would predict
changes in another, therefore it would be erronémgsnclude that forum use
increases disclosure. There could be other fathatshis study has not included that
account for why there is a relationship betweenttefactors. It may therefore be
that women who disclosed may be more likely tot¥@iums (due to any myriad of
individual differences) rather than forum use self increasing disclosure
behaviour. However, it does show that there idatiomship between the variables
and future research should use experimental argitlmhnal designs to be able to

ascertain the direction of this potential effect amdude a measure of forum type.



Future research could test the theories suggestpdraiof prevention and

intervention studies.

It is important to consider the construct validifythe internal stigma
subscale. The subscale may not measure intergaiatrather it may be measuring
something else for example, symptom severity antifleation with PMI. Future
investigations should take time to consider hownml stigma is conceptualised and

developments in terms of theory and evidence-bassasures of internal stigma.

>& + ! 9

This study supports and extends previous resehattstiggests forum use may
affect internal stigma and in turn lead to disclesimowever, this relationship may
be more complex than our initial model proposed (

Huniewicz, 2015). Interpretation of the findingggast that perceived external
stigma and disclosure stigma do not mediate betf@em use and disclosure. This
is surprising because prior studies showed thanat mental illness forum
messages are pro-disclosure and supply positivaierpes with healthcare

providers (Moore et al., 2016; Evans et al., 208ang & Fomotar, 2015).

Another consideration is that forums differ in thedsts concerning
healthcare providers. Recent research has hightigihtat some forums include
many negative experiences with illness symptomsexipeériences with healthcare
providers (Faith, Thorburn, & Sinky, 2016). Thusire forums may contain
conversations that reduce disclosure stigma arefreadtstigma and others, albeit
inadvertently, may increase external stigma andassire stigma. Women in this
sample may have been visiting a mixture of thepegyf forums and they may have

had different effects on perceived external stigmd disclosure stigma. Therefore,



future research should not dismiss the exploratfaexternal stigma and disclosure

stigma in forum use.

Qualitative findings confirm that stigma is a mapanrrier to disclosure and
details the complex relationship between mateeitity and internal stigma,
external stigma and disclosure stigma (Moore efall6). Other studies advocated a
negative effect on disclosure from an over reliamedéorums, but this was not
suggested in our findings * / ( 9 ( *1 . However, it
may be worth investigating whether there are fortimas maintain or generate
stigma, for example, through providing negative eguees with healthcare

providers, such as a forum for birth trauma.

>&

Findings suggest internal stigma of perinatal malitess mediates between forum
use and disclosure. Using forums may provide vaéusticial support and improve
women’s disclosure to healthcare providers throemgibling expression of their
internal stigma. Theoretical reasons for this hasen discussed, in particular, it is
suggested that women can explore their feelingeespbecome more aware of their
internal stigma and are empowered to express feeegs. Also, women may be
enabled to disclose by reconciling the negative shpéainternal stigma on their
maternal identity by agreeing with forum discouits&t promoted the idea that one
can be a good mother despite having perinatal rhiéintzss. Future work could test
these theories and continue to strengthen knowletigerinatal mental iliness,
forum use, stigma and disclosure behaviour. Clmsicould refer clients to
trustworthy and moderated online forums that feadiéi expression of perinatal

mental illness stigma and promote disclosure tdtiesre providers.
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This thesis consists of six studies that addresevheall research aims; (i) to
explore Internet resources for women with perinatahtal illness and how they are
used by women and (ii) to examine the relationfieifpveen Internet forum use,

stigma and disclosure to healthcare providers.

Chapters 2 to 7 presented each study and discussdéiddings and implications in
relation to each specific aim. The first sectioa summary of the findings,
explaining how they link together in the contextloé two overall aims of the thesis
as well as the previous literature. The secondseekamines methodological
strengths and limitations. The third section coessdverall implications of these
studies and identifies future investigations. Thapter ends with overall

conclusions.

@)

This section will consider a summary of the comtifiadings of the articles in this
thesis and include (1) summary of the findings,niajn themes and (3) underlying

mechanisms.

@ ! )

The work of the thesis started with a meta-synthekthe current research
on forums for perinatal mental illness and stigisi¢le 1). This included five
studies that were described and interpreted to geavew insights into the stigma of
perinatal mental iliness. Findings identified 18ries across the studies which were
then organised into four key themes: (1) safe pladalk; (2) virtual support; (3)

stigma and identity; and (4) repair of the mothatentity. Safe to place to talk



encapsulated how many women in the studies weeetallonverse honestly about
stigmatised symptoms online. Women tended to agfisiclosing offline, and for,
some this was because it intensified their feelwfgmaternal inadequacy. Instead,
online disclosure protected their maternal iderdagythey could disclose
anonymously and the forum audience was non-judg&h&firtual supportwas
characterised by support given by forum membersrtizgy have helped reduce
feelings of internal stigma. This included shanpegsonal stories with others who
were going through similar experiences, normalising validating stigmatised
symptoms, offering hope and encouragement, andgingvemotional support.
Stigma and identityeferred to how perinatal mental iliness affecienen’s
identity as a mother. Women frequently reportedirigeanadequate as a mother
because their symptoms were incongruent with their expectations of
motherhood and what they thought others expectedoobficient mother. This was
often expressed by women using a “good mother’odisse; women conceptualised
what it was to be a good or ideal mother. The fihame;repair of the mother’s
identity,described the discourse that sought to repair matetentity by
challenging the stigma of being a mother with a rakefihess. Forums provided a
valued platform for women to converse using a “goadher discourse” and repair
their damaged maternal identity through reconcitimg they are good mothers
despite having perinatal mental illness. Overailihgs suggested that current
qualitative literature points towards forums’ pdtehto reduce internal stigma
thorough virtual support, space to discuss expeegwnf internal stigma and

disentanglement of perinatal mental illness fromiaternal identity.

The website review evaluated 114 websites usingeenie-based information

on postnatal depression, support services, segif-adbsite technology, treatment



and screening information (Article 2). The websdeiew rated the available
resources for women with perinatal mental illnesd laealthcare providers. Findings
showed that websites contained information thatmwastly incomplete and difficult
to read. Information washostly on symptoms, with infrequent informationragk
factors and the impact of the illness on the fanlymptoms were largely discussed

in terms of depression and not other potentialna¢al mental illnesses.

The website review showed that there was not muahedole help for
women in recovery and these often presented assigftools (for example,
relaxation techniques, stigma around illness aodest about women’s personal
experiences of perinatal mental illness), supgortéxample, forums, phone and
email), and additional resources for mothers (¥@meple, downloads, links and
book recommendations). Many websites had supdriidi@amation on treatment.
Screening and additional resources for healthcaregsionals were infrequent.
Most websites assured users of recovery and engedisseeking medical help.
However, sites rarely had clear information on wiiaimen should do if they had

thoughts of harming themselves or their infant.

The quality of website technology was variable, nieg that some sites
were good for content, but could not be recommemm#eaduse they were extremely
difficult to use. Findings broadly confirmed preusresearch that showed
information was incomplete and websites had problesith technology (Summers
& Logsdon, 2005). Similarly, “Postpartum Supporteimational”
(http:/Mvww.postpartum.ngtwas one of the top-rated websites in both thdyshy
Summers and Logsdo&{05 and the thesis review. The website review showed
that only one website had misleading information parad to four in the Summers

and LogsdonZ005 study. Moreover, interest in postnatal mentalthdaad grown



considerably from 2005 to 2010, indicated by amaase in results from a Google

search for “postnatal depression”, 83,600 and 1(B&Drespectively (April, 2010).

The interview study (Article 3) was conducted tekexe how women with
perinatal mental illness were using the aforemeetioonlineavailable help tools for
women in recoveryThe majority of women described how forums preddocial
support and suggested an online community of sr$esnd survivors actively and
passively engaging in a shared online voice. Theme two themes (1) anonymous
and non-judgemental support and (2) not alémanymous and non-judgemental
supportreferred to the majority of women visiting forunasreduce their feelings of
inadequacy and perceived stigma from others. Tédteesuggested that social
support on forums communicated an alternative disgoabout postnatal mental

illness that challenged their internal stigma.

Not alonewas a theme that encapsulated how forums proadedymity
and non-judgemental social support. This may hazdent an acceptable way to
counteract internal stigma through normalisatiotideion and separating the
illness from their identity as a mother. Most woneere empowered to disclose to
family and healthcare providers through engagitigeeiactively or passively with
this virtual "voice” that encouraged them to diseladfline. Only a minority of

women described negative experiences when usingitegskand forums.

The findings from the interview study are consisteith studies that
suggested users benefit from forums, showing thay Ine an acceptable aid for
people with stigmatised conditions (Crabtree, 2@R4ins, 2014). This exploratory
study pointed towards some ways forums may havidecigeed perinatal mental

illness stigma. Findings extended the existingdiigre by providing the perspective



of the interactions of women engaging in a coliecshared “voice” online. In
contrast to previous studies, such as Evans et(a042) website review, some
potential risks to women were revealed. The womehis study were discerning
when choosing a “safe” forum, especially as theeeummoderated forums that do
not have safeguarding policies or individuals to imyrand ensure posts are not
abusive or contain misinformation. Results suggkttat some women in this
sample identified times when reading forums capoftassistance and times when it
can be harmful, rather than problems with overgsgravious research suggested

(Lawlor & Kirakowski, 2014).

The thematic analysis of posts on a forum for aatiErand postnatal
depression was conducted to further examine howemamsed online forums and
the possible impact use had on stigma and dis@dqguticle 4). Two major themes
were identified (1) stigma and (2) negative exparés. Stigma had three subthemes:
internal stigma, external stigma, and treatmegtrsdi.Internal stigmareferred to the
stigmatised attitudes many women had towards thieesesuch as feelings of
maternal inadequacy. Many women used the forunistase shameful stigmatised
feelings often hidden from others as they felt thate was nowhere offline to talk
about the negative side of pregnancy and motherhdechbers often replied to
these posts and challenged internal stigma bysstiggghat these feelings were part
of the illness and not a reflection of parentingatailities.

External stigmacomprised the concerns many women had about how
healthcare providers would think that they weralaguate mothers if they disclosed
symptoms. Replies endorsed a strong culture otcadhiat urged women to contact

a healthcare provider. Half of all women who hatldisclosed to a healthcare



provider when they first posted replied that thag Bince pursued professional help
following other members’ encouragement.

Treatment stigmaxtended concepts of internal and external stigyna
encompassing women’s concerns about seeking armtiagho treatment from
healthcare providers.

Often posters emphasised the importance of prafieakireatment in recovery;
frequently reassuring women that they had doneigin thingwhen they posted
they had disclosed to healthcare providers ancepostconceptualised what the
notion of good mother, namely, a good mother gelg And takes treatment.

The second major theme wasgative experience¥ery few posts described
negative experiences when disclosing to healthmaréders. These posts
highlighted internal and external stigma concehasyever, the majority of
subsequent posts challenged this stigma by progttatment as essential for

recovery.

Like previous research, internal and external stigittached to mental illness
was a salient barrier to treatment and the wometh@morum were able to “test out”
disclosing symptoms and concerns through onlineesations (Dennis & Chung-
Lee, 2006; Megnin-Viggars et al., 2015; Poole, mét Simpson, 2015). External
stigma was often communicated in forum posts ang@tged previous research that
described women'’s stigma concerns about being petéy others as a “bad
mother” (McLoughlin, 2013). Findings support pravs research suggesting that
women believe healthcare providers view women wtinatal mental illness as
inadequate mothers and therefore in need of extassetance or, at worst, unable

to care for their baby so their baby might be taiken care.



Results extended concepts from previous literahaleding the concept of
“good mother” discourse, in this case suggestiggal mother discloses and gets
treatment. Posts challenged the distressing dissenaetween the idea of a good
mother and that of a bad mother, present in sontaersl posts and thus reconciled
that a “good mother” can have perinatal mental dfnéJnlike previous research on
perinatal mental illness forums, there were thregtgpthat described negative
experiences of disclosing to healthcare providexsa(s et al., 2012; Alang &

Fomotar, 2015; Kantrowitz-Gordon, 2013).

The stigma scale was developed because there was/olbometric scale
that measured how women may experience the ungpects of perinatal mental
illness stigma (Article 5). Previous research higjited how perinatal mental iliness
stigma is different from simply stigma associatéthwnental illness (Abrams &
Curran, 2011; Battle et al., 2013; Beck, 2002; Bd<et al., 2010; Buultjens &
Liamputtong, 2007; Byatt et al., 2012; Edge, 2@éwards & Timmons, 2005;
Gardner et al., 2014; Hanley & Long, 2006; Mauthd®99; McCarthy &
McMahon, 2008; McLoughlin, 2013; Patel, 2013; P&cBentley, 2013;

Shakespeare et al., 2003).

Questions were developed on the basis of the seslithe meta-synthesis,
interview study, and thematic analysis and testedroanline survey of 279 women
with perinatal mental illness (Articles 1, 3 & 4he final 15-item, City Mental
lliness Stigma Scale (City MISS scale) had a tHae#ar structure: perceived
external stigma, internal stigma and disclosuignsdi.Perceived external stigma
measured what women believed other people thologhttanothers with mental
illness and was associated with how other peogleght women fulfilled their role

as a motheerceived external stigmaas related to stigma concerns women had



about people perceiving women with perinatal meititedss as “bad mothers”, for
example “people think mothers with psychologicallpems don’t love their

babies”.

Internal stigmasubscaleextended the concept of a “spoiled identity”,
specifically highlighting problems associated wprinatal mental illness that
exacerbate women'’s feelings of maternal inadequacgxample, not coping or
bonding difficulties. Questions were developeddoeatain if women experienced
these difficulties, for example “I find it diffictto love my baby’Disclosure stigma
subscalemeasured women'’s anticipated discrimination if tdesglosed their
symptoms or diagnosis to others, for example “hdbwant people to know | have a

psychological problem as they may think I'm a baatmer”.

The scale accounted for 54% of the variance andybad internal reliability
and concurrent validity, with strong correlationshaa general measure of stigma for
mental illness. This scale extends previous rekdaato perinatal mental illness
stigma and adds a potentially useful tool for reseand measurement of stigma and
perinatal mental illness. This new scale contribuiteexisting literature on the
theoretical understanding and conceptualisatiorstigena women may experience

in the perinatal period.

The mediation model study measured the mediatirggabstigma between
online forum use and disclosure of affective sym@dmhealthcare providers
(Article 6). An online survey measured forum usgmgrinatal mental illness stigma
(City MISS scale), disclosure to healthcare prorsddepression and anxiety
symptoms, barriers to disclosure and demographacrimédtion (n=200). Results
showed that there was a significant positive irdigdfect of length of forum use on

disclosure of symptoms through internal stigma. L-targh forum users reported



higher levels of internal stigma and higher intéstegma was associated with
disclosure of symptoms to healthcare providers vdwerrolling for depressive and

anxious symptoms.

The mediation model supports and extends previesearch that suggested
forum use affects internal stigma (Alang & Fomo2015; Evans et al., 2012;
Kantrowitz-Gordon, 2013). This model quantitativelypports that internal stigma
mediates the relationship between length of forsmand disclosure to healthcare
providers. Findings extend existing qualitative wiexlge by suggesting that forums
potentially affect internal stigma through faciliteg women recognising and
revealing their internal stigma, which may resnlgreater disclosure of symptoms

to healthcare providers.

@ 0 !
This section discusses the main themes that hagegeoh from the work in this
thesis and includes; components of perinatal mditaks stigma, good mother

discourse and negative experiences of using forums.

The investigation conceptualised perinatal mefitaéss stigma as comprising of
three components; external stigma, internal stignéadisclosure stigma. Each
component is discussed and their relationship ferthm use and disclosure to
healthcare providers is considered. Findings weeel io develop an exploratory
model that tested whether these components of atigediated between forum use
and disclosure of symptoms to healthcare provid@verall findings suggest that

some women use online forums to explore concertisstigma and disclosure of



their illness. The investigation also suggested fibram use may affect women's
disclosure to healthcare providers by enabling wotoegecognise internal stigma,
and challenge stigma through conceptualising thiemal identity as compatible
with perinatal mental illness.

When conceptualising perinatal mental illness stignmay be important to
reflect on the complexities of the suggested themlecomponents. For instance, it
is possible that the work in this thesis conceedl stigma in different ways
according to the research aims and questions of adicle. For instance, the
thematic analysis study may give different weighsdéme elements of disclosure
stigma e.g. an overemphasis of treatment stigmawbmpared to the stigma scale
study that gave less attention to treatment in faebeoncerns about disclosing
stigmatised feelings to healthcare providers. Allse,different methodologies in the
studies could have yielded different perspectiieb® same phenomenon. Linked to
this is the idea that rather than presenting diffefacets of the same constructs, the
investigation may have actually been exploring sseaconstructs of stigma.
Prudence may be required when conceptualising qgatimental illness stigma,
especially when interpreting and applying thesdifigs to future theoretical

development and research designs.

0 1 $

The investigation highlighted the “good mother’atiarse used by many women
who post on online forums for perinatal mental #iseWomen frequently expressed
internal stigma by using discourse that described t'spoiled identity” including
terms such as “bad mother”, “unfit mother” and tiiee” (Article 1, 3, 4 & 5). This

is consistent with the literature and showed thatnen were able to discuss these

painful and stigmatised feelings in an understandimdynon-judgmental



environment (Alang & Fomotar, 2015; Evans et 8012 Kantrowitz-Gordon,
2013). Indeed, many women described that there wadate offline to talk about
the negative side of pregnancy and motherhood awdlsed using forums to
disclose shameful feelings that they often hid fiatimers. Specific concerns were
not meeting parental responsibilities, wantinggiavie the baby or family, intrusive

thoughts of self-harm and child-abuse.

Stigmatised symptoms were often met with repliesweae reassuring and
challenged internal stigma. Often forum discoursaceptualised symptoms as
synonymous to the illness, rather than being &c&fin of their capabilities as a
mother. This supported previous evidence that ssigdavomen may separate their
maternal identity from that of a “bad mother” optsled identity” localising the

blame outside themselves, thus reducing interigrhst (Abrams & Curran, 2011).

The findings from this investigation point towarttie potential of forums to
provide experiential knowledge of symptoms that rnelp women recognise that
they have an illness, rather than just experientmogmal” transition to parenthood
difficulties, or simply being a “bad” mother. Thiscreased knowledge, when
coupled with a new understanding of themselvesrastaer with a potential mental
illness, may help women disclose and seek profeakleelp. Women in the study
tested out disclosing online and got encouragemoeseek professional help.
Findings suggest that disclosure was further ergtabg an alternative discourse
which reconciled that a woman can have perinataitahdiness and still be a good

mother.

The conceptualisation of a “good mother” onlinduded the idea that a

good mother discloses to healthcare providers atgltgeatment. Forum discourse



displayed the mindset that a woman with perinathtal illness can be a good
mother, especially if she received treatment aswiais viewed as essential for
recovery. This way of thinking challenged perceieatkrnal and disclosure stigma
by providing positive experiences when disclosim@pe¢althcare providers, but,
perhaps more importantly, re-conceptualised paimaéntal iliness including a
positive maternal identity and addressed the pbhfa&lings associated with internal

stigma.
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It may be important to strive towards a balanceswivhen considering the potential

outcomes associated with forum use. The investigatought to achieve this by also
contemplating negative influences or disadvantaésrum use on stigma. Unlike
previous research on perinatal mental illness faire findings from the work of
this thesis suggest three main concerns: the ingdastmoderated forums; times
when forum use may be detrimental to mood; andsgbstt contained negative

experiences of engaging with healthcare providers.

The interview study showed that some forums aremuaterated meaning
that there is no-one to enforce safeguarding (&r®¢. Forum moderators promote
the welfare and safety of members by viewing pastsremoving any harmful
messages or inaccurate information. Moderatorsaation and remove members
who do not adhere to the forum policy and lock @eations if they become
argumentative. However, policies and moderatorg fram site to site and may not
always be dependable. When forums are unmodeltateel is the potential for
harmful posts to be displayed and members mayappropriately. This can have
serious consequences for already vulnerable wonmenwgit the sites, for example,

“flaming” might damage women'’s self-esteem. “Flaniirggaggressive interactions



between Internet users and can occur on forumscplarly if the forum is
unmoderated. It is often characterised by the swgppf insults and it can occur
when one person instigates negative posts or wiggoup of users target a single
victim. Closely related to this is the phenomenoftmiling”; where a person
deliberately targets social communication sitefhe intention of disrupting

communities and upsetting individuals by postingaimimatory remarks.

The interview study also suggested that some wdmemd that there were
times when forums helped their distress and othe¥s when they exacerbated
symptoms. While the women in this study appeardzktdiscerning when choosing
a good time to use forums, it is a concern thatrdtireams users might not exercise
such discernment and actually experience theimfgelof stigma increasing. The
thematic analysis revealed that although the vagbnity of posts described positive
experiences, there were three reports of negatipereznces when disclosing to a
healthcare provider. Concerns are warranted dsetpdtential negative outcome of
reading these experiences for women. Women witimgial mental illness are
vulnerable, some feel deflated in their role asath@r and are trying to decide
whether or not to disclose to others. Women maydieg information about what
happens to others when they tell healthcare providleout stigmatised symptoms to
make this decision. Potentially, posts that desardgmative experiences of disclosure
could actually increase feelings of stigma and armge women to hide their

symptoms from healthcare providers.

Recent research has highlighted that some forunhsd@enany negative
experiences with healthcare providers, howeventfais not reflected in the current
findings (Faith, Thorburn, & Sinky, 2016). Neveriss, it is important to reflect on

some forums that may contain discussions that patgrreduce disclosure and



other forums that, albeit inadvertently, may inseeperceived external stigma and
disclosure stigma. Women in the samples may hage Wisiting a mixture of
forums and they may have had different effectsencgived external stigma and

disclosure stigma.

