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Abstract 

 The stigmatisation of parents of children with a mental health disorder can lead to 

self-stigma in these parents.  There is a paucity of research on self-stigma in parents of 

children with a mental health disorder.  Research has been hampered by a limited 

understanding of how these parents experience self-stigma and a lack of an appropriate 

measure of this construct.  Moreover, existing definitions and measures of self-stigma 

were not informed by qualitative research specifically on parents’ experiences or 

developed in consultation with affected parents.  Thus, this thesis aimed to address these 

gaps in the literature.   

 In Chapter 2, parents’ lived experiences of stigma and self-stigma were 

qualitatively explored using a descriptive phenomenological approach.  A participatory 

action research group (PARG) advised on questions used to direct semi-structured 

interviews with 11 mothers and one father who have a child (aged 5�13 years) with a 

mental health disorder.  Mothers’ interview data were thematically analysed and 

revealed that mothers strived for a ‘good parent’ ideal.  Stigma implied that mothers 

were not achieving this ideal and contributed to mothers’ self-doubt about the same.  

Self-stigma occurred when self-doubt was confirmed and was evidenced as self-blame, 

bad-parent self-beliefs, and self-shame.   

 A secondary finding from these interviews was the important role that disclosing 

the child’s disorder held in mothers’ exposure to, and management of, stigma.  Mothers’ 

disclosure decisions were cautious and aimed to avoid stigma whilst maximising 

benefits for the child.  Thus, Chapter 3 reports on a secondary qualitative analysis, 

which aimed to describe what mothers disclose (or conceal), how, and why, and the 

consequences of these decisions.   
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 For these two qualitative studies, scribes were used to obtain a text-based account 

of the interviews.  That is, a secondary researcher within the interview documented 

extensive notes, including quotes.  Scribing is a method recently used by qualitative 

researchers as an alternative to transcription.  However, whether scribed data achieves 

similar analytic outcomes to transcriptions has not been investigated.  In Chapter 4, the 

number and content of themes derived from scribed- versus transcribed-interview data 

was examined.  Findings revealed high consistency across the two methods (highest at 

subtheme level).  Scribing was economically superior to transcription.   

 Chapter 5 reports on the development of the Parents’ Self-Stigma Scale (PSSS). 

To create a sensitive and representative scale, the PSSS items were drawn from parents’ 

interview data (obtained in Chapter 2) and shaped by the PARG.  With data from 424 

parents of children (aged 4�12 years) with a mental health disorder, exploratory- 

followed by partial confirmatory-factor analysis indicated three factors: self-blame, self-

shame, and bad-parent self-beliefs.  Internal consistencies for each subscale were 

acceptable.  Concurrent validity was supported by significant negative correlations of 

each subscale with measures of self-esteem and empowerment. Regression analyses 

indicated, however, that self-shame was not a significant predictor of lower self-esteem 

or empowerment when self-blame and bad-parent self-beliefs were included.   

 In Chapter 6, a model of the formation of self-stigma in parents was examined.  

The model, drawn largely from the findings of Chapter 2, sees awareness of stigma as 

predicting parents’ self-doubt as to their ability to be good parents, which in turn 

predicts self-stigma, and finally self-stigma predicts affective distress.  Using structural 

equation modelling and with data from 424 parents of children (aged 4�12 years) with a 

mental health disorder, results supported the proposed model.   
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 Together, these studies show that parents’ self-stigma is characterised by the 

adoption of a stigmatised view of the parent-self as a bad-parent, to blame for the 

child’s disorder, and ashamed to be a parent of a child with a mental health disorder. 

Thus, parents’ self-stigma is best operationalised as including these three aspects.  

Psychometric evidence supports the developed PSSS as a sensitive and acceptable 

measure of parents’ self-stigma.  In testing a model of self-stigma drawn from 

qualitative research and informed by participatory action research methodology, self-

doubt was found to intervene between parents’ awareness of stigma and their experience 

of self-stigma.  Furthermore, findings show that parents’ self-stigma is associated with 

compromised self-esteem and empowerment, and increased affective distress.  The 

theoretical and clinical implications of these findings are discussed in Chapter 7. 
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Preface 

 Parents of children with a mental health disorder regularly face judgement and 

criticism from others regarding the quality of their parenting and their role in the onset 

or continuation of their child’s disorder.  They are also shamed by others who devalue 

their social and parenting identity.  Experiences like these are referred to as stigma.  

Repeatedly experiencing stigma can result in self-stigma, which is the adoption of a 

stigmatised self-view.  There is a robust body of literature showing that self-stigma in 

adults with mental health disorders has pernicious effects on identity and wellbeing.  

Although this is likely also the case for parents of a child with a mental health disorder, 

the extant literature on self-stigma in these parents is limited.  What has been published 

is disparate, having been framed by narrow operational definitions of this construct.  

This has led to a rather diffuse understanding of this complex and serious issue faced by 

parents.  Furthermore, efforts to understand the genesis and impacts of parent self-

stigma are hampered by lack of an appropriate measure, which in turn has implications 

for research in moving forward. 

 Consequently, this thesis aims to address an important gap in the self-stigma 

literature by presenting a systematic program of research investigating self-stigma in 

parents of children with a mental health disorder.  Specifically, the lived experiences of 

parents are explored, the findings of which informs the development of scale items for a 

measure of parents’ self-stigma.  Through factor analysis of these items, the structure of 

this measure is examined, and an operational definition of parents’ self-stigma is 

derived.  The findings of these initial studies are then used to inform an explanatory 

model of the formation of parents’ self-stigma, which is then tested using structural 

equation modelling.  The impacts of parents’ self-stigma are explored throughout.  Most 
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studies in this thesis are guided by work with a parent-led participatory action research 

group (PARG).  An examination of a currently used, but untested qualitative method 

(i.e., scribing), which features in Chapters 2 and 3 is also undertaken. 

 Across the studies presented, it is demonstrated that self-stigma in parents of 

children with a mental health disorder is an important psychological and sociological 

construct that has the potential to inform understanding regarding the compromising of 

parents’ identities.  This research contributes to our theoretical understanding of self-

stigma, as well as its measurement, process of formation, and impacts on the parent-self.  

This research documents differences between parents’ self-stigma and how self-stigma 

has been described and detailed in other populations (in particular, adults with mental 

health disorders).  As such, theory and measures established in other populations, often 

considered as transferrable to the parent context, are not entirely applicable.  This series 

of studies provides an alternative which, being derived using a grounded approach (i.e., 

guided by parents themselves and stemming from qualitative work with parents), 

exhibits close fit with the way parents experience self-stigma.  Moreover, the findings 

of this thesis may promote consistency in defining and investigating this construct.   

 This thesis comprises a series of studies that were conducted to improve 

understanding of self-stigma in parents of children with a mental health disorder.  The 

testing of a method of obtaining, processing, and analysing qualitative data is also 

undertaken.  In accordance with the postgraduate and research scholarship regulation 

41(1), of the University of Western Australia, this thesis is presented as a series of 

papers.  As such, all empirical studies are presented either in their published form, or in 

a format required by the journal to which the study has been submitted for peer review.  

This thesis consists of seven chapters, including an introduction to the areas of interest 
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and the series of studies constituting this thesis.  This is followed by five chapters, each 

describing an empirical study, which can be read either as part of the thesis in toto, or as 

separate entities.  Although, these chapters feature independent introductions, methods, 

results, and discussion sections, they are largely focussed on the same topic:  parents’ 

self-stigma. Hence, some repetition of core definitions and concepts is present.  

Additionally, the extant literature in this area is limited, also making some repetition 

within these sections unavoidable.  Finally, a general discussion and conclusions 

chapter closes the thesis.  Each chapter is independently referenced.  In sum, the seven 

thesis chapters are arranged as such: 

 Chapter 1 features a general introduction to stigma and self-stigma.  The chapter 

also reports on the extant literature on parents’ self-stigma, particularly its 

conceptualisation, operationalisation, measurement, and formation.  A brief introduction 

to the use of qualitative methods in the study of self-stigma, including participatory 

action research (PAR), descriptive phenomenology, and scribing is provided. 

 Chapter 2 describes a descriptive phenomenological study that explores stigma 

and self-stigma experiences of parents who have a child diagnosed with a mental health 

disorder.  This study used a PAR approach in developing the interview protocol and in 

reviewing and shaping the interpretation of findings.  This chapter has been peer 

reviewed and published.   

 Chapter 3 provides insights into parents’ decisions regarding disclosing their 

child’s disorder to others and the relationship this has with exposing the child and the 

parent to stigma, as well as parents’ attempts to limit stigma (and thus, self-stigma).  

Again, PAR was used in the study of parents’ decision making and the interpretation of 

findings.  This chapter has also been peer reviewed and published.  
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 Chapter 4 examines the use of a scribe to take comprehensive notes during 

qualitative interviews as an alternative to transcription, as featured in Chapters 2 and 3.  

Specifically, the extent to which similar analytic outcomes can be obtained from scribed 

interview data versus transcriptions of these same interviews is investigated.  An 

economic comparison of time and costs involved across the methods is also completed.  

This chapter has been submitted for publication review, revised in response to reviewer 

feedback, and resubmitted for further review. 

 Chapter 5 reports on the development of the Parents’ Self-Stigma Scale, with 

scale items drawn from the findings of Chapter 2 and representative of the various 

conceptual components of parents’ self-stigma evident in qualitative research.  

Following refinement in response to PARG feedback, these items are then factor 

analysed and the psychometric properties of the resulting scale examined.  The 

associations between parent self-stigma and self-esteem and empowerment are also 

explored.  An operational definition of parents’ self-stigma is derived from the findings 

of this study.  This chapter has been peer reviewed and published. 

 Chapter 6, using the scale developed in Chapter 5 and the findings of Chapter 2, 

tests an explanatory model of the formation of parents’ self-stigma and its relationship 

with parents’ affective distress.  This chapter has been submitted for peer review. 

 Chapter 7 consists of a general discussion of the findings that have emerged from 

the series of studies in this thesis.  Limitations, as well as directions for future research, 

and the theoretical and clinical implications of these findings are discussed. 
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Chapter 1 Overview 
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Foreword 

 The aim of this chapter is to provide a brief overview of the extant literature on 

stigma and self-stigma generally, and self-stigma in parents of children with a mental 

health disorder specifically.  In this chapter, stigma and self-stigma are conceptually 

defined.  Operational definitions of self-stigma that have been used in past research with 

parents are outlined.  The limitations of these operationalisations, in terms of their 

representativeness of the experiences of parents of children with a mental health 

disorder, are discussed.  As qualitative research conducted with these parents has 

revealed potential additional forms of self-stigma, which are currently not recognised as 

such (e.g., Moses, 2010; Singh, 2004), this research is explored in this chapter.  Because 

a grounded approach guided the studies in this thesis, whereby parents of children with 

a mental health disorder were involved in the planning, conducting, and reviewing of 

the majority of the studies in this thesis, the role of participatory action research groups 

in research is described.  The use of descriptive phenomenology to explore parents’ 

lived experiences of self-stigma is discussed, and the literature arguing for an alternative 

method to the verbatim transcription of qualitative data (i.e., scribing) is introduced.  A 

brief review of self-stigma measures and explanatory models, proposed for use in the 

parent context, is provided.  An argument is made for the need for a new measure and 

model that are more representative of the parent experience.  Finally, the aims of the 

subsequent chapters are outlined. 
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General Introduction 

Childhood mental health disorders, such as depression, attention-deficit/ 

hyperactivity disorder (ADHD), and anxiety disorders are often viewed by the public as 

spurious, and a sign of weakness, incompetence, laziness, or naughtiness in the child 

(e.g., Jorm & Wright, 2008; Reavley & Jorm, 2011; Walker, Coleman, Lee, Squire, & 

Friesen, 2008).  Should people recognise the disorder as a legitimate illness, then these 

children may be perceived as a danger to themselves and others (Pescosolido, Fettes, 

Martin, Monahan, & McLeod, 2007; Walker et al., 2008).  Such views persist even 

when these children are undertaking treatment for their disorder (Davis-Berman & 

Pestello 2010; Pescosolido, Perry, Martin, McLeod, & Jensen, 2007).  Furthermore, 

adults prefer social distance from children with a mental health disorder (Martin, 

Pescosolido, Olafsdottir, & McLeod, 2007; Mukolo & Heflinger, 2011), and parents 

prefer that their own child not be involved with or befriend them (Ohan, Visser, Moss, 

& Allen, 2013). Such negative beliefs (stereotypes), attitudes (prejudice), and 

behaviours (discrimination) are all evidence of stigma (Corrigan & Watson, 2002; 

Crocker, Major, & Steele, 1998); a pervasive issue faced by these children and their 

parents (Heflinger, Wallston, Mukolo, & Brannan, 2014; Mukolo, Heflinger, & 

Wallston, 2010).   

  Stigma has been defined as a mark of disgrace; an evident blemish that signifies 

abnormality, immorality, and deviancy (Goffman, 1963).  Some stigmas (e.g., mental 

health disorders) may not be identifiable by virtue of an obvious visual mark (Crocker 

et al., 1998).  As such, stigma has been further defined as a personal attribute that is 

deeply discrediting, and which reduces the individual from a “whole and usual person to 

a tainted, discounted one” (Goffman, 1963, p. 3).  In his modified labelling approach to 
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stigma, Link (1987) argued that stigma occurs through a process of labelling, 

stereotyping, separation, status loss, and discrimination (see also Link, Cullen, 

Struening, Shrout, & Dohrenwend, 1989).  In accordance with modified labelling 

theory, people are thought to categorise certain attributes in others as different.  In 

linking these attributes to disparaging stereotypes, derogatory labels are then applied.  

The label serves to accentuate the differentness and creates a social hierarchical 

separation between the stigmatiser (in-group) and the stigmatised (out-group) (Crocker 

et al., 1998; Link & Phelan, 2001).  Through the application of the label, the stigmatised 

individual’s social identity is discredited and devalued and he or she loses social 

standing.  All of this exists within a power dynamic; those with more social power 

stigmatise those with less social power, which serves to increase the power differential 

even further (Link & Phelan, 2001; Phelan, Link, & Dovidio, 2008).  Thus, stigma 

involves both psychological and sociological processes (Hinshaw, 2005). Furthermore, 

stigmatised individuals note that stigma occurs via actual stigma experiences (i.e., 

enacted stigma) as well as from the expectation that stigma will occur (i.e., felt stigma) 

(Jacoby, 1994).   

For parents of children who have a mental health disorder, stigma originates 

from many sources, such as strangers, friends, family members, and even systems with 

which the child interacts (e.g., education and healthcare; Fernández & Arcia, 2004; 

Hefflinger et al., 2014; Hinshaw, 2005; Moses, 2014). Stigma experienced from any of 

these sources can be very painful, and parents report making choices about selecting 

when, where, and to whom to reveal the child’s disorder in order to minimise the 

chances that the child will be exposed to stigma (Harborne, Wolpet, & Clare, 2004).  

Stigma can also result in self-stigma, whereby the individual comes to hold a 
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stigmatised view of the self.  That is, the individual holds internalised negative self-

perceptions based on others’ stigma (Corrigan & Watson, 2002).  Self-stigma can in 

turn pose serious consequences for the individual’s sense of self and psychological 

wellbeing (Corrigan et al., 2012; Corrigan, Rafacz, & Rüsch, 2011). For parents of 

children with a mental health disorder, self-stigma has potential consequences for both 

the parent and the child as parents play an important role in the child’s development and 

wellbeing, as well as in seeking services and implementing treatment strategies (Moses, 

2010, 2014).  Despite the potential for far-reaching and serious consequences, self-

stigma in parents of children with a mental health disorder is poorly understood, and 

thus, parental self-stigma is the focus of this thesis.  

 This chapter describes the stigmas that parents of children with a mental health 

disorder experience.  The limited research into parents’ self-stigma is reviewed.  The 

use of qualitative methods including participatory action research (PAR) and descriptive 

phenomenology in the study of parents’ self-stigma are discussed, and the use of scribes 

to facilitate such qualitative research is introduced.  Following this, a review of the 

limitations of current measures used in research on self-stigma in parents provides the 

rationale for the need for a new measure; one that more closely represents parents’ 

experiences with self-stigma, and hence is better suited for research into the formation 

and consequences of parental self-stigma.  Existing explanatory models of self-stigma 

developed with samples of adults with a mental health disorder (Corrigan & Watson, 

2002) or parents of children with autism spectrum disorder (Mak & Kwok, 2010) are 

then reviewed with a focus on their applicability in explaining self-stigma in parents of 

children with a mental health disorder.  The need for an explanatory model that is more 

representative of parents’ experiences is discussed.  This chapter concludes with a 



8  

summary of the aims of this thesis and a brief overview of the research presented in 

each chapter. 

Parents’ Experiences of Stigma 

 Key to understanding self-stigma is to first understand what kinds of stigma the 

individual perceives, anticipates, or experiences (Corrigan, 2017).  Stigma theorists 

have argued that stigma can spread outwards from the stigmatised individual to impact 

on others who are associated with the individual (Corrigan, Watson, & Miller, 2006; 

Goffman, 1963).  Goffman (1963) referred to those who choose to associate with 

stigmatised individuals as the ‘wise,’ because they were wise to (i.e., knowing of) the 

discredited attribute possessed by the stigmatised individual and were sympathetic to 

this.  Because of this, the wise found themselves “accorded a measure of acceptance, a 

measure of courtesy membership in the clan” (Goffman, 1963, p. 28) and therefore, 

were “obliged to share some of the discredit of the stigmatised person” (Goffman, 1963, 

p. 30).  Thus, Goffman labelled this type of stigma, ‘courtesy stigma.’ Courtesy stigma, 

also referred to as associative stigma (Mehta & Farina 1988), stigma by association 

(Neuberg, Smith, Hoffman, & Russell, 1994), and family stigma (Corrigan & Miller 

2004; Phelan, Bromet, & Link, 1998), has been defined as stigma that transfers to close 

others, by virtue of their association with the stigmatised individual (Goffman, 1963; 

van der Sanden, Bos, Stutterheim, Pryor, & Kok, 2013). The extent to which the 

associated person then experiences courtesy stigma is thought to rely upon the closeness 

of the association (Francis, 2012).  Perhaps there is no association closer than that 

between a parent and a dependent child. Thus, it might be expected that parents of 

children who are stigmatised, such as those with a mental health disorder, would report 

experiencing stigma (Norvilitis, Scime, & Lee, 2002). 
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Since Goffman’s discussions on the transferrable nature of stigma, qualitative 

and mixed methods studies have documented courtesy stigma in the lives of family 

members of people with mental health problems (Angermeyer, Schulze, & Dietrick, 

2003; Koro-Ljungberg & Bussing, 2009; Norvilitis et al., 2002).  During qualitative 

interviews with family members of people with a mental health disorder (e.g., mood 

disorders, ADHD), courtesy stigma was reported to occur when others socially excluded 

the family member, made them feel inferior, or failed to cooperate with them when they 

were in the company of their ill relative (van der Sanden, Bos, Stutterheim, Pryor, & 

Kok, 2015).  Courtesy stigma is positively associated with psychological distress, and 

negatively with perceived closeness to the mentally ill relative (van der Sanden et al., 

2013).  As such, courtesy stigma holds serious implications for family members who are 

indirectly stigmatised due to their relationship with their ill relative.  This is especially 

the case for parents of dependent children, who share a close bond with their child, and 

need to seek treatment and implement strategies on behalf of their child (Norvilitis et 

al., 2002). However, there is relatively little research on courtesy stigma that focusses 

specifically on parents of children with a mental health disorder.   

There is some evidence that parents also experience stigma that is targeted 

directly at the parent, and not just due to their relationship with their child as in the form 

of courtesy stigma (Norvilitis et al., 2002).  This has been documented as concerns over, 

or actual experiences of, being judged as a bad parent or blamed for the child’s disorder 

(e.g., Bennett, 2007; Clarke & van Ameron, 2015; dos Reis, Barksdale, Sherman, 

Maloney, & Charach, 2012; Gray-Brunton, McVittie, Ellison, & Willock, 2014; 

Malacrida, 2001).  For example, during interviews with mothers of children with 

ADHD, mothers described how others had implied that they were responsible for the 
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onset of their child’s disorder, suggesting that these mothers had caused the disorder 

through genetic transmission (Bennett, 2007).  Parents also report being or feeling 

accused of causing (or exacerbating) the child’s disorder due to poor parenting, 

including over-parenting (too strict), under-parenting (too lax), and/or uninformed 

parenting (Fernández & Arcia, 2004).  In one study, parents of children with ADHD 

reported receiving more frequent criticism from others about their parenting compared 

to parents of typically developing children (Norvilitis et al., 2002).  In fact, parents have 

described stigma as being so pervasive that it seemed that no matter what decisions 

parents made regarding their child, they felt negatively judged (Moses, 2010, 2014).  

For example, mothers of children with ADHD who actively advocated on behalf of their 

child reported being criticised by health professionals as being over-protective, over-

achieving, and pedantic in their pursuit of treatment (Malacrida, 2001).  Conversely, 

mothers who were reluctant to seek diagnosis and treatment for their child felt that they 

were perceived as ‘bad’ parents who were not sufficiently devoted to supporting their 

child (Malacrida, 2001).  Thus, these parents directly experience stigma in a variety of 

contexts, and hence stigma is a difficult and pervasive issue (Hinshaw, 2005). 

 Taken together, the literature on the stigmatisation of parents of children with a 

mental health disorder indicates that parents experience courtesy stigma and also 

experience stigma directly when the attributes of their parent-self are criticised and 

devalued.  Such stigma has far-reaching potential consequences. It can impact on 

parents interpersonally, such that they withdraw socially from friends and family, 

resulting in a loss of social support (Koro-Ljungberg & Bussing, 2009; McCann, 

Lubman, & Clark, 2011).  Stigma also acts on treatment seeking and engagement as it 

can be a potential barrier to parents seeking treatment on behalf of their child (Ohan, 
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Seward, Stallman, Bayliss, & Sanders, 2015; Williams & Polaha, 2014).  For those 

parents already engaged in the treatment process, stigma�particularly perceived blame 

from the treatment provider�can place strain on the therapeutic relationship between the 

parent and the child’s treatment team (Cohen-Filipic & Bentley, 2015).  Stigma may 

also impact on parents intrapersonally (i.e., psychologically) as it has pernicious effects 

on the stigmatised individual’s sense of self, most seriously in the form of self-stigma 

(Corrigan & Watson, 2002).   

Parents’ Self-Stigma 

 Research with adults who have a mental health disorder has shown that repeatedly 

experiencing stigma can result in individuals stigmatising their own self (Corrigan & 

Watson, 2002; Corrigan, Watson, & Barr, 2006; Watson, Corrigan, Larson, & Sells, 

2007).  This is known as ‘self-stigma’ (also referred to as internalised stigma), and has 

been conceptually defined as the adoption of a stigmatised view of the self (Corrigan & 

Watson, 2002).  That is, the individual comes to hold internalised negative self-

perceptions based on stigma from others (Corrigan & Watson, 2002; Ritsher, Otilingam, 

& Grajales, 2003).  It is argued that self-stigma occurs when the individual views 

stigmatising stereotypes as true and accurate of the self (Corrigan & Watson, 2002; 

Corrigan, Watson, & Barr, 2006; Watson et al., 2007).  The individual’s once valued 

identity is transformed by the adoption of a defective and devalued self-view (Ritsher et 

al., 2003; Yanos, Roe, Markus, & Lysaker, 2008).   

 Although considerable research documents the self-stigma of adults with a mental 

health disorder, less studied is the self-stigma of parents of children with a mental health 

disorder, and in particular parents of young children (i.e., primary school aged children). 

As a result, knowledge of how parents of children with a mental health disorder 
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experience self-stigma is limited.  The few studies that have been undertaken have 

largely been with parents and/or other caregivers (e.g., siblings, partners) of mixed-aged 

family members (e.g., adolescents, adults) who have mental health and/or other 

developmental problems (e.g., autism spectrum disorder, developmental or intellectual 

disabilities) (e.g., Banga & Ghosh, 2016; Mak & Cheung, 2008, 2012; Mak & Kwok, 

2010; Werner & Shulman, 2013; Wong, Mak, & Liao, 2016).  In these studies, self-

stigma has been called ‘affiliate stigma,’ which has been operationally defined as social 

shame (being shamed by others), status loss, and self-shame (being ashamed of the self) 

(e.g., Mak & Cheung, 2008, 2010, 2012).  Accordingly, childhood mental health 

disorders, which are stigmatised as dishonourable and disgraceful, are thought to 

indicate a sign of tainted family lineage or a punishment for past transgressions within 

the family (Kramer, Kwong, Lee & Chung, 2002; Mak & Cheung, 2008; Yang et al., 

2013; Zheng & Zheng, 2015).  As a result of this dominant socio-cultural belief, the 

immediate family (including parents) experiences courtesy stigma due to their close 

association with the stigmatised individual (Mak & Kwok, 2010).  Co-occurring with 

this is a sense of shame and a loss of ‘face’ or social status (Mak & Cheung, 2008, 

2012).  Parents are thought to internalise the courtesy stigma as well as the associated 

shame and loss of face, resulting in the adoption of a self-view as a shamed and socially 

devalued individual (Mak & Cheung, 2008).  

 Affiliate stigma is highly prevalent in samples of parents and other family 

caregivers of adolescents and adults with a range of health conditions or disabilities, 

including autism spectrum disorder, and intellectual, developmental, or learning 

disabilities (e.g., Banga & Ghosh, 2016; Mak & Cheung, 2008; Mikami, Chong, 

Saporito, & Na, 2015; Werner & Shulman, 2013; Wong et al., 2016).  Notably, most of 
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these studies have been conducted within collectivist (particularly Asian) cultures, 

where shame (and thus, affiliate stigma) is thought to hold particular relevance due to its 

association with loss of face (Li, Wang, & Fischer, 2004; Zane & Yeh, 2002).  

However, there is limited research explicitly examining the relevance of affiliate stigma 

in parents of children with a mental health disorder in Western or individualist cultures. 

As such, further research is needed to examine the role of affiliate stigma as part of 

parents’ self-stigma, as well as the generalisability of the affiliate stigma construct to 

parents of preschool to primary school aged children and those from Western or 

individualist cultures. 

 It is possible that parents’ self-stigma might also be evidenced as self-blame for 

their child’s disorder (Milliken, 2001; Moses, 2014).  Although self-blame has been 

investigated on its own and generally not linked into self-stigma, it is consistent with the 

conceptual definition provided by Corrigan and Watson (2002), as it reflects a negative 

self-view, and it represents an internalised stigma of blame.  Whereas affiliate stigma is 

defined in terms of shame (that is, being shamed by and ashamed of one’s association 

with a stigmatised other), self-blame is defined as believing oneself to be personally 

responsible for the presence of the stigmatised attribute.  In this case, the parent feels 

responsible for the child’s mental health disorder.  Self-blame is common among 

parents of children with a mental health disorder (Moses, 2010; Peters & Jackson, 

2008). In one study, 42% (i.e., 26 of 62) of mothers of children with externalising 

disorders blamed themselves, at least partially, for their child’s difficulties (Fernández 

& Arcia, 2004).  Moses (2010) found this number to be even greater at 60.3% (i.e., 41 

of 68) with parents of children with ADHD.  In a further study, a discourse analysis of 

interview data from parents of children with ADHD revealed that parents’ narratives 
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featured a sense of inescapability regarding accountability for their child’s disorder 

(Gray-Brunton et al., 2014).  In this study, parents framed their accountability as due to 

problematic biology as well as due to problematic parenting behaviour.  Other 

qualitative studies have similarly shown that parents perceive themselves to be 

inadequate, incompetent, or otherwise bad parents because they are unable to remediate 

the child’s disorder, alleviate distressing symptoms, and/or prevent the need for 

treatment, particularly medication (Doubet & Ostrosky, 2015; Fernández & Arcia, 

2004; Harden, 2005; Malacrida, 2001; Peters & Jackson, 2008; Singh, 2003).   

 In sum, there is evidence to suggest that parents experience self-stigma, and that 

their experiences are likely characterised by affiliate stigma (self-shame), as well as 

self-blame (due to problematic biology and/or problematic parenting).  However, to 

date, research on parents of a dependent child with a mental health disorder has not 

explicitly asked “how do parents experience self-stigma”?  Therefore, it is possible that 

there are other forms of self-stigma that are important to parents, which are currently 

unaccounted for in the extant literature.  Thus, a systematic program of research is 

required, beginning with a qualitative exploration of parents’ lived experiences of 

stigma and self-stigma with an aim to garner how parents perceive these problems.  

Participatory Action Research 

 Given the sensitive nature of stigma, and self-stigma in particular, research on 

these important issues may be best approached by inviting parents to help direct study 

design and implementation (Corrigan, 2017).  In this regard, adopting a participatory 

action research (PAR) framework may be beneficial.  PAR is an approach that involves 

those with a lived experience of the phenomenon as partners or co-investigators across 

various aspects of the research process (Wallerstein & Duran, 2010).  At times referred 
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to as subject matter experts (Alberts, 2007; Corrigan, 2017), participatory action 

research group (PARG) members advise on how best to access individuals with a lived 

experience of the phenomenon as well as how to explore their experiences respectfully 

and sensitively (Ditrano & Silverstein-Bordeaux, 2006).  A PARG can guide the genesis 

of an interview proforma to direct qualitative interviews, as well as help to interpret the 

analytic outcomes of these data (Ditrano & Silverstein-Bordeaux, 2006).   

 In quantitative research, PARG input can vastly improve content validity in the 

development of new or refinement of existing scale items and measures, with the PARG 

providing critical advice on the wording and suitability of items, and overall 

construction of the scale (de Vellis, 2016; Padgett, 2008).  The researcher’s role here is 

to use his or her expertise in research methods and analysis to apply the knowledge 

shared by the PARG to the practicalities of conducting ethical and rigorous research 

(Wallerstein & Duran, 2010).  Thus, lived experience and empirical inquiry meet. 

Together the PARG and the researcher interpret findings and present these in ways that 

support meaningful use of the research (Cahill & Torre, 2007).   

 Such an approach to tackling research with vulnerable populations�such as 

parents of children with a mental health disorder who experience stigma and self-

stigma�is encouraged as participants’ engagement in PAR can be an empowering 

experience (Dworski-Riggs & Langhout, 2010; Stone & Priestley, 1996).  The expert 

status that parents’ experiences afford them and the critical nature of their contributions 

to the research are recognised and respected in the PAR process (Dworski-Riggs & 

Langhout, 2010).  Furthermore, participants’ voices in the process of decision making 

are welcomed and encouraged (Sarason 2003).  In participating in this process, 

participants actively take a stance against social issues that perpetuate their position of 
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vulnerability, and supports them in making efforts to change this (Corrigan, 2017).  

Moreover, in joining with others with a similar lived experience, a sense of community 

builds as the PARG work together to guide research and change (Foster-Fishman, 

Nowell, Deacon, Nievar, & McCann, 2005; Nelson, Ochocka, Griffin, & Lord, 1998).  

As such, to collaboratively guide the research in this thesis, a PARG constituting 

parents of children with a mental health disorder was formed, commencing with design 

and implementation of the qualitative study that begins this thesis and informs 

subsequent chapters. 

Descriptive Phenomenology 

 Qualitative research is a form of naturalistic inquiry, which seeks in-depth 

understanding of a phenomenon of interest (Denzin & Lincoln, 2011; Patton, 2002).  A 

close fit between the data and the way the phenomenon is experienced in everyday life 

is sought (Lincoln & Guba, 2003; Taylor, Bogdan, & de Vault, 2016).  To do so, 

participants are positioned as experts in their experiences, and as such, the voice of the 

participant is prioritised (Corbin & Strauss, 2008; Lindseth & Norberg, 2004).  

Qualitative research is thought to offer rich insights into the ways stigma and self-

stigma are subjectively experienced, the meanings ascribed to those experiences, and 

the complexities of the psychological and sociological processes involved (Link, Yang, 

Phelan, & Collins, 2004).  Given that these phenomena as they pertain to parents are 

rarely researched, an explorative, descriptive approach, such as descriptive 

phenomenology (Giorgi, 2009) is indicated (Lopez & Willis, 2004).  Descriptive 

phenomenology facilitates the exploration and retelling of participants’ stories without 

these stories having first been abstracted or re-interpreted by the researcher (Giorgi, 

2009).  In essence, this methodology provides a pure description of the subjective 
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perspectives of the participant (Matua & van der Wal, 2015).  Descriptive 

phenomenology has been used to sensitively examine the stigma experiences of women 

with obesity (Rahnavard, Kalateh Sadati, & Amini, 2014), adults with a mental health 

disorder (Yuksel, Bingol, & Oflaz, 2014), homeless people in healthcare services 

(Martins, 2008), and women with body image issues after bariatric surgery (Jensen et 

al., 2014).  Thus, this method is well-suited to the exploration of stigma and self-stigma 

in parents, which is similarly a sensitive topic. 

 Another advantage is that the findings of such an inquiry can serve as the impetus 

and also groundwork for quantitative study (Hammersley, 2002), particularly the 

refinement of existing or development of new theory (Padgett, 2008).  Furthermore, in 

qualitatively examining self-stigma, as yet unexplored and unaccounted for components 

of this construct may also emerge, which might then yield scale items to measure these 

components (Rowan & Wulff, 2007).  The specific language parents use to describe 

self-stigma is also revealed, which, when incorporated into scale items, supports 

participants’ understanding of item meaning (de Vellis, 2016).  Moreover, the 

provenance of the items is known, providing transparency as to item formation, as well 

as enriching the content validity of the resulting scale (Rowan & Wulff, 2007; Weiss, 

1994).  Thus, qualitative research, in facilitating an in-depth description of participants’ 

lived experiences with the phenomenon of interest, supports subsequent quantitative 

research, which can be optimised through basing such study on first-hand knowledge of 

the phenomenon (Shneerson & Gale, 2015).   

Scribes in Qualitative Interviews 

 Despite its benefits, qualitative research also has its hindrances.  Given the need to 

transcribe verbatim what can be many hours of interview recordings into a text-based 
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form, it can be time- and resources-intensive (Halcomb & Davidson, 2006; Lapadat, 

2010; Neal, Neal, van Dyke, & Kornbluh, 2015).  For example, Bird (2005) noted that 

the transcription of two hours of taped interview took her up to 70 hours to complete, 

even with the aid of a transcription machine.  Although Bird (2005) was seeking a 

particularly detailed account, this kind of demand on time might lead to fatigue, and 

hence, errors.  Not only is verbatim transcription time-consuming, it also results in 

voluminous data, which can be unwieldy during analysis (Tessier, 2012).  This 

increases the demand on time and other resources, and also risks inaccuracies (Johnson, 

2011; MacLean, Meyer, & Estable, 2004; Tessier, 2012).  As such, qualitative 

methodologists have sought alternative methods to verbatim transcription that try to 

limit these problems without compromising the quality of the data being documented or 

the analytic outcomes which might be obtainable (Lapadat, 2010; Tessier, 2012). 

 In considering alternatives, researchers have recognised that although a verbatim 

transcription of the interview might not be absolutely necessary depending on the type 

and purposes of the study, some form of text-based account is (Hammersley, 2010; 

Tessier, 2012).  This is because these accounts form the data corpus (Bogdan & Biklen, 

1998), and their development constitutes a primary phase in analysis (Lapadat & 

Lindsay, 1999).  A text-based account also facilitates the auditing of the researcher’s 

analytical decision making (Carcary, 2009; Koch, 2006).  This is integral for showing 

credibility and transparency in research (Koch, 2006).  For example, in rapid qualitative 

inquiry, a text-based account of the interview is generated by the interviewer in the form 

of field notes including some quotes, contextual information, and reoccurring themes 

(Beebe, 2014; Bentley et al., 1988; Manderson & Aaby, 1992).  These data are then 

transferred into a matrix, which facilitates an in-depth analysis of convergence, 
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divergence, and trends across the data (Averill, 2002; Beebe, 2014).  In testing the 

rigorousness of using such an approach, McNall and Foster-Fishman (2007) found that 

they met many of the Guba and Lincoln (1989) adequacy criteria, such as credibility, 

transferability, confirmability, and fairness.  Thus, these findings show that a reliable 

text-based dataset, which produces trustworthy analytic outcomes, can still be obtained 

without having to first transcribe the interview verbatim. 

 However, some argue against relying solely on field notes, suggesting that these 

data might actually be too thin to complete an in-depth analysis (Hamo, Blum-Kulka, & 

Hacohen, 2004).  This criticism arises as field notes tend to only include comments on 

context and the conversation itself with very few verbatim quotes from participants 

(Emerson, Fretz, & Shaw, 2011; Phillippi & Lauderdale, 2018).  This occurs because 

the interviewer is responsible for note taking as well as conducting the interview, which 

can be difficult to do and may result in limited data being documented (Phillippi & 

Lauderdale, 2018; Tessier, 2012); hence, thin data.  Relying on researcher memory to 

document quotes post-interview is also problematic because these recollections may not 

be entirely consistent with the spoken word of the participant (Tessier, 2012).   

 To improve the quality of the text-based data documented within the interview, 

one alternative has been to use an additional person within the interview (i.e., a scribe) 

to note verbatim quotes, and non-verbal (e.g., gestures, tone) and contextual (e.g., 

location) detail (Seaman, 1999).  For example, Corrigan, Pickett, Kraus, Burks, and 

Schmidt (2015) used scribes to document copious notes, including verbatim quotes 

during interviews and focus groups with individuals with a lived experience of 

homelessness.  Analysis of these data using a grounded theory approach obtained 

thematic saturation.  Mowat (2012) scribed individual interviews with support group 
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leaders, with these notes authenticated via member checking, and subsequent thematic 

analysis.  Again, robust findings were obtained.  As a further example, Bex Lempert 

(2016) used scribes to record extensive notes including quotes during individual 

interviews and focus groups within a prison setting, because the video or audio 

recording of these interviews was prohibited.  Without the scribed data, there would be 

no documented evidence of these interviews or data available for analysis except for the 

brief notes the interviewer could document. This is an important point, as there are 

many research situations in which the recording of the interview is not practical or 

permissible by context or interviewee (Ellis & Earley, 2006; Lo Iacono, Symonds, & 

Brown, 2016; Patenaude, 2004).  Taken together, these findings suggest that scribing 

has potential utility across various research domains, and that scribed notes may be 

sufficient to complete a thematic analysis without needing to transcribe the data 

verbatim.   

 Thus, scribing holds promise as a methodology that enables qualitative research in 

this area, as it can be used in conjunction with other qualitative methods (including 

PAR) that are considered fundamental to understanding the lived experiences of 

individuals affected by health-related stigmas (Corrigan, 2017). However, the extent to 

which scribed notes can produce similar analytic outcomes when compared to verbatim 

transcription of the same data still needs to be established.   Moreover, although 

scribing has the potential to be more economical given that the time spent on verbatim 

transcription is eliminated, there is still the need to train and use an additional person 

within the interview.  With an increasing number of researchers vying for limited 

research funding (Leydesdorff & Wagner, 2009; Massachusetts Institute of Technology, 

2015), the economic benefits of any potential reductions in time and cost due to scribing 
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has particular relevance. Thus, research that employs a scribe to enable qualitative 

methods would also benefit from an evaluation of the time and cost involved in 

obtaining, processing, and analysing scribed versus transcribed data.   

Measuring Parents’ Self-Stigma 

 An important reason for commencing investigations into parents’ self-stigma with 

a qualitative study is that subsequent quantitative studies, particularly research into the 

measurement of parents’ self-stigma can be grounded in and closely represent parents’ 

experiences of self-stigma.  This is especially relevant given the limited existing 

research explicitly investigating how parents perceive and experience self-stigma and 

the assumption that theory and measures developed and tested with adults with a mental 

health disorder should be generalisable to parents (e.g., Corrigan & Miller, 2004).  

Similarly, others have proposed that parents’ self-stigma parallels that of the child and 

thus, should be measured accordingly (Zisman-Ilani et al., 2013).  However, parents’ 

self-stigma likely differs to that of adults with a mental health disorder and also that of 

their child because of the forms of stigma parents are exposed to such as courtesy and 

parent-blaming stigmas. This could potentially influence the way their self-stigma is 

experienced and expressed.  Parents’ self-stigma also likely differs due to parents’ 

concerns with fulfilling their parenting obligations (e.g., Moses, 2014; Mukolo et al., 

2010).  As such, existing measures of self-stigma for adolescents and adults with a 

mental health disorder (e.g., Corrigan et al., 2012; Corrigan, Watson, & Barr, 2006; 

Mak & Cheung, 2010; Moses, 2009; Ritsher et al., 2003) may be inappropriate for use 

with parents as they do not specifically address parents’ negative attributions regarding 

the parent-self, which is core to parents’ self-stigma.  Therefore, basing a new measure 

of parents’ self-stigma on qualitative work may improve measure representativeness. 
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The need to directly measure the parent experience is reflected in a recently 

developed measure of self-stigma that was intended for use with family members of 

people with a mental health disorder, namely, the Self-Stigma in Relatives of People 

with Mental Illness Scale (SSRMI; Morris et al., 2018). This scale was directed by 

qualitative methods including PAR and aimed to account for the biological relatedness 

that scales from other populations do not account for.  However, the scale proved to be 

problematic as the proposed factor structure involving the distinct components of 

stereotyping, separation, devaluation, culpability, and status loss/discrimination was not 

supported. Despite the variety of items included, factor analysis yielded support for only 

one factor, which accounted for only 29.57% of the variance (Morris et al., 2018).  This 

is potentially due to the inclusion of items to measure self-stigma across various family 

member types (i.e., parent, child, siblings).  As stigma (and self-stigma) is thought to 

differ by family role (Corrigan & Miller, 2004; Corrigan, Watson, & Miller, 2006; 

Moses, 2014), a general measure of family self-stigma may not be sensitive enough to 

capture parents’ experiences of self-stigma.  For example, blame and self-blame for the 

child’s disorder, particularly its onset, is likely to be a real struggle for parents but not 

siblings (Corrigan, Watson, & Miller, 2006). This emphasises the need for parent-

specific measures, developed with parents’ input. 

 Other scale adaptations for the parent context have been undertaken. The 

Internalised Stigma of Mental Illness Scale (ISMIS; Ritsher et al., 2003), which assesses 

the subjective experience of stigma due to having a mental health disorder has been 

adapted for use with parents of adult or adolescent offspring with a mental health 

disorder (Hasson-Ohayon et al., 2014; Hasson-Ohayon, Levy, Kravetz, Vollanski-

Narkis, & Roe, 2011; Zisman-Ilani et al., 2013).  However, due to it being imported 
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from the general adult mental illness literature, there are few items representing the key 

ways parents’ self-stigma is evidenced in the extant parenting literature (e.g., two items 

out of 17 representing self-shame and embarrassment and none representing self-blame; 

Zisman-Ilani et al., 2013). Internal consistencies for the whole scale and subscales are 

reasonable to high (e.g., α = 0.61-0.92; Hasson-Ohayon et al., 2011, 2014; Zisman-Ilani 

et al., 2013).  Evidence for the validity of these adaptations has not been reported.  

Factor analysis of the scale has indicated three factors: discrimination experience, social 

withdrawal and alienation, and stereotype endorsement (Zisman-Ilani et al., 2013). Of 

these factors, two do not specifically measure self-stigma. That is, discrimination 

experience includes stigma awareness (i.e., as experiencing alienation and 

discrimination) which is not self-stigma per se.  Social withdrawal (measured as non-

disclosure and concealment of the disorder) can be a consequence of both stigma and 

self-stigma, and can also occur regardless of stigma (Corrigan, Larson et al., 2015; 

Corrigan & Rao, 2012). Thus, it is not a clear indicator self-stigma. As a result, using 

these subscales to indicate self-stigma may confound measurement of this construct 

(Corrigan, Bink, Schmidt, Jones, & Rüsch, 2015; Corrigan, Watson, & Barr, 2006; 

Watson et al., 2007; Watson & River, 2005). More suitably, the stereotype endorsement 

items assess self-stigma as internalised negative stereotypes based on stigma.  However, 

these items feature a mix of stereotypes about the child, parents of children with a 

mental health disorder generally, and about the parent themselves, specifically.  It is the 

latter, focussing on negative self-stereotypes which is most relevant to the assessment of 

self-stigma (Corrigan et al., 2012; Corrigan, Watson, & Barr, 2006). 

 The most widely used measure across studies on self-stigma in parents or 

caregivers is the Affiliate Stigma Scale, which operationally defines self-stigma as 
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affiliate stigma (i.e., social shame, status loss, and self-shame; Mak & Cheung, 2008).  

Items were created following a literature review of courtesy stigma as well as focus 

groups with caregivers of people with a mental health disorder or intellectual disability 

(Mak & Cheung, 2008). The scale was designed to measure affective (e.g., 

embarrassment), cognitive (e.g., I am lesser to others), and behavioural (e.g., avoids 

others) domains of affiliate stigma.  Separate principal components analyses based on 

samples of mothers of children with an intellectual disability (n =210) and caregivers 

(38.9% parents) of persons with a mental health disorder (n = 108) both yielded a single 

factor comprised of these three domains of affiliate stigma (Mak & Cheung, 2008).  

This factor structure has been replicated in a sample of family caregivers of adults with 

a mental health disorder (Chang et al., 2015) and parents of children with ADHD 

(Mikami et al., 2015).  The scale has shown good internal consistency (e.g., α = 

0.83�0.95; Chang et al., 2015; Mak & Cheung, 2008; Mikami et al., 2015) and evidence 

for convergent validity (e.g., correlations with self-esteem; Chang et al., 2015).  

However, as the majority of the items in this scale assess social shame, status loss, and 

self-shame, this measure does not adequately account for self-blame, which has been 

documented by other research groups (Fernández & Arcia, 2004; Moses, 2010; Singh, 

2004), and which may also be a key component of parents’ self-stigma.  Most notably, 

because this scale was developed based on a mixed sample of caregivers of a mixed-

aged sample of offspring with a mental health disorder and/or intellectual disabilities, 

the degree to which the concerns of parents of young, dependent children with a mental 

health disorder specifically are represented is unknown.  