0 3 $
Goffman (1963) theorised that some individuals walhceal their

stigmatised status because they desire to be acchptothers and/or are concerned
that others will perceive them unfavourably. Thekva this thesis supports this
theory and suggests that women in the studies ekpressed their preference for
disclosing online because they could remain anongmmmpared to offline
situations where they claimed that they were payntexposed to perceived
external stigma. In addition, findings suggest tifélitne disclosure was hindered by
women'’s concerns about their maternal identity.ylivere concerned not only with
being labelled by others as a “bad mother”, but disclosing offline was associated
with a risk of increasing their own feelings of matal inadequacy, or internal
stigma. They felt they could safely reveal thepdsed identity” online because
forums were often described as providing sociapsupand a non-judgmental
atmosphere that encouraged an alternative dialalgoet this negative side of
motherhood.

Findings suggest that online forums present a gooither rhetoric that re-
conceptualises what a good mother is and seeksdmuperceived stigma and
internal stigma. This suggests that it was posddienothers to be part of the “good
mother” group as maternal identity was compatibkl werinatal mental iliness,

especially if women sought help from healthcare plens.



Surprisingly, the mediation model shows that fouse actually appeared to
increase internal stigma rather than reduce thesnodel hypothesised (Article 6).
One possible reason for this is that forum use assyst women in recognising their
own internal stigma through discussion of stignsai€s and encouragement to talk
about it without attaching the stigma of the illaés the maternal identity.
Therefore, women were able to reveal internal stigancerns without necessarily
taking on the role of “bad mother” and thereforelifey comfortable to disclose
symptoms to others.

Drawing from Goffman’s theoretical ideas, stigmaildopotentially be
challenged by reconstructing the maternal idengither by separating the illness,
along with the stigmatised symptoms from women’semral identity, or by
reconciling that women can be good mothers despieng perinatal mental iliness.
This different understanding has potential for etifeg stigma and disclosure
behaviour by fixing women'’s “spoiled identity” amehabling disclosure (Goffman,
1963). Women may have increased disclosure of stigimatised symptoms,
because they did not consider them synonymousthin maternal identity. Thus,
long-term forum use helped women to disclose tdtiheare providers by

recognising and helping women cope with internighsa.

Findings from the investigation therefore point &vds the possibility that
forum use may not lessen internal stigma per derablier encourage women to
think about and discuss their feelings and expeegf internal stigma. This may
have enabled women to recognise their internaingtjgand despite experiencing this
stigma, were able to positively construct their enaal identity to resolve the good

mother bad mother dichotomy.



Another interesting finding is that stigma and madéidentity may not only
be negotiated online through interacting with otfleeum members, but also by users
who simply read posts without posting. A few womeithe qualitative interview
study expressed that they felt part of the forummmnity even though they did not
post (Article 3). These women applied the altes®ationceptualisation to their
identity and therefore transformed their spoileghiity to a positive one. This
supports prior literature which advocates that Itslexperience similar benefits to
active forum users (Coulson, 2015). There was fferdnce in the stigma levels
between lurkers and active users in the mediatiodainstudy, which suggests that
women may potentially benefit equally whether or thety actively participate in

online conversations (Article 6).

In summation, this thesis suggested that forunmsages may encourage
women to recognise their thoughts regarding pealmaéental iliness stigma, and
thus increase their self-awareness which enabled tbenake a fuller disclosure.
Findings suggested that forums may provide a sphege women can explore their
feelings, and this may have meant that implicitifggs of internal stigma could have
become explicit. Also, women may have overcomeidarto revealing this internal
stigma through forum benefits, such as social suppong-term visitors may have
developed, through identification with other forumembers, an alternative
conceptualisation of perinatal mental iliness thatsformed their “spoiled identity”
to an empowered identity as a good mother, debpiteng perinatal mental illness.

This may have further enhanced disclosure to heaitharoviders.
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The specific strengths and limitations for the undiual articles in the current
investigation have been addressed in each chapi#®r However, this section gives
an overview of some important methodological issiié& section starts with a
summary of the methodological strengths of the stutlefore considering the most

important limitations and directions for future easch.
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Strengths of each article have been discusseccinawpter. This section presents a
selection of merits including; the mixed methodsrapph and how ethical
principles were applied to online methodology.
0 + ( $

The work of this thesis sought to address the rekepuestions through a
mixed methods approach. Qualitative methods emgdlayere; a meta-synthesis
(Article 1), semi-structured interviews (Article 8hd thematic analysis (Article 4),
and quantitative methods were; website rating éalgcle 2), and self-reported
surveys (Article 5 & 6). This approach was adogiedause perinatal mental iliness
stigma was considered to be a complex phenomersbmaed methods was
thought to satisfy the research aims and poteptyadld a fuller consideration of

stigma.

While it is not possible to give a comprehensivdermstanding of perinatal
mental illness stigma, the methods were used taigea detailed exploration from
a multitude of perspectives in order to developunaerstanding of stigma. Previous
literature on perinatal mental illness forum usd atigma was solely qualitative, so

it was considered appropriate to extend this linexploration. Thus, initial



understanding was developed from qualitative methedsre developing
quantitative measures of perinatal mental ilinéggrea and examining a mediation

model of forum use, stigma and disclosure of sympgtom

One of the main purposes of publishing articles ftheninvestigation was to
potentially inform healthcare providers regardiegliworld problems, for example,
how to direct women to quality and useful Interfeetims. Mixed methods enabled
findings to have different applications to reseaant practice. Together qualitative
and quantitative findings have developed concefppeonatal mental illness stigma
and validated a questionnaire measure that cappied to experimental designs
and clinical practice. For example, the thematilysis is useful when constructing
a theoretical framework to inform research thaksee understand how forums
might challenge stigma. The website review couldi$ed to inform practioners
about quality resources to recommend to their diastwell as inform their own
understanding and consequent discernment whertisgl@xbsites to use for

information and resources.

0 4 $
The investigation presented the first study of post a perinatal mental

illness online forum that explored stigma and disalre and was the first study to
suggest potential concerns for users (Article £sibning the methodology for this
study was one of the major challenges of this thdsie methodology used in this
study formed the basis of an article written tdsadsealth researchers when
designing online studiesiéalth Psychology Updat&loore & Drey, 2014, see

Appendix 5.2). This provided a novel and valualdetdbution because there is a



wide variation, debate and challenges in how diffieresearchers and ethics
committees apply ethical principles to online eamments.

The article discussed the BEgical Guidelines for Conducting Internet-
mediated Researd®013)principle 1: respect for the autonomy and dignity o
persons, alongside a case study of research amedm#ialth forums (Article 4T.he
article gave practical examples of online ethicalundrums and suggestions for
applying these ethical guidelines. This is of matar methodological importance as
research is in its formative stages, which meanseegl to give careful
consideration to how we protect participants asgpeet forum moderators, at the
same time as facilitating high quality innovatiesearch. The article suggested
researchers should be flexible in approaching ergitics and explores working

with forum moderators to help adhere to the higk#stal standards.

Researchers vary widely in how they apply ethicalqgiples to online
circumstances (Herron et al., 201The article explored specific challenges in
interpreting and employing the BPS ethical prinegpin the thematic analysis and
included: a consideration of the nature of onlinggie and public spaces,
anonymity, confidentiality, valid consent and tight to withdraw from a study.

One fundamental ethical disagreement amongst i@s&arconcerns
whether the information on the Internet is consdeo be in the “private” or
“public” domain. There are several points of vi€&dame researchers consider that
online information is accessible to the publiciin the public domain and therefore
available for research without the need for infodnsensent. Other researchers
consider that online information might be publigalailable, but the author may
not have anticipated its use in research and thier@iformed consent would be

necessary for research purposes. From this frameference, researchers would



need to protect against intrusive research ancogspe participant’s dignity in
accordance with principle 1 (BPS, 2013). Anothewpoint stipulates that if a
forum is only assessable by members it is cleailyape, and informed consent

should be sought from individual posters.

Different online circumstancesgmet their own unique challenges, and
researchers and research ethics committees dispkayge of views as to the best
way to uphold ethical principles. Examples from tegearch proposal for the
thematic analysis of forum posts were given to asslthese concerns, especially
considering the views of forum contributors who ndéscuss sensitive topics, for
example, stigma and maternal identity. In this caseeral forum moderators and
authors were emailed and asked for their thoughthe research protocol. In
keeping with the BPS guidelines on conducting nesean the Internet (2006),
forums were viewed as private and moderators waméacted regarding issues of
privacy. Only publicly available posts were incldda the research i.e. any forums
that required membership for access were exclutied; confining the research to
posts from women who should have been aware thatdbnversations were able to

be viewed by the general public.

One problem was that it was impossible to gaiormied consent from many
forum contributors, like the ethics committee ity requested. Instead a
compromise was reached and a notice was displayéaroms giving a description
of the study and a link to an online “participamformation sheet” that outlined
women’s right to withdraw, utilising an opt-out cens policy. Forum contributors
could contact the researcher and ask not to beeduotthe study and instead just
have their posts used in a contextual basis foatiadysis. Due to these and other

constrains in applying considered ethical prin@gptevas concluded by the



researcher and ethics committee to be the besbagpto make the forum posters
aware of the research and seek informed consenttiitem. The article concluded
by outlining the importance of considering indivitkian online data and the need to
give serious consideration when applying ethicalgiples to the sometimes grey
area of online research.

@ ?

There are a number of practical and methodolodgjizatiations which have been
addressed in each chapter. In this section, th@xfolg limitations and future

recommendations are considered; issues of samguidgvhat is not said on forums.

There are several issues regarding sampling tleat toebe considered when
evaluating the findings of the investigation. Thassude a reflection on website
sampling, participant sampling and forum samplifige investigation largely
focused on postnatal mental illness, in particldapression. One reason for this was
because the studies commenced at a time when thebdediterature on perinatal
mental illness was limited, and the majority of wiedssconcentrated on postnatal
depression. Research has progressed since thefdtastresearch for this
investigation and now includes more work on otheximatal mental ilinesses.
Likewise, websites have advanced in number alotig thie resources they offer.
They now include a myriad of topics, such as obhgesmpulsive disorder, fathers
with postnatal depression, antenatal mental illnesgernal bipolar and parents who
have partners with perinatal mental illness. Thaeefresults regarding websites
may not be representative of all perinatal metiteésses. Closely linked to this is

the forums under examination were largely focusedastnatal depression (Article



3, 4, & 6). Future research should include a casiibn of websites for all

perinatal mental ilinesses.

Another area warranting possible future considenas participant sampling.
The interview study sample may not be represemasample size was small, self-
selected, White, mostly educated and women may baee more proactive in
seeking social support (Article 3). Also, therairge range of time since the
events of interest (6 months to 10 years). Thisdvesto low response rates when
recruiting, however, it was intended to be explonain nature and used to develop
ideas for the subsequent studies. Likewise, theokafar the online survey for
Articles 5 and 6 was self-selected and presentailasipotential bias; women were

mostly White and educated (Articles 4 & 5).

The issue of these convenience samples has imphedor the
generalisability of findings. However, it is posglthat sample characteristics may
be a reflection of the population that use theseurces rather than a bias. Future
work should examine characteristics of women whethsse forums to make more
informed decisions when recruiting. Also, work mmgnefit from using samples
with different socio-demographics and to avoid-seliection bias, could include

clinical samples.

Whilst the creation of a novel scale to measureptal mental illness stigma
offers a positive contribution to research in #iea, there was a disproportionate
number of women who had postnatal mental illnesspared to antenatal mental
illness (Articles 3-6). Therefore, the scale andrttezliation model may be more
representative of stigma for postnatal mental dfnand not antenatal mental illness

or perinatal mental illness as a whole. The scatethe mediation model could be



re-tested with a more representative sample tonclailidity as a measure for

perinatal mental iliness.

Additionally, there could be vital interactions Wwibther facets of stigma,
such as religious beliefs or obesity which havebe®n accounted for in the studies
in this thesis. Previous literature has highlightest women from low income
populations suffer additional complications andrarech less likely to receive
treatment (Kozhimannil, Trinacty, Busch, HuskampAdams, 2011). There has
also been some research that highlights that warmagnsuffer with stigma related to
teenage pregnancy (Boath, Henshaw & Bradley, 2018re are practical and
psychological barriers to care that might makeranforums a popular choice of
support. In addition, women may have other illnegkat are stigmatised such as
HIV, AIDS or substance abuse (Lee, Kochman, & Sikke2002; Leigh &

Milgrom, 2008) or belong to other stigmatised grotgysexample, Black or

homosexual (Alang & Fomotar, 2015; O’'Mahen et2011).

Future research should be sensitive to these pattadditional complexities
regarding stigma. As Alang and Fomotar (2015) netemen in their sample were
concerned with not just being seen as a “crazy’dilarazy lesbian”. It is possible
that there are cumulative effects when belongingat@mus minorities or members of
other stigmatised groups. It is likely that givee increase in number and topics of
forums that forum might advance to include combisiggina issues such as, teen
mothers with postnatal depression. It would beregeng if future studies

concidered comparing these different forums ancetfext on stigma levels.

Related to this possible sample bias is the naifdnas resulting from the

type of forum women used. The thematic analysig oahsidered one online forum



because no other moderators gave consent for foosts o be included in the
study.However, the forum was for use by women with batteaatal and postnatal
depression. Future research would benefit fromstigating different forums to
ensure the validity and generalizability of theselihgs. Also, it is possible that
different forums have different consequences fignst and disclosure. For
example, a birth trauma forum may providemen with an opportunity to
communicate their concerns that they may not be t@bdlo offline. However, due to
the nature of the forums topic, many posts mayudismegative experiences with
healthcare providers. It would be interesting teestigate if birth trauma forum use
adversely affects healthcare decisions or if giveencontext of experiences, it has no
effect compared to general perinatal mental illfeasms.

Similarly, the quantitative study did not take imimcount the type of forum
used by women or if they used a mixture of forumgi¢le 6). Other features of
forums that should be included in future reseahneth were not accounted for in the
current investigation are a measure of forum mdaerasafeguarding policies and
social media involvement. Moderation could be meadim terms of moderated and
unmoderated, and could also include type of moerator example, moderation by
peers, professionals, or both. Safeguarding palicteild ensure the well-being of
users by removing posts that do not comply witlhifioretiquette (or “netiquette”)
and could attach “trigger warnings” to thread stthat identify posts which could
potentially be harmful to readers, thus enablingrsigvoid exposure to sensitive
posts that may be detrimental to their mental hedlis essential that future work
considers this and includes additional measuresiwtould have notable

consequences for the results. Future work wouletitelnom comparing women



who use different forums to see if there is diffareffect of forum use on stigma and

disclosure.

0 $

Finally, when considering what is said on forunisnight be pertinent to give
thought to what is not said. This thesis suggéststhere is an alternative discourse
on some online forums that appears to challengenstiand promote disclosure.
However, it is unclear if this attitude is a tr@presentation of forums and the
women who use them. It is possible that posts emeared by moderators who want
to encourage a particular attitude in their forumd discourse itself may marginalise
women who want to talk about the pitfalls of distlee or advocate going it alone.
Given this, forum users may endorse a type of@a@isorship where they feel they
cannot “voice” a counter attitude to others postseither do not post or censor what
they do post to comply with the forum culture. B@ample, Orgad (2006) studied
online forums for breast cancer sufferers and ntitatlcommunication was often
embedded in a Christian discourse. Both Christrahreon-Christians participated in
the forum and experiences were frequently setarfrdimework of Christian
ideology. This had benefits for encouraging hope support, for example, prayers,
but does run the risk of excluding other typesistourse. Therefore, it may be of
profit for future studies to examine what is saigtaposed to what is not said on

forums.

@)

The current thesis has several practical and ¢tieat implications and these are
discussed specifically in each chapter (2-7). Bbigion highlights some key
implications for the thesis as a whole, includingplications for healthcare practice,

research and theory.
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This thesis shov.vs th;ﬂ there were a multitude difsites for postnatal mental
illness with various resources for both women waitistnatal mental illness and
healthcare providers who care for them. With suchraay of choice, it is important
that healthcare providers have up-to-date knowledggiality websites for their
own use and sites that are appropriate for thediréat their clients to or even warn
against. Clinicians could use the rating scale wdssessing websites to use. This
thesis suggests there is a needrebsites that are created with accurate and detaile
information, good support resources and websitétgubleally, these websites
should be built around evidence of how women use ngsources.

Other considerations are warranted when recommgmvdabsites, especially
when promoting forums. This research has highligitsmportance of moderated
forums that enable women to discuss stigma con@ragpromote a discourse of
“good mother” as compatible with perinatal mentlaleiss. Forum posts could be of
value to some women when they contain encouragefmenwomen to disclose to
healthcare providers, seek help and adhere toriezdt This research also highlights
forums that may be detrimental to disclosure. Waderring clients to web
resources, clinicians should consider the possibmtive effects of using forums
that contain negative experiences of healthcardsileing sensitive individual’s
needs, for example, if they feel comfortable usingine support or might benefit

from talking about their birth trauma.

@ |

The present investigation draws attention to thgortance of perinatal
mental illness stigma and further expands knowlexfdhis salient barrier to care.

All qualitative findings (Articles 1, 3 & 4) confin previous research that suggests



many women describe stigma as the main reasorfititeglisclosure to healthcare
providers difficult or avoid disclosing completdl®’Mahen et al., 2012). Therefore,
it is important that work continues to explore stegas many women are failing to
get the help they need to recover and thus thiséasus detrimental outcomes for
both women and their families (Dennis & Chung-L2@06; Letourneau et al.,

2013).

The thesis presents the first quantitative meastusigma for perinatal
mental illness by developing a scale (City MIS$®nirqualitative findings of the
investigation and literature review. Future reskaan use the tools, such as the
scale, and methodology developed to further testdlagionships between forum use
characteristics, types of stigma and disclosurmeasure of the unique stigma with
perinatal mental illness some women experiencedsasloped and may provide a
valuable tool for research. For example, it cowddubed to measure the prevalence
and characteristics of perinatal mental illnesgnsé. It has potential for clinical
screening and can be used to inform interventibasdddress the stigma
experienced by some women with perinatal mentad$, for instance, forums
could be developed to offer support women who aresk of perinatal mental
illness stigma and their subsequent disclosureddoelimeasured against a control
group.

Outside of this investigation, perinatal mentalebs stigma has only been
researched using qualitative designs. The work@firesent investigation presents a
mixed methods approach that develops understamdistigma and forum use and
quantitative measures of stigma and forum use ctarsatics. Together the findings
have developed theoretical concepts and validatskores that can be applied to

experimental designs. It sets out specific concemm®men may experience and points



towards future investigation of these phenomenohiglglighting the most relevant
and salient stigma issues. Qualitative results siaivexternal, internal and
disclosure stigma may all have a role in perinatahtal illness stigma and a
quantitative study suggests that internal stignessociated with forum use and
disclosure. This is important as evidence to datehiad mixed results for the impact
of online support for depression and anxiety (Eyaehtet al., 2004; Griffiths et al.,
2012). Future work would benefit from testing théseories including additional
measures of forum use and adopting a longitudirgigdeand randomised control
trials.

@ !

Overall, findings suggest that perinatal mentakfis stigma can be
conceptualised in terms of several componentsgperd external stigma, internal
stigma and disclosure stigma. Quantitative findisiggw that forum use may not
reduce internal stigma as hypothesised, but ratisezase disclosure of internal
stigma. Findings suggest that the alternative wstdeding of perinatal mental illness
on forums may have helped women recognise theirnat stigma and this increased
women’s self-awareness, enabling them to makeler fdilsclosure. In addition,
women may have overcome barriers to revealingitibesnal stigma through forum
benefits, such as social support, identificatiothwie forum group, empowerment
and an alternative perspective of perinatal mealtass that shifted their “spoiled

identity” to an empowered identity as a good mothespite having a mental illness.

These factors may have lessened women's feelingswéss when
experiencing internal stigma, and therefore enatblech to articulate stigma feelings

and lessen shame when disclosing. These findirggestithat forums are a useful



aid in assisting women to recognise and reveat geginatal mental illness which

has notable implications for promoting help-seekiefaviour and treatment uptake.

These findings may fit in with help-seeking thesnehich hypothesise that
people take a series of steps to get the helprtbeg for their condition. Generally,
help-seeking is conceptualised as comprising @effiactors; attitude towards help
seeking, intention to seek help and help-seekimgdeur. Some research suggests
that attitudes towards seeking help, such as kediedl willingness, are correlated
with actual help-seeking behaviour (Nam et al., 0Researchers have applied
help-seeking theories to mental health, howeveretis no one agreed upon

unifying model (Gulliver et al., 2012).

One help-seeking model is Ajzen’s Theory of PlanBetaviour (TPB;
1991). TPB emphasises the importance of attitudeasical predictor of help-
seeking behaviour. If the individual perceives lile¢p-seeking behaviour as a
positive thing they are more likely to do it. Likes®, the subjective norm also
contributes to resultant behaviour. If a persomelveld significant others in their life
would want them to do the behaviour they are mikiedyl to act accordingly.
Perceived behaviour control is the third and fiiaator in this model and purports
that if an individual believes they are likely tacseed at the behaviour then they are
more likely to act. This model can be preliminaalyplied to the findings of this

thesis.

Women who have PMI often have a negative view eifrtbondition and
concerns about disclosure to healthcare profedsioih@ould be theorised that
women who visit forums change this attitude throtggeonceptualising PMI stigma
by engaging with forum discourse that reconcilessitive identity as a mother and

having PMI. Women may also come to adopt the shaneérstanding of the forum



members that help-seeking behaviour does not hayatise outcomes e.g. their
baby will not be taken away. Thus, a women'’s atttowards herself and

disclosure becomes positive.