 Taken together, these studies show that existing measures of self-stigma are not 

necessarily sufficient to assess parents’ self-stigmas, either because they were imported 



25  

   

from research with adults with a mental health disorder (Corrigan et al., 2012; Corrigan, 

Watson, & Barr, 2006; Ritsher et al., 2003) or developed based on work with other 

caregiver or care-recipient samples (Hasson-Ohayon et al., 2011, 2014; Mak & Cheung, 

2010; Morris et al., 2018; Moses, 2009; Zisman-Ilani et al., 2013). Thus, we currently 

lack a measure that can be used to assess self-stigma as described by parents who have a 

child with a mental health disorder.  A direct investigation with parents into their lived 

experiences of self-stigma will help to understand what domains the measure might 

need to cover, and the kinds of items that might assess those domains.  Thus, a new 

measure is needed in order to make quantitative research on self-stigma in parents with 

a child with a mental health disorder possible. Doing so will support further 

understanding of this important construct.   

Explanatory Models of Parents’ Self-Stigma 

One key to understanding parents’ experiences of self-stigma is to develop and 

test a model of how it is formed. Such models have implications for subsequent research 

on how best to address self-stigma.  For example, self-stigma is thought to form in a 

progressive nature (Corrigan, Watson, & Barr, 2006, Ritsher et al., 2003; Ritsher & 

Phelan, 2004; Watson et al., 2007), which means that the identification of precursor 

stages could yield potential targets for intervention (Corrigan et al., 2011).   

Currently, there are no models of how self-stigma is formed in parents who have 

a child with a mental health disorder. However, there are models of self-stigma 

formation in other populations. One existing model that explains how self-stigma is 

formed is the ‘3A’ model, which was developed and tested with adults with a mental 

health disorder (Corrigan et al., 2012; Corrigan & Watson, 2002).  The model proposes 

three progressive stages, ‘aware,’ ‘agree,’ and ‘apply,’ which result in harm to self-
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esteem and self-efficacy. First, the individual is thought to become aware of others’ 

stigma in the form of stereotypes about a group (in this case, people with a mental 

health disorder; e.g., “people with a mental health disorder are a burden on others”).  

Second, the individual agrees with these stereotypes, endorsing them as true and 

accurate of people with a mental health disorder (e.g., “I agree, people with a mental 

health disorder are a burden on others”).  Third, given agreement with the stigma about 

the labelled group, the individual applies the stigma to the self as he or she identifies as 

part of the stigmatised group (e.g., “because I have a mental health disorder, I am a 

burden on others”).  Thus, self-stigma first becomes evident at this apply stage, as it is 

at this point that the individual adopts a stigmatised self-view.  Harm is then believed to 

result as an outcome from the apply stage, in the form of decreased self-esteem and self-

efficacy (Corrigan, Bink et al., 2015).  Stemming from such harm, this loss of self-

respect is then thought to lead to behavioural futility (i.e., the ‘why try’ effect; Corrigan, 

Bink et al., 2015; Corrigan, Larson, & Rüsch, 2009).  That is, after applying stigma to 

the self, and its subsequent decrements to self-esteem, self-efficacy, and empowerment 

(e.g., Boyd, Otilingam, & Deforge, 2014; Corrigan et al., 2011; Watson et al., 2007), the 

individual feels unworthy and incapable of pursuing opportunities that support the 

achievement of life goals (Corrigan et al., 2009).  For example, “why try to get a job, I 

am not capable,” “why try to seek support, I am not worthy.” 

 Tests of the 3A model in studies with adults with a mental health disorder have 

yielded mixed findings regarding the associations between the stages.  For example, in 

some studies, the aware and apply, the agree and apply, and the apply and harm stages 

have been found to be significantly and positively correlated (Corrigan et al., 2012; 

Watson et al., 2007).  However, several studies have failed to find a significant 
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correlation between stigma awareness and stigma agreement (Corrigan, Bink et al., 

2015; Corrigan, Watson, & Barr, 2006; Watson et al., 2007).  Thus, evidence for a 

progression from aware to agree to apply to harm is equivocal.  Taken together, these 

findings suggest that further testing of this model in adults with a mental health 

disorder, with a particular focus on the agreement stage, is needed.   

 It has been suggested that this model could be used to explain the formation of 

self-stigma in parents of children with a mental health disorder (Corrigan & Miller, 

2004).  However, the appropriateness of adopting models from the adult mental health 

stigma literature directly for use in a parent context has been questioned (Mukolo et al., 

2010).  Mukolo et al. (2010) argue that this is due to the complicated nature of parents’ 

or primary caregivers’ experiences of stigma (and thus, self-stigma), which involve not 

only the parent as the stigma focus, but also the child.  Parents’ concerns with the 

wellbeing of their child, their role in help-seeking on behalf of the child, and the 

tendency for others to blame the child’s difficulties on parents, all play a role in this 

complexity (Mukolo et al., 2010).  The 3A model does not account for these 

differences. Thus, there is a need to develop a model that is more representative of the 

parent experience.   

 Despite this, to my knowledge, there has been just one study in which the stigma 

to self-stigma relationship has been investigated in a parent sample (Mak & Kwok, 

2010).  In this study, the focus of this model was on the progression from stigma 

(measured as courtesy stigma) to self-stigma (measured as affiliate stigma). Using data 

from 188 Hong Kong Chinese parents of children with autism spectrum disorder, three 

key pathways were tested and supported: 1) a direct path from courtesy stigma to 

affiliate stigma, 2) an indirect path from courtesy stigma to affiliate stigma through 
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perceived controllability, and 3) an indirect path from courtesy stigma to affiliate stigma 

through perceived responsibility and self-blame (Mak & Kwok, 2010).  Taken together, 

these findings suggest that parents who perceive greater courtesy stigma feel more 

responsible and self-blame for the child’s disorder, the child’s behaviour, and the 

associated stigma.  They also believe these aspects to be less under parents’ control, and 

thus, report higher levels of affiliate stigma. 

 Directly adopting the Mak and Kwok (2010) model to explain self-stigma in 

parents of children with a mental health disorder is limited because courtesy stigma is 

only one form of stigma that parents report experiencing.  Parents also report being 

blamed by others for the child’s disorder and discredited as bad parents (Bennett, 2007; 

Clarke & van Ameron, 2015; dos Reis et al., 2012; Gray-Brunton et al., 2014).  This 

suggests that the first step of the model, (i.e., courtesy stigma) may need to be 

broadened to also account for blame as a predictor of self-stigma.  Moreover, affiliate 

stigma is likely to be just one form of self-stigma; self-blame is also potentially another, 

and there may be other forms as yet unaccounted for.  This is especially pertinent given 

that in the Mak and Kwok (2010) model, self-blame is viewed as a mediator between 

courtesy and affiliate stigma, rather than as a form of self-stigma.  

In sum, research into explanatory models of the formation of self-stigma has not 

been developed enough at this point to inform a model on the process that leads to self-

stigma in parents of children with a mental health disorder.  The leading model of self-

stigma formation, the 3A model, (Corrigan et al., 2012; Corrigan & Watson, 2002) was 

developed based on the experiences of adults with a mental health disorder, and there is 

little support for the agreement stage (Corrigan, Bink et al., 2015; Corrigan et al., 2011; 

Corrigan, Watson, & Barr, 2006; Watson et al., 2007).  Furthermore, importing the 
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model developed by Mak and Kwok (2010) to understand self-stigma formation in 

parents of a child with a mental health disorder would assume that courtesy stigma is 

the sole form of stigma leading to self-stigma, and that affiliate stigma is the sole way 

that parents experience their self-stigma, when research suggests this may not be the 

case.  Qualitative exploration of stigma and self-stigma will inform the appropriateness 

of these models, and help identify how parents of children with a mental health disorder 

themselves perceive stigma and its relation to self-stigma.  The findings of such 

research could then inform an explanatory model, which could subsequently be 

quantitatively examined.  In doing so, potential precursor stages that may be amendable 

to intervention so as to prevent or decrease self-stigma or its negative effects might be 

identified.   

Identifying precursor stages is important given that self-stigma can have a range 

of negative consequences.  Qualitative research with parents of children with ADHD 

has revealed regret, sadness, guilt, and frustration occurring alongside parents’ negative 

self-attributions regarding their parent-self (Harborne et al., 2004; Moses, 2010; Singh, 

2004).  Moreover, greater self-stigma (measured as affiliate stigma) is associated with 

lower self-esteem in family caregivers of people with a mental health disorder (Chang et 

al., 2015).  Self-stigma is also known to adversely impact psychological wellbeing.  

Moses (2010) found that mothers of children with ADHD who reported more self-

blame scored significantly higher on measures of depression and perceived caregiving 

burden, as well as lower levels of hope than those who reported lower or no self-blame 

(Moses, 2010).  Thus, there is a need to understand how self-stigma develops in order to 

find ways to prevent self-stigma and by extension prevent such negative outcomes. 
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Overview of the Current Research 

 Currently, there is evidence that parents of children who have a mental health 

disorder experience self-stigma, and that self-stigma has the potential to cause parents 

harm both personally and in their role as parents (Mak & Cheung, 2008; Moses, 2010; 

Singh, 2004). Parents play a crucial role in the development of their children 

(Baumrind, 1989; Mullin, 2012; Sanders & Mazzuchelli, 2018). Warm, affectionate, 

and responsive parenting tends to support child social and emotional development 

(Bornstein, 2006; Steinberg, 2001), even in the face of adversity (Odgers et al., 2012).  

However, when parents are stressed or otherwise emotionally struggling–as can be the 

case for parents who self-stigmatise�such positive parenting can be difficult to maintain 

(Hastings, 2002).  Moreover, parents of children with mental health needs act as a gate-

way to the child obtaining services; that is, these parents need to seek-out, instigate, 

organise, and implement assessment and therapy on behalf of their child (Brannan, 

Heflinger, & Foster, 2003; Mukolo et al., 2010). Self-stigma could potentially get in the 

way here also.   

Despite its relevance, self-stigma in parents of children with a mental health 

disorder is poorly understood.  We lack a comprehensive operationalisation of parents’ 

self-stigma.  There also remains no published scale for the measure of self-stigma in 

parents of young children (i.e., under 12 years) with a mental health disorder.  A 

substantive understanding of the formation of self-stigma in these parents is also absent.  

Additionally, research is required to enhance our understanding of the potential 

consequences that can arise from self-stigma in the parent context.  Combining this 

knowledge, a systematic program of research is needed to address these fundamental 

issues.  Thus, the aim of this thesis is to address these gaps in the literature, specifically 
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by investigating parents’ lived experiences of self-stigma, the measurement of parents’ 

self-stigma, the process by which it is formed, and its consequences. This will all be 

guided by PAR.   

 To address these research needs, the current research begins by first aiming to 

explore the self-stigma experiences that parents of children with a mental health 

disorder have and the meanings they ascribe to these experiences through qualitative 

interviews focussed specifically on this topic (Chapter 2).  This is a first step because to 

my knowledge, there has been no detailed investigation into experiences of self-stigma 

among these parents. This is best accomplished by qualitative research as well as by 

involving parents in directing the research.  This thesis therefore uses a PAR 

methodology by establishing a PARG at the beginning of this program of research and 

carrying through the ensuing studies.   

 The interviews held in the study featured in Chapter 2 also revealed detail about 

the complexities of parents’ decision-making regarding the information they chose to 

reveal to others about their child’s mental health disorder.  This finding was unexpected, 

given that the parents interviewed were not directly asked about this topic.  As such, a 

secondary qualitative analysis was completed on the data related to parents’ disclosure 

(and concealment) decisions.  The aim of the study is to describe parents’ decision-

making and how their decisions relate to stigma and self-stigma exacerbation and 

mitigation.  The findings of this analysis are described in Chapter 3.   

 Using a qualitative framework to begin this series of studies provides an 

opportunity to explore an alternative method to the verbatim transcription of interview 

data, given the encumbrances this task imposes.  Currently, researchers are using scribes 

to document interview data into a text-based form (e.g., Bex Lempert, 2016; Corrigan, 
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Pickett et al., 2015; Mowat, 2012); however, scribing has not been tested in terms of its 

analytical outcomes in comparison to verbatim transcription.  Thus, the aim of the study 

featured in Chapter 4 is to compare the similarity in the number and content of themes 

(and subthemes) obtained from scribed data versus transcriptions.  As one of the 

criticisms of transcriptions is that they are time and labour intensive, and thus 

expensive, the time and costs involved in scribing in comparison to transcription are 

also examined. 

 In Chapter 5, to address the lack of a comprehensive measure of self-stigma in 

parents of children with a mental health disorder, a series of items representing parents’ 

self-stigmas were drawn from the qualitative study reported in Chapter 2 of this thesis.  

These items were reviewed and revised by the PARG, in order to support item 

representativeness of parents’ lived experiences with these phenomena.  The aim of 

Chapter 5 is to report on the development of these items and to analyse the factor 

structure and the reliability of the resulting scale (i.e., the Parents’ Self-Stigma Scale).  

The scale’s validity is tested by examining its relationships with measures of self-

esteem, and empowerment.  The results of this study inform an operational definition of 

parent self-stigma, which can be used across studies and interpreting results. 

 The aim of Chapter 6 is to develop and test an explanatory model of the formation 

of parents’ self-stigma. The model components and their structural relationships to each 

other are drawn from the thematic findings and PARG input documented in Chapter 2.  

 Finally, the results from the five studies reported in this thesis are summarised in 

the general discussion (Chapter 7).  The limitations of these studies are discussed and 

suggestions for future research are recommended.  Lastly, the implications of this series 
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of studies for self-stigma theory and addressing self-stigma, and for clinical psychology 

more broadly are explored. 
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Foreword 

Given the paucity of research on parents’ self-stigma, this thesis begins with a 

descriptive phenomenological study.  The aim of using this qualitative methodology is 

to derive a comprehensive description of how parents experience stigma and self-

stigma.  Parents’ first-hand, first-person accounts of their experiences with these 

phenomena are thematically analysed.   

 This study also describes the sample characteristics and use of a participatory 

action research group (PARG), which was formed to guide the development and 

execution of not only this first study, but also subsequent studies in this thesis.  In this 

first study, the PARG directed the generation of an interview protocol (Appendix E), 

which was then used in the qualitative interviews with parents of children with a mental 

health disorder.  Given the low response rate from fathers (n = 1), the focus of the 

thematic analysis was on the data provided by the 11 mothers.  Following analysis, the 

PARG reviewed the emergent themes (and subthemes) and provided advice on the way 

these themes (and subthemes) were structurally composed into the final thematic 

construct.  An outline of the prompts used to guide the PARG discussion regarding this 

is provided in Appendix F (Part B).  A sample of anonymised reflexive notes 

documented during this study is provided in Appendix G. 

The findings of this investigation informs various aspects of the remainder of the 

studies in this thesis.  This chapter was published in the “Journal of Child and Family 

Studies” as:    

Eaton, K., Ohan, J. L., Stritzke, W. G. K., & Corrigan, P. W. (2016). Failing 
to meet the good parent ideal: Self-stigma in parents of children with mental 
health disorders. Journal of Child and Family Studies, 25(10), 3109–3123. 
doi:10.1007/s10826-016-0459-9 
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Nuances in referencing and formatting in keeping with journal specifications have been 

retained, and hence are included in this thesis chapter as featured in the publication.   
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Abstract 

Self-stigma detracts from the wellbeing, self-esteem, and social connectedness of adults 

with mental health disorders.  Although emerging research has indicated that self-

stigma may have similar consequences for parents of children with mental health 

disorders, currently we lack a comprehensive description of how parents experience 

self-stigma.  To address this, we investigated parents’ lived experiences of self-stigma 

using a descriptive qualitative approach.  Directed by interview questions informed by a 

parent-based participatory action research group (n = 4), we conducted individual semi-

structured interviews with 12 parents of children (aged 5–13) diagnosed with emotional 

and/or behavioural disorders.  Data obtained from interviews with 11 mothers were 

coded and thematically analysed.  Five themes were found: (1) the ‘good parent’ ideal, 

(2) awareness of external stigma, (3) outcomes of external stigma (social avoidance and 

self-doubt), (4) self-stigma (believing self-doubt and external stigma), and (5) refuting 

self-stigma.  Our findings show that parents of children with mental health disorders 

experience self-stigma.  However, because it leads to a diminished sense of being a 

good parent, the self-stigma is of a different type to that which has been described for 

adults with mental illness.  This has important implications for the conceptualisation 

and assessment of parent self-stigma as research in this area moves forward. 

 

Keywords: self-stigma, stigma internalisation, parent, child, mental illness, blame, 

shame 
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Introduction 

 Stigma has been defined as an “attribute that is deeply discrediting,” one that 

reduces the bearer of the attribute “from a whole and usual person to a tainted, 

discounted one” (Goffman 1963, p. 3).  Across many cultures, people with mental 

illness are amongst the most highly stigmatised members of society (Bos et al. 2013).  

This stigma extends even to young children with mental health disorders, who are 

similarly stereotyped as dangerous and incompetent, and are often treated in negative 

and punitive ways as a result (Pescosolido et al. 2007; Walker et al. 2008).  Their 

parents, by virtue of their close relationship with and responsibility for their child, 

experience an extension of this stigma (Corrigan and Miller 2004; Mukolo et al. 2010).  

In addition to this external stigma from others, individuals may also experience ‘self-

stigma,’ which occurs when a stigmatised individual accepts and endorses stigmas as 

valid or true of the self (Corrigan and Watson 2002).  For adults with a range of types of 

mental illness, self-stigma is particularly harmful, resulting in diminished self-esteem, 

self-efficacy, and social connectedness (Corrigan and Rao 2012; Corrigan et al. 2006; 

Perlick et al. 2001; Watson et al. 2007).  Despite the plethora of research on the causes 

and consequences of self-stigma for adults with mental illness, we have only a few 

emerging reports on how parents of children with mental health disorders experience 

self-stigma. 

 For adults with mental illness, self-stigma is thought to occur through a process of 

becoming aware of external stigma, agreeing with the stigma, and ultimately applying 

the stigma to the self (Corrigan and Watson 2002).  This process of awareness, 

agreement, and application of stigma to the self is known as the ‘3A’ model of self-

stigma (Corrigan and Watson 2002).  The 3A model has more recently been extended to 
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explain that ultimately self-stigma will lead to self-devaluation and a compromised 

drive to attain life goals, known as the ‘why try’ effect (Corrigan et al. 2009, 2016).  

Despite explaining self-stigma and its effects in adults with mental illness, the 3A 

model of self-stigma and the why try effect may not extend well to the parent context 

because parents experience a unique form of stigma that distinguishes their experience 

from that of adults with mental illness (Hinshaw 2004; Moses 2014; Mukolo et al. 

2010).  Specifically, parents of children with mental health problems experience a form 

of stigma known as courtesy stigma � alternatively referred to as associative stigma 

(Mehta and Farina 1988), stigma by association (Neuberg et al. 1994), and family 

stigma (Corrigan and Miller 2004; Phelan et al. 1998).  Courtesy stigma is defined as 

stigma that is transferred to the parent from their stigmatised child because of the 

familial relationship between the two � not because of any particular attribute possessed 

by the parent (as would be the case for adults with mental illness; Francis 2012; 

Goffman 1963; Moses 2014).  Given their close relationship with their child, it is not 

surprising that parents of children with mental health disorders frequently report that 

they experience courtesy stigma (Corrigan and Miller 2004; Moses 2010). 

 Mak and Cheung (2008, 2012) proposed that courtesy stigma is particularly 

harmful as it contributes to the development of self-stigma for parents of offspring with 

intellectual disabilities and/or mental illness.  Called ‘affiliate stigma,’ this form of self-

stigma is thought to be characterised primarily by self-shame, and to occur because the 

disabilities or mental illnesses are socially deemed as contagious, a punishment for 

wrongdoing, a sign of weakness, or dishonourable (Mak and Cheung, 2008).  In this 

conceptualisation, parents and caregivers are embarrassed by the disgrace and status 

loss of being related to a person stigmatised in such a way and the associated courtesy 
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stigma they experience, leading the parent or caregiver to withdraw from society as a 

shamed individual (Mak and Cheung 2008, 2012).  Others have similarly found that 

parents experience self-stigma in the form of shame (e.g., Hasson-Ohayon et al. 2011; 

Mak and Kwok 2010; Zisman-Ilani et al. 2013).  As such, this suggests that an 

important aspect of parents’ self-stigma is the internalisation of courtesy stigma as self-

shame, which then has consequences for parents’ wellbeing.  Consistent with this 

framework, Mak and Cheung (2008) found that in samples of parents of offspring 

(ranging in age from child to adult) with intellectual disabilities or mental illness, 

affiliate stigma (that is, parents’ self-shame) was correlated with increased caregiving 

stress, and decreased caregiver wellbeing and satisfaction with the caring role. 

 Although informative, these studies may not have fully encapsulated self-stigma 

in parents of children with mental health disorders.  In other studies in which the stigma 

experiences of these parents have been investigated, parents have reported stigma that 

extended beyond the courtesy and affiliate (self-shame) stigma they experienced 

because of their association with their child (Corrigan and Miller 2004; Corrigan et al. 

2012; Fernández and Arcia 2004; Francis 2012).  Rather, these parents also experienced 

stigma in the form of blame, judgement, and criticism from others regarding the quality 

of their parenting and their role in the causation, exacerbation or continuation of their 

child’s mental health problem (Corrigan and Miller 2004; Fernández and Arcia 2004; 

Moses 2010).  These stigmas are different to courtesy stigma because the focus of the 

stereotypes, prejudice and discrimination is the parent, not the child (Francis 2012).  

This direct form of stigma towards the parent has been labelled ‘parent-blaming’ or 

‘bad-parent’ stigma in the literature (Francis 2012; Moses 2010).  Several studies 

document that parents are keenly aware of both parent-blaming and bad-parent stigma 
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(e.g., Blum 2007; Corrigan and Miller 2004; Fernández and Arcia 2004; Moses 2010; 

Singh 2004).  Experiencing such stigma creates emotional distress for parents because it 

induces a sense of inadequacy and failure in the highly valued parenting role (Koro-

Ljungberg and Bussing 2009; Moses 2010, 2014; Singh 2004). 

 The experience of parent-blaming and bad-parent stigma is thought to be 

particularly damaging to parents as it often results in self-blame (Moses 2010; Todd and 

Jones 2003).  Parents blame themselves for not doing enough to prevent, reduce or 

eliminate their child’s problem (Fernández and Arcia 2004; Moses 2010) because of an 

intrinsic belief of being responsible in some way for the onset of the problem and/or for 

its continuation (e.g., as a result of inadequate or incompetent parenting; Harden 2005).  