Women forum users often come to value the grouptaralibjective norms.
The forum posts in these studies consistently enagma disclosure to healthcare
professionals as the best course of action ansls&irito be a “good mother” it was
essential to seek help. Thus, it could be arguedhigsubjective norm promoted
help-seeking behaviour. The perceived behaviounaidrol could be considered
when women engage with an online discourse thegrheeducated about
symptoms and learn new ways to communicate thelinfgs. This could give
women confidence when approaching healthcare wioiesls. Thus, all three
factors could be influenced by forum use and in tead to an increased and fuller

disclose.

This consideration is explorative and to an exéesimplistic account of the
factors that might be a work in women’s help-seekiagaviour. However, future
research could benefit by using TPB to tease aufabtors that contribute to help-

seeking behaviour and examine if and how they &ater

Social identity theory may be another useful wagdnceptualise how
women manage the transition in their identity wkiegy become mothers. This
theory suggests that people receive social suppatigh identifying as a member
of a social group, for example, a sports team okwooup (Tajfel & Turner, 1986).
These groups define how people regard their seénsalfand what makes them
different from other groups. These group identitiesy lend mental resilience
through imparting a sense of belongingness andextadness (Cruwys et al. 2014;

Haslam et al. 2009). There has been well-documeaesahrch showing that social



support through in-groups is beneficial for meiahlth (Ozbay et al., 2007).
However, when women become mothers there is oftessaof group memberships,
for example, she stops work and due to childcarensibments, she can no longer
participate in her usual leisure activities. Thisd of identity can have a negative

impact on women’s mental health (Jetten, O'Brie,rfadall,. 2002).

Seymour-Smith et al. (2016) examined the SociattileModel of Identity
Change and postnatal depression. They recordediebamwomen’s social identity
and depressive symptoms (N=387). Women reportetdfisigntly decreased valued
group membership after childbirth, which highligttte perinatal period as a time of
great identity change. They showed that maintaisoajal groups was associated
with lesser depressive symptoms and group loses associated with more
depressive symptoms. However, they failed to fing @vidence that making new
group memberships (e.g. baby groups) had any effeatental health. This may be
because of the type of new groups the women irsthidy joined. If the new groups
had been specific to mental health in the periraabd they might have yielded
different results. Women with PMI may not identfyth the group norm of

“wellness”.

This related to the thesis and suggests possiblefibe of forum
belongingness. It would be interesting to inveséghwomen who use Internet
forums to manage their PMI utilise group membersbhimanage their social
identity. It could be argued that women identifyegya member of the “PMI group”
or “PMI forum” may regard their identity as a mathéath PMI as a positive one,
rather than conforming to the dominant discoursedhsociates PMI as a negative

trait. As this thesis suggests, stigma may be eeday adopting an alternative group



discourse that socially constructs PMI as compatiith a positive maternal

identity.

Another similar consideration for future researobld be how social media
presents the social grouping of PMI sufferers amgligors. One example of this can
be seen in the recent social media and parliameogmnpaign to increase mental
health services for women in the UK and reducarsdi¢#HopeNov20). Over 200
people met for the conference on perinatal menttihat the House of Commons
on November 20, 2017 to raise public and political awareness. Wiairthe
delegates were forum moderators, social media cgmga, bloggers and forum
users. They expressed a clear sense of grouptilantl a united vision for ending
PMI stigma, despite it being the first time many maet in a non-virtual

environment.

To conclude, the most important implications of tiesis as a whole are (i)
clients may benefit from healthcare providers’ reamendations of reliable and
moderated online forums that facilitate communaabf perinatal mental illness
stigma, challenge stigma by promoting a discounaereconciles perinatal mental
illness with being a good mother and encouragedadigre to healthcare providers
and (ii) findings suggest that forum use effectenmal stigma and in turn disclosure
and has developed potentially useful tools for fit@search and (iii) a new
theoretical understanding of the unique stigmaesinatal mental illness has been
developed, and suggests that many women experéeragge of external, internal

and disclosure stigma that may prevent disclosure.

@)

In conclusion, the studies presented in this these added to knowledge of

Internet resources for women with perinatal meititedss and healthcare providers



in several important ways. In particular, the rielaship between forum use, stigma
and disclosure has been investigated and findings addressed a number of gaps
in the literature. Combined findings suggest tloatiins exhibit potential for

influencing women'’s recognition of stigma and cgotoalisation of stigma that may

encourage and enable women to disclose symptohesalthcare providers.

Findings suggested that forums may facilitate dsate of symptoms to
healthcare providers by addressing issues regapdingatal mental illness stigma in
a rhetoric of social support. Forums appear toiplea safe space to anonymously
“voice” highly sensitive stigmatised feelings aryinptoms. This may be of
particular value to women as this space may naiviadable offline. Forum
discourse may challenge stigma concerns and prodmtisure. It is suggested that
some forums may reduce the negative feelings astgocwith stigma by advocating
an alternative conceptualisation of perinatal mahteess that reconciles “good
mother” and “bad mother” labelling that causesrdisd, and instead advocates that a
woman can be a good mother despite their illnegseaally if they disclose to a

healthcare provider.

This thesis benefited from using a number of gatlie and quantitative
methodologies such as meta-analysis, website rewiemi-structured interviews,
thematic analysis, and an online survey. The ingason has also benefited from
considering how to applying ethical principles tdioe research. However, some
caution should be exercised when considering tigirfgs as they may not always
be generalisable given the limits of the samplilgo, findings suggest a largely
positive effect of forums on stigma and disclosUigs discussion points to some
issues regarding what is not said on forums andestg prudence when applying

the findings to future theory and research devekum



Forums may assist women in exploring concerns degguperinatal mental
illness stigma, and thus enables them to recogheeown feelings of stigma and
therefore assist their disclosure of symptoms.ifaneary results of the thesis
suggest that internal stigma may mediate the cglahip between long-term forum
use and disclosure. This has important implicationgddressing stigma as a barrier
to care. Future work should continue to explore fimums may facilitate
disclosure. However, results are exploratory amthéw work would benefit from
investigating the relationships between forum sgma and disclosure using larger
and more representative samples so findings cgeiberalised. Additionally,
longitudinal designs might enhance understandintg®fprocess involved in
engaging with forums over time. Potential disadagat of forum use have been

suggested and warrant further investigation.
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Appendix 2.1 Full list of search terms for systemat search (Article 1)

Search terms included key words related women {@gien, “woman”, “mother*”,
“female*”), which were combined with terms relatiedonline forums: “online
support group*”, “message board*”, “online forum*gnline communit*”; and

further combined with terms related to perinatpbstnatal”, “postpartum”,

“antenatal”, “perinatal”, and crossed with termkated to mental iliness: “psych*”,

“mental”, “emotion*”, “problem*”, “disorder*”, “illness*”, “symptom*”,

“depression”, “anxiety”, “post-traumatic stresspisychosis

mood disorder*”; and

finally combined with terms related to stigma: gstia”, “stigmatiz*”,

“discriminat*”, “prejudice*”, “stereotype*”, “percption*”, “label*”.

Appendix 2.2 Example of a database search (Article)

Searches were conducted using the database Sarpidl fFields” and limited to

the date range (inclusive) for all years to preseall subject areas.

1. “women” OR “woman” OR “mother*” OR “female*”

2. *“online support group*”, OR “message board*”, Oénhtine forum*”,
OR “online communit*” “postnatal” OR “postpartum’RO“antenatal”,
OR “perinatal”

3. “psych*”, OR “mental”, OR “emotion*”, OR “problem*”’OR
“disorder*”, OR “illness*”, OR “symptom*”, OR “depssion”, OR
“anxiety”, OR “post-traumatic stress”, OR “psych&iSiOR “mood

disorder*”



4. *“stigma”, OR “stigmatiz*”, OR “discriminat*”’, OR prejudice*’, OR
“stereotype*”, OR “perception*”, OR “label*”

5. “#1 AND #2 AND #3 AND #4 AND #5”

Appendix 2.3 Themes from the meta-synthesis (Artiel 1)

Themes
Studies Safe place Virtual Stigma and  Repair of the
to talk support identity mother
identity
Evans et al. y y y y
(2012)
Kantrowitz- y y y
Gordon (2013)
Alang and y y y y
Fomotar
(2015)
Moore and y y y y
Ayers (2016)
Moore et al. y y y y

(2016)




Appendix 3.1 Rating scales for evaluating websitd#rticle 2)

Dimension Subcategories  Items

Symptoms Depression Tearfulness, feelings of sadness
Irritability

Decreased interest in usual activities

Changes in appetite, inability to eat

Sleep disturbances

Low energy or fatigue

Poor concentration

Feelings of guilt or shame

Suicidal ideation

Anxiety

Somatic complaints

Obsessive thoughts (e.g. about the baby’s safety)

Ambivalent or negative feelings toward the baby.niray

to flee

Doubts or feelings of inadequacy about caring liertiaby

Thoughts of harming the baby or self

Anxiety Persistent, unjustified worry (e.g. about the baby)



Risk factors

Puerperal

psychosis

PTSD

Psychosocial

Irritability

Obsessive thoughts (e.g. about the baby)

Difficulty concentrating

Sleep disturbances

Panic attacks
Restlessness, agitation

Irritability, rapid mood swings

Insomnia

Disorientation

Erratic or disorganized behaviour

Delusional beliefs, usually regarding the baby

Hallucinations

Inability to distinguish reality
Avoidance of reminders or talking about the birth
Disturbing images, flashbacks or nightmares abatt bi

Unplanned/unwanted/mistimed pregnancy

Unemployment, either the woman or her partner, ot

choice

Young maternal age, especially adolescence

Lack of social support



Recent stressful life events within 2 years of pegy,

such as a death, divorce, or relocation
Perceived stress of parenting
Fetal anomaly or infant illness
Trauma related to the pregnancy or birth
Interpersonal violence (current or past)
Difficulty breastfeeding
History of sexual abuse

Medical Previous postnatal iliness

history

Symptoms or anxiety during pregnancy

Personal or family history of psychiatric disorders

including alcoholism

History of menstrual-related mood disorders (e.g.

premenstrual dysphoric disorder)

Symptoms of mood disorders during past use of honaho

contraceptive methods

Severe postpartum fatigue

History of miscarriage, neonatal death, stillbidhsudden

infant death syndrome



Impact

Additional

considerations

Impact on the

mother

Impact on the

infant

History of infertility, infertility treatment and/omultiple

pregnancy

Maternal low socio-economic status

Living in rural areas

Women from ethnic minority groups

Mothers who partner with women

Mothers with disabilities

Mothers whose infants are hospitalized after birth

Difficulty fulfilling family roles

Diminished responsiveness to infant cues

Attachment difficulties with their baby/other chiér

Fear of having another baby

Financial worries due to inability to work

Poor self-care, including following through withai#hcare

recommendations

Increased risk of substance abuse

Increased risk for suicidal behaviours or attempts

Increased risk for future episodes of depression

Feeding problems and poor weight gain

Increased fussiness and sleep problems



Delayed development of cognitive skills, sociallskiand

expressive language
Problems with behaviour, conduct and attention
Poor emotional attachment
Impact on the  Feelings of fear, helplessness or lack of control
partner/tamily Feelings of anger or resentment
Guilt over the suffering of the new mother
Increased instability in marital and family relatships
Higher risk of divorce
Available Mothers tools  Tests (e.g. Edinburgh Postnatal Depression Scale)

help Myths about motherhood (dispelling unrealistic

expectations of mothers that compound PNI symptoms

such as guilt)
Letters to healthcare professionals

Stigma surrounding postnatal mental illness (i.e.

confronting stigma and promoting help-seeking behay

How to gain access to/understand medical notes

What to say to healthcare professionals

How to seek help



Standard self-help (i.e. limited advice on nutritiskeep,

exercise and asking others for help)
Tips for family
Relaxation techniques
Coping strategies
How to think (e.g. advice on positive thinking)
Postnatal mental iliness issues
Prevention
Stories
Mothers Forum
support Email/letter

Chat

Personal messaging (a private message sent toeamnstr

in a forum or chat room)
Telephone
Group meetings
Home visits
Referrals
Additional Links

resources
Downloads




Audio/visual

Podcasts

Contacts

Articles/research

Book recommendations

Quotes/poems

Leaflets




Appendix 3.2 Top five websites for healthcare profssionals and postnatal

mental illness sufferers when presentation was morgrongly weighted (Article

2)
18! Rating Criteria 2nd Rating Criteria
Healthcare Professionals
1 Www.postpartum.net Www.postpartum.net
2 www.postpartumhealthalliance.org www.postpartaaithalliance.org
3 www.babybluesconnection.org www.babybluesconoegirg
4 WWW.postpartumsupport.com WWw.postpartumva.org

5 www.postpartumeducationandsupport.com  www.paostpesupport.org

Postnatal mental illness sufferers

1 www.panda.org.au www.panda.org.au

2 www.hapis.org.uk www.postpartum.net

3 www.postpartumhealthalliance.org www.pndsa.co.za

4 www.postpartum.net www.babybluesconnection.org

5 www.pndsa.co.za www.rcpsyche.ac.uk




Appendix 4.1 Interview schedule (Article 3)

Can you tell me about your experience of pregndriay) and your time until now?
Can you describe your experience of using the rietefior resources for your *?
Is that all you can tell me?
What Internet resources for postnatal health doug®a?
Can you describe how you use each Internet reseurce
What resource do you use most? Why?
Do you/have you used websites to help you cope kathng *
Do you think using these resources on the web basflied you in any way?
If so, how?
Do you think using these resources on the webrhasy way been a negative
experience for you?
If so, how?
What effect if any do you think your use of websitas had on you and your *?
What's your understanding of *?
Has using the Internet shaped how you understand*po
If so, how?
What do you think of the information on postnatepression or * available on the
Internet?

Are there any aspects of websites that make thesaradifficult to use? If so, how?

* = use terms they use for example, illness, paatmepression, trauma etc



Appendix 4.2 Ethical approval for the interview study (Article 3)

10.1.1

Life Sciences & Psychology Cluster based Research Et  hics

Committee

CERTIFICATE OF APPROVAL

Reference Number:

SADMO0411

Title of Project:

Women with postpartum psychological illness (PPI) who
use internet resources.

Principal Investigator:

||*+

Student:

Collaborators:

Duration of Approval

(not greater than 4
years)

6 months

Expected Start Date:*

April 2011

This project has been given ethical approval by the Life Sciences and
Psychology Cluster based Research Ethics Committee (C-RECQC).




*NB. If the actual project start date is delayed beyond 12 months of the expected start
date, this Certificate of Approval will lapse and the project will need to be reviewed
again to take account of changed circumstances such as legislation, sponsor
requirements and University procedures.

Please note and follow the requirements for approve  d submissions:

Amendments to protocol.

Any changes or amendments to approved protocols must be submitted
to the C-REC for authorisation prior to implementation.

Feedback regarding the status and conduct of approved projects

Any incidents with ethical implications that occur during the
implementation of the project must be reported immediately to the Chair
of the C-REC.

The principal investigator is required to provide a brief annual written statement to the
committee, indicating the status and conduct of the approved project. These reports
will be reviewed at the annual meeting of the committee. A statement by the Principal
Investigator to the C-REC indicating the status and conduct of the approved project
will be required on the following date(s):

December

Authorised Signature
Jennifer Rusted

Name of Authorised Signatory

(C-REC Chair or nominated deputy) Jennifer Rusted

Date

4 April 2011
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Appendix 5.1 Ethical approval for online forum study (Article 4)

School of Health Sciences

Research Office
Northampton Square

Ref: PhD/13-14/01 London EC1V OHB

Tel: +44 (0) 20 7040 5704
11 July 2013 www.city.ac.uk
Dear Donna / Susan

Re: A thematic analysis of online forums for postnatal mental iliness

Thank you for forwarding amendments and clarifications regarding your project.
These have now been reviewed and approved by the Chair of the School
Research Ethics Committee.

Please find attached, details of the full indemnity cover for your study.

Under the School Research Governance guidelines you are requested to contact
myself once

the project has been completed, and may be asked to complete a brief progress
report six

months after registering the project with the School.

If you have any queries please do not hesitate to contact me as below.

Yours sincerely



Alison Welton
Research Governance Officer



Appendix 5.2 Journal article: Moore, D. & Drey, N.(2014). E-health and e-
ethics: Some ethical and practical considerations lven conducting internet

research on health forumsHealth Psychology Updat&4(1).

E-health anck-ethics some ethical and practical considerations wheieaimg

internet research on health forums.

Donna Moore & Nicholas Drey

Summary

There is wide variation in how different researsh&nd ethics committees apply
ethical principles to online environments. The BRBical Guidelines for

Conducting Internet-mediated Resea(2@13) principle 1: respect for the autonomy
and dignity of persons is considered alongsidesa study researching online health
forums. The lines of “public” and “private” onlirdata are often blurred and care
needs to be taken when protecting the person atrefec data. This presents unique
challenges when applying BPS ethical principlesasffidentiality, anonymity and
informed consent. This article suggests that aghtiul and flexible approach is
adopted and demonstrates how communication witihmianoderators can help

ensure the highest ethical standards.

There are a myriad of websites, discussion boardsacial networking groups
focusing on health issues. This presents a unigpertunity for health
psychologists to access patient experiences whalidrotherwise be difficult to
obtain. However, there is wide variation betweeseagchers in terms of how they

apply ethical principles to an online environmeéilron et al 2011). This article



explores some issues in relation to the BEft8cal Guidelines for Conducting
Internet-mediated Resear¢013) in particular principle 1: respect for the
autonomy and dignity of persons. We reflect onethigeriences of one researcher
and an ethics committee of designing, approvingamtiucting research based on
data from online health forums. We discuss theipahallenges in interpreting
and employing the BPS ethical principles in thiseggch, including: a consideration
of the nature of online private and public spaaesnymity, confidentiality, valid

consent and the right to withdraw from a study.

There are several professional bodies with guidslion internet mediated
research, for example, the Association of InteRetearchers (AoIR 2012), but
perhaps the most relevant guideline for health Ipshpgists is the professional
guidance provided by the BPS which applies ettpdalciples from the Society's
Code of Human Research Eth{@911) and th€ode of Ethics and Condu@009)
to research based on the interigthical Guidelines for Conducting Internet-
mediated Researd®013) However, this remains a relatively new and variezhaf
study in a state of flux due to the ever expanding changing nature of the internet
and advances in technology (Mann & Stewart 2000is Presents a challenge for
researchers who want to be innovative in their @@gh to designing and conducting

research whilst remaining sensitive to ethical aerations.

The first authors' research looked at the rolaritexnet could play in helping
women with postnatal mental iliness; particularlywheebsites, social media and
online forums could provide valuable information aodial support. This work
included researching women’s posts on online fortonpostnatal mental health;
which raised a number of ethical issues and chgdlenvhen seeking ethical

approval from our university and also in their ®dpgent implementation.



This experience is considered as a single casg stfldcting on principle 1 of the
BPSEthical Guidelines for Conducting Internet-mediakesearci{2013) which
addresses issues of privacy, which is closely tinikenotions of anonymity,

confidentiality, informed consent and the rightaithdraw from a study.

A key ethical dispute amongseaachers focuses on whether the
information on the internet is considered to béhm“private” or “public” domain. It
could be crudely simplified into three argumentissti-if the information is
accessible to the public i.e. anyone can see themation, it could be argued that
this is published material in the public domain &ndo available for academic
research without the need for informed consentpalgh the poster (author of the
post) may not have envisaged its use in researtinary even object to this use
(Hudson & Bruckman 2004). A second viewpoint ig tlghough this information
might be publically available in a legal senses thinot necessarily the
understanding of the author and it follows thaythey therefore be even less likely
to envisage its use in research, than in thedashario. In this case, informed
consent should be sought, to protect against inussearch and respecting the
participants’ dignity in accordance with princidlgBPS, 2013). In the third
situation a forum is clearly private and is memhmnl/ access, requiring permission
to access the forum so informed consent from ildizi posters would be required

to use the data for research purposes.

In the conduct of research mat#eesrarely as clear cut with different
online circumstances presenting their own uniquéeinges, and researchers and
research ethics committees displaying a rangeevivias to the best way to uphold
the ethical principles. Some view posts on accessgibernet forums as public

information and take the view that forum contribstehould be aware that their



posts can be seen by any user and are thereforgéfae” to be used for research.
Legally speaking such archive messages in accedsifims can be analysed
without permission from posters as long as thisml@s with copyright laws
(Hookway, 2008). However, just because something Inedegally permissible,

does not necessarily make it ethical.

The research proposal carefully considered thes/@f forum contributors
who may perceive their posts as private, especidign they addressed sensitive
topics, for example, feeling inadequate as a moteveral forum moderators and
authors were emailed and asked for their opiniotherresearch protocol. In
keeping with the BPS guidelines on conducting nesean the Internet (2006),
support groups and other interactions that inclystests about sensitive issues were
viewed as private and moderators were contacteddiegassues of privacy. The
inclusion criteria for forums were developed aftensulting a forum contributor and
forum moderator. Only publicly available posts werduded in the research i.e. any
forums that required membership to view posts wamuded; thus confining the
research to forums where contributors should haen laware that their posts were

publicly available.

The BPS guidelines note that the level of corttielresearcher can have over
data on the internet is often significantly lowlean data gathered offline, because
the raw data available to the researcher is idalniocthat available to the general
public, so the researcher cannot increase theisg@monymity or confidentiality of
the data. Where the researcher does have comcbthas a responsibility, is in the
analysis of the data and dissemination of the t&slihe researcher must consider
how to maximise confidentiality and anonymity ankdavassurances they can give

participants. In this study it was thought unlikétat users would be identifiable as



thousands of posts were analysed with multiple@stand many contributors
posting under a pseudonym. However, a decisiontakas to publish only short
guotations to minimise the possibility of intertretceability and possible
identification of an individual, through commonlyagsinternet text-based search

engines, further poster's pseudonyms were alsoysmnised.