For example, Koro-Ljungberg and Bussing (2009) interviewed 30 parents of 

adolescents with attention-deficit/hyperactivity disorder (ADHD) and found that 

participants felt a sense of responsibility for the onset of their child’s disorder.  This 

self-blame was compounded by social stigma experiences that confirmed to the parent 

that the parent was at fault.  Similarly, Moses (2010) found that of the 68 parents of 

adolescents diagnosed with mental illness in her study, 60.3 % blamed themselves to 

some extent for their child’s problem; of these, 33.8 % reported that they did so because 

of an intrinsic sense of failing to be a good parent.  Both Ferriter and Huband (2003) 

and Milliken (2001) have argued that parents self-blame even in the absence of blame 

from others, suggesting that there may be other factors contributing to parent self-blame 

(and thus parent self-stigma) than solely stigma experiences (Moses 2014). 

 In sum, parents’ self-blame, especially for being a bad parent, appears to play a 

key role in parents’ self-stigma.  However, because the focus of these studies has been 

on parents of adolescent (or adult) children, the degree to which these experiences 
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represent those of parents of younger (i.e., pre-adolescent) children is not known.  

During adolescence, behavioural control shifts away from parents and towards 

adolescents, and as such there may be a parallel shift in the focus of stigma away from 

the parent and towards the adolescent (Mukolo et al. 2010).  Accordingly, it may be that 

parents of younger children harbour a developing and perhaps deeper, more pervasive 

form of self-blame than that found in parents of adolescent (or adult) offspring.  Thus, 

past studies on these older samples may have underestimated the extent of self-blame 

and its potential importance to understanding self-stigma in parents. 

 Despite this, and evidence showing that parents experience stigma and its 

associated negative effects, there is a paucity of research in which parents’ self-stigma 

has been the primary investigative topic.  Given the important role that parents play in 

the upbringing and development of their children (Moses 2010, 2014), it is surprising 

that self-stigma in parents of children with mental health disorders has not been 

considered more comprehensively.  As Mukolo et al. (2010) have proposed, this is an 

area that is grossly under-researched, and by focussing on parent self-stigma we stand to 

gain further insight into how self-stigma impacts the parent, their parenting of their 

child, and ultimately, the child.  As Crotty (1998) stated, to understand a phenomenon 

we need to get “back to the things themselves” (p. 78) by seeking the meaning of the 

phenomenon from those who have a lived experienced of it; that is, to those who have 

first-hand knowledge of, and experience with, the phenomenon under study (Lindseth 

and Norberg 2004).  Thus, to understand parents’ self-stigma we need to ask parents 

who have a child with a mental health disorder about their experiences.  With this in 

mind, in this study we aimed to explore parents’ lived experience of self-stigma to 

provide a rich and comprehensive description of the phenomenon.  To achieve this aim, 
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a descriptive qualitative approach was used to investigate the following core question: 

How do parents of children (i.e., under 13 years) with mental health disorders 

experience self-stigma? 

Method 

Participants 

 A convenience sample of 14 Australian biological parents (13 mothers, 1 father) 

of children diagnosed with an emotional and/or behavioural disorder (EBD; e.g., 

ADHD, an anxiety disorder, a depressive disorder, oppositional defiant disorder) 

participated in this study.  Of this sample, four mothers participated in the participatory 

action research group, two of whom decided to also participate in individual interviews.  

We interviewed only one father, and despite best efforts were unable to engage other 

fathers.  Despite the similarities between the experiences of this one father in 

comparison to the mothers of this study, there are limitations in drawing conclusions 

based on a sample size of one (Guest et al. 2006).  As such, mothers’ experiences will 

be focussed on throughout the remainder of the analysis and we encourage further 

exploration of fathers’ experiences.  A total of 11 individual interviews with mothers 

were conducted. Diagnosis and other demographic information was obtained via parent 

self-report, a summary of which is provided in Table 2.1. 
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Table 2.1 Participant Demographics for PARG and Individual Parent Interviews 
 PARG (n = 4) Interviewed mothers (n = 11) 

Parent age (years) 39-56 (M = 46.12, SD = 5.28) 30-56 (M = 40.91, SD = 5.16) 

Residence   

Urban/semi-urban 4 8 

Rural/semi-rural  3 

Parent employment status   

Employed part-time/casual 3 6 

Employed full-time 1 1 

Student  1 

Home-maker  3 

Average family income (AUD) 25,000-100,000 (M =98,000,  

SD = 77,728.16) 

25,000-175,000 (M = 82,727, 

SD = 46,177.77) 

Parent education   

High school (years 11-12) 2 3 

Apprenticeship/trade 1 5 

Undergraduate degree 1 3 

Parent marital status   

Single 2 3 

Married/defactoa 2 6 

Separated/divorced  2 

Child Sons (n = 3); Daughters (n = 1) Sons (n = 12); Daughters (n = 3) 

Child age (years) 4-12 (M = 9.5, SD = 2.74) 5-13 (M = 8.73, SD = 2.88) 

Child primary diagnosis   

ADHD 2 8 

An anxiety disorder 1 4 

A depressive disorder  2 

ODD 1 1 

Time since diagnosis (years) 1-8 (M = 6, SD = 1.83) .41-8 (M = 2.64, SD = 2.45) 

Diagnosing professional   

Psychologist 2 9 

GP 1 1 

Paediatrician 1 5 

Treatment type(s)   

Psychotherapy 3 7 

Medication 2 9 

Home-based beh strategiesb 2 6 

Duration of treatment (years) 1-8 (M = 3.35, SD = 2.71) .25-8 (M = 2.17, SD = 2.18) 
ADHD attention-deficit/hyperactivity disorder, ODD oppositional defiant disorder; a Defacto is defined as 
living together but not married; b Home-based behavioural strategies include: time-out, bed and meal-time 
routines, reward systems.  
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Procedure 

 Ethics approval was granted by our university’s human research ethics office. 

Given that we have taken an exploratory approach to understanding parents’ self-

stigma, involving parents in the development of the study was essential (Chevalier and 

Buckles 2013; Snell et al. 2009).  To assist us with conducting a sensitive and respectful 

study that was suitable to address our research question, we created a participatory 

action research group (PARG) consisting of four parents of children with diagnosed 

EBDs.  Participatory action research provides an opportunity for individuals to take an 

active role in addressing issues that affect themselves and their families (Ditrano and 

Silverstein-Bordeaux 2006).  Thus, we made a commitment to work with parents whose 

voices are not often heard regarding self-stigma and considered these parents as the 

experts on the topic.  The PARG collaboratively guided our research by helping to 

develop the questions constituting the interview protocol.  Not only did the group advise 

the research team as to the questions that would most likely access the experience of 

parent self-stigma, they also ensured that the questions were designed to be respectful 

and sensitive.  By involving parents in decisions directing the research, we aimed to 

provide a means by which parents could articulate and assert their interests and lead the 

research team, and research community more broadly, to new insights (Ditrano and 

Silverstein-Bordeaux 2006). 

 We recruited PARG members and individual interview participants by listing 

recruitment notices on parenting web pages, and placing notices in psychologists’ 

offices, public facilities (e.g., libraries, shopping centres), and parent support agencies.  

The PARG was recruited within 3 weeks. We continued to recruit individual interview 

participants until thematic saturation was reached (a total of 4 months).  Parents who 
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expressed interest in participating in the PARG and/or interviews (by email or telephone 

call to the first author) were forwarded participant information and consent forms and a 

meeting or interview date was set.  Parents gave written and verbal consent for the study 

at the commencement of the PARG and interviews. 

 We then conducted 12 semi-structured individual interviews (with 12 parents), 

directed by the set of interview questions that the PARG assisted in creating.  These 

questions were primarily designed to investigate: (1) stigma experiences (e.g., “what 

kinds of stigmatising experiences have you had or felt as a parent”?), and (2) the 

internalisation of stigma (e.g., “at times, do you feel any of these stigmas about yourself 

as a parent?”).  Probing questions were used to explore responses (e.g., “In what way?” 

“Are there any examples that would highlight your experience?”).  Participants were 

free to provide any information they felt was most salient to them regarding their stigma 

experiences.  Two interviews were conducted over two time points, as both were 

interrupted so that the parents involved could attend to the needs of their children.  A 

brief hiatus resulted (i.e., ~ 3 h per interview).  Upon recommencement, the interviewer 

returned to the last topic discussed prior to the break.  When tallying the first and 

second parts of these interviews, the total time for each interview was 64.81 (17 plus 

47.81 min) and 63.26 (29 plus 34.26 min) respectively.  Overall, interviews ranged from 

29.49–63.6 min in duration (M = 42.43, SD = 11.10) and were held either in person (i.e., 

face-to-face; n = 7; duration of interviews M = 41.8, SD = 12.40), by telephone (n = 4; 

duration of interviews M = 51.51, SD = 1.32) or via video-conferencing (n = 1; duration 

of interview 45 min).  The multi-mode interviewing technique was essential given the 

remote geographical location of four parents which made it difficult to conduct 

interviews in person (and for three parents, no available internet connection to facilitate 
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video-conferencing).  These parents were eager to share their stories and to exclude 

them on the basis of distance would itself have been limiting to the diversity of our 

sample.  Coding revealed that the content of these interviews were largely consistent 

with that of the face-to-face interviews, with the central themes being found across all 

interviews. 

 To avoid the difficulties that can be experienced during qualitative analysis due to 

the copious and often unwieldy data produced through verbatim transcription (Halcomb 

and Davidson 2006; McNall and Foster-Fishman 2007), a leaner transcript was scribed 

during each interview and subsequently analysed (e.g., Corrigan et al. 2015).  To do so, 

a scribe (a third person within the interview, who acted independently to the interviewer 

and did not participate in the interview) documented salient quotes, repetitive themes 

and contextual, emotional, non-verbal and any other salient detail likely to influence the 

interpretation of meaning.  In addition to the first author, two postgraduate students (all 

enrolled in a combined Masters and Ph.D. program in clinical psychology with clinical 

and interviewing experience) served as interviewers (4 interviews each) and scribes (4 

interviews each). Interviewers and scribes were supervised by the second author, who is 

a registered psychologist.  One interviewer and one scribe were present during 

interviews.  Prior to conducting the interviews, scribes were trained by the first author 

using qualitative data separate to the present study (specifically, 3 interview segments, 

60 min in total), for which the thematic analysis had already occurred.  Scribed notes 

were reviewed against transcripts of the training interviews to identify discrepancies, 

which were resolved by negotiated agreement (Campbell et al. 2013; Garrison et al. 

2006).  Following training, to minimise potential bias in the notes being documented 

during interviews, scribes recorded the interviewer’s questions to contextualise 
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participant responses.  All interviews were video (n = 8) or audio (n = 4) recorded, with 

the recordings providing supplementary information during analysis of the scribed 

notations (Halcomb and Davidson 2006).  Reflexive journaling occurred after each 

interview and during analysis to identify and ameliorate potential bias (Shaw 2010).  

Finally, the first author reviewed each set of scribed notations to ensure that the 

interview protocol was adhered to and that notes had been recorded for all questions as 

a check of protocol and note-taking fidelity. 

Data Analyses 

 We used Giorgi’s (2009) descriptive qualitative method of exploring lived 

experiences. This method allows the researcher to give voice to the perspectives of 

participants without abstracting their story through analysis.  This method is grounded 

in social interactionism and focusses on describing the participant’s experience and how 

that experience is then understood by the researcher, thus creating a shared meaning 

(Giorgi 2009).  The role the researcher has played in the co-construction of this story is 

acknowledged (Crotty 1998; Giorgi 2009).  Variants on the descriptive qualitative 

approach have been found to be conducive for the purposes of exploring and describing 

parents’ lived experiences of stigma (e.g., Arcia et al. 2005; Saltzburg 2009). 

 The analysis methods were modelled on those of Giorgi (2009), supplemented by 

the theoretical sampling and focussed coding strategies of Charmaz (2006).  We provide 

a descriptive account (as per Giorgi 2009) of parent stigma and self-stigma experiences 

as opposed to a theoretical account, permitting a rich description of the phenomenon, 

without forcing theoretical meaning on the findings.  Consistent with Giorgi, the coding 

team (consisting of the two scribes and the first author) began with pre-reading of the 

scribed data following each interview for familiarity and to obtain a general sense of the 



72  

messages conveyed.  This was followed by open-coding, whereby scribed data was 

segmented into units of meaning and coded (Giorgi 2009).  The first author alone then 

conducted a phase of focussed coding; a recursive and iterative process of theme 

refinement, moving from individual codes to themes with an aim of identifying core 

themes (Charmaz 2006).  Repetitions within and between themes were examined and 

themes collapsed, removed, amended, or new themes created where appropriate. 

Exceptions and deviant cases were searched for to enhance reliability and validity of the 

analysis.  Examples of such cases included the absence of stigma or self-stigma and 

reactions to stigma that acted to prevent or limit self-stigma.  In keeping with Charmaz 

(2006), coding was iterative, with ongoing recruitment and interviewing, concurrent 

with analysis until thematic saturation was reached (i.e., theoretical sampling, but in our 

case thematic sampling).  Finally, the first author conducted post-structural analysis of 

the themes and the data constituting each, reflecting on the material as a whole and the 

extent to which it synthesised and described the participants’ lived experiences without 

forcing meaning (Giorgi 2009).  In accordance with Malterud (2012), thematic 

saturation was achieved when subsequent interviews revealed no new themes.  An audit 

trail including memos, field notes, interviewer and scribe reflexive notes, and a record 

of the theme evolution was maintained and referred back to.  The original scribed 

notations and audio/video recorded data from each interview also provided a source of 

reference. 

 Multiple methods of triangulation were used to confirm the reliability and validity 

of the emergent themes.  First, we reconvened the PARG who discussed the themes in 

terms of their ability to comprehensively and truthfully conceptualise parents’ lived 

experiences of self-stigma.  One change to the overall thematic structure was 
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recommended by the PARG, this being that the identity of a parent as a ‘good parent’ 

was a primary concern and should receive greater emphasis.  We compiled all data 

evidencing the use of terms reflecting ‘good,’ ‘ideal,’ or ‘bad’ parent, and analysed this 

sub-set of data on three domains: (1) frequency of reference, (2) relative importance, 

and 3) implications.  We found that being a good parent held great importance, with 

words to this effect frequently used.  Perceived failure at being a good parent was 

reported as quite distressing.  Thus, we were able to confirm that the data supported the 

PARG’s emphasis on this theme.  Second, to ensure richness, depth, and breadth of the 

emergent themes, each theme constituted multiple quotes that had been provided by 

more than one participant (Tobin and Begley 2004).  Finally, the final thematic 

construction was reviewed for adequacy, accuracy and comprehensiveness by the first, 

second and third authors of this paper, adding to the methodological and interpretive 

rigour of the study (Koch 2006).  To maintain the anonymity of our participants, we 

refer to each by a pseudonym chosen by the first author (Kaiser 2009). 

Results 

 Our analyses revealed five key themes that characterised mothers’ self-stigma: (1) 

the ‘good parent’ ideal, (2) awareness of external stigma, (3) outcomes of external 

stigma, (4) internalising stigma and self-doubt as self-stigma, and (5) refuting self-

stigma.  Each theme (and the associated subthemes) are described in turn and can be 

found in Table 2.2.  To contextualise the exemplar quotes, a brief summary of 

participant characteristics are provided in Table 2.3. 
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Table 2.2 Themes 
Theme Subtheme 

The good parent ideal NA 

Awareness of external stigma Blame and bad-parent stigma 

 Courtesy stigma 

 Vicarious stigma 

Outcomes of external stigma Avoidance 

 Doubting the self 

Internalising stigma and self-doubt as self-stigma NA 

Refuting self-stigma: The good enough parent NA 
 
 
Table 2.3 Participant Pseudonyms and Brief Description 

Pseudonym Description 

Jane Mother of a son with ADHD, depression, and anxiety who has been a parent for 

17 years 

Ava Mother of a daughter with depression and anger related issues 

Jen Mother of a young son with anxiety 

Eve Mother of a son with ADHD, ODD, and autism-like behaviours 

Sue Mother of a son with depression, and ADHD, and a daughter with anxiety and 

ADHD 

Dee Mother of a son and daughter with ADHD and anxiety 

Lisa Mother of a son with ODD, ADHD and anxiety, living regionally 

Diane Mother of a son with ODD and ADHD 

Ella Mother of a son with ADHD living in a remote area 

Kate Mother of a son with ADHD 

Bea Mother of a son with ADHD and depression 
ADHD attention-deficit/hyperactivity disorder, ODD oppositional defiant disorder 
 
 

The ‘Good Parent’ Ideal 

 Regardless of their child’s age or diagnosis, all mothers placed a strong emphasis 

on being and/or being recognised as good parents.  All mothers described that a good 

parent was one who protected, nurtured, and provided for the child.  The mothers felt 

this was their unwavering right and responsibility, and the ultimate goal of parenting; 

for example, mothers made comments that, “as a parent, all you want to do is protect 

and be there for your child” (Dee), “you have to do what’s right for your children” 
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(Kate), and “they’re my kids, I’ll do what’s right for them” (Eve).  Conversely, a bad 

parent did not achieve these aims: 

For me, if you give them food, love and shelter, that’s being a good parent.  A 

bad parent is someone who doesn’t provide those things, doesn’t talk to their 

children, doesn’t nurture their growth, pays no attention to them, is absent… I 

think over time we [parents of children with EBD] are good parents because we 

provide those things (Eve). 

Mothers described that the good parent ideal had developed over many years as a result 

of their own upbringing and interpretation of social messages regarding the “ideal 

parent” and “perfect child.”  The following three mothers spoke of the development of 

the good parent ideal: “that’s the ideal isn’t it, that’s what’s been rammed down our 

throats since we were little, that idea of being a good person, and a good parent” (Jane), 

“like watching the Brady Bunch, those sorts of concepts of a good parent” (Eve), “it 

was expected that is what my life would be, I would have a job, then I’d get married, 

and be a good mother” (Ava).  Thus, being a good parent was both socially expected 

and personally desired.  However, the mothers revealed various ways in which their 

sense of attaining the good parent ideal became compromised during the development 

of their self-stigma (as described in the themes below). 

Awareness of External Stigma 

 Mothers were aware of stigma originating from many domains in their lives. 

Mothers reported stigma that was both directly experienced (enacted) and perceived 

(felt) towards them and their child and resulted from interactions with family, friends, 

co-workers, strangers, systems, and services.  Many feelings were associated with these 

experiences, such as, “it’s difficult, stressful, upsetting, hurtful; you feel sad and angry” 
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(Ava).  External stigma could be experienced as either an impediment to, and/or an 

accusation of, not fulfilling the responsibilities of the good parent role, thus implying 

that the mother was not providing adequately for her child, or caring and loving 

sufficiently: for example, “it makes you feel like a failure” (Ava).  Mothers reported that 

they inferred from these insinuations that others believed they did not have the best 

interest of the child foremost in mind; for example, “It’s not really the things that are 

done or the things that are said, it’s the implication that you haven’t brought your child 

up right, you haven’t disciplined them, things along those lines, the lack of parenting 

and things like that” (Dee).  Mothers stated that this was particularly hurtful because 

being a good parent was of upmost importance to them.  As one mother described, “my 

kids come first in my life” (Ava). Although each mother recounted many and varied 

stigmatising events, we found that the stigma content of each of these events could be 

categorised into three broad subthemes: (1) blame and bad-parent stigma, (2) stigma due 

to the child’s behaviour and/or symptoms (courtesy stigma), and (3) feeling alongside 

the child when the child experienced stigma (vicarious stigma). We discuss each in turn. 

 Blame and bad-parent stigma.  All mothers reported that they had, at some time, 

felt and/or were blamed for creating, exacerbating, or not doing enough to remedy their 

child’s EBD (i.e., parent-blaming stigma).  One mother was accused of causing her 

son’s anxiety, and described times when “close family were saying to me that I created 

the problem, that it was something that I did, it must be something I did… they said 

‘you’re so anxious yourself, that’s why he’s like that”’ (Jen).  Mothers also reported 

feeling stigmatised regarding the adequacy and competency of their parenting skills 

(i.e., bad-parent stigma); for example, “I always feel like I’m getting judged as a parent, 

that I’m a bad parent, that I’m not doing the right thing, or raising my child the right 
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way” (Ella).  Mothers recounted times when they were called “shit parents” (Lisa), 

“unfit parents” (Eve), and were asked, “well, what kind of a parent are you?” (Kate), 

which they felt suggested both parent blame and judgment as a bad parent. 

 For all mothers in this study, parent blame and bad-parent stigma were 

underpinned by the notion that childhood mental illness did not exist�rather, that the 

child’s problems were a result of failing to be a good parent.  Examples included that 

the child was “naughty and in need of a good smack” (Sue), and that as a parent “you 

haven’t disciplined him [child] right, you haven’t raised him up properly” (Dee).  As 

one mother explained, “my partner’s mum doesn’t believe in mental illness or anything 

like that, she thinks it’s a load of bullshit and I’m over-reacting” (Jane).  Mothers found 

such opinions were particularly hurtful, frustrating, and disrespectful because they were 

based on ignorance of the mother’s situation, “because they don’t have a child like 

mine, they don’t have that understanding” (Ella), “I am constantly surprised by other 

people’s behaviours, the arrogance that they can have, how dare they” (Jane).   

 Such stigma intimated to mothers that because others believed they were failing to 

be good parents, their opinions were of less value, and their community participation 

less welcome; as one mother emphatically stated, “heck yes! People blamed me and 

avoided me” (Eve).  One mother described feeling so unwelcome at the parents’ 

committee at her son’s school that she withdrew, “you know, I have opinions and I want 

to make a contribution on things… like by being in the P and C, but I can’t … I feel like 

I can’t join them because I have a child who is difficult” (Bea). 

 Conversely, mothers described that the absence of blame or bad-parent stigma in 

situations where it was expected was a welcome relief.  This was because in these 

situations, mothers felt that their needs for inclusion, support, and empathy were met.  
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Although these experiences were few, and surprising when they did occur, the mothers 

described feeling validated as a person and as a parent.  One mother described an 

experience of speaking with the school principal after attending family court; she had 

felt at risk of blame for her child’s difficulties as a result of the court issues but instead 

received support: 

Every time I have been in family court I’ve always had to give them [child’s 

school] a court order, so everyone’s on the same page.  So they’ve been really 

supportive.  Best state school I have ever come across in my life!… The 

principal said ‘you’re really strong, you go through family court and that must 

be hard for you, but you’re doing a good job’ (Ava). 

 Courtesy stigma.  The judgement and criticism regarding the quality of one’s 

parenting was often magnified in social settings where the child’s misbehaviour and/or 

symptoms (e.g., defiance, social anxiety, or hyperactivity) were particularly obvious; for 

example, “you have your child yelling, swearing at you, and being rude and then you 

have other people looking at you and saying ‘oh you have no control over that child”’ 

(Ava).  Thus, mothers reported that they were stigmatised on the basis of their child’s 

behaviour.  This form of external stigma often resulted in the mother feeling 

embarrassed; as one mother described, “I’m so embarrassed that people know he’s my 

son, I know I shouldn’t be embarrassed, but I do, that my son is always the one that’s in 

trouble, or has been suspended from school, or has hurt another child” (Ella).  Given the 

frequent occurrence of such experiences, mothers reported being “a bit paranoid” (Ava), 

“sensitive” (Sue), and “hypervigilant” (Kate) in their anticipation of courtesy stigma, 

which they described feeling as though it was inevitable. 
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 Vicarious stigma.  In addition to drawing stigma and having the potential for 

embarrassment, mothers also described that the child’s non-normative behaviour and/or 

symptoms also resulted in the child being directly stigmatised.  Mothers experienced 

their child’s stigma vicariously; that is, they became saddened and worried when their 

child was harmed by stigma.  For example, two mothers explained, “that hurt me as a 

parent when other parents were saying to their child ‘don’t play with him,’ … it was 

alienating him” (Eve) and, “you get kids at school who bully him about his medication 

and things, so the kids pick on him and that upsets you as a parent when you know your 

child is being bullied or criticised” (Dee).  This form of stigma intimated to mothers that 

they were failing to protect their child from harm, thereby failing to be a good parent.  

For example, “I just want to protect him from that [stigma], but I can’t” (Jane).  Mothers 

felt frustrated, helpless, and guilty because they were unable to entirely eliminate their 

child’s experiences of stigma. 

Outcomes of External Stigma: Social Avoidance and Self-Doubt 

 Regardless of the type of stigma a parent experienced, ongoing encounters 

resulted in mothers trying to avoid social situations in which they (or their child) might 

experience prejudice, criticism and discrimination.  Should this fail, external stigma had 

the propensity to create self-doubt.  Social avoidance and self-doubt are explored in the 

subthemes below. 

 Social avoidance.  Mothers reported perceiving stigma to be so insuperable that it 

was beyond the average parent’s strength and ability to challenge it; for example, “that’s 

just the way it is, you just have to put up with it” (Jen).  As such, stigma was seen as 

burdensome; it “made things harder, made everything harder” (Dee).  This resulted in 

some mothers reacting with avoidance. Two mothers explained their social avoidance in 
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direct terms, “I do get asked some places by friends, but I try to avoid it, only because I 

feel I have that stigma that they think I am a bad mum” (Ella), and “I just avoid the 

neighbours… I don’t speak to them, don’t say hello to them, just avoid them, like 

they’re really not there” (Eve).  Other mothers engaged in secrecy, refusing to disclose 

their child’s problem, “I feel the blame come back on me so I don’t try to explain it to 

others” (Jen).  Ultimately, mothers who reported concealing their child’s diagnosis did 

so with the expressed aim of limiting exposure to anticipated stigma towards themselves 

and their child. 

 Self-doubt.  If a mother was unable to avoid exposure to situations in which 

external stigma manifested, the ongoing exposure served to create or exacerbate existing 

self-doubt regarding one’s ability to achieve the goal of being a good parent.  Like 

external stigma, self-doubt was pervasive and was experienced by all mothers 

interviewed.  Self-doubt was expressed in terms of falling short of the good parent ideal.  

Mothers asked themselves, “am I a good enough parent?” (Jane), “did I do the wrong 

thing?” (Diane), “am I doing the right thing?” (Dee), “am I enough for him [son]?” 

(Jane).  Mothers frequently questioned their ability to be the good parent that they and 

others expected them to be; in their own words, “in myself there’s always that ‘maybe I 

didn’t do this enough’, or maybe ‘I didn’t do that enough’… you’re always second-

guessing yourself” (Kate). 

 Mothers also questioned their role in the causation, exacerbation or continuation 

of their child’s problem.  Taking prescribed medication during pregnancy, 

complications during childbirth, making choices about returning to work, not devoting 

enough time to the child in order to prevent or “solve” the problem, being a single 
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parent, and being in an unhappy marital relationship, were some of the many ways 

mothers felt they might have contributed to the onset of the child’s problems. 

 Several mothers described self-doubt as acting like a seed that, once planted and 

fed by external stigma experiences, was difficult to disregard: 

It stems from, well, we are the carrier of the children… and so in the core of 

you, you’re just like – I gave birth to this child and this child is like this.  So 

there is that little guilt seed right from the start and from there things happen, 

people say stuff, and I think the seed just grows and grows and grows (Eve). 

Stigma could act as a jolting reminder of self-doubt even when a mother felt she was 

achieving the ‘good parent’ ideal: “I think you will always question yourself.  I mean 

you can be having a fantastic run and everything is just working well and all it takes is 

just one person to put in a little snide remark somewhere and that just makes me 

question myself all over again” (Eve).  Thus, stigma instigated or exacerbated self-doubt 

in mothers, which could lead mothers to adopt the stigma about themselves. 

Internalising External Stigma and Self-Doubt as Self-Stigma 

 According to mothers, being aware of external stigma and doubting one’s 

competency as a good parent was necessary, but not sufficient, for the development of 

self-stigma.  Mothers self-stigmatised because they came to believe that the content of 

their self-doubt and the external stigma they experienced was accurate.  One way that 

mothers described self-stigma was in terms of feeling like a bad parent.  The following 

excerpt explains how a mother, who was already concerned about the quality of her 

parenting, and who was also experiencing repeated bad-parent stigma from others, was 

more inclined to believe that stigma was true of herself and her parenting, “of course, 

how could I not believe that [bad-parent stigma]? My child wasn’t acting the same as 
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normal children, he wasn’t hitting those milestones that other children were…but of 

course I believed it, how could I not?” (Lisa).  Although such thoughts may not have 

been constantly present, many mothers reported believing that at some point in time 

they had been an inadequate parent.  For example, one mother reported feeling as 

though she “had failed as a mother” (Diane) and another stated, “maybe I’m not cut out 

to have a child with these issues, you know, maybe I’m not enough for him?” (Jane). 

 Self-stigma was also described in terms of self-blame.  Once again reflecting the 

content of their own self-doubt and the stigma they experienced, mothers blamed 

themselves for the onset, continuation, and/or exacerbation of their child’s problem.  

Every mother made statements regarding this, such as, “I felt like that because he had a 

traumatic birth, that I had caused this… I asked myself, well did I imprint this 

exhaustion and anxiety on him, is this where it comes from?” (Jen) and “you get to the 

stage where you say, should I have done things differently, why is my son like this, 

what could I have done to prevent it?” (Dee).  Although self-blame fluctuated in terms 

of its salience and influence, it remained an unresolved issue for all the mothers we 

interviewed.  As one mother explained, “yeah I suppose you always [long pause], I 

always have thoughts of is it something I did, did something happen when I was 

pregnant, or during the younger years?” (Jane). 

 When self-stigma in the form of self-blame, self-devaluation as a bad parent, and 

self-shame was present it created many negative emotions, with mothers reporting 

feeling “quite down” (Jen), “so sad” (Dee), “so guilty” (Bea), and “pissed off” (Jane).  

Such feelings created a desire in the mother for a more ideal life and sadness regarding 

the current situation; for example, “it’s sad, it’s like you want a better life for yourself in 

a lot of ways” (Eve).  The effects of self-stigma and the situations that induced it could 
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be perceived to be unrelenting; as one mother described, “I just think that when the 

situation is at its worst it’s almost unbearable, and very hard. It doesn’t feel like it’s ever 

going to get any better… In there, in the thick of it, it’s devastating” (Diane).  Whilst 

wrestling with these emotions, mothers felt that external stigma made these feelings 

worse: 

When that child is really acting up… there is a part of you that does not like that 

child, cannot stand being with that child.  And you’ve got the shame of feeling 

like that and dealing with that thought and then someone approaches you and 

you’re like ‘whoa don’t you dare, I feel crap enough’ (Eve). 

 The overall effect of self-stigma was not only to elicit such negative feelings, but 

also to decrease self-esteem and personal wellbeing, which one mother described as, 

“when you’ve had major stigma, or lots of stigma towards you that really has some 

negative impacts on you and your self-esteem, and your happiness, and that affects your 

life, and to this day I still feel that creeping in” (Ava).  Thus, self-stigma was 

characterised by a belief that the content of external stigma and one’s self-doubt was 

true and accurate; this being that one was an incompetent, inadequate parent and/or was 

to blame for the onset, continuation or exacerbation of the child’s problem.  

Refuting Self-Stigma: The ‘Good Enough’ Parent 

 Although all the mothers we interviewed reported that they had self-stigmatised, 

the negative influence this had on them appeared to wane in response to mothers 

believing that despite repeated experiences of stigma and lingering self-doubt that they 

were meeting their own standards of the good parent ideal.  Mothers explained that their 

concept of the good parent became increasingly defined by the mother’s own 

expectations for themselves as opposed to idealistic societal expectations.  These 
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expectations changed because mothers came to an understanding that their parenting 

journey was unique and could not be defined by the standards of others.  As such, the 

good parent ideal was reframed from “doing what everyone else expects” (Jane) to 

“doing what’s best for my kids” (Kate) and “doing the best I can” (Bea) given the 

circumstances.  As one mother stated, “In truth, I know my journey, I know what I’ve 

been through and I know I’m doing pretty well… I know I’m doing what’s right by my 

kids” (Ava). 

 Reframing the good parent ideal was also influenced by the belief that one had 

always done what was “right” and “best” for the child and the family, irrespective of 

others’ opinions.  Doing what was right involved a resolute need to protect the child 

from harm and this meant putting the child’s needs before one’s own.  As two mothers 

described, “You have to put these things aside.  If I feel this bad, well think about what 

this is like for my son. So I put the ego aside, my son is more important” (Eve) and, 

“my son picks up on these things that other people say and do… so I have to take him 

out of the situation to stop that, to protect him from that” (Jen).  Mothers utilised a 

number of strategies to achieve this aim: enlisting teachers, psychologists, and 

occupational therapists to support the child at school, standing in the playground to 

ensure the child was not teased or bullied, correcting others who made inappropriate 

comments, starting sporting teams so their child could be included and play sport with 

other children, and restricting their own social worlds.  Often, protecting the child 

meant a mother had to “educate those people” (Jen), “correct them and their ignorance” 

(Eve), and “tell it to them straight” (Bea).  These selfless acts confirmed to mothers that 

they were good parents because they were acting in the best interests of the child. 
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 Mothers also looked for evidence to refute self-stigma beliefs. Receiving a 

diagnosis that provided a non-blaming reason for the child’s problem, becoming more 

informed about the child’s problem and how best to support them, identifying genetic 

origins of the child’s problem that vindicated the mother, parenting other offspring 

without an EBD, being supported and “given permission” (Eve) by others to stop self-

blaming, and having others “stick up and defend” (Ella) them were some amongst the 

many forms of refutable evidence mothers reported.  Evidence could also be that the 

child was showing improvement; that the child “got better” (Sue), because “you can see 

the changes” (Dee).  As one mother described: 

We’ve made the right decisions, it helps when you see him [son] doing well, 

because it puts your mind at ease, that you have done ok as a parent and that you 

have made the right decision by putting him on medication.  So that makes you 

feel better, when you see those improvements and differences (Dee). 

This evidence served to incrementally restore faith in the self as a good parent and to 

diminish the value and truth of the stigma mothers experienced, so that mothers began 

to feel that they “must be doing something right” (Lisa).  As such, a number of factors 

contributed to the changing standards of the good parent ideal.  As the ideal was 

reframed as the child aged, the belief that one was indeed a good parent, or at least not a 

bad parent, became more assured with every piece of evidence the mother gathered that 

confirmed her good parent status or absolved her from blame:  

How come it’s different [seeing self as a good parent]?  Partly time apart from 

that situation [others’ stigma].  Also because [son] has grown and developed.  

We had some shaky times but he’s on a much better pathway at the moment.  
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More positive things are going on.  The negative instances are few and far 

between (Diane). 

Despite this, mothers harboured lingering self-doubt regarding their role in the onset of 

the child’s problem.  In this way, mothers indicated that self-blame may be quite 

enduring and difficult to relinquish.  As one parent described, “…but I know I will 

always blame myself about that [child’s disorder], I’ll always question myself” (Dee). 

Discussion 

 Our main aim was to describe how parents of children with EBDs experience self-

stigma using a qualitative investigation of those with lived experience.  To this end, we 

interviewed 12 parents (1 father), and focussed on the experiences and perspectives of 

the 11 mothers.  Five themes were found: (1) the good parent ideal, (2) awareness of 

external stigma, (3) outcomes of external stigma, (4) internalising stigma and self-doubt 

as self-stigma, and (5) refuting self-stigma.  The first theme–that of the good parent 

ideal–was crucial to understand as it served as the basis for understanding all of the 

themes.  Specifically, mothers described the stigma that they received questioned their 

abilities to be a good parent, such as through implicating their role in the causation, 

exacerbation or continuation of their child’s problem (Theme 2).  On the basis of these 

messages, mothers reported that they doubted their good parenting, and if they were 

unable to find evidence to refute this self-doubt (Theme 3), they experienced self-stigma 

(Theme 4).  Thus, understanding mothers’ desires to be and to be recognised as a good 

parent was central to understanding why stigma caused such negative emotional effects, 

why its content mattered to the parent, and why it could not be easily dismissed.  

Understanding the pervasive importance of the good parent ideal also provides context 

for mothers’ internal motivation and drive towards refuting self-stigma (Theme 5). 
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 We found that mothers experienced stigma from three key domains: bad-

parent/parent-blaming stigma, courtesy stigma, and vicarious stigma.  Although each of 

these stigma types have been mentioned in the parent stigma literature (e.g., Blum 2007; 

Corrigan and Miller 2004; Fernández and Arcia 2004; Mak and Cheung 2008; Moses 

2010; Todd and Jones 2003), the predominant focus of parent stigma research has been 

on courtesy and parent-blaming stigma (Mukolo et al. 2010).  Generally, these two 

forms are considered to independently contribute to the internalisation of stigma (e.g., 

Mak and Cheung 2008; Moses 2010).  We concur with Mak and Cheung (2008, 2012) 

that courtesy stigma results in shame and thus contributes to self-stigma, but 

hypothesise that courtesy stigma (and, if internalised, self-shame) are but one part of a 

larger issue.  Mothers in our study described that all forms of stigma they experience 

have the propensity to contribute to self-stigma because each form sends the same 

underlying message: that the parent is not a good parent.  Given these findings, we 

agree with Corrigan et al. (2012) and Corrigan and Miller (2004) in that stigma, and 

hence self-stigma, is best considered as a multifaceted construct. 

 Considering stigma in such a way may address an unanswered question from the 

stigma literature surrounding parents’ tendency to self-blame.  Specifically, Ferriter and 

Huband (2003) and Milliken (2001) have argued that parents self-blame even in the 

absence of blame from others, although to date the reasons for this remain unclear 

(Moses 2014).  One possibility is that mothers self-blame because, in their own eyes, 

they do not measure up to their own good parent ideal.  An additional possibility is that 

mothers might self-blame because they experience multiple forms of stigma that could 

equally induce the feeling of being an inadequate parent (such as by being at fault, 

inadequate, or incompetent).  Indeed, all forms of stigma have been shown to 
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compromise parents’ sense of moral worth and competence (Mak and Cheung 2008; 

Moses 2010; Todd and Jones 2003). 

 A key finding of this study is that mothers’ self-stigma (characterised by self-

blame, self-shame, and/or bad-parent self-view) develops as a result of mothers 

becoming aware of or experiencing external stigma, which creates or exacerbates self-

doubt regarding one’s ability to be a good parent, and (should mothers be unable to 

refute external stigma and their own self-doubt), culminates in self-stigma.  Although 

we are tentative in drawing conclusions regarding a temporal progression of self-stigma 

(due to the concurrent nature of our data), our findings appear to be broadly consistent 

with Corrigan and Watson’s (2002) 3A model of self-stigma.  Specifically, our findings 

indicate some overlap with the central aspects of the 3A model, especially the first 

(awareness of stigma) step.  However, there are some differences; namely, our findings 

lead us to propose that social avoidance and the development of self-doubt as a good 

parent are the second step, not agree as in the 3A model.  Further research aimed at 

testing the possible pathways to self-stigma is key, as understanding the process by 

which self-stigma develops is needed to address the problem (Corrigan et al. 2011). 

 Self-stigma was important to the mothers in our study, as they described self-

stigma as damaging their self-esteem, self-efficacy, and personal wellbeing.  These 

effects are similar to those noted by adults with mental illness who experience self-

stigma (e.g., Corrigan et al. 2006; Corrigan and Rao 2012).  Corrigan et al. (2009) argue 

that such negative effects can lead to self-devaluation and a sense of futility, and 

ultimately a withdrawal from society.  Similarly, mothers in the current study described 

withdrawing from certain social situations.  This loss of social capital and increasing 

social isolation is concerning as it is likely to negatively influence their child’s 
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development as well as further compromise their own sense of maternal self-efficacy 

(Arditti et al. 2013; Coleman and Hilderbrandt-Karraker 2003; Moses 2014).  Low 

maternal self-efficacy is correlated with outcomes such as high levels of maternal stress 

and distress, behavioural problems in children, and passive parental coping with these 

behaviours (Coleman and Hilderbrandt-Karraker 2003; Ohan et al. 2000), suggesting 

that social isolation may only serve to worsen outcomes for mothers and children alike. 

 Still, these possible negative outcomes may be counterbalanced by actions that 

mothers took to protect their children, as mothers commonly reported that they 

disregarded threats to their own wellbeing in favour of focussing all their efforts and 

attention on their child.  By advocating for and protecting their child, mothers felt that 

they were meeting not only socio-cultural expectations of being a good parent, but also 

their own expectations.  In doing so, mothers instil in themselves a greater sense of 

parental competency, leading to self-efficacy and resilience (Coleman and Hilderbrandt-

Karraker 2003; Masten 2014; Singh 2004).  Thus, for many of the mothers in our study, 

self-stigma had been fleeting, usually present in the early stages of the child’s mental 

health disorder before the parent had built a stronger belief in their parenting 

competency.  This belief grew as mothers perceived that they were acting in the best 

interests of the child and/or encountered further evidence to refute not only the stigma 

they were experiencing, but also their own self-doubt.  The good parent ideal became 

increasingly attainable because it was reframed to match this changing view from that 

of self as bad parent, to self as good enough parent, to self as the best parent possible 

given the circumstances.  This is consistent with Milliken and Northcott (2003), who 

argue that parents redefine their parenting identity over time to meet the demands of the 

caregiving role and in response to a progressive resolution of caregiver grief and self-
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blame.  To this, we also add the resolution of guilt, shame, self-depreciation, and self-

doubt, with this resolution enhanced by a belief that one is acting in the best interests of 

the child and the identification of other refutable evidence. 

 Although this study is the first investigation to consider mothers’ self-stigma as 

the primary research focus, it is not without its limitations.  Qualitative inquiry has the 

benefits of providing insight into others’ lived experiences; however, caution should be 

applied in generalising findings.  Although our data analysis did reach saturation in our 

themes, our small sample size is recognised and we encourage future researchers to 

consider a larger sample, particularly one that includes fathers and non-biological 

parents.  The sample self-selected for inclusion, and as such, the experiences of parents 

not opting to participate may differ.  Because participants were required to have a child 

diagnosed with an EBD, our findings may not extend to parents who have not engaged 

in the diagnostic and treatment process.  The experiences of these parents may differ 

conceptually, because stigma may be impeding their treatment seeking altogether.  We 

did not establish parent mental health status; it is possible that parents’ own experiences 

of stigma and self-stigma may be influential to that experienced as a result of their 

child’s mental health disorder. 

 Our study constituted only Australian mothers of predominantly children with 

ADHD (i.e., 52 % of the sample).  This raises questions as to the generalizability to 

other countries, and to parents of children with disorders other than ADHD.  Prevalence 

rates of this disorder (as well as other related disorders, such as anxiety and depression) 

in Australian children are largely consistent with that of other nations (e.g., Asia, 

Europe, and North America; Polanczyk et al. 2007, 2015).  As in the United States, 

ADHD in Australia is predominantly treated with stimulant medication, and rates of 
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medication treatment are showing the same increasing trend in Australia as they are 

world-wide (e.g., Hinshaw et al. 2011).  Although it may be believed that ADHD is less 

stigmatising than other disorders, current evidence suggests that this is not the case.  For 

example, stigma towards children with ADHD is similar to that towards children with 

depression (Ohan et al. 2013).  Furthermore, Mak and Cheung (2008) report that parent 

self-shame is consistent regardless of the child’s diagnosis (e.g., schizophrenia, anxiety 

or mood disorders).  In sum, this suggests that there are likely to be similarities in the 

experiences of parents regardless of nationality or disorder type. 

 To conclude, our findings indicate that mothers’ self-stigma is characterised by a 

view of self as a failed parent.  However, those mothers who react to and/or refute the 

stigma and self-doubt through seeking evidence appear to minimise self-stigma.  

Reflecting this, to support mothers who self-stigmatise, assistance may be most 

effective when concentrated on reducing self-doubt by enhancing sense of parenting 

competency and beliefs of being a good parent (and thus, parents’ resilience).  

Increasing self-esteem and empowerment have been shown to be effective in reducing 

self-stigma in adults with mental illness (Brohan et al. 2010; Ilic et al. 2011; Mittal et al. 

2012).  A focus on decreasing self-blame might also be helpful and could be achieved 

by providing explanations for the child’s behaviours that are not parent-blaming as it 

appears that unhelpful cognitions maintain these beliefs.  Helping mothers to identify 

ways to discount the stigma they experience as holding no truth or value might also be 

beneficial.  Cognitive behavioural strategies have been found to be effective in 

addressing stigma-related negative self-beliefs (Mittal et al. 2012), and may be 

applicable in the parent context.  Parents report that peer led family support groups (e.g., 

In Our Own Voice�Family Companion; Perlick et al. 2011) are helpful in normalising 
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their situation, provide a means for sharing experiences with similar others, and create 

positive social comparisons (Frigerio and Montali 2015).  However, we offer a rather 

disparate range of possible supports.  To date, there is a lack of empirically validated 

programs that may be used to assist parents with the alleviation of their self-stigma.  We 

encourage the development of such a program, ideally with parent participation. 

 We have shown that parent self-stigma develops in a fashion that is somewhat 

consistent with existing explanations of self-stigma.  However more research is needed 

to clarify whether adopting and applying theory and measure originally derived from 

research with adults with mental health problems to parents of children with mental 

health disorders is appropriate so as not to lead to erroneous conclusions regarding 

parent self-stigma.  We propose that because self-stigma was found to be multifaceted, a 

consideration of all facets would provide a more comprehensive assessment of self-

stigma in parents than considering single facets in isolation as has been done in the past.  

With these issues in mind, it is important to prioritise self-stigma when considering 

parents of children with mental health disorders, especially as research in this area 

moves forward. 
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Foreword 

 In the preceding study (Chapter 2), mothers of children with a mental health 

disorder described their stigma experiences, their negative self-attributions as parents of 

children with a mental health disorder (i.e., their self-stigma), and their strategies for 

limiting the impact of stigma.  Mothers’ stories were characterised by descriptions of 

situations in which they had perceived or felt that others had blamed them for their 

child’s disorder, labelled them as bad or incompetent parents, and socially shamed 

them.  They felt and/or perceived that they were devalued in the eyes of others; not only 

by strangers, but also by those close to them, and the services and systems with which 

they came into contact as they supported their child.  Mothers described how stigma 

from others served to undermine their sense of being the good parent that they, their 

families, and society more generally wanted them to be.   