It was impossible to gain informed consent froomgnforum contributors
because they no longer use the site where theggosteven the email address with
which they registered. A less direct approach adigpted: a notice was displayed
on forums giving a general description of the stadg a link to an online
“participant information sheet” outlining forum coifutors right to withdraw,
choosing an opt-out consent policy. Forum contotaitould contact the researcher
and ask not to be quoted in the study and insigsichpve their posts used in a
contextual basis for the analysis. To avoid infitieg or disrupting the online
community, the study was limited to historical mostdhering to principle 3: social

responsibility (BPS, 2013).

The university research ethics committee suggektdorum contributors
may well see forums as private, especially if thegted from computers in their
own homes for example. Further clarification waguised on the issue that some
forum contributors might not see the notice abbatstudy on the forum. In addition
to the safeguards proposed, the committee requistechoderators be asked to
email members of their forum with an information esh@nd inform them of their
right to withdraw their online contributions frornet study. The result of discussions
with the ethics committee concluded that as fawas practically possible every
effort should be made to make the forum contritgitaware of the research and seek

informed consent from them.



In reality there were constraints to applying the®ll thought-out ethical
principles and procedures, not least because somm$ did not have moderators.
Of those that did one consenting moderator reastitezd was no need to display a
notice on their forum as all members had signeddimas and conditions of using
the forum and this specified joint copyright of adimiitors’ posts arguing strongly
that they had therefore already given their confm@rtheir posts to be used. The
ethics committee was consulted again, they wereetaed that users often fail to
read the terms and conditions and if they had gihtnihave been some time ago and
therefore informed consent should be sought agamake sure it was current, if at
all possible. The moderator explained that thedomwas an open forum for anyone
to use and it would be excessive for the modetatemail individual members and
she was unwilling to do this contending that thetervention would be more
intrusive than any academic use of the posts. éamgromise it was agreed that a
new thread in the media section would be startedoatiine the research to increase

awareness of it with current users.

This article has highlighted some of the challemngben applying principle 1
of the BPSEthical Guidelines for Conducting Internet-mediaiRelsearcl{2013) in
relation to the first author’s research. This tgbeesearch is in its formative stages
which means we need to give careful consideratdrotv we protect participants,
respect the moderators, at the same time as &iciithigh quality innovative
research. In addition to respecting participantgits, we suggest that researchers
remember the person in the electronic data andhkegtcan enhance their sensitivity
to ethical issues in their research by working wtbderators and forum users to

take account of their opinions and wishes. It mayést to adopt a flexible approach



when applying these ethical guidelines and heed@Bf® cautionary “thinking is not

optional” (BPS, 2011, p.4).
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Top tips for researchers

Consider the complexity of the public/private spesseie with the Ethics
Committee

Email forum moderators for their written informeohsent

Put a notice on the forum briefly explaining thedst which posts will be
used and posters right to withdraw

Include a link on the notice to more detailed infiation of the study (i.e.
participant information sheet)

Posters can email the researcher and give theimasee for the forum and
any quotes from that user name will not be pubtishe



Appendix 5.3 Additional quotes for thematic analyss results (Article 4)

Theme

Subthem

Quote

Stigma

Internal stigma

| just fail at everything abbeing a mother.
Failed at pregnancy, failed at labour, failed at
feeding, failed at getting them healthy, faile
at keeping other bits of them healthy. [1]

o

PND and mental illness generally still have
such a stigma attached don't they. First things
first, 1 doubt very much you are anything lik
an utterly rubbish mother. I think it is a very
big and brave decision to have another chil
knowing you might have to suffer PND aga
so well done for that. [R]

D

5 &

External stigma

| just feel convinced that the DRlwvife will
see me as an unfit mother/label me as such
and seek to take my baby away. [I]

Please seek help from your GP, medication
can really help with PND and there can be lots
of other support too. [R]

Treatment
stigma

am worried that if | tell the truth, the GP will
send someone round to take my baby away :-

((
Should | just leave that bit out? [l]

Tell someone how you feel - not because ypu
need to be medicated, but so they can give
you a cuddle, tell you that you are doing a
great job and make you a cuppa. [R]

Negative
experiences

| had severe PND but because | adored my
babies, the GP didn't believe it was that bad
and refused to treat it on the grounds | was
breast feeding and there were no drugs th
were compatible (actually, apparently there
was one and there are probably loads mor
these days, in case that's an issue.) Without
treatment, it took me years to feel well (truly,
years) and | only felt 100% when | did finall
get some treatment. [R]

| had a phone consultation with a doctor today
he made me feel awful like i was choosing to
hurt my baby! | asked if there was meds i
could take that were safe and he basically said
no it was all about clinical risk. Then he sa




will prescribe yousomethingcould not tell me
what nothing. [I]

Sorry that you were treated so badly. you djd
the right thing asking for help and they should
be helping you. [R]




Appendix 6.1 Ethical approval for the online surveystudy (Article 5 & 6)

School of Health Sciences

Research Office
Northampton Square

London EC1V OHB
Ref. PhD/14-15/03 Tel: +44 (0) 20 7040 5704

www.city.ac.uk

27 March 2015

Dear Donna /Susan

Re: Use of online forums for perinatal mental illn ~ ess: an online survey

Thank you for forwarding amendments and clarifications regarding your project.

These have now been reviewed and approved by the Chair of the School
Research Ethics Committee.

Please find attached, details of the full indemnity cover for your study.



Under the School Research Governance guidelines you are requested to contact
myself once

the project has been completed, and may be asked to complete a brief progress
report six

months after registering the project with the School.

If you have any queries please do not hesitate to contact me as below.

Yours sincerely

Alison Welton

Research Governance Officer



Appendix 6.2 The City Mental lliness Stigma ScaleA(ticle 5)

We use the term “psychological problems” in thissiiganaire to refer to all sorts
of distress mothers might experience after havibglay, for example mood
problems, depression, anxiety, trauma and obsessimpulsive disorder. Please
think of psychological problems to mean whatever fgmi comfortable with. We
appreciate that some questions may be of a sensaiuwee and we thank you for

your honesty in helping us better understand howare feeling.

Please select the amount you agree or disagreesadthof the following statements

based on how you have been feeling the past 2 weeks

Strongly Disagree Agree Strongly

disagree agree
1. 1 can’t cope as well as I'd like 1 2 3 4
with my baby
2. | have thoughts of hurting 1 2 3 4
myself
3. I have thoughts of killing 1 2 3 4
myself
4. | have thoughts about leaving 1 2 3 4
my baby
5. My psychological problems 1 2 3 4

have meant | have lost time with

my baby




6. People think mothers with
psychological problems can’t
cope with their babies

7. People think mothers with
psychological problems don’t
love their babies

8. People think mothers with
psychological problems will harm
their babies

9. People think mothers with
psychological problems will harm
themselves

10. People think mothers with
psychological problems will Kill
themselves

11. People think mothers with
psychological problems are
abnormal

12. 1 do not want people to know
| have psychological problems as
they may think I'm a bad mother
13. I worry that if | told a
healthcare provider about my
psychological problems the social

services would get involved




14. 1 worry that if | told a 1 2 3 4
healthcare provider about my

psychological problems my baby

would be taken away

15. I worry that if | told a 1 2 3 4
healthcare provider about my

thoughts they would think | am an

abusive mother

Appendix 6.3 Items omitted from the final scale (Aticle 5)

Omitted from the second analysis:

It is my fault | am more likely to have psychologliproblems in the future

Television and newspapers show motherhood as ayhiepe and mothers are not

depressed

Good mothers do not have psychological problems

| am as good a mother as other mothers despitadn@sglychological problems

A good mother gets treatment for her psychologacablems

| worry that if | took medication for my psycholagil problems | would not know if

| got better because of my own hard work or this pil

Mothers should only talk about their psychologisadblems with their family

People think having a new baby is a happy time sthers should not be depressed

Omitted from third analysis:




| would feel bad if others knew | took medicatiam my psychological problems

| find it difficult to love my baby

I have thoughts of harming my baby in some way

My psychological problems have made things difti¢ai my partner and/or family
People think mothers with psychological problemsulth be able to snap out of it

Television and newspapers show mothers with pspghdl problems as a threat to

their babies

| worry that if | tell my healthcare provider howdel | will be referred for

counselling

Appendix 6.4 Confirmatory factor analysis of the CiyMiss (Article 5)

The three-factor structure of the 15 item CityMI&S jdentified by the Exploratory
factor analysis (EFA) in article 5, was estimatethg Confirmatory Factor analysis
(CFA; see Figure 6.4). The model was found to hasigrificant chi-squared result
( 2=250.75, p = 0.001) which can indicate a poor ehéitt However, this could be
due to the large sample size and not necessadiyative of a poor fitting model,
thus a range of other tests were utilised to assesl fit (Byrne, 2001). Other
frequently used tests of model fit include Increraéhit Index (IFI), Tucker-Lewis
Index (TLI) and Comparative Fit Index (CFI) and wlsxores are above 0.9 it
suggests a good model fit (Hu & Bentler, 1999) sus showed IFI = 0.92, TLI =
0.89 and CFI 0.92, which suggests that it is agtde model for internal, external
and disclosure stigma. RMSEA was 0.08 and suggest®d model fit as scores
between 0.05 and 0.08 show a good fit (Reeve ,2@0.7).

Overall, results suggest the model is a goodriitl, support the EFA results.
However, the model could be improved to yield mayeeament between tests of
good fit. One way to improve the model fit is tans@er the construct validity of the
subscales of stigma. This has been discussed thékes, particularly in relation to
the internal stigma subscale (see page 159).



Figure 6.4



Appendix 7.1 Online survey questions (Article 6)

Section 1 About you

Please rate the level of psychological problemmesstand/or isolation you had in

pregnancy and/or after birth?

NonelJ

Mild J

Moderatel

Severel

Have you talked to any of the following people abixese feelings? Please tick all

that apply

Partnerd

Family J

FriendsJ

Family Doctor/GRJ]

Midwife J

Online forum userg

Health visitord

Counsellor/therapist

otherJ



please state

Have you been diagnosed by a healthcare professiereaving a psychological

problem during pregnancy and/or after birth?

YesJ

NoJ

If yes, please state what they said the problem was

Are there any things that make it difficult for ytutalk to healthcare providers

about how you feel/felt during pregnancy and/oeralftirth?

NoJ

YesJ

if yes please describe

Are you receiving or have you received any of thiofving treatments in the time

around the birth of your child? please tick allttapply

Mother and baby unit



Counselling]

MedicationJ

Cognitive Behavioural Therapy (CB7)

Online self-help)

otherJ

please state

Section 2 What do you think about psychologicabi@ms during pregnancy and

after birth?

The City Mental lliness Stigma Scale (Moore, Ay&rBrey)

We use the term “psychological problems” in thissiiganaire to refer to all sorts
of distress mothers might experience after havibglay, for example mood
problems, depression, anxiety, trauma and obsessimpulsive disorder. Please
think of psychological problems to mean whatever fgmi comfortable with. We
appreciate that some questions may be of a sensaiuee and we thank you for

your honesty in helping us better understand howare feeling.



Please select the amount you agree or disagreesactiof the following statements.

Strongly Disagree Agree Strongly

disagree agree
1. 1 can’t cope as well as I'd like 1 2 3 4
with my baby
2. | have thoughts of hurting 1 2 3 4
myself
3. I have thoughts of killing 1 2 3 4
myself
4. | have thoughts about leaving 1 2 3 4
my baby
5. My psychological problems 1 2 3 4
have meant | have lost time with
my baby
6. People think mothers with 1 2 3 4

psychological problems can’t

cope with their babies




7. People think mothers with
psychological problems don’t

love their babies

8. People think mothers with
psychological problems will harm

their babies

9. People think mothers with
psychological problems will harm

themselves

10. People think mothers with
psychological problems will kill

themselves

11. People think mothers with
psychological problems are

abnormal

12. 1 do not want people to know
| have psychological problems as

they may think I'm a bad mother

13. I worry that if | told a
healthcare provider about my
psychological problems the social

services would get involved




14. 1 worry that if | told a 1 2 3 4
healthcare provider about my
psychological problems my baby

would be taken away

15. I worry that if | told a 1 2 3 4
healthcare provider about my
thoughts they would think I am an

abusive mother

Section 3 What do you think about mental illnesgeneral?

Brief Version of the Internalized Stigma of Menlitdess (ISMI) Scale (Boyd,

Otilingam & DeForge, 2014)

Section 4 About using online forums

How often do you visit forums that discuss mentalltiein pregnancy or after birth?

For example, depression after childbirth, upsette®iings around birth.

daily J



weeklyJ

monthlyJ

neverJ

Please list the forum(s) that you use most ofteutthese issues?

When did you start using these forum(s)?

A week agal

A month agal

6 months agd

A year agol

Over a year agd

How often do you read posts on these forums?

daily J

weeklyJ

monthlyJ



neverJ

How often do you start a conversation/thread osdtierums?

daily J

weeklyJ

monthlyJ

neverJ

How often do you reply to conversations/thread @asty other members?

daily J

weeklyJ

monthlyJ

neverJ

What are the main reasons you visit these forums?



Section 5 How you feel now

Hospital Anxiety and Depression Scale (Zigmond &iSn 1983)

Part 6 Tell us about yourself

What is your age?

What is your child's/children's date of birth?

Which category best describes you?

White J

Hispanic or Latinal

Black or African Americard



Native American or American Indiah

Asian / Pacific Islande?

Other please statk

What is your country of residence?

What is your current marital status?

Single, never married

MarriedJ

Living with partnerd

DivorcedJ

WidowedJ

Separated

otherJ

Are you currently?



Employed for wagesd

Self-employed

Out of work and looking for worlid

Out of work but not currently looking for wotk
A homemaked

A student]

Military J

Unable to work]

What is the highest level of education you have weted?
GCSEsJ

AlevelsJ

Trade/technical/vocational trainirlg

Bachelor's degreé

Master's degreé

Doctorate degreé



Appendix 7.2 Path analysis with external, internal ad disclosure stigma as

simultaneous mediators (Article 6)

There was a significant indirect effect of lengtifaium use on disclosure of
symptoms to a healthcare provider through the stigabscales, b=0.16, BCa CI
[0.04, 0.40]. There was no direct effect betweenrovariables and disclosure,
b=0.47, p = 0.33 (Figure 7). Internal stigma wasdhly variable to show significant

effect on disclosure, b=0.15, p<0.00

o1 "
p
b=0.24, p = .37 b= 0.04, g2 .
b=0.15,p<.01
b=0.13, p=.01
(")
I"# $%! &

Figure 7.2 Model of length of forum use as a predior of disclosure, mediated
by relationship with external, internal and disclosire stigma



Appendix 8 Publications



The full text of this article has been
removed for copyright reasons
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Original Paper

A Thematic Analysis of Stigma and Disclosure for Perinatal
Depression on an Online Forum

'RQQD ORRHH6E6XVDQ SKHUYLFKRODBK"UH\

&HQWUH IRU ODWHUQDO DQG &KLOG +HDOWK 6FKRRO RI +HDOWK 6FLHQFHV &LW\ 8QLYH
&HQWUH IRU 3XEOLF +HDOWK 5HVHDUFK 6FKRRO RI +HDOWK 6FLHQFHV &LW\ 8QLYHUVL\

&RUUHVSRQGLQJ $XWKRU

'RQQD ORRUH 0%

&HQWUH IRU ODWHUQDO DQG &KLOG +HDOWK
6FKRRO Rl +HDOWK 6FLHQFHYV

&LW\ 8QLYHUVLW\ /RQGRQ

1IRUWKDPSWRQ 6TXDUH

IRQGRQ (& 9 2+%

8QLWHG .LQJGRP

3KRQH

(PDLAQQD O0RRUH F¥KINW\

Abstract

%WDFNIJURXHUELQDWDO PHQWDO LOOQHVY LV D JOREDO KHDOWK FRQFHUQ KR
UHFRYHU 6RPH ZRPHQ FKRRVH QRW WR VHHN SURIHVVLRQDO KHOS DQG JH
IRU YDULRXY KHDOWK FRQGLWLRQV LQFOXGLQJ SHULQDWDO PHQWDO KHDO
RQOLQH IRUXPV IRU SHULQDWDO PHQWDO LOOQHVY SOD\ LQ UHGXFLQJ VWL,
DQG WUHDWPHQW XSWDNH

2EMHFWIKMLY VWXG\ DLPHG WR H[DPLQH VWLJPD DQG GLVFORVXUH LQ IRUXF
XVH

OHWKR&® RQOLQH IRUXP IRU PRWKHUV ZDV H[DPLQHG DQG PHVVDJHV H]
SRVWQDWDO GHSUHVVLRQ VHFWLRQ 7KHVH PHVVDJHVY ZHUH VXEMHFWHG WR
UHJDUGLQJ VWLJPD DQG GLVFORVXUH RI VIPSWRPVY DQG SRWHQWLDO GLVD(

5HVXOAM(R PDMRU WKHPHYVVAHLIFEE HOWLLY HHKB[ SH U L H GBRHNVI RD B DVGFORX K WH H P
VWLJPD H[WHUQDO VWLJPD DQG WUHDWPHQW VWLJPD ODQ\ ZRPHQ ZHUH |
ZRUULHG WKDW LI WKH\ GLVFORVHG WKHLU V\PSWRPV WR D KHDOWK FDUH
IUHTXHQWO\ HQFRXUDJHG ZRPHQ WR GLVFORVH WKHLU V\PSWRPV WR KHD(
GLVFRXUVH UHFRQVWUXFWHG WKH LGHRORJ\ RI PRWKHUKRRG DV FRPSDWLI
KHOS bQG DGKHUHG WR WUHDWPHQW O0DQ\ ZRPHQ RYHUFDPH VWLJPD DQG
FDUH SURYLGHU DQG RU WDNHQ WUHDWPHQW

&RQFOXVIIRRUXW XVH PD\ LOQOFUHDVH ZRPHQ V GLVFORVXUH WR KHDOWK FDUH
VWLJIJPD DQG WKLV PD\ VWUHQIJWKHQ SURIHVVLRQDO WUHDWPHQW XSWDNH D
ZKHQ GLVFORVLQJ WR KHDOWK FDUH SURYLGHUYV

-0,5 OHQWDO +HDOWK GRL RHQWDO

(<:25'6
SHULQDWDO RQOLQH ,QWHUQHW GHSUHVVLRQ H+HDOWK

; GLVRUGHUV 3HULQDWDO GHSUHVVLRQ
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DQWHQDWDO DQG SRVWQDWDO GHSUAVRWEHY @Qﬁ%L#ﬁ@<{
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IRU ZRPHQ LQIDQWW2@ D'GIG&VUDPHQWBOQPMDMMURBDXVLQJ RQOLQH VRFLDO VX
RXWFRPHVY LQFOXGH VXEVWDDREAE KQMWMIMXDHYESY XKALGAHVHUQHW FRXOG SURYL
DOWHQDWDO GHSUHVVLRQ LV DVVRFUB®XEHZYWKJIPRV MDD WHL® G HRS UMYRZ 8
I1HIDWLYH LQIDQW RXWFRPHV LQFOXWH GIHFH @ R SFRPUHRDNDLAR Q @& RRWQE WL Y ®ID
GHOD\@® >SUHWHUP@GHOQILY HQ) EQFUHBRXGG UHODNWRH WR 7KLV FRXOG DLG GL
EHKDYLRUDO DQG DWVWDFKPHQW SURBOB®WK OLWHUDF\ DERXW SHULQDWDO

‘RPHQ ZLWK SHULQDWDO PHQWDO W&O%HHFW%LIWH%KI%VK(SNWH Fl<.J|'-|)-|\E|TI-|LDYI§URE

WUHDWPHQW GHVSLWH W U@ DM WHH@WWEHLMOLD/D M DL ORXEVHQS YV RI ZHEVLWHV G
EHFDXVH ZRPHQ FKRRVH QRW WR GLNHFDBRWK DQG \PHIN RBOSEQHRPXHEKRIULW J
KHDOWK FDUH SURYLGHU 3RRU NQ RY@RZY B R XR\H & R E (PO FRIQUE. @ Q B IFNRI QAL M/
RQH UHDVRQ VRPH SHRSOH PD\ EH DEDQ\ULMHD\ (WBQUERH FIRG QRAD IS VDKIH V X S S R
DUH LOO DQG WKHUHIRUH@ HOWRP B LANSHRN @AVQRD WHDHON GKH-BAUSH ¥ VLR Q UHSRUWHG L
KDYH SRRU KHDOWK OLWHUDF\ DE RXWR SIHH ® DMPIRAV PRIQIVD OL RQORWADMWL R Q
SUREOHPV UHODWLQJ SURIHVVLRQDWXRKEROW K3RYNMRW PIW R R Q DW R GK RZ HW K HN |
H[SHULHQFH WKH LQOMGIZVWERQ VDIQHSUW DRNHQPEBLBDWLRQ WKHUH ZHUH
PLVFRQFHSWLRQ DERXW ZKDW SHULQD\WB 0 LMHQFM D O ZLLOVCKQ HK\W\D DW KD F® U R P &I QF
PD\ ILQG LW GLIILFXOW WR GLVWLQ FRIQM HZXD VD Q & CD VKD G RIAX PHRRMH.® KIRQ
UHDFWLRQ WR WKH WUDQVLWLRQ W ROPRWKMYKRR® KD QB VAKQPMHDRR &/ 8@ N VAL

VWLJIPD RI WKH VWLJPD RI EHLQJ VHHQ DV DQ X
JHQHUDO SRSXODWLRQ DQG LQWHU
LQGLYLGXDOV ZLWK PHQWDO LOOQH$\/GLE\A-FH?DOWA-HFDIQ|-D[MANUQ[R(D D/QVRQ:CU_QNHIK
VHOI HVYWHHP UHGXFHG GLVFORVXUH’D[QQGERJFHH)Q(F\MFDQ}?HUV\FFRIVHH/‘NKWU\/I-‘I/DIWPIED'
QRW RQO\ EHFDXVH WKH\ KDYH D (%vﬁ é’Eﬁf/ LS[
EHFDXVH WKH\ DUH D PRWKHU ZLWK

LQGLFDWH D PHQW DIOHNVGIOIOMHAXH ¥ FDRQOR ZFRW H QEXMUH WRIOXFWDQW WR GLVF
6WLJPD LV DQ H[WUHPH GLVDSSURYDFd< [ﬁ%’ (%ﬁ: [Q gg C?—|LWLR
EHFDXVH RI D FHUWDLQ FKDUDFWHH% [ L(gfljdE
VWLIPD ZKHUH WKH JHQHUDO SXEO
W FDQ DOVR SUHVHQW DV LQWHU
LQGLYLGXDO EHOLHYHV WKLYV QHJD \P E‘
WKHPVHOYHY 7KHUH DUH KLJK OH

\é Pk/Q
DSSUR[LPDWHO\ D WKLUG RI SHRSO I—I:)V3E
> @ 7KHUH DUH ZHOO GRFXPHQWH X%N
DV VRFLDO H[FOXVLRQ GLVFULPLQDWLSRUWIDG KRZHIUWO BEIHRRESRGWX Q@DWEH
> @ 6LPLODUO\ LOQWHUQDO VWLJP D KIDR/HEMHERX W VWIRFL@IVSHEU@ QD KA EGHRHDE
> @ QRW PHHWLQJ WKH H[SHFWDWLRQV R
7TKXV VRPH ZRPHQ PD\ WKLQN RWKH B g‘ [h%N \NKLV R.
IRU KDYLQJ D PHQWDO LOOQHVYV HJ ‘
EDG DERXW WKHPVHOYHV IRU KDY
VWLIJPD 6WLJPD LV D PDMRU EDUUL L D
LQ WKH SHULQDWDGRIHUJIZRB8HQ IHH
VWLIJPD PHDQV WKH\ DUH FRQFHUQ (fiy%/g LQ
VHHQ E\ RWKHUV DV @ :*RPE8QRUWKK

PH
PHQWDO LOOQHVV KDYH XQLTXH FR é@ﬂ\é
LGHQWLW\ WKH\ PD\ ZRUU\ WKDW
UHVXOW LQ QHJDWLYH FRQVHTXH

UFH
%%%B '6 VH D
LQYROYHPHQW ORVV Rl FXVWRGL D@ (
7KHVH IHDWXUHV RI VWLJPD FDQ FR g A (JEIJ?%—L@%
VIPSWRP@ > VI\VWHPDWLF UHYLHZ,

LGHQWLILHG VWLJPD DQG FRQFHUQ L}%RS%I\QDEB\P%VH@/ULI;E
EDUULHU WR FDUH IR@ SR/YOWMWXRWEQ
GLVFORVLQJ VIPSWRPV WR KHDOWK %%\}/LV&LI-IJ@\P DV WKH\ GLG QRW

ZDQW WR EH GLDJQRVHG DV KDYLQJ?DLIVH‘(Q\MV)DG)\ DOCERBVWR7KQY ZWD\WQMWHDGVH |
WR EH VHHQ DV FRSLQJ DQG ZHUH ZROOQHGE WIKRHAXPR/X PIGI ©W VRIY HXWVWR R B \W K H
RI WKHLU FKLOG VKRXOG WKH\ GLVRACRRPMHHZRPHQ ZLWK SHULQDWDO PHQWDC

W K YL D
3HRSOH vXIHULQY 1URE vwLipDwLIHE LXCERRMNP T AR iR Bt o
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Methods DQG WKUHDGYVY ZHUH UHDG DQG UHUHDG
> @ 7KHPHV ZHUH JHQHUDWHG IURP SI
6DPSOH ZHUH LQFOXGHG ZKHQ WKH\ ZHUH IUHT X

SRV DQG ZHUH UHODWHG WR WK
JRUXPV ZHUH LGHQWLILHG XVLQJ WKH\VKHH HKRRY WokR St QR H L8 oFHP Y oK T X b
HQJLQHV *RRJOH %LQJ DQG <DKRR ;N BWUYH FlhoLrRURKHDOWK UHYV
‘HE XVH@V *KH WH[W VHDUFKHYV ZHUWQ§E}V|}/\(€QQ,\N HS ,q? RROLW\ RI FR
*SRVWQDWDO IRUXP * :SRVWQDWDO D w PO | #ﬂWﬁdN#@K%WK%Q‘ﬁV :
dl W K4

HQWHUHG LQWR HDFK RI WKH VHDURK hQI4RHE Yy & Kl
DQG WKHLU K\SHUOLQNV ZHUH DVVH \@4%H N2

,QFOXVLRQ FULWHULD ZHUH DV IROK ngLgéwgryb

R YHO
PHVVDJH ERDUG GHGLFDWHG WR D HEQIR IL HR Y BHRY MR O, BEHR ¥
KHDOWK WKH\ KDG EHHQ DFWLYH JRU WKH ODVW _PROWKYV W KH

IRUXP KDG PRUH WKDQ PHPEHUV RES¥DIHV FRXOG EH YLHZHG

E\ QRQPHPEHUV RI WKH JURXS DQ& PRGHIUDWRIN _J1DVH
SHUPLVVLRQ WR UHVHDUFK WKHLU IRAWRP\> DR Y WK NP HYMURR Q\§ R BWH GL H
EXW RQO\ IRUXP PRGHUDWRU JDYHH$SIWPLNYERQ WR WHOHRHEK GREVWNHPH

7KH IRUXP PRGHUDWRU ZDV IURP S0¥RMQH® DR@HWRIHW K I9OW VW Wi P D
ZHEVLWHYV IRU SDUHQWLQJ DGYLFH DQG_KDV DFWLYH IRUXPV ZLWK

EHWZHHOQ DQG PLOOZRAWHRPEHHEWLIWBON
WRSLFV" WKDW FRQWDLQHG EHWZHHMRH FDINGR ULWR LRX PAR PH@ GRUKO®RVHG Wk
VHFWLRQ IRU DQWHQDWDO DQG SR VS\RYDW D Q GG R BUHY WLRRXJ KU \D G M G f (RIQHG
SHULQDWDO PHQWDO KHDOWK DQGVXRX XY H®&R QWRD BW DIZ KAHOHD \8 B WD U R US U
DQDO\VLYV DWWLWXGHV WR LOOQHVYV DQG WUHDWF
XUJHG ZRPHQ WR FRQWDFW WKHLU KHE
SURFHGXUH UHDVVXUHG ZRPHQ ZKR KDG FRQFHUQV
I1LQHWHHQ IRUXP PRGHUDWRUV ZHBH HFROAW WG BRPH ZYHWM HIHTXHQ
SHUPLVVLRQ IURP PRGHUDWRU ZBYVRBWDHQOWERH LA MW BWRPAHWR KHDO)

LQIRUPHG RI WKH QDWXUH RI WKH UH/H®DIUNMY DREDW KW U ¥ Wy PHVH W R AIHW IKGU D
WKHLU GDWD YLD D SURPLQHQW GLVFODLPHU RQ WKH IRUXP $ OLQN IURP

WKH VLWH SURYLGHG GHWDLOV DERRW AMERP @ W3- FRBH WDNHQ IURP WKF
VLWH DQG KRZ WKH LQIRUPDWLRQ, QADNURDBGVWKHP D/EREG\FRBHG ZKHQ Z
UHWURVSHFWLYH WR DYRLG LQIOXH Y WLQ P DWKH] 56 LDMLW L B/XG\M V W RZADHUILGD/F W
&RQILGHQWLDOLW)\ ZDV PD[LPL]HG E\QHGHXXIDF) WK HDDPRWKAHW \ ODIQ\ ZRPH
SDUWLFLSDQWY E\ UHSODFLQJ WKHIGL XNOIRVE DWPKINPHLWE SH/HHIXIGR] 0 DRA W Q

, IHHOLQJ OLNH D IDLOXUH DV D PRWKHU
DWD 6HOHFWLRQ IDPLO\ LQWUXVLYH WKRXJKWV RI VHOI
$00 PHVVDJHV RQ WKH DQWHQDWD®}®W Gy EBWMWMWRRMPH ZIRW XPR ESFOMHFHHRI 10
-DQXDU\ DQG -XQH ZHUH LQFQPXEGH GRIRB DRPEDYEY BROY PRWKHUKR
FRPSULVHG PHVVDJHV UHWULHYGROMKXGERPHQWIRWOHRSYFH RHIHUHG E\ IR
DYHUDJH QXPEHU RI SRVWV LQ D WKWHIG/ZRY LQHDB®G F K DKHOHQWHKE HR@M U Q

DQG PHVVDJHV ZHUH FRSLHG LQWR 0HRORWB Wz HIRWHE 4 bO MV RO QK UW RWHYGH Vv v
VHFXUHO\ IRU GDWD SURWHFWLRQ $XPBSWY¥HY DQG EHFDXVH IRUXPV FDQ

WHUPLQDWH DW DQ\ WLPH
, P QRW YHU\ FRPSDVVLRQDWH WR
(WKLFDO &RQVLGHUDWLRQV DFFHSWLQJ RI WKH IDFW WKDW , ZD\

7KH VWXG\ UHFHLYHG HWKLFDO DSSURKDBIOQWURPEBFKH 6FKRRO RI +HDOWK
6FLHQFHV 5HVHDUFK (WKLFV &RPPLWWHRX &IDWHOQWYIHUDEME\ /RTKGRRO O Q HV \
3UHFDXWLRQV ZHUH WDNHQ WR HQVXUWKIKHBEED IHW\ GLJQLW\ DQG ULJKW\
RI SDUWLFLSDQWYV LQ DFFRUGDQFH s*X|  GHOLQHV IRU
(WKLFDO 3UDFWLFH LQ 3V\FKRORJLF(EL@}QQ\QWélyvédé(ﬂjQH’ DV RXWOLQHG
E\ WKH %ULWLVK 3V\FKRO&KRQNVDLG HBRWHFWHWQRLXDVWLIPD FRPSULVHG RI WKH |

JLYHQ WR WKH QDWXUH RI RQOLQPERXWY KR KHOO WK FO@IUH \BYIRAYHG H UV
DQRQ\PLW\ FRQILGHQWLDOLW)\ YD OQO8 GHIVMPMWP RIMKE UNIKIHW i HI KGAL WE R R V

ZLWKGUDZ IURP@VKH VWXG\ > OHPEHUVY SHUSHWXDWHG D VWURQJ FX
$QDO\WVLYV ZRPHQ WR FRQWDFW D JHQHUDO SUDF

'LVFXVVLRQ WKUHDGV ZHUH H[DP|_QE\E?&L@?J&F&%&@\}W%\Q@Hgﬁg‘%\%\{('\lplg

WKHPDWLF DQDO\VLV |I@RF DUBBDBYLX
LQWR WKH TXDOLWDWLYH GDWD DQDO\VLV FRPSXWHU VRIWZDUH 19LYR

X
=<
G—

(@
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SRVWHG UHSOLHG WKDW WKH\ KDG VRX3JXWW GR® IW VAR RQ\D DERKWS QRO RHA L Q
RWKHUV HQFRXUDJHPHQW Q YHU\ IDFW WKDW \RX SRVWHG ZKDMW

Z ) G W VVLEOH HIIH
7TKDQN \RX KDYH UXQJ WKH GRFWRU %\%L\QNR’X%@@OQ}%%%E‘S YHU\ FDULQ

VRPHRQH HOVH WR,@HOO PH WR GRVK

1HDUO\ KDOI RI ZRPHQ ZKR SRVWHG G'CIBH V\P[‘5JN|§8\( H’;S/ \D J\{} ‘:HD%D Ia\\//V(\SVI
KDG WDNHQ PHPEHUY DGYLFH DQG RQ v")? W

WR D KHDOWK FDUH SURYLGHU :RPHQ Z I-)|( V|\2'| V
WR WKHLU KHDOWK FDUH SURYLGHUYV g)ﬁ é‘ I-lD Vv |
PRWKHU DQG WKHLU EDE\ ZRXOG EH W I'RI |_I!) D L UYL LI-I:

ZRXOG LQWHUYHQH 1HIDWLYH ([SHULHQFHYV

, KDYH VHHQ WKH SHULQDWDO WHBPDILSG & UH BIHYULHRX MDY EZ4A W K KHDOW
NLQG RI SOD\HG GRZQ P\ IHHOLQ &\ VRO RN K UH UHG WKIDIWPHQW H[SHUL
LI , VKRZ , DP QRW FRSLQJ ZLWK!PN@RERHBA RV KHVWKQDPO DQG H[WHUQD
PLJKW ORRN GRZQ RQ PH VHH PMXEWHIXKQW \8 RPANWKHKDOOHQJIJHG VWL,
DQG SDVV PH RYHU WROVRFLDO VBURYEEGWUY DQG WUHDWPHQW

$Q\RQH JRW DQ\ H[SHULHQFH ZLWo WKIHZ SRKIW RIXVSIMHG DQ\ QHJIDWL
WR WKH '5" :KDW ZDV WKHLU DS SURNVFORWHUE WRXKHD®WMVK FDUH SURYLGHU
WR IHHO OLNH D EDG PXP PXP WRD BMKUHDIE \RXEXKWHGFWHPSOLHY HQFRXUTL
PRQLWRUHG UHIHUUHG WR@QVRFLDOUWUNURXKHYHDDVMHW'H H[SHULHQFHV ZLW

ORVW UHSOLHV WR WKHVH SRVWV ZHJIH WHXYW XHH ©Q WY KIPRUHEG SSIRWLLEIHWH
H[SHULHQFHV RI GLVFORVLQJ DQG VWDORWNVPERIMW &R 6 JHRHIGRSIVINU B b W KK K It © /W

FDUH SURYLGHU ZDV WKH EHVW FRXUVH Bl BEVLRQ DL G DQG TXRWH Ll

., \RX DUH VHHNLQJ KHOS DQG WU\BYIF KRV VR UM LFRXODWERNH \RXU F
JRRG 7KHUH V QR UHDVRQ WR WDNHRRRRQHDHHNOLQDYXOQHUDEOH WKL
KRQHVW ZLWK P\ JS 1RWKLQJ EDG, KD¥8HQOMW EHHRWEOH WR>UGOD[ ZL

E HW\VB U 6XEVHTXHQW SRVWVY FRQGHPQHG WKH P
KRZ WKHUH DUH JRRG DQG QRQ MXGJHP

FUHDWPHQW 6WLJPD 5HSOLHV WR XQKHOSIXO KHDOWK FDUH
/UHDWPHQW VWLJPD ZDV UHODWH& YR cZREHIRI v R HPIDY R VZz IBER XW D owk

VHHNLQJ DQG DGKHULQJ WR SURIHYKIPRR WQ OHDIORETQ By W WK Qi BR
FRQFHSWV RI LQWHUQDO DQG H{[WHUQDO VWLJPD GHVFULEHG DERYH

2IWHQ SRVWHUV HPSKDVL]HG WKH LPISGUSGI®HFH RI SURIHVVLRQDO KHOS
LQ UHFRYHU\ ZRPHQ ZKR VWDUWHG K@@g DOG SRVHG TXHVWLRQV
ZHUH RIWHQ UHDVVZRBAE WKHV\IZW]-KB??AWW £ Do PRBLRIY

WKH\ KDG GLVFORVHG WR KHDOWK FIKUN SWKGLNAHUFFWHDVHY RXU NQRZOHGJ

W LV WKH SHRSOH ZKR DUH QRW I-g IS W 0 g §€DO bvolg HV%VRFF),ﬁ\QHéﬁﬁ
KRQHVW ZLWK WKHPVHOYHV WKDW, K 'Z{z @ UxP ROOLC

<RX DUH GRLQJ WKH ULJKW WKLQJV dL&/LJ ¥ KH SRWHQWLDO

REMHFWLYH DQG®&HHNLQJ KHOS Eyiypy RU :RPHQ IUHTXHQWO\ H[SUHVVF
7UHDWPHQW ZDV ODUJHO\ GLVFXVVHGQF® VOHE ¥ R X W LG H IS & B8 VD@ W W D
6RPH ZRPHQ IHOW OLNH D IDLOXUH ¢RRUNVKDXHQH WRWHZNRU WK G EDRWLRQV W
ZKLFK DGGHG WRONGQBAW®DW RQJ D PHQH¥DO E§RPWHMVFIWHQ FKDOOHQJHG WKL
DQG EHDQOIDMWB PRWKHU 7KLV VWLIRDB RUWH Q FFHHN/QA HAUHW/E GREV X UH DQG WUH |
JXLOW IRU WKLQNLQJ WKH\ ZRXOG KRpRQVKH BBEM IV QPKED® LHDW R IERDHIH
DV D PRWKHU DQG QHHGLQJ WR UH®VRIQPXGILAMP WRRVMKHU RU VRFLDO VHU)

, VWLOO IHHO JXLOW\ DQG zRUULRBHQPHEHXRRQ@YLYWEHRM O\ HQFRXUDJH

KDUP DQG EHLQJ VHOILVK LI, DVRURMWIPYWOW VELEPDQADRI RIWHQ H[SUH)\
\RX JX\V ZKR KDYH WDNHQ PHGVDWHOLYNWBOH GOWKVWKIYG KDYLQJ D PHQ
EHIRUH DY®LQJ" ZRPHQ IHOW WKH\ KDG IDLOHG DW WKH
5HSOLHV ZHUH HPEHGGHG LQ D GLDORKKH RD & R¥ R DIODHDX SR P BIFO WRRE W
ZHUH SUR DQWLGHSUHVVDQWYV DQG HFRX KDIHG WRIFHYO WRERRONFKLWOK 6X
KHDOWK FDUH SURYLGHUV 7KHVH SWKW VRN WIH® SRREE® W QH GD \GALIL UHPWH W
SURPRWLQJ DQ DOWHUQDWLYH 3JRR®PWKHBVWHRKN WH WK D QCFWDOEOHHUHBW
HIWHUQDO DQG LQWHUQDO VWLJPD ®FBWAUYH RRRLYFHHSE WHEKD GMK HE VKXW B BRFV(
PRWKHU LV QDPHO\ D JRRG PRWKHWHBRYWHD W BRDWE WBNHM WO RDMEP WKW L

KWWS PHQWDO MPLU RUJ H -0,5 OHQWDO +HDOWK _ YRO _
SDJH QXPEHU QRW IRU FLWDYV
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KHOS 7KHUH ZHUH LQVWDQFHV RILEHWDWYRQMSHULHQFHV ZKHQ
GLVFORVLQJ VIPSWRPV WR KHDOWK A/DWH URY L GHYYW vwXxG\ RI PHVVDJIHV
&RPSDULVRQV :LWK 3ULRU :RUN IRUXP WKDW H[SORUHV VWLJPD DQG GLV
&RQVLVWHQW ZLWK SL@-IYWH(XIVV\WWX ,y H%J ﬁ\;(HPUV SQ'RUWXQDWHO\
WR PHQWDO LOOQHVV ZDV D VDOLH \%% 4_%5
ZHUH DEOH WR *WHVW RXW’ GLVFOR A

RQOLQH FRQYHUVDWLRQV /LNH sud H D/, %E\ v
VSRNH DERXW WKH VWLJPD DWWD Qi v \Xy;gtg\zg
FRQWULEXWHG WR D UHOXFW D@ F KK 2V DQ HIHI
VWXG\ HIWHQGV RXU NQRZOHGJH Ré DG IRUXPV
DQRQ\PRXV SODFH ZKHUH ZRPHQ F
XQGHUVWDQGLQJ RI SHULQDWDO P )Q‘%\&
HQFRXUDJHPHQW WR VHHN KHOS D VWH
UHFRJQL]JH WKDW WKH\ PD\ KDYH D P gﬂ’ |_
PRWLYHG WR VHHN KHOS OLNH PDQE '.