 In most cases, for stigma to occur, others had to first become aware of the child’s 

mental health disorder and/or notice the associated symptoms or atypical behaviours.  

Should the child’s symptoms or behaviours be obvious, then others’ attention and 

stigma was readily drawn.  However, should the child’s symptoms or behaviours be less 

socially obvious, then in order for others to become aware of the child’s disorder and 

mete out their stigma, a disclosure about the disorder�as made by the mother�had to 

first occur.   

 In these ways, detail about mothers’ decisions regarding their disclosures about 

their child’s mental health disorder were spontaneously and repeatedly raised by the 

mothers interviewed during the preceding study.  This was despite mothers not being 

directly asked about disclosure or concealment.  Furthermore, initial discussions with 

the PARG did not reveal disclosure as a feature needed to understand parents’ self-
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stigma.  Thus, no explicit questions regarding disclosure were included in the interview 

protocol later developed by the PARG and used to direct the interviews of the Chapter 2 

study.  Moreover, understanding disclosure decisions was not part of the primary 

investigative aims.  However, during analysis of the interview data obtained in the 

Chapter 2 study, mothers’ narratives were replete with details about their daily struggles 

with disclosure and the role that others’ stigmatising opinions played in these struggles.  

Thus, decisions to disclose (and conceal) information about the child’s disorder were 

entwined with stigma, and hence, self-stigma.   

 This preponderance of data pertaining to disclosure and concealment was 

surprising and meaningful because of its links to stigma and self-stigma.  Thus, an 

additional meeting with the PARG was called to explore these data further.  A semi-

structured interview protocol, used to direct the PARG discussion of the disclosure data 

is provided in Appendix G (Part A).  During the meeting, the PARG were presented 

with the data pertaining to disclosure (and associated aspects, such as concealment, 

justifying, and privacy), in addition to the respective codes and subthemes.  Reflecting 

on this data, the PARG noted that the reason for the prevalence of this information, as 

well as for its unprompted appearance in the mothers’ narratives, was that disclosure 

decisions were an important part of parents’ everyday experiences.  The outcome of 

their disclosure decisions held serious implications for the child (and the parent) and, 

thus, these decisions were complex and layered with consideration for context, 

situation, and the people involved.  The PARG further explained that parents make their 

decisions on a balance of obtaining the most benefit for the child versus preventing 

harm in the form of stigma (and self-stigma).  These decisions posed a dilemma for 

parents that could be difficult to resolve.   
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 Issues pertaining to disclosure were discussed at length with the PARG to help 

clarify some of the related emergent codes and themes.  This meeting was recorded, 

scribed, and then the data coded and added to that obtained during the initial parent 

interviews. Subsequently, all data, codes and themes encompassing terms associated 

with disclosure (e.g., discussing, talking about, telling, revealing, or concealing) were 

compiled, and a further thematic analysis was completed on the combined data. 

 The analytic method and the resulting findings are presented in the current chapter 

(Chapter 3).  These findings offer a rich explanation of the relevance of the disclosure 

dilemma for parents, as well as how it is experienced, what kind of detail is disclosed 

(or concealed), how, and why.  The implications of these decisions are also explored.  

The relationship stigma has to disclosure is described throughout.  Disclosure was often 

the impetus for stigma, but disclosure (and concealment) were also used to prevent, 

mitigate, or respond to stigma from others, primarily to protect the child from stigma-

related harm.  However, it was also used as a means to correct the downward shifts in 

social standing that others’ stigma served to impose.  Accordingly, disclosure (and 

concealment) decisions have implications for parents’ identity (and thus, self-stigma).  

Hence, disclosure decisions are important to examine so as to understand how stigma 

originates, which in turn has implications for how self-stigma develops. 

This chapter was published in the “Qualitative Health Research” journal as: 

Eaton, K., Ohan, J. L., Stritzke, W. G. K., Courtauld, H. M., & Corrigan, P. 
W. (2017). Mothers’ decisions to disclose or conceal their child’s mental 
health disorder. Qualitative Health Research, 27(11), 1628�1639. 
doi:10.1177/1049732317697096  
 

The particular referencing, spelling (American English), and other formatting required 

to meet journal specifications for publication have been retained, and hence are included 

in this thesis chapter as it appears in the published form.   
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Abstract 

Parents of children with mental health disorders are often faced with the dilemma of 

disclosing or concealing their child’s disorder.  These decisions have important 

implications for both child and parent.  Our aim is to describe mothers’ experiences 

with the disclosure dilemma.  Specifically, we describe what is disclosed (or concealed), 

how, and why, as well as the consequences of these decisions.  Data from interviews 

with 11 mothers of children (aged 5–13 years) with mental health disorders, and a 

participatory action research group (four mothers) were thematically analysed.  Mothers 

selectively disclosed (and concealed) to protect and advocate for their child.  Their 

decisions were often influenced by, or were a reactance to, others’ opinions, with 

mothers not only avoiding, but also defending against stigma, and exercising their right 

to privacy.  Despite anticipating negative feedback, mothers more often experienced 

empathy and support following disclosure.  Recommendations are made for developing 

mothers’ confidence in disclosing. 

 

Keywords: child, parent, concealment, disclosure, mental illness, stigma, dilemma, 

qualitative, descriptive phenomenology, Australia 
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Introduction 

 For parents of children with mental health problems (e.g., emotional and/or 

behavioural problems such as anxiety, mood, conduct, oppositional defiant or attention-

deficit/hyperactivity disorders), coping is enhanced by social and/or professional 

support provided by empathic others (Dixon et al., 2011; Seltzer, Greenberg, Floyd, & 

Hong, 2004).  Accessing this support requires these parents to make decisions regarding 

disclosing their child’s problem (Karnieli-Miller et al., 2013).  These decisions are 

complex as the outcomes of the decision involve not only the parent and a young child 

but also other family members (Yin et al., 2014).  Parents report uncertainty regarding 

what to tell, to whom, when, and in what context this information will be released, if at 

all (Koro-Ljungberg & Bussing, 2009).  Given these conflicting concerns, it is not 

surprising that parents’ disclosure decisions contribute to stress, worry, and caregiver 

burden (Karnieli-Miller et al., 2013; Yin et al., 2014).  Despite the importance and 

complexity of these decisions, there is limited research into the disclosure decisions of 

parents of primary school aged children with mental health problems. 

 According to communication privacy management (CPM) theory, people claim 

ownership and control over their private family information (Petronio, 2002, 2010).  

Due to the young age of their child, parents hold responsibility for the release of details 

about the child’s mental health problems (Kennedy-Lightsey & Frisby, 2016).  

However, releasing private information about one’s child is not an easy decision to 

make.  Tension manifests when parents want to conceal (to avoid harm such as stigma) 

but simultaneously also wish to disclose (to seek support).  This dialectical tension 

complicates decision making (Petronio, 2002, 2010). 
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 How readily decision making tension is resolved, and the disclosure choice 

enacted, depends not only on the type of information being released but also on parents’ 

expectations for how others will react to it (Vangelisti, Caughlin, & Timmerman, 2001).  

For example, of 142 parents and caregivers of children with genetic conditions (e.g., 

sickle cell disease, cystic fibrosis), 74% openly disclosed the child’s disorder, doing so 

to help provide emergency care to the child, and to justify caregiver work leave (Gallo, 

Hadley, Angst, & Smith, 2008).  In this health context, parents expect that others will 

extend empathy and support, and as such disclosures are more forthcoming (Petronio, 

2010).  However, childhood mental health problems are highly stigmatized; the child is 

stereotyped as being naughty and the parent as inadequate (Moses, 2010).  From a CPM 

perspective, parents’ expectations of stigma may result in greater tension and tighter 

control over information about the child’s disorder.  This is particularly likely when the 

disclosure involves others who may have limited understanding of, or empathy for, the 

child’s problem (e.g., strangers, the child’s teacher).  Thus, how parents of children with 

mental health problems manage privacy and the disclosure dilemma is likely to be 

unique from parents of children with physical health problems, and offer insight into 

their dialectical tensions. 

 The notion of dialectical tension implies that the management of private family 

information is characterized by only two options: disclosing or concealing.  However, 

disclosure can also be thought of as existing on a continuum (Corrigan & Rao, 2012).  

Options can range from complete concealment (i.e., avoidance and secrecy), to 

selective, through to complete openness (i.e., indiscriminate disclosure and broadcasting 

one’s experience; Herman, 1993).  There is evidence that parents of children with 

mental health problems use both secrecy (Muhlbauer, 2002) and selective disclosure 
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(Harden, 2005), but whether they use other types of disclosure decisions along the 

continuum is yet unknown. 

 Regardless of the type of decision made, each has the potential for pros and cons 

relative to the situation and setting (Rüsch, Brohan, Gabbidon, Thornicroft, & Clement, 

2014).  For example, concealment has harmful effects on mental and physical health, 

relationships, and employment (Bos, Kanner, Muris, Janssen, & Mayer, 2009; Corrigan, 

Kosyluk, & Rüsch, 2013; Pachankis, 2007).  However, concealment is also potentially 

protective, as keeping personal information secret may help to avoid stigma (Elliott & 

Doane, 2015).  Similarly, disclosure has both pros and cons.  On the pro side, disclosure 

may be an empowering experience, helping to dispute stigma myths and yielding access 

to supportive and empathic individuals and services (Corrigan et al., 2013; Quinn et al., 

2014).  On the con side, others’ responses to disclosures can be adverse, making the 

disclosure regrettable (Quinn et al., 2014).  Such costs and benefits inform the dilemma 

of concealing or disclosing information about one’s mental illness. 

 However, extrapolating findings regarding adults with mental illness to the parent 

context may only explain part of the disclosure dilemma as it is experienced by parents.  

Adults with mental illness manage their own privacy boundaries and consider the 

implications their disclosures may have for themselves and the broader family (Corrigan 

& Rao, 2012).  Parents, too, have themselves and the broader family to consider, but 

they must make decisions on behalf of their child rather than only for themselves.  In 

this context, parents must manage both self� and dyadic�privacy boundaries (Serewicz, 

Dickson, Morrison, & Poole, 2007), which adds complexity to decision making.  

Furthermore, adults with mental illness may be able to hide their symptoms (Corrigan et 
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al., 2013).  In contrast, parents may not be able to conceal their child’s mental health 

problems as they are less able to entirely hide their child’s symptoms. 

 There is a concern that if parents conceal their child’s disorder from family and 

close friends, the family will lack needed support (McCann, Lubman, & Clark, 2011).  

Concealing the child’s diagnosis from professionals (e.g., teachers, psychologists, or 

pediatricians) may result in essential services being restricted (Dempster, Wildman, & 

Keating, 2013).  Such a restriction would harm both child and parent (Dempster, Davis, 

Jones, Keating, & Wildman, 2015).  Furthermore, regardless of the intentions informing 

the decision to conceal, concealment potentially conveys to the child that their problem 

is shameful and requires secrecy.  Shame leads to, and compounds, existing guilt and 

embarrassment (Kent, 2015).  The child may come to see themselves as a shameful 

individual and experience a loss of self-esteem, self-efficacy, and empowerment similar 

to that experienced by adults with mental illness (Elliott & Doane, 2015). 

 Deciding whether to disclose or conceal details regarding their child’s problem is 

a dilemma faced by parents of children with mental health problems.  This dilemma is 

likely to be unique, differing from the experiences of parents of children with other 

health conditions, or of adolescent or older children, given the gradual shift of 

responsibility for disclosure from the parent to the growing child (Kennedy-Lightsey & 

Frisby, 2016).  Despite the implications the choice has for the parent, the child, and the 

family context, the disclosure dilemma (and how parents resolve it) has received little 

research attention.  This is a problem because if we are to develop useful and acceptable 

interventions to support parents struggling with the disclosure dilemma and the tension 

it produces, we must first understand how parents experience it.  Thus, the aim of the 

present study is to describe the dilemma faced by parents of children (i.e., under 13 
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years) with mental health disorders in making disclosure decisions.  Specifically, we 

describe what parents disclose (or conceal), how, and why, and also the consequences of 

these decisions. 

Method 

Design 

 We used existing data from a qualitative study into the stigma and self-stigma 

experiences of parents of children with mental health disorders (Eaton, Ohan, Stritzke, 

& Corrigan, 2016); specifically, a subset of data obtained from parent interviews.  

These data are separate to that reported previously; stigma was linked in many ways 

with the complexities involved in disclosure decision making.  Mothers spoke 

repeatedly and with elaboration not only about the dilemma they regularly faced 

regarding disclosure and concealment but also how stigma informed this dilemma and 

these data drove this current study. 

 We chose secondary qualitative analysis for the present study for a number of 

reasons.  First, parent interviews were replete with narratives regarding disclosure (and 

concealment), despite parents never being directly asked about their disclosure 

decisions, suggesting that disclosure was of key importance.  Second, our participatory 

action research group (PARG) during their review of the initial study’s findings 

reiterated the importance of disclosure, advising that decisions around disclosure were a 

frequent and challenging part of daily life.  Third, codes, themes, and quotes relative to 

disclosure were extensive.  Finally, the secondary use of this dataset maximized 

parents’ participation (Heaton, 2004).  We further expanded the data subset and analysis 

to include data obtained from our PARG’s explicit and in-depth discussion of the 

disclosure-related codes and themes. 
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 Data collection was completed by Eaton and two PhD students, all enrolled in a 

combined master’s and PhD program in clinical psychology, with clinical and 

interviewing experience.  Data analysis, fidelity checks, triangulation, and review of 

findings were completed by Eaton, Ohan, Stritzke, and Corrigan who are all 

psychologists (Eaton with provisional registration), clinically trained in Australia, the 

United States, and/or Canada. 

Sample 

 A convenience sample of four mothers aged 39�56 years (M = 46.12, SD = 5.28) 

of children (aged 4�12 years, M = 9.5, SD = 2.74) with a mental health problem 

(attention-deficit/hyperactivity disorder [ADHD], n = 2; an anxiety disorder, n = 1; 

oppositional defiant disorder [ODD], n = 1) participated in the PARG.  Two of these 

mothers opted to go on to participate in individual interviews.  A total of 12 Australian 

biological parents aged 30�56 years (M = 40.91, SD = 5.16; 11 mothers, 1 father) of 

children (aged 5�13 years, M = 8.73, SD = 2.88) with a mental health problem (e.g., 

ADHD, n = 8; an anxiety disorder, n = 4; a mood disorder, n = 2, oppositional defiant 

disorder, n = 1) participated in individual interviews.  Of the 15 children, 53% had at 

least one comorbid diagnosis and/or experienced additional difficulties (e.g., autism-like 

behavior, anger).  Although we found similarities in the experiences between the 

mothers and the one father, we excluded the father’s data given the limitations of 

drawing conclusions based on a sample size of one (Guest, Bunce, & Johnson, 2006).  

Diagnosis and other demographic information was obtained via parent self-report. 

Data Collection 

 Ethics approval was granted by the University of Western Australia Human 

Research Ethics Office.  Participants were recruited for both the PARG and individual 
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interviews via recruitment flyers and word-of-mouth. Recruitment flyers invited parents 

to be involved in the PARG and/or individual interviews and defined mental health 

problems as behavioral and/or emotional problems (e.g., ADHD, depression, anxiety).  

Parents expressed interest in participating by email or telephone.  Written consent was 

obtained for the initial study and subsequent use of the data. 

 A parent-based PARG was convened to develop the interview protocol and advise 

on study design (Chevalier & Buckles, 2013).  Participatory action research provides an 

opportunity for individuals to take an active role in addressing issues that affect 

themselves and their families (Ditrano & Silverstein-Bordeaux, 2006).  New insights are 

realized, driven by the situated perspectives of those with a lived experience (Jagosh et 

al., 2012) 

 Individual interviews were directed by the set of interview questions developed by 

the PARG. These questions were primarily designed to investigate parents’ experiences 

of stigma and their internalization of stigma, as well as feelings of empowerment.  

Probing questions were used to explore responses.  Interviews ranged from 30 to 65 

minutes (M = 42.43, SD = 11.10). Interviews were not transcribed; instead, a scribe (a 

third person within the interview, who acted independently to the interviewer and did 

not participate in the interview) documented salient quotes, repetitive themes, and 

contextual, emotional, and nonverbal detail (Corrigan, Pickett, Kraus, Burks, & 

Schmidt, 2015).  One interviewer and one scribe were present during interviews.  To 

minimize potential bias in scribed notes, the interviewer’s questions were documented 

to contextualize participant responses.  Reflexive journaling occurred after each 

interview and during analysis (Shaw, 2010).  Scribed notations were reviewed to ensure 
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that notes had been recorded for all questions as a check of protocol and note-taking 

fidelity. 

Data Analysis 

 The scribed data derived from the parent self-stigma study was coded and 

thematically analyzed based on the methods of Giorgi (2009).  Grounded in social 

interactionism, the central tenet of this method is to give voice to the perspectives of 

participants without forcing theoretical meaning on the findings.  The story evolves 

through a shared understanding; thus, the researcher’s role in the co-construction of the 

story is acknowledged.  There is an emphasis on describing participants’ lived 

experiences. 

 Consistent with Giorgi (2009), scribed notes were pre-read for familiarity and to 

obtain a general sense of the messages conveyed.  This was followed by open coding, 

whereby data were segmented into meaning units and descriptively coded.  Focused 

coding was then conducted, a recursive and iterative process of theme refinement, 

whereby individual codes were subsumed under themes.  Repetitions within and 

between themes were searched for, then amalgamated, removed, or new themes created 

where appropriate.  Exceptions and deviant cases were searched for (Barbour, 2001).  

An audit trail consisting of a record of the theme evolution was maintained and referred 

back to during analysis. 

 To report on the disclosure decisions of parents, all themes encompassing codes 

reflecting disclosure, discussing, talking about, telling, revealing, concealing, hiding, 

justifying, or secrecy were compiled.  These themes were then presented to the PARG 

and discussed at length.  This exchange was scribed and the data analyzed consistent 

with the Giorgi method described above.  The final thematic construction was then 



119  

   

generated from the combined codes and themes of both the interview and the PARG 

data.  The final construction was reviewed by the PARG for adequacy, accuracy, and 

comprehensiveness (Koch, 2006).  Disputes regarding themes were resolved by 

negotiated agreement, a process of discussing and revising themes until all 

discrepancies were resolved (Campbell, Quincy, Osserman, & Pedersen, 2013). 

Results 

 Mothers disclosed (and concealed) information about the child’s disorder (as well 

as its associated symptoms, behaviors, and treatment), details about the child’s 

individual needs, and struggles that they and the child had experienced.  We found four 

key themes that characterized mothers’ disclosure decisions: (a) using the range of 

disclosure, (b) disclosing/concealing in the child’s best interests, (c) considering others’ 

opinions, and (d) experiences of disclosure. 

Using the Range of Disclosure 

 Mothers reported that disclosure was not an “all or nothing” decision.  There were 

more choices available than completely concealing or completely disclosing every detail 

to all.  In weighing their options for disclosure, mothers considered the situation, the 

context, and the other(s) involved.  Decisions were layered with the amount of detail to 

disclose and the reasons for disclosure, “it depends on the situation you’re in at the 

time,” “you learn to pick and choose, to make an assessment with each person you 

meet, about what you tell them and what extent you tell them.”  Information was 

released on a “need to know” basis to family members, friends, teachers, and parents of 

other children, “it just comes down to who you choose to tell, how public you choose to 

make it.  You have to consider that.  Not everyone needs to know.”  “I do [disclose 

child’s disorder], not with everyone, but with relevant people.”  In deciding what, and 
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how much to disclose, mothers erred on the side of selectivity.  The information 

released was limited to basic details, “If I don’t feel like talking about it, like if I don’t 

want to explain it all, I won’t, I’ll just say ‘he’s a really sensitive boy’ or something like 

that.”  The ability to moderate disclosure was learnt through experience, “you learn 

quite early on who you say what to.  You learn who you tell and who you don’t.” 

 Although selective disclosure was frequently discussed, concealment was also 

chosen. Nine of the 11 mothers had, at some time since learning of the child’s 

diagnosis, concealed information regarding the disorder and/or its treatment.  Several 

statements were made regarding this, such as: “we don’t tell other people,” “my partner 

hasn’t told his family,” “I just don’t discuss it with some people,” “I don’t feel like I 

have to tell everyone,” and “we don’t tend to talk about it with them [extended family], 

they don’t even know [about son’s disorder].”  One mother expressed reservedness 

regarding discussing her child’s medication and psychological treatment with others: 

When [son] was first diagnosed with ADHD, we didn’t want to put him on 

medication, but he was falling behind in school, he was getting in trouble a lot at 

school, so we decided to trial it, see how we go.  We didn’t tell anyone that 

that’s what we were doing.  We got him assessed at school, and they did a 

screener and from there we went on to therapy.  We didn’t tell anyone about that 

either. 

Thus, the decision-making process was guided by experience and was layered with 

consideration for situation, context, and the individual(s) involved.  Decisions ranged 

from complete concealment to selective (i.e., partial) disclosure, and were guided by 

experience gained over the years.  The amount of detail revealed was kept to a 

minimum. 
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Disclosing and Concealing in the Best Interests of the Child 

 Driving all reasoning and decision making regarding disclosure was a 

determination to do what was in the best interests of the child.  Mothers tried to strike a 

balance between protecting the child from harm versus seeking empathy and support.  

Decisions were careful and considered, made always with the child’s happiness and 

welfare in mind, “I am careful who I talk to and what I say, I just want him to be treated 

like any other kid.”  “I’m guarded over who I might discuss it with, you can’t be too 

sure how they’ll treat him [son].”  While keeping the child’s best interests in mind, 

mothers’ decision making was influenced by two key determinants: (a) protecting the 

child, and (b) advocating for the child. 

 Protecting the child.  Several mothers reported that their decision making was 

influenced by their need to prevent, or respond to others who were stigmatizing their 

child: 

Well, I was standing there listening to her [child’s teacher], and I thought, that’s 

it, I have to say something. I said “what’s going on here, what’s wrong?” . . . I 

said “well there’s reasons for everything, but you don’t understand them all.  He 

can’t run in the mornings because his medication makes him feel sluggish 

straight off.” 

One mother described noticing that parents of her daughter’s new friend were unfairly 

judging her child.  This drove the decision to disclose the child’s disorder to explain and 

thus minimize the stigma: 

I felt like I needed to try and explain all that [child’s symptoms].  Especially 

when we were having a playdate.  We didn’t know these people very well, and 
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you’d catch the old [facial expression of disgust], so of course I had to say 

something.  I had to explain it. 

At times though, protecting the child required concealment instead of disclosure: 

I don’t run around and tell and give unsolicited information to every parent in 

the school just so they can view my child in a more open minded way, because it 

could even have the opposite effect and make my son an outcast. 

This was particularly the case with parents of the child’s peers, “the parents of children 

who our children are friends with, well we really don’t go there, it’s not needed and I 

don’t want my child not to be able to play with theirs anymore.”  Telling others about 

the child’s disorder was unwarranted and could unnecessarily draw attention and put the 

child in harm’s way: 

At this stage I don’t want to go into it with people I don’t know, because he’s 

doing well at the moment.  I don’t want people to tip-toe around him or change 

the way they are around him and make him worse. 

Mothers made their decisions to protect the child, but whether this was done through 

disclosure or concealment differed based on the context. 

 Advocating for the child.  Mothers’ decision making was also characterized by 

consideration for what they hoped to achieve through the disclosure exchange.  Where 

the impetus for disclosure was advocating for the child’s best interests, mothers’ 

disclosures were strategic, most often to facilitate learning and development: “We had 

meetings every term since he started school, just to see where everyone is at, make sure 

we are all on the same page . . . so they [teachers] don’t struggle with him.”  Only 

information that was deemed relevant to gain help was disclosed: 
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With specific teachers, every year I meet with them to discuss him [son] and his 

needs.  I offer for them to come along and have a session with my son’s 

psychologist to get an understanding about it and to ask questions around what 

could help them to help him.  I’m very open and willing for people who need to 

know, who work with my son to understand, so I tell them what they need to 

know. 

One mother described being rejected by a medical practitioner when she sought 

intervention for her child’s anxiety.  In seeking a second opinion, her decisions 

regarding what information to disclose was informed by the first rejection and the drive 

to gain support: 

With the other [second] GP, I was prepared, I wrote everything down, so I knew 

what I wanted to say, here are some examples of what my son is doing, this is 

what he does . . . now he gets help at kindy. 

 When advocating for their child, mothers’ decision making took into account 

others’ ignorance of childhood mental illness.  One mother discussed this with respect 

to her son’s teachers, “they don’t understand what’s going on for him, so I like to get in 

there early and meet with them.”  Another mother discussed carefully guiding friends 

and family members to increase their understanding of, and empathy for the child, “I 

guide them in a way so that they can understand my child.”  Thus, mothers’ decision-

making processes were influenced by a desire to ensure that the child’s best interests 

were met, and this meant not only protecting the child through concealment or selective 

disclosure but also advocating on their behalf. 
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Considering Others’ Opinions 

 Mothers reported that the anticipated reactions from others, including stigma, 

played a central role in their decision making.  We found that the opinions of others 

informed mothers’ disclosure-concealment decisions in three key ways: (a) to avoid 

stigma, (b) to defend against stigma, and (c) to protect one’s right to privacy. 

 Concealing to avoid stigma.  Previous negative experiences often provided 

evidence that others would judge and criticize in response to disclosures.  This drove 

decisions to conceal, “after some of our experiences, we’ve decided not to tell others” 

and “I just don’t discuss it, you don’t know what their reactions will be.”  Such 

judgment and criticism was usually leveled at the quality of parenting and the parent’s 

role in the causation and/or exacerbation of the child’s problems, “my husband’s parents 

think it’s [child’s disorder] a big hoo-ha about nothing, they think it’s our fault, the way 

we brought him up � so we haven’t told his family.”  Many mothers described the role 

stigma played in their choice to conceal the child’s medication treatment from others, 

“there’s a huge stigma over Ritalin, so we don’t discuss it, ever.”  The anticipation of 

anti-medication sentiments and bad parent accusations of others were particularly 

influential: 

Initially we didn’t tell anyone that’s what we were doing [medication treatment]. 

His family found out and were really rude, there was lots of arguing and they 

said that we were not doing right by [son], that we were damaging him.  So now 

we don’t tell anyone. 

 Concealment was the preferred option in such situations because the use of 

disclosure as a way of mitigating the stigmatizing opinions of others was futile, “you 

can explain but why bother, you get a bit tired and it becomes a bit of a revolving door 
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thing, so you just choose not to.”  Concealment decisions made on such grounds were 

spoken of with a sense of defeat, “I just can’t be bothered anymore [sighs].”  One 

mother explained, “dealing with misconceptions or having to explain things can be 

exhausting so we don’t tend to say anything much anymore.  You just get stuck having 

to repeat yourself.”  Thus, in making decisions to conceal, mothers took into account the 

potential for harm, largely on the basis of prior experiences of stigma from others 

following disclosure. 

 Disclosing to defend against stigma.  Although mothers described concealing as 

a means of avoiding stigma, predominantly more mothers decided to disclose to defend 

against stigma: 

I think verbal stigma [i.e., criticism] is probably the hardest, because you have to 

get yourself out of it, you feel like you have to respond . . . so you have to stop 

your emotions and try to put them [others] in their place without being overly 

rude.  You don’t want to get into a fight with people, but you feel like you have 

to say something! 

Defending against stigma was deemed to be a mother’s right.  This was because the 

stigmatizing opinions of others were taken as a slight to one’s own social and parenting 

identity.  Mothers took opportunities when they presented to correct others and restore 

their social standing.  One mother described a trip to the local shopping center where 

she was confronted by another parent because of her child’s behavior and decided to 

take that moment to correct this individual on their assumptions about the child and her 

own parenting competency: 
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I had this lady in the shops have a go at me the other day when [son] was 

playing up and I just told her that he had ADHD and anxiety and she just shut 

up.  I think if you can explain yourself, defend yourself, it helps. 

 Such selective disclosure was managed by reflecting the others’ accusations back 

to them, “I put it back on them.  I ask, ‘do you have anyone in your family who is 

anxious; do you have any idea what it means to be that scared, have you ever felt like 

that?’” One mother commented, 

This mother at the school was really judging me and telling me what I should 

being doing and I just said to her “he has an anxiety problem, it can get a bit 

hard and he experiences anxiety every day, can you understand that?” 

 Defending via disclosure could be an empowering experience, particularly when 

the disclosure resulted in amelioration of the status differentiation, or an empathic 

response, a reciprocal disclosure, or the identification of a similar other: 

I’ve found that if I can stand up for myself and not be rude to people, but explain 

things and get on an even keel, then that’s a really empowering experience.  Like 

that lady in the shops, after I spoke to her she ended up admitting that her 

daughter had anxiety problems as well and she asked me all about it. 

By defending, this mother repositioned herself from the status of a mother of a 

misbehaving child to a mother who was well-informed about anxiety.  Experiences like 

these built mothers’ confidence in managing future disclosures, “I get better at it.  Over 

time I have just got the power to just stand up to people.” 

 This form of disclosure also appeared to be a very reactive “so what?” to the overt 

expression of opinions by others, “I’m like yeah so, he’s got ADHD, he’s on Ritalin, his 

teachers are happy, we’re happy.”  Mothers’ narratives were replete with statements that 
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indicated their readiness to “tell others how it is.”  For example, “if someone raises it or 

says it to my face, I have no qualms in saying something back, and to tell it to them 

straight . . . even if that’s not so subtly,” and “when I do tell people its like, well, I don’t 

much care what you actually think, this is how it is!”  Mothers wanted to spread the 

truth of the difficulties they experienced every day, to position their child as no different 

from other children despite the child’s mental health disorder, and to demand 

understanding, empathy, and respect from others who served to undermine this with 

their comments.  Thus, mothers’ decision making was also characterized by a desire to 

correct downward shifts in social status. 

 The right to privacy.  This sense of righteous indignation was again expressed 

when mothers described how their decision to conceal was made on the basis of 

respecting the child’s right to privacy, “why should I tell them, what business is it of 

theirs?!”  The child’s mental health disorder was considered to be a private family 

matter and not up for discussion with others.  The opinions of others were 

inconsequential, “I don’t feel like I have to tell people” because “it’s just not their 

business, it’s not something that needs to be discussed.”  As such, others should “mind 

their own business.” Mothers also encouraged their child to conceal for similar reasons: 

[Son]’s therapy sessions are usually on Tuesday so he’s always late to school on 

that day.  I asked him, “what do you tell your friends about why you’re late?”  

He said, “I just tell them that I’m at the dentist or the doctor or whatever”, and I 

said, “why?” and he said, “because I don’t want to tell them.”  I said, “well you 

don’t have to tell them if you don’t want to, it’s none of their business.” 

 Concealment driven by righteous indignation often coincided with a reported 

sense of empowerment, “I think the more confident you are that you can handle the 
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situation, you feel less like you need to justify, you don’t have to justify yourself, you’re 

just confident in yourself.” 

You know what it is for me?  Well, it’s because I know my journey.  I know 

what I’ve gone through so I don’t want to, I don’t need to explain it to other 

people.  I know what I’ve had to deal with and what I have to do going forward 

and I know that I’m doing the best I can. I don’t need to explain that to other 

people. 

Thus, the child’s right to privacy was also taken into account by mothers in their 

decision-making process, most often resulting in concealment. 

Experiences of Disclosure  

 Mothers recounted situations in which their disclosure decisions had resulted in 

negative outcomes such as stigma and rejection and reported feelings of defeat, 

frustration, disappointment, and indignation when disclosures did not go as planned.  

One mother explained the pain of her child’s disorder being discredited and herself 

being dismissed: “I’ve talked to my mum about it [child’s disorder] and she says to stop 

being ridiculous � that hurt.”  Another mother described feeling saddened when her 

disclosures were misconstrued by others and the misinformation perpetuated: 

It’s like a Chinese whispers kind of thing.  I say, “this is the situation my son is 

in, we are in.”  Then I find what I said goes around and gets changed and then I 

hear it and well that’s not what it is, that’s not what I said.  They just make up 

their own minds about it. 

Other mothers expressed frustration when disclosure did not change others’ judgments 

and elicit understanding as had been hoped, “It upsets me that I had spoken with the 
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parents a few days prior to fill them in and here we are again with this business.”  There 

was a sense of futility felt when disclosures had not gone as planned: 

I’ve had two incidents with parents who have actually abused me about my child 

� and that was even after I explained to them what we go through with him, how 

he has trouble focusing and what we do to help him.  Even though they know 

about it, you still get a phone call abusing you about your child’s behavior. 

So I explained what was going on with him.  But that didn’t stop them from 

saying “he doesn’t have a mental illness, he just needs to cheer up and he just 

needs to concentrate in school.”  But with people like that it doesn’t matter what 

you say to them, they’re still going to have that opinion unfortunately. 

 When the child’s own disclosures resulted in negative feedback from others, 

mothers were quick to warn against indiscriminately disclosing in the future.  One 

mother described how her daughter had informed peers about her depression and was 

ostracized as a result.  This experience informed her recommendations to her daughter 

to be cautious with her disclosures: 

She was bullied quite extensively by several of the boys.  They posted terrible 

things online and told her to kill herself [tearful].  So then we changed schools.  

So that wasn’t very pleasant.  That was hard on my daughter.  So she learnt not 

to necessarily tell people everything and not to be so open with people.  I tell her 

“some things you talk about and some things you don’t” and that’s a protective 

thing. 

 Concealment also posed a significant disadvantage for mothers: the deleterious 

impact on their sense of social connectedness and the obtainment of social support.  By 

not discussing the child’s problem with others, mothers’ ability to share their concerns, 
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worries, fears, and conflictions was limited.  Thus, mothers shouldered their concerns 

alone, isolated from others, “How do I manage? I just don’t talk to anyone about it, but 

that means I’m by myself a lot.”  

It makes it hard in that respect because you feel like you can’t talk about it 

[child’s problem].  I feel like I can’t talk to my in-laws about it.  I was quite close 

to my mother-in-law but this has pulled us apart . . . If I can’t talk to her, then who 

can I talk to? 

 However, for mothers who had chosen to disclose, the majority reported receiving 

empathy and support from the confidant.  Still, many mothers reported feeling surprised 

when these more preferable responses occurred, “I didn’t tell friends for a while.  I 

recently did and they were really supportive . . . it was a relief but I hadn’t expected it.” 

Such responses were greatly appreciated: 

We were talking . . . and whilst we were doing this [son] had a meltdown, so I 

had to leave the conversation.  I didn’t get back to it until later . . . and they 

asked, “what happened, what’s going on” and I said, “well [son] had this, and 

this, so sometimes I can’t be available if he needs me.”  They were really 

supportive and said, “if only you could have told us sooner, if you ever need any 

help, or if you want someone to come over, or if you would like a break, or if 

you just want to talk.”  That was really nice. 

 When trying to elicit support for the child, mothers were also surprised when their 

help-seeking efforts resulted in empathic concerns regarding the mother’s welfare, not 

just the child’s: 

I have been lucky because when I have told people, people have said straight 

away, “what are you doing for yourself, how are you caring for yourself?”  
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They’re more concerned about me than they are about him.  They have helped 

and supported me by getting me into counselling, asking if I’m ok and what I’m 

doing to care for myself. 

Disclosing to supportive others also meant that mothers could share their trials, 

tribulations, and frustrations: “I talk with my dad because he’s been through a rough 

patch with his step-son who has bipolar . . . I can really confide in him . . . It’s nice to 

ring him and talk.”  Thus, sharing with empathic others was a benefit of disclosure. 

Discussion 

 Our aim was to describe the dilemma faced by mothers of children with mental 

health disorders in making disclosure decisions; specifically, how and why mothers 

disclose, and the consequences of these decisions.  To this end, we collated themes 

reflecting disclosure and concealment derived from an analysis of interview data 

obtained from 12 parents (one father), supplemented with data obtained from a focus 

group held with our PARG.  We focused on mothers’ experiences and perspectives to 

avoid overgeneralizing on the basis of a single participant (i.e., the father; Guest et al., 

2006).  We identified four interrelated themes: (a) using the range of disclosure, (b) 

disclosing/concealing in the child’s best interests, (c) considering others’ opinions, and 

(d) experiences of disclosure.  Mothers expressed uncertainty regarding how much 

information about the child’s disorder, its treatment, and associated symptoms is 

disclosed to others (if at all).  There was also reticence for revealing to others one’s 

thoughts, feelings, and concerns about being a parent of a child with a mental health 

disorder. 

 Mothers’ disclosure decisions were not ‘all or nothing.’  Instead, mothers used a 

range of disclosure options, with a preference for selectively revealing some details and 
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holding back others (Theme 1).  This finding is inconsistent with CPM theory, which 

considers disclosure and concealment to be dichotomous options (Petronio 2002, 2010).  

Moreover, this finding is not completely consistent with previous findings with adults 

with mental illness, as mothers did not use the full disclosure continuum (e.g., Corrigan 

& Rao, 2012; Herman, 1993).  Rather, no mothers in this study used complete 

disclosure (e.g., broadcasting), suggesting that this is not a frequently chosen strategy.  

On the other end, most (but not all) mothers reported that they used complete 

concealment, at least at some point with some people and/or in some contexts.  

However, keeping the child’s disorder a complete secret from others is difficult.  

Moreover, isolating the child to hide his or her disorder is not practical, nor is it healthy 

for the child (Dempster et al., 2015; Koro-Ljungberg & Bussing, 2009).  Selective 

disclosure was the most common option. 

 The decision-making process was characterized by mothers weighing up the pros 

and cons of potential options relative to the context, situation, and other(s) involved.  In 

their disclosure process model, Chaudoir, Fisher, and Simoni (2011) proposed that this 

sort of cost-benefits analysis is usually goal directed.  However, it is argued that 

disclosure goals are largely ego-centric, focusing on preserving a positive self-image, 

and obtaining a desired outcome for the self, while avoiding harm (Chaudoir & Quinn, 

2010; Crocker & Canevello, 2008).  Mothers did not show this self-focus; instead, their 

overarching disclosure goal was to achieve the best possible outcomes for the child 

(Theme 2).  Information was selectively revealed (and at times concealed) to protect the 

child from harm (such as stigma) and/or to advocate for the child.  This desire to 

protect, nurture, and provide for the child is also evident in previous research on 

parenting experiences (Eaton et al., 2016; Koro-Ljungberg & Bussing, 2009; Moses, 
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2010).  Because their decision-making surpasses thoughts of the self, mothers are faced 

with an additional and unique dialectic from that which has previously been noted (e.g., 

Petronio, 2002, 2010): What harm can this decision create for my child versus what 

benefits can it obtain? 

 Also influencing mothers’ decision-making processes were others’ opinions 

(Theme 3).  Mothers anticipated stigma when others became aware of the child’s 

difficulties and this drove a preference for concealment.  Concealment driven by the 

fear of negative judgment, criticism, and discrimination is not unusual, and has been 

reported by others with concealable stigmatized identities (e.g., HIV status and mental 

illness; Chaudoir et al., 2011; Quinn et al., 2014; Satterwhite, Lauer, Bakaeva, & Hill, 

2016).  However, it is in stark contrast to the openness of mothers of children with other 

health problems who readily disclose (Gallo et al., 2008).  When a child’s health and 

wellbeing is compromised, the child (and the child’s parents) need empathy, 

understanding, and support, regardless of the type of health condition (Dempster et al., 

2015; Dempster et al., 2013).  Yet, the stigma associated with childhood mental illness 

holds mothers back in their disclosures, potentially limiting their access to these. 

 It was not always the case that concealment was chosen in response to stigma.  In 

some instances, mothers disclosed to defend against stigma.  Mothers normalized the 

child and the child’s behavior, and social identity.  This defensive form of impression 

management enables the restoration of downward shifts in the child’s social status that 

mothers are implicitly (and often explicitly) aware of (Karnieli-Miller et al., 2013).  

Although there was some consideration for the self, more predominantly mothers’ focus 

was on the child.  Harden (2005) argued that self-concern conflicts with the moral 

imperative of parental responsibility.  To put one’s own interests before the child’s is 
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positioned as an immoral act (Harden, 2005; Ribbens-McCarthy, Edwards, & Gillies, 

2000).  Thus, yet another dialectic unique to mothers is evident; responsibility to and for 

the child versus self-care. 

 Despite anticipating negative feedback from others, sharing information could be 

a rewarding experience in terms of gaining support and reducing stigma (Theme 4).  

Afifi and Steuber (2010) argued in their cycle of concealment model that positive 

responses from others create more permeable privacy boundaries and reinforce the 

desire to, and comfort with, disclosing.  Furthermore, successful disclosure has the 

potential to increase self-esteem, self-efficacy, and a positive view of the self, which in 

turn changes the way one thinks, feels, and behaves (Pachankis, 2007).  Research has 

shown that when parents of children with ADHD openly disclose and discuss their 

child’s problem and their role as a parent to peers in a similar situation, self-blame is 

alleviated and perceived parenting competency increases (Frigerio & Montali, 2015).  

Furthermore, disclosing to similar others results in re-enfranchisement of the parent 

identity through shared mourning of the grief and loss associated with parenting a child 

with a mental health problem (Milliken & Northcott, 2003).  But, these benefits may be 

less evident when the information recipient does not show empathic understanding.  

Still, given that compromised self-identity plays an important role in mothers’ 

development of self-stigma (Eaton et al., 2016), the potential influence of positive 

disclosure experiences on self-esteem cannot be undervalued (Chaudoir & Quinn, 2010; 

Quinn & Earnshaw, 2013). 

 Becoming more confident in their disclosures is likely to benefit mothers, 

particularly those who are in the early stages of help-seeking (e.g., informing the family 

doctor to obtain referral to a psychologist) or disclosing the child’s disorder for the first 
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time (e.g., to the child’s teacher).  In Australia and other Western English-speaking 

nations, diagnosis and support services are provided within the community (e.g., child 

and adolescent mental health services) and also in some schools (e.g., school 

psychologist; Bullock, Zolkoski, & Estes, 2015; Cumming, 2012; de Voursney & 

Huang, 2016).  Moreover, there is access to developing an individualized education plan 

for children who have a diagnosed disorder (Cumming, 2012; Individuals with 

Disabilities Education Act, 2004).  But, the provision of mental health and/or education 

support services is limited without disclosure (Dempster et al., 2013, 2015). 

 Learning how to best structure disclosures in a strategic and personally 

meaningful way may help to increase mothers’ confidence with disclosure.  Programs 

such as Honest Open Proud (Corrigan, Larson, et al., 2015) designed for adults with 

mental illness address the costs and benefits of disclosure and the strategic methods of 

disclosing.  This program has been found to reduce disclosure-related stress in adults 

with mental illness (Rüsch et al., 2014).  Also of potential utility is narrative 

enhancement and cognitive therapy (Yanos, Roe, & Lysaker, 2011), given the emphasis 

on narrative shaping and cognitive restructuring of self-stigma beliefs.  Participants 

report finding this clinician-led group program to be helpful in enhancing hope, coping, 

and cognitive skills (Roe, Hasson-Ohayon, Derhy, Yanos, & Lysaker, 2010).  When 

compared with treatment as usual, participating in the program has been shown to result 

in improvements in self-esteem, hope, and quality of life, and significant reductions in 

self-stigma (Roe et al., 2014).  However, this program was also designed for adults with 

mental illness rather than for mothers or carers of children with mental illness.  

Programs that more specifically address the needs of families such as Family to Family 

(Burland, 1998; Lucksted, Stewart, & Forbes, 2008), and In Our Own Voice�Family 
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Companion (Perlick et al., 2011) have been found to reduce self-stigma (Perlick et al., 

2011) and enhance coping (Dixon et al., 2011).  Yet, to adequately address the 

disclosure dilemma, these programs may need to include an additional module on 

disclosure decision-making.  Further modifications may be required to account for 

mothers’ primary concerns for the effects of disclosure on the child and the unique 

dialectics mothers face.  Using a peer-led format may be best given the sharing 

environment this creates, enabling mothers to express concerns safely and 

nonjudgmentally (Frigerio & Montali, 2015).  

 Although this study has provided insight into the disclosure decisions of mothers 

of children with mental health disorders, it is not without its limitations.  Despite 

targeted recruitment, we had a low response rate from fathers.  This can be typical of 

qualitative research (Phares, Lopez, Fields, Kamboukos, & Duhig, 2005).  It may be 

that fathers were uninterested in participating, but their noninvolvement may also be 

indicative of disclosure decisions largely being mothers’ responsibility.  We encourage 

future researchers to consider fathers’ experiences with the disclosure dilemma.  Also, 

our small sample size precluded a systematic exploration of differences in disclosure 

depending on the overtness/covertness of the child’s symptoms and the level of 

associated stigma.  However, given that mental health problems in children are highly 

stigmatized regardless of their type (e.g., depression and ADHD; Martin, Pescosolido, 

Olafsdottir, & Mcleod, 2007; Ohan, Visser, Moss, & Allen, 2013), it is likely that 

mothers’ experiences are similar regardless of the obviousness of the child’s symptoms 

or behaviors.    

 Claims of saturation would be tenuous, given the secondary analysis; still the 

consistency between our findings and those from the adult mental health disclosure 
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field, as well as suggestions and concerns voiced in the child clinical literature, all add 

weight to the thoroughness of the data.  Moreover, we aimed to clarify outstanding 

questions identified during analysis by posing these to the PARG. 

 Despite the serious implications mothers’ disclosure decisions have for the child, 

research on these decision-making processes is limited.  The process is complicated by 

the stigma associated with childhood mental health disorders and mothers’ attempts to 

mitigate its effects on the child.  Mothers are faced with unique and complex dialectics 

that create tension in the decision-making process.  In supporting mothers to become 

more confident in their disclosures and to help them with their goal of approaching 

support for the child, these dialectics need to be borne in mind. 
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Foreword 

 Qualitative research methods are recommended and often deemed necessary for 

the study of the lived experience of stigma and self-stigma, given the complex and 

sensitive nature of these phenomena (Link, Yang, Phelan, & Collins, 2004).  