IUHTXHQWO\ H[SUHVVHG LQWHUQD % ? é( VWLJPD RIWHQ
GHVFULELQJ IHHOLQJ OLNH DQG RU £6LQLVBBHQ, PSS DL FHDWLRRQNVKHU ~
*XQILW PRWKHU © RU D *IDLOXUH 7KLV VWXG\ SURYLGHV IXUWKHU LQVLJK‘
,QWHUQDO H[WHUQDO DQG WUHDWPHOWVR YWD Pp [ i@ WDROX U\ 2BV W HRAP \E \H
UHSOLHV Rl HQFRXUDJHPHQW WR JFRWPKRQROGEDWWHGRQODLRWH G KBVMWARRP G EF
GLVFORVXUH WR KHDOWK FDUH SURYLGWUHW YIHRAMWMLRRIMNW WER KUHFOPR WRIGHIR 3Gl M E
PRWKHU GLVFRXUVH WKDW LQFOXGEHEECWKMW MsWHRWR KQW DI R & RHd DPRW KIH UR
GLVFORVHVY DQG JHWV WUHDWPHQWRDIGE KMoy ¥ XHIRHU WU AR AU W YV N 0Z8
WKLQN WKHP LQDGHTXDWH RU WDNGELWKARVYXEHEF DYDE E HVHP 6RWMG/ DJID|
FKDOOHQJHG WKH GLVWUHVVLQJ GLIWKRRBBIDW 4 FEIPWZRIGIDHOW KHR *R G FCHEDKY RIQ
D JRRG PRWKHU DQG WKDW RI D BEDRPCRWXHURWWUHWKYOWRWY SHRPHR DWDO
PRWKHUVY SRVWV DQG WKXV UHFRQY/MIOHWE® WiSHIWLH QFRRGE PRRACHYRAHQ DQ
KDYH SHULQDWDO PHQWDO LOOQHVWR KHDOWK FDUH SURYLGHUYV

8QOLNH SUHYLRXV UHVHDUFK RQ SKERIQDWOO-RQAYWDO KHDOWK IRUXPV
WKHUH ZHUH SRVWV WKDW VKD UH G )@t XBpWd-R WA S WHR By URiIVE WG © 8 WU
WR KHDOWK FDUH@SURYEGWHWXH YRYMWo ARMAIUMWS BRRYLGHUYV DQG WUHDWF
SRVWV SUHVHQWLQJ SRVLWLYH H[SEWHSR U VK G SIRNOEQRWHHPOL B ER WD R
QHJDWLYH SRVWV VKRXOG EH FRQ¥kGWWWI JBRPIQ & RPUHRY LLEKHRG D SODFH
H[SHULHQFH VWLJPD FDQ VXIIHU ZLWE VFWRKQVH UHERIQRAY UK FVRPES WIKHP EG H D
DQG ZRUU\ WKDW KHDOWK FDUH SURY\WHE WY LI PWPDORMH & @ 6 B UNIORFHG/ \R UH
VRFLDO VHUYLFHV ZLO®@ B NWRRJH LZRW@%HM@CDGKHUHG WR WUHDW
LQYHVWLJIJDWH LI QHIJDWLYH SRVWV UHLQIRUFH %[L WLHV

WXUQ WKLV LQKLELWV GLVFORVXUH K3 DNM’O%D |
FXOWXUH RI GLVFXVVLRQV DQG DW\R?Q\@%HHX/VWF#Q;W'P@ 6

GLIIHUHQW LQ RWKHU RQOLQH FRPYROLHWY HA ﬁz@Q—ﬁd‘b%JcﬂaﬂHﬁ lEQ YMHH D W
WUDXPD VXSSRUW JURXS PD\ LQFOXIEH pRYXPs ﬁ@W\W*&E—ié@BM@Q yDO WR L

=

P
GSoo
QOO0T
o
o)

n

QHJDWLYH H[SHULHQFHV ZLWK KHDBWKOMWIY fDIR v UEN L HY N P Qe RASUHQ
JLYHV ZRPHQ DQ RSSRUWXQLW\ WR XRVYPNHyRRGUD wkBDAT Wik W
PD\ QRW EH DEOH WR GR RIIOLQH KRZQYKVYLQAKHRYXPY sk d&®YRUSU

FRQYHUVDWLRQV WR QHJIJDWLYHO\ SR PRIQMO dMHED Gk VE R LWRIRW K H L U
&RQFHUQV DUH ZDUUDQWHG HVSHFLDOO\ LI WKH IRUXP LV XQPRGHUDWHG
DQG ODFNV HQFRXUDJHPHQW WR HQJDJH ZLWK KHDOWK FDUH SURYLGHUYV

$FNQRZOHGJPHQWYV
7KH DXWKRUV ZRXOG OLNH WR WKDQN OXPVQHW IRU WKHLU FRQVHQW WR X

&RQIOLFWYV RI A QWHUHVW
1RQH GHFODUHG

SHIHUHQFHYV

KWWS PHQWDO MPLU RUJ H -0,5 OHQWDO +HDOWK YRO
SDJH QXPEHU QRW TRU FLWDV
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/HXQJ %UHQGD 0 < .DSODQ %- 3HULQDWDO GHSUHVVLRQ SUHYDOHQFH
$P 'LHW $VVRF 6HS M MOREID @ >0HGOLQH®

/HDFK /6 3R\VHU & )DLUZHDWKHU 6FKPLGW . ODWHUQDO SHULQDWDO D
3VI\FKRO oODbU QD QHB5 >@RL

*UHNLQ 5 2 +DUD 0: 3UHYDOHQFH DQG ULVN IDFWRUV RI SRVWSDUWXP
B3VI\FKRO 5HY -X0O M FGRL @ >0HGOLQH®

/[HWRXUQHDX 1/ 'HQQLV & %HQ]JLHV . "XIIHWW /HIJHU / 6WHZDUW 0 7U\
IDPLO\N DIIDLU DGGUHVVLQJ WKH LPSDFW RQ PRWKHUV IDWKHUV DQG F

>GRL @ >0HGOLQH®

%HQQHWW +$ (LQDUVRQ $ 7DGGLR $ .RUHQ * (LQDUVRQ 75 'HSUHVVLF
&OLQ 'UXJ ,QYHVWLJ @>0HGOLQH

/HLIJK % OLOJURP - 5LVN IDFWRUV IRUDQWHQDWDO GHSUHVVLRQ SRVW
>GRL X @

JLHOG 7 3UHQDWDO GHSUHVVLRQ HIIHFWV RQ HDUO\ GHYHORSPHQW D
M LQIEHK @ >0HGOLQH®

%HUJPDQ . 6DUNDU 3 *ORYHU 9 2 &RQQRU 7* ODWHUQDO SUHQDWDO F

E\ LQIDQW PRWKHU DWWDFKPHQW %LRO 3WHKRKDWHIW GREXQ
M ELRSV\FK @ >0HGOLQH®

'LQJ; X < ;X6 =KX 5 -LD; =KDQJ 6 HW DO ODWHUQDO DQ[LHW\ GXUI

V\VWHPDWLF UHYLHZ DQG PHWD DQDO\VLVY RI SURVSHFWLYH FRKRUW VW
M MDG @ >0HGOLQH®

6WHYHQVRQ +LQGH - 6KRXOGLFH $ &KLFRW 5 ODWHUQDO DQ[LHW\ EHK

0D\ >GRL @ >0HGOLQH®

'"HQQLV & &KXQJ /HH / 3RVWSDUWXP GHSUHVVLRQ KHOS VHHNLQJ EDUU
VI\IVWHPDWLF UHYLHZ %LUWK 'HRAV ; >GRA >0HGOLQH®

-RUP $) &KULVWHQVHQ + *ULIILWKY .0 7KH SXEOLF V DELOLW\ WR UHFF
FKDQJHV LQ $XVWUDOLD RYHU \HDUV $XVW 1_= - 3M\FKLDWU\ @DI[Q
>0HGOLQH @

7TRPPLHY OHQWDO KHDOWK H[SHULHQFHKWRISZRPEQ QRW KXPD/VOMREP DV VI8!

%RRWYB3HULQDWDOBOHQWDOBDPHBEBWKHBG : HEARBEBEBIXSZH]@

%LOVIWD - (ULFNVHQ - %XLVW $ OLOJURP - $XVW - $GY 1XUV ‘RPH
EHOLHIV DQG DWWLWXGKWWS POMY]) HBR WR FENWHORGRWEHBGH G (

> HEGRWHKHIX50T@$S

&ULVS $+ *HOGHU 0* 5L[ 6 OHOW]HU +, 5RZODQGV 2- 6WLIJPDWLVDWLF

-X0O )5S (L)XW W OHGOLQH?

‘HVW <DQRV 37 6PLWK 60 5RH ' /AVDNHU 3+ 3UHYDOHQFH RI ,QWHUQD

,OO0QHVV 6WLJPD 5HV $FWLBQ)XOI@Q¥GRL VUD @I>0HGOLQH®

&RUULJIDQ 3: 'UXVV %* 3HUOLFN '$ 7KH ,PSDFW RI OHQWDO ,00QHVV 6\

&DUH 3V\FKRO 6FL 3XEOLF ,QWHUHVW 2FW @ >0HGGRQH®
SRGULIJXHV 6 6HUSHU 0 1RYDN 6 &RUULJDQ 3 +REDUW 0O =LHGRQLV O
'LVRUGHUV -RXUQDO RI 'XDO 'LDJQRVLYV 0D\ @ >GRL

ODORQL -$ 3U]J]HZRUVNL $ 'DPDWR (* :HE UHFUXLWPHQW DQG LQWHUQHW

GHSUHVVLRQ DIWHU SUHJQDQF\ FRPSOLFDWLRQV $UFK BVPFEKQDWW@1XU\

>0HGOLQH @

OF/RXJKOLQ - 6WLJPD DVVRFLDWHG ZLWK SRVWQDWDO GHSUHVVLRQ $ ¢

>GRL EMRP @

%\DWW 1 %LHEHO . /XQGTXLVW 56 ORRUH 6LPDV 7$ 'HERUGHV -DFNVRQ

EDUULHUYV DQG IDFLOLWDWRUYV WR DGGUHVVLQJ SHULQDWDO GHSUHVVL

1RY >GRL @

(GZDUGV ( 7LPPRQV 6 $ TXDOLWDWLYH VWXG\ RI VWLJPD DPRQJ ZRPHQ
-X0O >GRL @

+DQOH\ - /RQJ % $ VWXG\ Rl :HOVK PRWKHUV H[SHULHQFHV RI SRVWQTCL

>GRL M PLGZ @ >0HGOLQH®

.LQIJVWRQ ' $XVWLQ 0 +HDPDQ O OF'RQDOG 6 /DVLXN * 6ZRUG : YDQ =

IDFLOLWDWRUV RI PHQWDO KHDOWK VFUHHQLQJ LQ SUHJQDKRRID-GS$IIHFW 'L

>0HGOLQH @

OHJQLQ 9LJJDUV 2 6\PLQIJWRQ , +RZDUG / 3LOOLQJ 6 ([SHULHQFH RI F

SRVWQDWDO SHULRG IRU ZRPHQ LQ WKH 8. D VI\VWHPDWLF UHYLHZ DQG

+HDOWK 'HF MGRL @ >0HGOLQH®
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%HUJHU 0 :DJQHU 7+ %DNHU /& ,QWHUQHW XVH DQG VWLJPDWL]HG LOC
M VRFVFLPHG@ >0HGOLQH®

OLOODUG 5: )LQWDN 3% 8VH RI WKH QWHUQHW E\ 3SDWLHQWYV ZLWK &KU

>GRL @
OR 3KRHQL[ . + &RXOVRQ 16 2QOLQH VXSSRUW JURXS XVH DQG SV\FKRC
SDWLHQW (GXF &RXQV 'HE M SHFE >GRL>0HGOLQH®

YDQ 8GHQ .UDDQ &RUQHOLD ) 'URVVDHUW &RQVWDQFH + & 7DDO ( 6KDZ
SURFHVVHYVY DQG RXWFRPHV RI SDUWLFLSDWLRQ LQ RQOLQH VXSSRUW JL

4XDO +HDOWK 5HV oDU >GRL@ >0HGOLQH®

ORRUH ' $\HUV 6 $ UHYLHZ RI SRVWQDWDO PHQWDO KHDOWK ZHEVLWHYV
‘RPHQV OHQW +HDOWK 'HF Vv >GRLlj@ >0HGOLQH®

7THDIRUG ' *R\DO ' OF1HLVK 6* ,GHQWLILFDWLRQ RI 3BRVWSDUWXP "HSUL
IHRQDWDO 1XUV 6HS >GR1@ >0HGOLQH®

(YDQV 0 'RQHOOH / +XPH /RYHODQG / 6RFLDO VXSSRUW DQG RQOLQH ¢
DQDO\WVLV 3DWLHQW (GXF &RXQV -MISHE @ >0CHRALQH®

$0DQJ 60 )RPRWDU 0 3RVWSDUWXP '"HSUHVVLRQ LQ DQ 2QOLQH &RPPXC
BUDFWLFH -RXUQDO RI *D\ /HVELDQ OHQWDO +HDOWK -DQ @

.DQWURZLW] *RUGRQ , ,QWHUQHW FRQIHVVLRQV RI SRVWSDUWXP GHSU|

SGRL @ >0HGOLQH®
&KXQJ -( 6RFLDO LQWHUDFWLRQ LQ RQOLQH VXSSRUW JURXSYV 3UHIHUHC(

&RPSXWHUV LQ +XPDQ %HKDYLRU -XOM FKE @ >GRL
/IDZORU $ .LUDNRZVNL - 2QOLQH VXSSRUW JURXSV IRU PHQWDO KHDOW
DYRLGDQFH" &RPSXWHUV LQ +XPDQ %HKDYLRM FKEODU@ >GRL

6(2 &RQVXOWDQWYV 'LUHFWRU\ 6HS KW WSS WEHREF R GDXE W HQWNVQFHR/P 86 |
>DFFHVVHG _ HE&R@EBKHHTPUG6® +

OXPVQHW $QWHQDWDO SKWWSD WAFYGHSWEIRKL7RQ 85/

DOWHQDWDOBSRVWQDWDOBEHSRBNHMNHRG "RI(@HU SJ

7KH %ULWLVK 3VI\IFKRORJLFDO 6RFLHW\ 5HSRUW RI WKH ZRUNLQJ SDUW!
HWKLFDO SUDFWLFH LQ SVXAKWGS REEFOBEONUHWHAHBDW BKHIBX/OW ILOHV GRFEFXPEH
FROGXFWLQJBUHVHDUFKBRQBWKHBLOWHUQHW JXLGHOLQHVEBIRBEHWHKLF

&DFKHJIX8&/ @

ORRUH ' 'UH\'1 ( KHDOWK DQG H HWKLFV 6RPH HWKLFDO DQG SUDFWLF
KHDOWK IRUXPV +HDOWK 3V\FKR®W 8 S MKXIRENESXERUBBWLRQVY SXEOLFDWL
KHDOWK SV\FKRORJ\ XSGDWH KHDOWK SV\FKR@REBORIMNHAKWK<YRBO & QR \

%UDXQ 9 &ODUNH 9 8VLQJ WKHPDWLF DQDO\VLYV LQ SVI\FKRORJ\ 4XDOLYV
TS @&D

465 ,QWHUQDWLRQDO 3W\ /WG 19LYR T XD\ WS D TRADZHD @/MW Q- BRIV WIENC
@ BPE&RWHKHIYFW @

3RROH 5 B6PLWK ' 6LPSVRQ 6 +RZ 3DWLHQWY &RQWULEXWH WR DQ 2Q0

9LUWXDO 3DUWLFLSDQW 2EVHUYDWLRQ 6W)6GH) X% O\GEW G WL+ HIDHOQWKDAD - X

>S0OHGOLQH @

7XUQHU .0 6KDUS ' )RONHV / &KHZ *UDKDP & :RPHQ V YLHZV DQG H[SH

SRVWQDWDO GHSUHVVLRQ D TXDOLWDWLYBE(YWIEE WERIUDBWS UD 'EFQ

>0HGOLQH @
%LVKRS - ,QFUHDVLQJ SDUWLFLSDWLRQ LQ RQOLQH FRPPXQLWLHV $ IU
+XPDQ %HKDYLRU -X0O M FKEGRL®@

YDQ 07 7KH UXOH LQ IRXU GLJLWDO KHDOWK VRFLDO QHWZRUNV DQ F
5((O) XMW GRL MPLU® >0HGOLQH®

(GLWHG E\ - TRURXV VXEPLWWHG SHHU UHYLHZHG E\ 0 (YDQV + )DIUUHOO FRI
DFFHSWHG SXEOLVKHG
SOHBWVWBWW

ORRUH ' $\HUV 6 'UH\ 1
$ 7TKHPDWLF $QDO\VLV RI 6WLJPD DQG 'LVFORVXUH IRU 3HULQDWDO 'HSUHVVLRQ RQ
-0,5 OHQWDO +HDOWK H
85/ KWWS PHRWDO MPLU

GRL PHQWDO
30,'
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<'RQQD ORRUH 6XVDQ $\HUV 1LFKRODV 'UH\ 2ULJLQDOO\ SXEOLVKHG LQ -0
7KLY LV DQ RSHQ DFFHVV DUWLFOH GLVWULEXWHG XQGHU WKH WHU
KWWS FUHDWLYHFRPPRQV RUJ OLFHQVHV E\ ZKLFK SHUPLWY XQUHV)
SURYLGHG WKH RULJLQDO ZRUN ILUVW SXEOLVKHG LQ -0,5 OHQWDO +HDOW
OLQN WR WKH RULJLQDO SXEOLFDWLRQ RQ KWWS PHQWDO MPLU RUJ DV .

KWWS PHQWDO MPLU RUJ H -0,5 OHQWDO +HDOWK YRO
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6FKRRO Rl +HDOWK 6FLHQFHV &LW\ 8QLYHUVLW\ Rl /RQGRQ /RQGRQ B8QLWHG .LQJGRP

&RUUHVSRQGLQJ $XWKRU
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1IRUWKDPSWRQ 6TXDUH
IRQGRQ

8QLWHG .LQJGRP

3KRQH

)D[

(PDLAQQD ORRUH F#KINW\

Abstract

%DFNJURXQGQDWDO PHQWDO LOOQHVYV LV D JOREDO KHDOWK FRQFHUQ KR?Z
WKH\ QHHG WR UHFRYHU ,OWHUYHQWLRQV WKDW UHGXFH WKH VWLJPD DUF
GLVFORVH WKHLU V\PSWRPV WR KHDOWK FDUH SURYLGHUYVY DQG FRQVHTXHC
PHQWDO LOOQHVY DQG WKRXVDQGV RI ZRPHQ XVH WKHP 3UHOLPLQDU\ UH
EHKDYLRU SRWHQWLDOO\ EHFDXVH WKH\ KDYH D UROH LQ FKDOOHQJLQJ VW
WR SUHVHQW D PRGHO RI IRUXP XVH VWLJPD DQG GLVFORVXUH

2EMHFWIKYLYN VWXG\ WHVWHG D PRGHO WKDW PHDVXUHG WKH PHGLDWLQJ UF
DIIHFWLYH VIPSWRPV WR KHDOWK FDUH SURYLGHUV

OHWKRIGVHE EDVHG VXUYH\ RI ZRPHQ ZKR ZHUH SUHJQDQW RU KDG D FKLO
WR EH H[SHULHQFLQJ SVI\FKRORJLFDO GLVWUHVYV ZDV FRQGXFWHG :RPHQ Z
IRUXP XVDJH SHULQDWDO PHQWDO LOOQHVYV VWLIPD GLVFORVXUH WR KHI
GLVFORVXUH DQG GHPRJUDSKLF LQIRUPDWLRQ

S5HVXOMKWMUH ZDV D VLIJQLILFDQW SRVLWLYH LQGLUHFW HIIHFW Rl OHQJWK
VWLJIJPD E ELDV FRUUHFWHG DQG DFFHOHUDWHG %&D &, /IRQ
VWLJPD DQG KLJKHU LQWHUQDO VWLJPD ZDV DVVRFLDWHG ZLWK GLVFORYV
VIPSWRPV RI GHSUHVVLRQ DQG DQ[LHW\

&RQFOXVIRMWUQDO VWLIJPD PHGLDWHY WKH UHODWLRQVKLS EHWZHHQ OHQ
JLQGLQJV VXJIJHVW WKDW IRUXPVY KDYH WKH SRWHQWLDO WR HQDEOH ZRPH(
OHDG WR JUHDWHU GLVFORVXUH RI VIPSWRPV WR KHDOWK FDUH SURYLGHU\
IRUXPV WKDW IDFLOLWDWH H[SUHVVLRQ RI SHULQDWDO PHQWDO LOOQHVV

-0,5 OHQW +HDOWK GRL HPHQWDO

(<:25'6
,QWHUQHW VRFLDO VWLJPD GHSUHVVLRQ SRVWSDUWXP PRRG GLVRUGHU

KWWS PHQWDO MPLU RUJ H -0,5 OHQW +HDOWK YRO L

SDJH QXPEHU QRW IRU FLWDYV
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SURFHVV ZKHQ FKRRVLQJ ZKHWKHU RU
VIPSWRPV RI PHQWDO LOOQHVYV

BHULQDWDO OHQWDO ,00QHVV DQEBwHWIQIPW )RUXPV IRU 6WLIJPDWL]H!

7KH WeHHWR. QDWDO PHQR WD BGE WBEQRXVKE WM WKW SREXPYVY DUH RQOLQH GLVFX
WR UHIHU WR FRQGLWLRQV WKDW L QFfoNaHU @ B W IROWL R QW R QRIWARW\U R ERAH ¥ | |
FRPSXOVLYH GLVRUGHU SRVW WUBRKRNMWMWL DOV WRV ¥ H GOy BHEEHY W PREGH D
SXHUSHUDO SV\FKRVLV 3HULQDWDGRHQWPIRHVO PNV IWKW\D FOBE XY HKHRR)
FROQFH@Q+RZHYHU SUHYDOHQFH YDULHM-SHPHQWLYI RRPVIBEYOHI\WHIDWLYH
RI IDFWRUV VXFK DV WKH LQVWUXPH@W) KN BGC $OR & HDWIUFDV\PSWR BY v LV W
GHYHORSHG YHUVXV OHVV GHYHORSHG FREREDWRWHKYI UWLYH RH M DRIOXEY WRIR
LQ WKH JHVWDWLRQDO RU SRVWQDWRB8 vwhld lLKH®D ONXG KOHHMKKRZ &/ IS W R B HIC
LV KLJK ULVN $QWHQDWDO GHSURYVURQRRPRG IDRHEHVYDRARWM RR PHQW
DSSUR[LPDWHO\  WR R1 8UBRYDWQWSHRRHQ &Q PKH\ SURYLGH DQ RSSRUW
GHSUHVVLRQ KDV D SUHYDOHQFH Rl zLWR VvLPQ6 BRWWIXHWROPSULEWDUH L
DIIHFWV  WR ROZBRNY W UDXPDWVY K ¥ RUpY % FOURIVEWHY QFOXGH VRFLDO \
RFFXUV LQ RI QHZ PRWKHUV D Qg $HPRL RO HIKEW XSYWRRWKRIUV ZKR VKDU
ZRPHQ LQ KLJK U@V RXHIRKBUD® SV\HPERUALVRRORWF XM KE LGHQWLW\ DQG HPS
DSSUR[LPDWHO\ SHU@ ORRHPRIYHBPYRPHPERWLR@ >7KHUH LV VRPH HYLGHQFH
ZRPHQ VXIIHU IURP VIPSWRPV DVVRFRGWHRODHE VP bIIQDAOBROWHORR HYY X P X VI
ZLWKRXW GHWHFWLRQ EHFDXVH WKHg G HY/RWO &8 &RIR KR UVER HO DWW Kdtb Y H
GLDJQRVWLFRFULWHULD > XVHUV YLVLWRUV ZKR SRVW RQ IRUXP\

$SSUR[LPDWHO\ KDOI WKH zZRPHQ zRWR'sYl 6 R BEP pRWHRI HVo B8GVGR Q
IDLO WR JHW SURIHVVLRQDO WUHDWPHBWREH WSLIWH VYR F B Y HRG Wik i/ LY
KHDOWK FDUH@S PRHLBGHDVRQ IRU WKW 1Y WXYWPRWH & WKBY OXUNHUV PD
DVVRFLDWHG ZLWK SHULQDWDO PHOWDH®RHO HWK piie BYWY RbBidVi4H He
ZRPHQ GLVFORVLQJ D@G (WHNIQROKHMWIEPD LV D

QHIJDWLYH DWWLWXGH KHOG E\ WKH QY H DQ SHEH- FH WIRZIPY ISHD W KL LY & X,
RU JURXS EDVHG RQ DQ XQGHVLUDEQHY TR @ LsVit\w HRWv H PP @R @D E RMEP RWX B
LOOQH&V 7XHVH QHJDWLYH VRFLDOFKWOUOHBWMSHVLFPR RHOS AMRRH ZLWK
ODEHOLQJ WKH LQGLYLGXDO DV GHYd BWW VRIUQ b QR R WL B U v RERRWIHITIX RQ W P s
GLVFULPLQDWRU\ EHKDYLRU FDQ RFRXMWRE BAKE WHGHQ\EW bIP B MG WHEO I K IR 8 W K
IRU H[DPSOH WKURXJK VRFLDO H[@ORYbRQHP KU R PV ILRP®E | PMB-ROHQIH VWI
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WKLV SHUYDVLYH VRFLDO SUREOHP v kW HTRRADMO\OLQBUMND® G Hh HWIHRWMP HQ v
OHQWDO ,00QHVV GHYHORSHG WK@& *7yPH RNXK &K POIHD PP ERLHQPRXUDJIHG

,OWHUQDO VWLJPD FDQ RFFXU ZKHG®RYWYLYpPWMHE M € LSEW SEWYHM Y )\ @R HF R
ZLWK H[WHUQDO VWLJPD DQG DSSO0\1RR WWKFEHPAYH & WH VY KBRK AR HRHP B R W@
H[WHUQDO VWLJPD LV XQUHDVRQDETR il QMY BHP BSEY S (! FH X kK\Ph P& ¢
QHJDWLYHO\ 7KHUH DUH PDQ\ GHwWRBYP B8 RXV\/LFQ@%E/HRN_gW%QJ'EdeDG(
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DQG DYRLGDQFH RI ERWK GLVFORVXQ DR ml)g@\ymﬁuLmU@(?@,VD@UOHQ\
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DQRG LQWHUQDO VWLJPD LV WKDW
DVVRFLDWHG ZLW& GKLNOBNEHH & EIT\?
SGLVFORVXUH VWLJPD" WKH DQWL
DQWLFLSDWHG QHJDWLYH EHKDYLRUz

LI KH RU VKH FKRVH WR GLVFORVH
FRXOG EH D NH\ FRPSRQHQW LQ DQZLR LQ
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FRPSXOVLYH GLVRUGHU PLJKW KDY HQIHHTADNFN @W D PR WX\HLLY B QAGK & B&D Ik W IV
DERXW KDUPLQJ KHU EDE\ HYHQ W K BoXHIXHVIKW VG RHYVHQ B WSRREW R@ BAKHRWK D
7KLV LV D VIPSWRP RI WKH LOOQHVARPEXQNY DW XIHHE M/UKBHWHIR @ XFEMMW DSQVRLYD. G
GLVWUHVV DQG FDQ GDPDJH KHU LFRXODWGLW\FPNVD FRWKBOQO DXSWRHWH ZLV
WKRXJKWYV DUH QRW ZKDW VKH WKLQNWHNHBRKREPFRONK PR WWRZXBRBEHKD YK JIJHV

,QGHHG SHULQDWDO PHQWDO LOOQ

R L Y
DV PXOWLIDFHWHG FRPSULVLQJ VWL l_'JSéJ g&'ﬁ YF\\/ 9 ﬁg%%w\g Wg %gg\/“
DQG VWLJPD DVVRFLDWHG ZLWK EHL ﬂ %L:%J |
7KLV VWLIPD FRXOG FRPSULVH SHUX LG [ % g\é} E F\&
VWLIPD DQG GLVFORVXUH VWLJPD HVbVLF.l q:cg{f 1]_2 G
R R QRO BRRCY VRV WERR w

FROQWULEXWH WR D ZRPDQfV UHOX
KHDOWK FDUH S@RYWGHWUVYBPWDO W
LOWHUYHQWLRQV WDUJHW SHULQDWDWKPIRQWDP DQDQHAMW \RWLIRDWWRRIQQL
ZRPHQ WR GLVFORVH ZKLFK LV WKH;H3JWHVVMWHSE MRRXHNVRKYBHHWYWHG WKDW

R ud W SURYLGH

A e T
IRU SHULQDWDO PHQWDO LOOQHVYV IB 8%\/@ R I§§ H\}%l-}' b

WKDW WKH\ DUH@KLERPM XWHG HQFH K1, Fé }13 A \% Ii\ﬁ' f\géﬁcf%QDW[

; R

5; ié%gﬁae %

h

W

SHULQDWDO PHQWDO LOOQHVV IRU %/5\/% v
\Y
W
ki ko
J
E

) X
YDOXDEOH SHHU VXSSRUW RXWVLG QK
DSSRLQWRHQWVHRYHU VRPH UHVHD FV'_?(
IRUXPVY SURYLGH VRFLDO VXSSRUW
VWXG\ IRXQG DQ RQOLQH IRUXP IR Eg
QRQMXGJPHQWDO DQG SRVWV HQFR \
SURIHVVLRQ®D O$RIRW/KEHU VWXG\ GRFﬁ HPp
VXSSRUW IRUXPV IRU OHVELDQV ZL 8 II\D{: %LﬁlﬁQ%ﬁ%YlEéHZé'
VRFLDO VXSSRUW DQG D VSDF&® WR R\{ {/ R P UK
ZRPHQ ZHUH UHOXFWDQW WR GLVF H @: 5%}4)&&5&4 ?<WLE
VWLIJPD WKH\ ZHUH ZRUULHG DERX H_ﬁ PR N K
DQG FRQFHUQHG WKHLU FKLOG ZRX E’g L{#EH*Z%Z%
Rl 3 JRRG PRWKHU EDG PRWKHU~’ GH%/HUéJI%/ V\/\HR

D '+

UV GLV
WKLV PD\ EH EHFDXVH LW FRQWULE \)\lh HU OLWWOH L\
NQRZQ DERXW WKH UHODWLRQVKLS$EPWZHHQ SHULQDWDO PHQWDO LOOQH

IRUXP XVH VWLJPD DVVRFLDWHG ZLWK\8GWQRWPOLREHR M R Q) ARFYYH & Qf
KHOS VHHNLQJ EHKDYLRU RI IRUXP LAWY Yo0oQHVY VWLIPD KDV LQ PHGL
$ TXDOLWDWLYH LQWHUYLHZ VWXG\ GLVFORVKZRPMB KKIR QWE XPWE SURYLC
IRUXPV WR DVVLVW WKHLU UHFRYH8KUURPVSHY IPGEIMWP® RIPOWBH Y VL B\ bHRLY
H[SORUHG KRZ ZRPHQ YLVLWHG IRUXRYXRZRXY R &K DR & KeH-IVUF OHREY & Wild ¥ ERHK H D «

JLIXUHR\SRWKHVLVY PRGHO

KWWS PHQWDO MPLU RUJ H -0,5 OHQW +HDOWK YRO L

SDJH QXPEHU QRW IRU FLWDYV
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Methods 7KH GLVFORVXUH VWLJPD VXEVFDOH F
PHDVXUHG UHVSRQGHQWY DQWLFLSD\
'"HVLJQ GLVFORVHG WKHLU VIPSWRPV RU GLDJQ

?WDLQHG LWHPV WKDW PHDVXU
$ FURVV VHFWLRQDO :HE EDVHG VX Y RS IRHPAEYH WWLBPD, RRA\ GLVFC

GLVFORVXUH LQ ZRPHQ GXULQJ SUHS'l@,QQ(gI\”D\QGlQ(@ WidpdBRUNY DAWHY WKD

ELUWK ZKR LGHQWLILHG WKHPVHOYI—!;\{JQVL@YU_%\EMRWLPQIWYM5QK\QQV\MJM Vo

RU SV\FKRORJLFDO SUREOHPV ZDVp WHEG BX¥HGR! WKy WKD

VHQVLWLYH QDWXUH RI VWLJPD WK,HR Q/Iﬁi-pfljp WRQEGQLx, d/ﬁlﬂ/l-j(lylwxlﬁ G ¢

QRW XVH WKH WHUP SHULQDWDO PH@ gd\m‘() I—b\(J\{_IDélu];QR,IE@I_Z@FbI-EQQfW \/\}c
W

QRW KDYH ZDQWHG WR DVVRFLDWH \;M_ML@ Hy QPEHR, 2RYNEH B Gw )
3SV\IFKRORJLFDO SUREOHPV VWUHVV RU LVRODWLRQ' ZHUH XVH

'HPRJUDSKLF LQIRUPDWLRQ ZDV FR@BMSWW@@)@@[\L\HW\)\/F@FQ/GZ'MEHJHVVLR(
DOVR PHDVXUHG &XUUHQW DIIHFWLYH V\PSWRPV ZHUH D

3DUWLFLSDQWV $Q[LHW\ DQG HSUHVVLRQ@GWD(CHH+$+‘$'6
HYWLRQODLUH LWHPY _ TXHVW

BHVSRQGHQWY ZHUH UHFUXLWHG E\ 1 Y HYW LV R Q ‘@/'I‘-&UI'LIQIQW Wi\

LOOQHVV ZHEVLWHV PRWKHUKRRG U{QRWHR® ¢HEYL ﬁd };,EH:WBB Y F

DQG 7ZLWWHU $ WRWDO RI ZRPH VP\%%LV'%%% Iﬁ'j/‘HT\Kﬂi\y k%%Q‘PlﬁHHdLW'

YLD D :-HE EDVHG VXUYH\ DQG KD g Py & W HY QI%%Q'T‘-"UVDILBIEJRW\K&RXQWUL
WD

PHDVXUHV XVHG L@ WKH VRGO 3 X R Wk Q KHBOWK FRQGLWLRQV KDYH
IRXQGXMWLPHGLD $SEHIDOMIRQ FULWHY LB LS
WKDW ZRPHQ ZHUH ROGHU WKDQ  \{§§

R

FKLOG \RXQJHU WKDQ \HDUV ZHUMp

XQMMMHG DEFWRU VWUXFWXU
Vi L%'Tﬁgg'wsﬁﬁ'lﬂ PSR R R Py ZF B C
HoVRVERR Q(‘é" FRRY Y oD F#zcgv ZLWI

R/Q/@ﬁz KDG

WKHPVHOYHV WR EH H[SHULHQFLQJ éNéUﬁ I BE & BOWUHYV >
XVHG SHULQDWDO PHQWDO LOOQHVV IRUXP
$VVHVVPHQW RI J)RUXP 8VDJH 'LVFO

OHDVXUHV '"HPRJUDSKLF ,QIRUPDWLRQ
&LW\ OHQWDO ,00QHVYV 6WLJPD §RDRP XVDJIJH ZDV PHDVXUHG ZLWK T

6WLJPD ZDV PHDVXUHG XVLQJ WKHGHYHORBINEGDIR U NKFHVY W 6@ LWKDW PHD
6FDOH &LW\ 0,66 D LWHP VFDOHR WKIUNKRP XYWX UMY TWKIQ FAQRIT XY LWLQJ
VWLIJPD ZRPHQ ZLWK SHULQDWDO PWHRPEIQILSBOWYV YV 3PSWUEHHFWLRQ IPHY |
OXOWLPHGLD $SSHQ@BY[GHYHORSHG 4lude HUHYWRYD VPXWHHUDWXUH WKDW G
UHYLHZ Rl SHULQDWDO PHQWDO LCOQ®@VVRPHWRIEZH Ut &DW KV RWIG HGL b D
‘HE EDVHG VXUYH\ ZLWK ZRPHQ ZLWWXKYHD GYDR\D BHRIPH WS OV RO DQG
Q YDFWRU DQDO\VLV ZDV XVHGWRRIRUXD WRQWKMHMPWDHBQV L WHFT XHQF\
VFDOH 7KH VFDOH DFFRXQWHG IRURI ITRUXPWKH YIDOUW B ORWLHY whikyH GHYH
VDPSOH DQG KDG JRRG UHOLDELOLWXEMWKE WU RVRE DFKWI0 FKGOR/Oa M MVz HVHY H L

DQG IRU VXEVFDOHY DQG DQ R¥RDOVY Y bl bFd3KIPRRIV D QuFWWIR WMRWBO/HF
VFDOH LQGLFDWLQJ KLJK UHOLDEL®XWKRUWW DIIUWHH G, 862 OH KL QIRO\FDWHJI
FRUUHODWHG ZLWK D UHOLDEOH PHDBDWHIR YRV PAINWKD B8 SISAIRGHRBMWVR ) JH D’
EULHI YHUVLRQ RI WKH ,QWHUQDOIRHXPeX\LIVIAHY DY HIWPYS Ub® OEMRFFDV

,60, VFDOH ZKLFK VXJIJHVWH®JIRRGY¥YRWERIUHYOQLRHNY RUcPWYYV D PRQWK D
3 RQFH RU PRUH D ZHHN 'XUDWLRQ RI IR!

ORQJ WHUP IRU PHPEHUV ZKR KDG EHH(
\& Kk
Vv

5HVSRQGHQWY ZHUH DVNHG WR VFR [U/\(/\HQ/\M[W:R@K){.@@WU(U\\Q@LUHHG
ZLWK D VHULHV RI VWDWHPHQWYV PHD ILNHUW VEDOHYV

R

XUHG RQ

3VWURQJO\ GLVDJUHH ~ 3GLVDJUHH "LHHORYXU HQZ@VVWLF#&ML&ME\ SDUW

ZLWK KLJKHU VFRUHV VLJQLI\LQJ J @ VPLLMTP RMHC VER S W kDY BU GL

IDFWRU VWUXFWXUH WKH ILUVW FRORBWHEVY§MUWR Uy Pk N PHEES W wiLi®:

WKH VHFRQG LQWHUQDO VWLJPD D(?%%QI&“‘(/\MLWGR@LVH@@ ROMHALSP R YL
X

HU
PSULVHG VWDWHPH
ER

KR B R Wi RERWAIO s (Pe%tb
WKLQN DERXW PRWKHUV ZLWK SV\FK bW \s SREEPPWLHRY HIPIHHVLRQ
3ISHRSOH WKLQN PRWKHUV ZLWK SV\EKRUYRIYEFHO SUREOHPV ZLOO KDUP

WKHPVHOYHV ~ 7KH LQWHUQDO VWLJBR ¥R FRQWDLQHG TXHVWLRQV
WKDW H[WHQG WKH FRQFHSW RI D 3V
ZDV VSHFLILFDOO\ UHODWHG WR WK7§|E|/ %%@&%%@ l@ﬂ%@g%&g%&v
3 OH

IRU H[DPSOH , KDYH WKRXJKWW@DE

WKDW PHDVXUHG WKH UHVSRQGHQW}_IS\P
L)
k
D

KWWS PHQWDO MPLU RUJ H -0,5 OHQW +HDOWK YRO L
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FRPSOHWHG WKH TXHVWLRQQDLUH R?éij H XVLQJ D PRELOH SKRQH DQG
DOO IRXQG LW DFFHSWDEOH DQG H R XOGHUVWDOG DQG DQVZHU

(WKLFDO DSSURYDO ZDV JLYHQ E\ ébWéCﬁIQI&YK_'[SlebW\\NﬁIU‘VR%ﬁ/

8QLWHG .LQJGRP HEVLWH DQG IRUXP DG LVWUDWRU

FRQWDFWHG WR DVN IRU FRQVHQW \/%R%WSL%QFWUFF[B‘\BH@ VI R VPR WP\ &
DQG D K\SHUOLQN WR WKH VXUYH\ AV FW Q%V%?\PP% HUCP[YWLHRD%QWQWAV\
'UQM\ZE‘%UVJ Pz Q/\}_HJFGJF'{'%VDFQ\/

gv)
—
(®)

DOG WKH ILUVW DQG ODVW SDJHV RI Rk P X
WKHLU KHDOWK FDUH SURYLGHU VKRX0G WKHNH|

g EH
GHWDLOV RI HIWHUQDO RUJDQL]DW LR N Ry Rllﬂﬁﬁ@@%@é’éW\)\/Rh@lﬁ‘Lﬁﬁ@\
OWVERPPORAL B B QWK WO EE V V

SDJH RI WKH VXUYH\ ZDV WKH SDUV{?LUFEBHiWI%

R
SDUWLFLSDQWYV KDG WR FOLFN D ER]J WRMI B Quy %%\FH& HC FRRMMI QR4 B!

D &
WR WKH VWXG\ EHIRUH WKH\ FRX0G &RM W R WRRBRIGXYLYRRDO GLDIQRYV
D GLDJORVLV RI DOWHQDWDO PHQWDO
'DWD $QDO\VLYV DOQWHQDWDO DQG SRVWQDWDO PHQWDC

5HVXOWY ZHUH LQFOXGHG LI WKH URNYROEGH QWMKKD &SR PSI®YWHIE BBBSWKM
IRUXP TXHVWLRQV DQG WKH &LW\ 0,6@ TXHVWLRQV QRI WKHWRBORWDG PRG
SURWRFRO DGGUHVVHV ZHUH FKHFNRQIIHRWEREELFDWLRQ EBPW GREHYNHWH
LGHQWLILHG 7KH PRGHOV ZHUH DDDWOAPHEVRVEQDUWKW Hidk BIWE®N/RIPHS S U
VRIWZDUH SDFNDJH ,%0 6366 , %HHYHURB R BB WW R HR®S MPRWHIRUL]JHG DV
PRGHUDWLRQ DQG PHGLDWIGR QQBGXPWORFPRIeWHUP RU VKRUW WHUP XVHU
DQDO\VLV ZDV FRQGXFWHG XVLQJ WXHDRIPW K #d RHM Py i@\ BF Wi \YHH XV H UV
> @ 7KLV PHWKRG ZDV XVHG EHFngﬁGWH%%WLVR@@&@@%W\MW LV DQ
X

LQGLUHFW HIIHFW DQG KDV JRRG SRZHU EHFDXVH L VHV ERRWVWUDSSLQJ
> @ )UHTXHQF\ RI IRUXP YLVLWV IXUDWLRYYKREFE BPWAT O E®HV
IUHTXHQF\ Rl ZULWLQJ SRVWYV ZHUH W EVEWRRVY Bl GEHBRRQ
&LW\ 0,66 VFRUHV IRU VXEVFDOHYV L%\W :
DQG GLVFORVXUH VWLJPD ZHUH HQWRY
YDULDEOH ZDV GLVFORVXUH RI V\PS¥WR
+$'6 VFRUHV ZHUH HQWHUHG DV D FRYWUP H
FRQIRXQGLQJ HIITHFWV RQ WKH UHOD*\QW%WW*M%N%WE@Q’@HWW
ERRWVWUDSSLQJ PHWKRG zDV XVHGVR P vitthk Wk B DRy "&P

HITHFW XVLQJ LWHUDWLRQV 7KLVV|5AQ/H<'#QE%‘MQ=\K§@HQ%/ Wil

IRU PXOWLSOH PHGLDWRUV FRQWURIMMAVREY QKW LY AR FRRCRG LV
KDV D KLJKHU SRZHU WKDQ WKH wWUubGhWL EBY & KR FHRP WHRMWW- D
WKH SRVVLELOLW\ RI D W\SH , HUURYKH

FRPSXWHV WKH FRQILGHQFH LQWHUYBWD
7KH QX0O K\SRWKHVLV LV WkDw WKH R8ER
GLIIHU IURP JHUR VR LI WKH &,V GRgQR/
K\SRWKHVLV FDQ EH UHMHFWHG D Q G WK I
ZKHY  4XDOLWDWLYH DQVZHUV UHJDUGL

ZHUH WUDQVIHUUHG WR WKH 19LYR KKB¥H ?W
SDFNDJH DQG FRGHG IRU HWHUQDB X ®EYFORY

GLVFORVXUK®VWLJIPD > LOQWHUQ
& 7KHUH ZHUH QR RWKHU LQG

YDULDEOHYV DQG WKHUH ZDV QR GLUHFW
DQG GLVFORVZXUH)IEIXUH
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7TDEOBDPSOH GHPRJUDSKLF FKDUDFWHULVWLFV

ORRUH HW D

&KDUDFWHULVWLFV

6XEFDWHJRULHV

ODULWDO VWDWXV

(WKQLFLW\

2FFXSDWLRQ

(GXFDWLRQ

1XPEHU RI FKLOGUHQ

'LDIJQRVLV

6LQJOH
ODUULHG

/LYLQJ ZLWK SDUWQHU

6HSDUDWHG

2WKHU

KLWH

OL[HG RU PXOWLSOH HWKQLF JURXSV
2WKHU

(PSOR\HG

6HOI HPSOR\HG

2XW Rl ZRUN

+RPHPDNHU

6WXGHQW

8QDEOH WR ZRUN

*&6 €

$ IHYHOV

7UDGH RU YRFDWLRQDO WUDLQLQJ
%DFKHORUTV GHJUHH

ODVWHUV GHJUHH

'RFWRUDO GHJUHH

$QWHQDWDO GHSUHVVLRQ
$QWHQDWDO GHSUHVVLRQ DQG DQ[LHW\

$QWHQDWDO GHSUHVVLRQ DQG SRVWQDWDO GHSUHVVLRQ

SRVWQDWDO GHSUHVVLRQ
SRVWQDWDO DQ[LHW\

SRVW WUDXPDWLF VWUHVYV GLVRUGHU 376"

3RVWQDWDO GHSUHVVLRQ DQG DQ[LHW\
3RVWQDWDO GHSUHVVLRQ DQG 376"

7KUHH RU PRUH SRVWQDWDO PHQWDO LOOQHVVHV

3XHUSHUDO SV\FKRVLV
2WKHU SRVWQDWDO PHQWDO LOOQHVV
1R GLDJQRVLV VRXJKW

D7KH WRWDO QXPEHU RI SDUWLFLSDQWY LQ GHPRJUDSKLF FDWHJRULHYV GRHV QRW DGG X
*HQHUDO &HUWLILFDWH RI 6HFRQGDU\ (GXFDWLRQ

Brg6(
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7TDEOBDPSOH IRUXP XVH FKDUDFWHULVWLFV

9DULDEOH &DWHJIRU\ Q
1
JUHTXHQF\ RI YLVLWV JUHTXHQW
2FFDVLRQDO
3DUWLFLSDWLRQ OHYHO $FWLYH
IXUNHU
'XUDWLRQ RI XVH /IRQJ WHUP

6KRUW WHUP

7TDEOLYDULDWH FRUUHODWLRQV RI GHSHQGHQW YDULDEOHYVY LQGHSHQGHQW YDULDEOF}

9DULDEOH
'LVFORVXUH i F i
/HQJIJWK RI XVH i G G i
JUHTXHQF\ RI YLVLWV F

SDUWLFLSDWLRQ i

7RWDO &iw\ 0,66 F F F F
,QWHUQDO VWLJPD F F F
(IWHUQDO VWLJPD F F
'LVFORVXUH VWLJIPD F
+$'6

D& LW\ 0,66 OHQWDO ,00QHVV 6WLJPD 6FDOH

E+$'6 +RVSLWDO $Q[LHW\ DQG '"HSUHVVLRQ 6FDOH
F*RUUHODWLRQ LV VLJQLILFDQW DW WKH OHYHO WZR WDLOHG
G&RUUHODWLRQ LV VLIQLILFDQW DW WKH OHYHO WZR WDLOHG

JLIXUWRGHO ZLWK VWDWLVWLFV

KWWS PHQWDO MPLU RUJ H -0,5 OHQW +HDOWK YRO L

SDJH QXPEHU QRW IRU FLWDYV
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: : 7KHUH ZDV DOVR DQ RYHUUHSUHVHQWD
Discussion EHFDXVH DFWLYH XVHUV KDYH D PRUH
3ULQFLSDO )LQGLQJV UHVHDUFK RU WKH\ KDYH GLIITHUHQW WU
O\ WR SRVW RO IRUXPV DOG SDUW
7KLV VWXG\ WHVWHG D PRGHO EDVH] R7QHSH|I_3I|\Y/||Q%)E‘W\ VIR KD W, s 1

SURSRVHG SHULQDWDO PHQWDO LQ& V\/\QD\MW(BJEEIJPUE#@LB @W@Wﬁ_gl@GAQ

IRUXP XVH DQG GLVFORVXUH 7KHUHZRM B ki REN:F p P Iﬁﬁw(ﬁj

RI OHQJWK RI IRUXP XVH RQ GLVFORYXEH &Ry Mbﬂz WR LiIRHW

SURYLGHUV WKURXJK LQWHUQDO VMWMLIPP pf
5

UHSRUWHG KLJKHU LQWHUQDO VWLJR/Ry,V

%

QRU ZDV WKHUH D GLUHFW HIIHFW EHNE
GLVFORVXUH 4XDOLWDWLYH ILQGL@H WK
UHSRUWHG WKDW H[WHUQDO VWLJIPPJ AQWMHIRPIP:V W k4P B wi

VWLJPD VSHFLILF WR SHULQDWDO Pﬁ§Wﬂ§bk@/@@H¥Mth'\Aﬁ?b’WF*dJ \WBHV%
GLVFORVLQJ WR KHDOWK FDUH SURYRGHYYZKR GLVFORVHG PD\ EH PRUH OL

7KHUH ZDV WKHRUHWLFDO UHDVRQ WD @HBUXPHXWH W LYV RD \LIRE URD X PC
XVH ZRXOG GHFUHDVH VWLJPD DQG WHEMHDYHO WBR X O BuXvh H BLHEIORH/XW R O
WR KHDOWK FDUH SURYLGHUV $0V R Hy R E o WK W W PIHQ WK B\GRUKPW I
PHPEHUV PLJKW EH HPSRZHULQJ DQIREO¥YGH W ROAVXY & IRAFIBRWRUMISH )XV
BHVXOWY XQH[SHFWHGO\ LQGLFDWHWBKWR B WH VRUXR WM HLD D VDY RW L RIWSHIE Y
ZLWK LQFUHDVHG UHSRUWHG LQWHUWYWDRL YWY POV R KEHH HE DI DFERPEWMB RR
SRVVLEOH H[SODQDWLRQV IRU WKLVVXSIRUIObRWR &KW RBWHQAVLWLQJ IRU.
PLJKW KDYH DGYHUVHO\ DIIHFWHG L(@FWFJ-@[Q@@\A&\%LJE’\H@léd.l\_NleJD\RElﬁNWKDW

ZRPHQ ZLWK KLJKHU LQWHUQDO VWLJPD XVH

+RZHYHU WKLV VWXG\ DGYRFDWHYV 56'—30\4/\\/"%?%6/\/?@%3% é’o[E) (E)\N[_VM QE MY
ILQGLQJYV DQG SURSRVHV WKDW |RLJ'>?IU>$3FH\)<\>/£5"J|P\P\HB#'F§" LWDJ- c‘!VVW( Q@ VWL
ZRPHQ WR UHFRJQL]H WKHLU IHHOL h \HII:I|U 5 VWY P Kb\ § PO WL F
LQFUHDVHG WKHLU VHOI DZDUHQHYV % LW 1 B Oy R S AN S B BHRNPGV
GLVFORVXUH ZKHQ FRPSOHWLQJ WKH'—Q\?V QF’M X gk éﬂ’LKPL)MSk'MEW-Q’k'\‘P |
UHVHDUFK VXJJHVWYV WKDW IRUXPV P CARHAR Yo B {3 LAKW 3 HF P W IRL
FDQ H[SORUH WKHLU IHHOLQJV DQG'-\MK\M/UFSM'-NBQA E'IjI'_D%WWP@ISJWRLng LXI'—q_I'V\b
IHHOLQJV RI LQWHUQDO VWLJPD ®RXQERLRHY HREHHERB B VDY H SUR GL\
$OVR ZRPHQ PD\ KDYH RYHUFRPH E'b%*ﬂJLf_W'ﬂJQ/FW\éZGMWB PEYW& kPYH SURY

LQWHUQDO VWLIPD WKURXJK IRUXP giRANH HW VERORK @ UORFLR® VY SWREW |
LGHQWLILFDWLRQ ZLWK WKH IRUXPROERXD L PR K HDD WO WhWRD W URNY LG H
SHUVSHFWLYH RI SHULQDWDO PHQWRPJKO P SV Y GMAL o MWV KR PWM H R UK 10 iy LI F\OSK
LGHQWLW\" WR DQ HPSRZHUHG LGH@WkK\LRDO OHIRRG\PRWRHEY ®HH\GSHYSHUI
KDYLQJ D PHQWDO LOOQHVYV SURYLGA®UVKXV VRPH IRUXPV PD\ FRQW

,OQWHUHVWLQJO\ WKHUH zDV QR GMUHEW YH BHFW Bl WZRRGX Yy X W L P DQ
YDULDEOHV DQG GLVFORVXUH &xBOR WY HRQRBOE R WY P L RBHO V!
PHGLDWLRQ FDQ RFFXU zLWKRxw W c'?\FQ @RHQLL&]VBKEYUPIP\/@% \/\/<D
> @ ,W LV SRVVLEOH WKDW RWKHURD Pk i-'é v MPEWWR |FEJL|’-2>?>P\X/@Q§ \\/

PD\ KDYH ZHDNHQHG WKH GLUHFW HRR S UF Hﬁ Hk HIAR D s\ G
YDULDEOHV 3RVVLEOH VXSSUHVVRUANBUYBHE Pl VFip 'ﬁR)i Q;Q\RLW;S@MS '-V\
GLIIHUHQFHV VXFK DV SHUVRQDAHWI GWYDe RNXU H[‘éWBﬂ'ﬁ BQ IRMXP XVE

GLVFULPLQDWLRQ DQG VRFLDO VXSERBWL WMWY PLIRIGH QM K HIURHQ R DY K YD v
EHHQ DQ RYHUUHSUHVHQWDWLRQ R&DVFMERYRKUWHRIQEREH®WDAKR @WKIRRRWPSOH
KDYH D VLJQLILFDQW UHODWLRQVHKIcH EWWMZH BQ WKW SIUKBIOF WRY I PO GH [
RXWFRPH YDULDEOHV DQG WKXV DveUU@WsbWKEW ¥ RXGE HKD Hid YERI-HOW H G
QHXWUDOL]JHG )XWXUH UHVHDUFK FRXQ EoFRHDMH HURPWIHER WiYPH® YHEEHH MR
YDULDEOHY WR H[SORUH WKLV LQW WIx53 MAWLHO DO IRR@Y KE@EHY #\W >LW PD\ |
/LPLWDWLROV LQYHVWLIDWLQJ ZKHWKHU WKHUH DUH |

WLJPD IRU HIDPSOH WKURXJK SURYL

V
&DXWLRQ VKRXOG EH HIHUFLVHG ZigHQy k RQMIGHHK QL AHAHM G BW LRk |
IURP WKLY VDPSOH DV WKHUH DUH D QXPEHU RI FKDUDFWHULVWLFV WKDW

PLIKW QRW EH WUXH RI WKH JHQHUDO SRSXODWLRQ RI IRUXP XVHUV )LUVW
WKH ZRPHQ ZHUH PRVWO\ ZKLWH DQG HGXFDWHG WR $ /HYHO RU DERYH
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&RQFOXVLRQV ZRPHQ PD\ EH HQDEOHG WR GLVFORVH E

JLOGLQJIV VXJIJHVW LowHuUQDOo vwLhPBPRW & HAYHMHRP @ Y ¥k BRP (R Wit
PHGLDWHY EHWZHHQ IRUXP XVH DQGZbW{?F'c‘?#\%fU%L\éE/'ESEWﬁW RPRW
SURYLGH YDOXDEOH VRFLDO VXSSRUWBE&cPIFPERY HC R

WR KHDOWK FDUH SURYLGHUV WKURBRMN Hk HNC{@U V&Y%
LQWHUQDO VWLJPD 7KHRUHWLFDO UNBFEBY G-

LQO SDUWLFXODU LW LV VXJJHVWH k8

u]

RV %R d—'%-His% QL RV F R
IHHOLQJV VR WKH\ EHFRPH PRUH D2BGHPREWKRBWY @%WQ-RJ AW K PPp WKL
DQG DUH HPSRZHUHG WR H[SUHVV SIYHRP MR BW ¥ ¥

$FNQRZOHGJPHQWYV

‘H ZRXOG OLNH WR WKDQN DOO WKH ZRPHQ ZKR WRRN WKH WLPH WR FRPSO
IRUXPVY DQG VRFLDO PHGLD JURXSV WKDW SURPRWHG WKH UHVHDUFK

&RQIOLFWYV RI ,QWHUHVW
1RQH GHFODUHG

OXOWLPHGLD $SSHQGL]
‘HE EDVHG VXUYH\ TXHVWLRQV

B'))LOSIGREH)LOH. % PHQWDOBY L HOBDSS SGI

SHIHUHQFHYV
81)3% :+2 :+2 ODWHUQDO PHQWDO KHDOWK DQG FKLOG KHDOWK DQ
VHWWLQJYV 5HSRUW RI D 81)3% :+2 LQWHUQDWLRQDO H[SHUW PHHWLQJ
KHDOWKWB/S ZERZLQW UHSURGXFWLYHKHDOWK SREPHVUWGER QW B &I D
&DFKHJ] PMBW
%LUDWX $ +DLOH ' 3UHYDOHQFH RI DQWHQDWDO GHSUHVVLRQ DQG DV\
(WKLRSLD D FURVV VHFWLRQDO VW XG5 (5 HSWREEWEDLO WK 2FW @ :
>S0OHGOLQH @
&DVWUR ( &RXWR 7 &DUGRVR 01 %UDQFDJOLRQ 0< )DULD *& *DUFLD )’
DQG ULVN IDFWRU SDWWHUQV DFURVV WKH JHVWDWLRQDOM MDICRG @ $!IH
>SOHGOLQH @
‘DOGLH .( 3HWHUVRQ (5 ' 6RX]D 6 8QGHUZRRG / 3U\RU -( &DUU 3$ HW
HYLGHQFH IURP JURZLQJ XS LQ 1HZ =HDODQG - $IIHFWMIWR&G @ 1RY
>SOHGOLQH @
/HXQJ %0< .DSODQ %- 3HULQDWDO GHSUHVVLRQ SUHYDOHQFH ULVNYV

'LHW $VVRF 6HS M>RGD @ >0HGOLOQH®
*ODVKHHQ & 5LFKDUGVRQ *$ )DELR $ $ VIVWHPDWLF UHYLHZ RI WKH H
‘RPHQV OHQW +HDOWK JJHEXWEW GRL @ >0HGOLQH®
*UHNLQ 5 2 +DUD 0: 3UHYDOHQFH DQG ULVN IDFWRUV Rl SRVWSDUWXP
3V\FKRO 5HY -X0 M¥fGRL @ >0HGOLQH®

OXQN 20VHQ 7 /DXUVHQ 70 3HGHUVHQ &% ORUV 2 ORUWHQVHQ 3% 1HZ
UHJLVWHU VWXG\ - $P OHG $VVRF 'HF MDPD @ >GHRGOLQH®

9HVJD /ySH] 2 %ODQFR & .H\HV . 20IVRQ 0O *UDQW %) +DVLQ '6 3V\FKL
ZRPHQ LQ WKH 8QLWHG 6WDWHV $UFK *H)X3 QYXEKHPWERL DXUBPKSV\F@ >
>0HGOLQH @

OF.HQ]JLH OF+DUJ . $\HUV 6 )RUG ( +RUVFK $ -RPHHQ - 6DZ\HU $ HW D
FKLOGELUWK DQ XSGDWH RI FXUUHQW LVVXHVY DQG UHFRPPHQGDWLRQV

>GRL @
'"HQQLV & &KXQJ /HH / 3RVWSDUWXP GHSUHVVLRQ KHOS VHHNLQJ EDUU
VA\VWHPDWLF UHYLHZ %LUWK 'H RV ; >GRA [>OHGOLQH®

%LOV]WD - (ULFNVHQ - %XLVW $ OLOJURP - $-$1 :RPHQ V H[SHULHQFH
EDUULHUV WRVRADEU BZFYQ FRP DX 9B LOMJWHHSB8GHG : HE&ER@EBKHR LY4@
*RINPDQ ( 6WLJPD QRWHV RQ WKH PDQDJHPHQW RI VSRLOHG LGHQWLW\
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&RUULJIDQ 3: 3HQQ '/ /HVVRQV IURP VRFLDO SVI\FKRORJ\ RQ GLVFUHGLYV
6HS >0HGOL@®@H
+6&,& +HDOWK VXUYH\ IRU (QJODQG KHOWWE KEXZFR IFK BREFD W B MRIX K

38% >DFFHVVHG _: HE&K@EBKHI\XE |@&

7LPH WR &KDQJH 7LPHKWWRSF NRBOZHHWEE [F KNQFHFHRVWHG _ HE & K@ BKH

JI\XGTO@

&RUULJIDQ 3: 5DIDF] - 5«VFK 1 ([DPLQLQJ D SURJUHVVLYH PRGHO RI VH

PHQWDO LOOQHVV 3V\FKLDWU\ 5 BM ()X R M¥GRL M SV\EKUHV @ >0HGOLQH!
@

SRGULIJXHV 6 6HUSHU 0 1RYDN 6 &RUULJDQ 3 +REDUW 0O =LHGRQLV O

GLVRUGHUV - 'XDO 'LDJQ 0D\ >GRL@

‘HVW 0/ <DQRV 37 6PLWK 60 5RH ' /A\VDNHU 3+ 3UHYDOHQFH RI LQWHU
LOOQHVYVY 6WLJIJPD 5HV $FWLRQ VUD ¥@L >GRL

3DVFRH ($ 6PDUW 5/ 3HUFHLYHG GLVFULPLQDWLRQ DQG KHDOWK D PH\
A5(()XNHAWGRL D @ >0HGOLQH®

6FKPLWW 07 %UDQVFRPEH 15 3RVWPHV 7 *DUFLD $ 7KH FRQVHTXHQFH
ZHOO EHLQJ D PHWD DQDO\WLF UHYLHZ 3V\FEKRODAXO@ >0H-XOLQH®
ORRUH ' $\HUV 6 'UH\' 1 $ WKHPDWLF DQDO\VLV RI VWLJPD DQG GLVFOR!

OHQWDO +HDOWK 0D\ PHH Q We[EIR L

.HQGDO 6 .LUN 6 (OYH\ 5 &DWFKSROH 5 3U\MPDFKXN 6 +RZ D PRGHUD
\RXQJ SHRSOH ZLWK HDWLQJ GLVRUGHUV +HDOK ([8HFW -DQ QD
5DLQV 6% 7KH LPSOLFDWLRQV RI VWLJPD DQG DQRQ\PLW\ IRU VHOI GLV!
-DQ >GRL @ >0HGOLQH®

%DXHU 5 %DXHU 0 6SLHVVO + .DJHUEDXHU 7 &\EHU VXSSRUW DQ DQDC
LQ ELSRODU GLVRUGHU 1RUG - 3VAFKLDWU\ -X0O @ >GRL

&KDQJ +- 2QO0OLQH VXSSRUWLYH LOQWHUDFWLRQV XVLQJ D QHWZRUN DSS
VRFLDO VXSSRUW JURXS LQ 7DLZDQ - $P 6RF_.,QI 6BWVL @-XO

*ULIILWKY .0 5H\QROGV - 9DVVDOOR 6 $Q RQOLQH PRGHUDWHG SHHU WR
DGYDQWDJHV DQG GLVDGYDQWDJHV -055 (0N QWEHVHORW KP HQ WHE@ >0HIE O Qt

@
+LJKWRQ :LOOLDPVRQ ( 3ULHEH 6 *LDFFR ' 2QOLQH VRFLDO QHWZRUNL
6RF 3V\FKLDWU\ YHE >SGRL @ >0HGOLQH®
1DVOXQG -$ $VFKEUHQQHU .$ ODUVFK /$ %DUWHOV 6- 7KH IXWXUH RI
PHGLD (SLGHPLRO 3V\FKLDWU 6BL()XO¥RW GRL 6 > @ >0HGOLQH!
@
+XK - &OLQLFDO TXHVWLRQV LQ RQOLQH KHDOWK FRPPXQLWLHV WKH F

)5 ()X OWCHAW GRL @ >0HGOLQH®

%DUWOHWW <. &RXOVRQ 16 $Q LQYHVWLJDWLRQ LQWR WKH HPSRZHUP]I
DIIHFWV KHDOWK SURIHVVLRQDO SDWLHQW FRPPXQLFDWLRQ 3DWLHQW

M SHF @ >0HGOLQH®
%DXHU $ .QDSS 0 3DUVRQDJH O /LIHWLPH FRVWV Rl SHULQDWDO DQ[LHW
>GRL M MDG @ >0HGOLQH®@
ODOLN 6 &RXOVRQ 16 7KH WKHUDSHXWLF SRWHQWLDO RI WKH LQWHUQF
SHRSOH ZLWK LQIODPPDWRU\ ERZHO GLVHDVH *DVWURHBQEVHURO 1®WED
>SOHGOLQH @
ORRUKHDG 6$ +D]JOHWW '( +DUULVRQ / &DUUROO -. ,UZLQ $ +RYLQJ &
RI WKH XVHV EHQHILWY DQG OLPLWDWLRQV RI VRFLDO PHGLD)RW KHDC
IXOWHEWGRL MPLU@ >0HGOLQH®
3HQGU\ /) 6DOYDWRUH - ,QGLYLGXDO DQG VRFLDO EHQHILWV RI RQOLQ
6HS >GRLM FKE @
*ULIILWKYV .0 ODFNLQQRQ $- &ULVS '$ &KULVWHQVHQ + %HQQHWW . )D
IRU PHPEHUV RI WKH FRPPXQLW\ ZLWK GHSUHVVLRQ D UDQGRBPLWXID® FR
WHIWGRL MRXUQDO S@Q+HDHGOLQH®
&RXOVRQ 1 3DWWHUQV RI HQJDJHPHQW ZLWK LQIODPPDWRU\ ERZHO GLV
*DVWURHQWHURO 1XUV 6*$ >SGRL @ >0HGOLQH®
6HWR\DPD < <DPD]DNL < 1DND\DPD . &RPSDULQJ VXSSRUW WR EUHDVW
IDFH WR IDFH VXSSRUW JURXSV 3DWLHQW (GXF &RXHF @RYOHGOHQH

@

KWWS PHQWDO MPLU RUJ H -0,5 OHQW +HDOWK YRO L\
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