Traditionally, qualitative data is transcribed verbatim into a text-based form (Halcomb 

& Davidson, 2006; Tessier, 2012).  This can be a laborious, time-consuming, and 

expensive enterprise (Neal, Neal, van Dyke, & Kornbluh, 2015).  Furthermore, there are 

research environments in which the recording of the interview is not permissible or 

possible (e.g., within prisons and detention centres; Patenaude, 2004), thus, rendering 

the transcription of the interview impossible.  Ultimately, in these cases there is no text-

based record of the interview, other than the limited details the interviewer can 

document in the form of field notes.  Although there is evidence of field notes being 

used as the data corpus, some argue against this option, suggesting that such data is 

insufficient to support a comprehensive analysis or trustworthy interpretation (Hamo, 

Blum-Kulka, & Hacohen, 2004). 

 There is recent evidence of researchers using scribes, that is, a third person within 

the interview to document comprehensive notes, including quotes, as an alternative to 

transcription (e.g., Bex Lempert, 2016; Corrigan, Pickett, Kraus, Burks, & Schmidt, 

2015; Mowat, 2012).  However, scribing as a method has not been tested in comparison 

to transcription.  As such, whether scribed data can produce similar outcomes in terms 

of themes is yet to be examined.  The qualitative studies featured in Chapters 2 and 3 

provide an opportunity to test the use of scribes to obtain a data corpus from qualitative 

interviews.  This chapter (Chapter 4) describes a study in which the analytic outcomes 

of scribed- versus transcribed-data is assessed.  First, a description of how scribes were 
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trained and used to obtain, process, and analyse scribed data is provided.  Second, the 

similarity in the number and content of themes (and subthemes) derived from scribed- 

versus transcribed-interview data is compared.  Two methods of scribing are assessed 

(i.e., in-person and from video-recordings of the interview).  Finally, the time and costs 

involved in obtaining, processing, and analysing scribed data is compared against the 

same for transcribed data. 

 Overall, the findings of this study offer preliminary support for scribing as an 

alternative to transcription.  This supports the use of the scribing methodology for 

thematic analysis in the first two studies described (as reported in Chapters 2 and 3).  

These findings are discussed in terms of the utility of scribing to qualitative researchers, 

as well as the forms of research to which this method might be most suited.  To 

illustrate the difference in scribed- versus transcribed-data, an exemplar sample of 

anonymised text, which has been drawn from the scribed notes and the respective 

transcription is provided in Appendices H and I.  To aid in interpretation of these, a 

brief summary of Jefferson transcription notations is provided in Appendix J.  Finally, 

to illustrate the method used to compare the scribe- to transcribe-derived themes and 

subthemes, an excerpt from the comparisons table is provided in Appendix K.  

 This manuscript has been re-submitted for publication review following feedback 

provided by anonymous peer reviewers: 

Eaton, K., Stritzke, W. G. K., & Ohan, J. L. (2018). Using scribes in 
qualitative research as an alternative to transcription. Manuscript under 
review. 
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Abstract 

Transcribing qualitative data is resource-intensive.  One less intensive alternative is 

scribing: the documenting of comprehensive notes, including verbatim quotes by an 

independent observer during an interview.  However, the extent to which a comparable 

thematic analysis can be derived from scribed interview data relative to transcriptions of 

these same interviews has not been investigated.  Thus, the purpose of this study is to 

test the number and content of themes derived from interview data which had been 

scribed versus transcribed, and to identify the time and cost differences (if any) between 

obtaining, processing, and analysing scribed data compared to transcribed data. Two 

modes of scribing were evaluated: in-person (i.e., from notes obtained during live 

interviews), and from video-recordings of these same interviews.  There was high 

consistency in the number and content of themes (highest at subtheme level) derived 

from scribed- versus transcribed-data. Scribing produced significantly less data than 

transcriptions and was economically superior.  Thus, in the context of interview-based 

studies in which common ideas or meaning are sought through thematic analysis, 

scribing yields a similarly rich set of themes as transcribing, and hence, may offer a 

valid and feasible alternative when resources are limited. 

 

Keywords: scribe, transcription, interviews, qualitative 
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Introduction 

 Qualitative research uses a range of methods that facilitate the in-depth 

exploration of the complexities of human perspectives, constructs, and concepts 

(Lincoln & Guba, 2003; Yilmaz, 2013).  Yet, qualitative research is often prohibitive as 

it can be laborious, time consuming, and expensive (Neal, Neal, van Dyke, & Kornbluh, 

2015; Tilley, 2003).  Transcription, the processing of raw interview data into a text-

based form, is a major contributor to the resource-intensive nature of qualitative 

research (Halcomb & Davidson, 2006).  Transcription, also referred to as transcribing, 

can take up to 10 hours per hour of interview recording for a verbatim transcription 

(Bailey, 2008), and is somewhat more economical at up to seven hours per hour of 

recording for non-verbatim transcription (Britten, 1995).  Computerised transcription 

methods (e.g., voice recognition software) fail to remediate the issue because 

punctuation and emotional and contextual detail is added manually to enhance transcript 

comprehensibility (Johnson, 2011). Further, copious data are produced, which then take 

time to analyse, increasing with the amount of text (Johnson, 2011; MacLean, Meyer, & 

Estable, 2004; Tessier, 2012; Tilley, 2003).  Given these high resource demands, 

alternative methods that increase the cost-viability of qualitative research have been 

sought.  One such alternative recently being employed is the use of a scribe, a third 

person within the interview to document extensive notes, with these notes subsequently 

analysed (e.g., Bex Lempert, 2016; Corrigan, Pickett, Kraus, Burks, & Schmidt, 2015; 

Mowat, 2012).   

Despite the recent use of scribes in qualitative research, the extent to which a 

similar thematic analysis is derivable from scribed data, relative to transcription has not 

been established.  Furthermore, although one of the key criticisms regarding 
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transcription is that it is resources-intensive, there has been no test of how economical 

scribing is relative to transcription. Thus, the aim of this current study is to address 

these issues by examining the extent to which thematic analysis of interview data 

scribed in-person (and from video-recording of the interview) versus transcriptions of 

these same interviews yields comparative results.  We also compare the time and labour 

costs involved across the two methods. 

 To address the problems of time, labour, and cost, some have argued in favour of 

foregoing the transcription process altogether (Bentley et al., 1988; Kieren & Munro, 

1985; McNall & Foster-Fishman, 2007).  Initially, early alternatives focussed on coding 

from the raw data itself (i.e., the electronic recording of the data).  However, despite 

evidence that coding directly from the audio/video recording kept researchers close to 

their data (an essential element of qualitative analysis) and was faster than coding from 

transcription (Crichton & Childs, 2005; Gravois, Rosenfield, & Greenberg, 1992), 

reliability was often compromised (Lapadat & Lindsay, 1999).  For example, compared 

to coding from transcription, coding from audio/video recording resulted in a 13-34% 

loss of data and marked inconsistencies in the assignment of codes (Kieren & Munro, 

1985).  Furthermore, without a written record of the data, an audit trail can be difficult 

to establish (Halcomb & Davidson, 2006).  Audit trails are essential for demonstrating 

credibility and trustworthiness of the evolution of themes and the overall thematic 

construct (Koch, 2006).  For these reasons, qualitative methodologists recommend 

processing raw data into a text-based form prior to analysis (Tessier, 2012). 

 Bearing in mind the necessity of text-based datasets, one proposal has been to use 

field notes scribed during the interview (Kieren & Munro, 1985).  Field notes consist of 

the researcher’s documented ideas regarding the interview, and comments on context 
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and the conversation exchange itself (Phillippi & Lauderdale, 2017).  The benefit of 

field notes is that they are contemporaneous, and can be elaborated on with subsequent 

viewing of the electronic recording (Bentley et al., 1988; Tessier, 2012).  Although 

some use field notes to supplement interview recordings and/or their transcriptions to 

aid in the interpretation and generation of meaning of these (Halcomb & Davidson, 

2006), others rely solely on extensive field notes (i.e., those that additionally include 

quotes) as the data corpus, replacing verbatim transcription entirely (e.g., McNall & 

Foster-Fishman, 2007).   

 The collection and analysis of extensive field notes (rather than transcriptions) is a 

feature of rapid evaluation and assessment method (REAM) studies (McNall & Foster-

Fishman, 2007).  Generally, REAM projects aim to be fast and selective in data 

acquisition and analysis (Beebe, 2014; Manderson & Aaby, 1992).  To do so, case 

summary templates with subject headings�relative to the topic of interest�are created a 

priori (Beebe, 2014).  During interviews with and/or observations of participants, field 

notes are recorded directly onto these templates under the corresponding headings 

(Beebe, 2014).  These notes are subsequently coded and then compiled into a data 

matrix for cross-case evaluation (Averill, 2002; Beebe, 2014).  In the McNall and 

Foster-Fishman (2007) variant of REAM, field notes were not assigned to pre-

prescribed headings; rather, codes and then themes were assigned a posteriori to field 

note collection.  The authors argued that this method was reliable and valid as it met the 

Guba and Lincoln (1989) adequacy criteria of trustworthiness and authenticity, such as 

credibility, transferability, confirmability, and fairness.  As yet, how the analysis of field 

notes, such as these compares to verbatim transcription of the interview, in terms of 

reliability and validity of the themes drawn, has not been established.  
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 Interviewer-produced field notes, however, are fundamentally disadvantaged 

given that the interviewer needs to simultaneously engage in the process of the 

interview and in documenting the field notes.  Note-taking potentially disrupts the 

interview, compromising both the notes and the interview exchange (Barker, Pistrang, 

& Elliott, 2016; Sturges & Hanrahan, 2004).  Therefore, field notes (when documented 

by the interviewer) may result in thin datasets, replete with missing data and an 

underrepresentation of participant voices that could render findings incomplete, 

simplistic, and inconclusive (Hamo, Blum-Kulka, & Hacohen, 2004; Kieren & Munro, 

1985; Tessier, 2012).  Thus, although interviewer-produced field notes address the need 

for a written, yet reduced record of the interview, they may not provide the detail 

necessary to complete a trustworthy and credible analysis. 

 To limit the intrusive effects of note-taking during interviews, an alternative is to 

use a scribe, that is, a third person to perform note-taking duties (Seaman, 1999).  

Unlike the interviewer, scribes are independent of the interview, and can document 

notes, verbatim quotes, and contextual detail.  Recently, Bex Lempert (2016) used 

scribes during interviews and focus groups within a prison setting to record as much 

written data including quotes as possible.  The scribes were essential, as video or audio 

recording was strictly prohibited, eliminating the possibility of creating a transcription 

from the recording. Corrigan et al. (2015) also used scribes to document extensive 

notes, including quotes, during interviews and focus groups in a community setting.  

The scribed notes were subsequently analysed using a grounded theory approach, 

reaching thematic saturation.  Thus, by using a scribe independent of the interview 

process, Corrigan et al. (2015) obtained a comprehensive text-based dataset sufficient to 

complete thematic analysis without the need for full transcription.   
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 In sum, over the past two decades, researchers have made increasing attempts to 

reduce data collection and analysis burden, and increase the cost and time feasibility of 

qualitative research completed via coding and/or thematic analysis.  To do so, 

alternatives to transcribing qualitative data have been proposed and are frequently used.  

One method, the use of a scribe to document extensive notes is already being used by 

researchers as an alternative to transcription with the aim of expediently obtaining a 

manageable dataset and/or to enable the documenting of data in research situations in 

which electronic recording is prohibited (rendering transcription impossible).  However, 

to date, there has been little exploration as to whether this method achieves similar 

analytic outcomes in terms of the number and content of themes derived through 

thematic analysis.  Importantly, the use of a scribe has not been directly compared to 

transcriptions, and hence the degree to which it offers savings in resources, given that 

there remains a need to hire and train a second individual to be present for interviews, is 

unknown.   

 In this study we examine what, if anything is the impact of using scribed data, 

relative to verbatim transcription, to produce themes and subthemes.  First, we compare 

the number and content of themes (and subthemes) derived from data scribed during 

interviews with parents of children with a mental health disorder (and from video-

recordings of these interviews) to those derived from transcriptions of the same 

interviews.  Then, we conduct an economic analysis (i.e., time and cost) of scribing in 

comparison to transcription.  

Method 

 Ethics approvals for the initial qualitative study and the subsequent 

methodological comparison study were granted by our university’s human research 
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ethics office.  Participants provided consent for the initial study and for subsequent use 

of the data. 

Background 

 In order to test the scribe method described herein, we conducted a series of 

interviews (n = 12) with parents (11 mothers, 1 father) of children with a mental health 

disorder, both scribing and transcribing these interviews to obtain a data corpus from 

each of the methods.  These interviews were semi-structured and ranged from 29.49 to 

63.06 minutes (M = 42.43, SD = 11.10).  We have previously reported on the results of 

the substantive thematic analysis of the scribed data with respects to the topic of inquiry 

(i.e., stigma and self-stigma; Eaton, Ohan, Stritzke, & Corrigan, 2016).  In the current 

methodological investigation, we report on our method of training and using scribes 

featured in that study and how the thematic outcomes of using this method compare to 

those obtained from transcription.  

Procedure for Training Scribes 

 Prior to scribing parent interviews, two students with clinical and interview 

experience enrolled in a combined Masters and PhD program in clinical psychology 

were trained by the first author to record and analyse scribe notes (one 3.5 hour 

session).  The steps involved in training scribes are as follows.  

 Step 1: Prepare training materials.  Training materials consisted of a pool of 10 

audio-recorded segments extracted from deidentified interviews from a separate study 

for which a thematic analysis had already been completed (Eaton, 2013).  Segments 

ranged from 16.3 to 22.4 minutes in duration (M = 19.3, SD = 3.05).  A master set of 

scribed notes, codes, subthemes and themes were created for each segment by the first 

author using the procedure for using scribes described in the next section.   
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 Step 2: Instruct scribes.  The main task of a scribe (i.e., to document 

comprehensive notes for each interview) was clearly set out.  Scribes were instructed to 

document: 1) topics raised by participants, 2) quotes (i.e., verbatim exemplars of 

participants’ spoken words), 3) the interview question that led to participants’ 

responses, 4) emotional detail (e.g., crying, laughter), 5) nonverbal detail (e.g., 

fidgeting), 6) contextual detail (e.g., aspects of the location of the interview), and 7) any 

other salient detail or detail likely to influence interpretation of meaning (e.g., 

participants’ use of metaphor, sarcasm, emphasis, or voice inflection).   

Step 3: Scribing of training segments.  Listening to an interview segment 

(randomly chosen from the pool of 10), the scribes each generated their own scribed 

notations.   

Step 4: Discrepancy check and rectification (of scribed notes).  The scribed 

notations were compared, line-by-line, against the master set.  Discrepancies, such as 

omitting salient quotes or unnecessarily including filler words (e.g. “um,” “ah”) were 

resolved by negotiated agreement (Campbell, Quincy, Osserman, & Pedersen, 2013; 

Garrison, Cleveland-Innes, Koole, & Kappelman, 2006).  This involved scribes 

discussing with the first author the information they had documented and their 

justifications for doing so in an effort to reconcile the discrepancies.  We replicated this 

process using subsequent interview segments until the discrepancy check revealed only 

minor disagreements between scribed notes and the master set.   

Step 5: Analytical process.  Scribes were then trained to code (and thematically 

analyse) their scribed notes.  Based on the social constructivist methods of Giorgi 

(2009), scribes began with prereading the scribed data in order to gain familiarity and a 

general sense of the messages conveyed within.  Data were then segmented into 
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meaning units (i.e., sentences and phrases) and descriptively coded (i.e., first pass 

coding).  Codes were then collapsed, amended, and deleted where necessary (i.e., 

second pass coding).  Subthemes and themes were then identified through a recursive 

and iterative process of code refinement, moving from individual codes to subthemes, to 

themes.   

Step 6: Discrepancy check and rectification (of codes and themes).  Codes 

and themes obtained by each scribe were compared against the master set.  Again, by 

negotiated agreement, each discrepancy was discussed and resolved.  Consistency was 

deemed reached once all discrepancies were resolved.   

Procedure for Using Scribes In-Person 

 On completion of the training, qualitative interviews commenced.  These 

interviews were scribed in-person (i.e., within the interview) using the following steps.   

 Step 1: Informing and introducing. Participants were informed about the 

inclusion of the scribe in the participant information letter and again at interview 

scheduling.  Participants were free to decline the scribe’s presence without repercussion 

(an option not chosen by any participant).  The scribe was introduced to participants at 

the commencement of the interview.   

 Step 2: Video record interview. Interviews were video recorded to obtain a first-

hand record of the interview. 

 Step 3: Concurrent note-taking by scribe.  The scribe sat slightly posterior the 

interviewer to unobtrusively observe both the participant and interviewer.  During the 

interview, the scribe typed his or her scribed notations.  Quotes, contextual detail, and 

non-verbal detail were documented (as described in Step 2 in ‘Procedure for Training 

Scribes’ above). 
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 Step 4: Reflexive journaling (ongoing during analysis).  Immediately post-

interview, scribes made notes on their reflections regarding the interview process and 

content, and their opinions, thoughts, and feelings relative to the data they were 

collecting.  Scribed notes were expanded on and ideas regarding emergent themes 

noted.  Such reflexivity within qualitative research is essential to establish transparency, 

identify sources and evidence of potential bias, and enhance reliability of data 

collection, analysis, and findings (Ortlipp, 2008; Shaw, 2010).  

 Step 5: Review and revise scribe notes.  Scribes reviewed and revised their 

notes, using the video recordings as appropriate, to ensure that they were accurately and 

comprehensively capturing verbatim quotes and other relevant detail.       

 Step 6: Analytic process.  Phases of preliminary and secondary coding were 

conducted, culminating with the derivation of subthemes and themes.  The method for 

which has been described above in Step 5 of the ‘Procedure for Training Scribes.’  In 

addition, an audit trail was maintained and included reflexive notes and a record of 

theme evolution.  

 For the purposes of the methodological comparison, the time taken to scribe and 

code each interview was documented.   

Transcribing 

 Two students, who had a minimum of a 4-year degree in psychology (honours) 

were trained to transcribe verbatim from video recordings of the interviews using the 

training materials previously described (during a single 3.5 hour session).  Verbatim 

transcripts were drafted, whereby exactly what was said and how it was said was 

documented using the Jefferson notation system (Atkinson & Heritage, 1999; Jefferson, 

2004; Oliver, Serovich, & Mason, 2005).  Transcribers were then trained in a follow-up 
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3.5 hour session to code and thematically analyse their respective interviews using the 

same method as the scribes.  Consistent with scribes, transcribers were required to 

maintain reflexive journals and a record of theme evolution.  The time taken to 

transcribe and analyse each interview was recorded.  

Results 

 Six of the 12 parent interviews were randomly selected to complete the 

methodological comparison. 

Amount of Data Produced by In-Person Scribes Versus Transcription 

 Because an integral purpose of using scribes is to obtain an easy-to-manage, 

compact dataset that facilitates later qualitative analysis, we first analysed the amount of 

information produced in scribed notes versus verbatim transcriptions.  To do this, we 

examined the amount of text-based data (i.e., number of words) per method.  Compared 

to transcription, scribing in-person produced 73% less data (9,254 versus 34,263 

words).  

Comparisons of Types of Subthemes and Themes Identified by In-Person Scribes 
Versus Transcription 

 There is a concern that the reduced dataset produced by scribes may result in a 

thinner thematic analysis and compromise the number of subthemes (and themes) 

produced.  As such, we then examined the extent to which the reduction of data 

impacted (if at all) on the thematic analysis of these data by comparing the number of 

subthemes and themes derived from in-person scribed notes versus transcriptions.  Forty 

subthemes and nine themes emerged from each of the methods.   

We also examined the extent to which the subthemes (and themes) derived from 

in-person scribed data qualitatively differed to those derived from transcribed data.  To 

do so, two independent raters, who had experience with identifying thematic content 
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and who were blind to the aims of the study, were presented with a series of subtheme 

pairs consisting of one subtheme from each method (with a brief description of the 

subtheme).  Each subtheme derived from the in-person scribed data was compared, one 

at a time, to each transcription-derived subtheme.  Comparison pairs were 

counterbalanced to account for the two different methods (Gravois et al., 1992) and two 

distractor themes were included.  Raters were asked to rate how similar each 

comparison pair were on a 0-100 scale (0 = not at all similar; 100 = exactly the same).  

Value ranges for the similarity comparisons were based on the Koo and Li (2016) 

guidelines for the interpretation of Cohen’s kappa or intraclass correlation interrater 

agreement.  In adopting these fairly stringent guidelines, ratings of 90 (or above) 

indicated excellent similarity, 75-89 indicated good similarity, 50-74 indicated moderate 

similarity, 49 (or below) indicated poor similarity.  This process was repeated at theme 

level.   

 The distractor subthemes/themes were rated as having 0% similarity with any 

other subtheme/theme and were removed from the comparison list.  For each rater, the 

highest unique match for each subtheme was identified.  This involved rank ordering 

the comparison scores, isolating the highest match, and removing it from subsequent 

comparisons to avoid overlapping.  This process was continued until the highest match 

for each subtheme was identified.  The process was again repeated at theme level.   

 Table 4.1 illustrates the number of subthemes (and themes), and their similarity 

ratings as designated by the two raters.  Between 80% (Rater A) and 82.5% (Rater B) of 

subthemes overlapped between the two methods to a good to excellent degree.  A 

similar good to excellent degree of overlap was found by each of the raters for 77.78% 

of themes. 
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Table 4.1 Num
ber of Subthem

es and Them
es, Their Sim

ilarity Ratings, and Inter-Rater Reliability (i.e., of Rater A and B) 
 

>90 
E

xcellent 
75-89 
G

ood 
50-74 

M
oderate 

<49 
P

oor 
IC

C
 

95%
C

I 
F 

(df,df) 

Transcription to Scribe (in-person) subthem
e level 

R
ater A

 
R

ater B 

 
31 
31 

 1 2 

 5 1 

 3 6 

.87* 
[.86, .89] 

7.88 
(1599, 1599) 

Transcription to Scribe (in-person) them
e level 

R
ater A

 
R

ater B 

 6 7 

 1 0 

 0 0 

 2 2 

.89* 
[.89, .90] 

8.82 
 (80, 80) 

Transcription to Scribe (video) subthem
e level 

R
ater A

 
R

ater B 

 
30 
30 

 2 4 

 5 2 

 3 4 

.87* 
[.86, .89] 

7.87 
(1599, 1599) 

Transcription to Scribe (video) them
e level 

R
ater A

 
R

ater B 

 3 5 

 3 1 

 0 0 

 3 3 

.95* 
[.93, .97] 

21.27 
(80, 80) 

S
cribe (in-person) to S

cribe (video) subthem
e level 

R
ater A

  
R

ater B 

 
28 
27 

 4 7 

 3 2 

 5 4 

.90* 
[.89, .91] 

9.95 
(1599, 1599) 

S
cribe (in-person) to S

cribe (video) them
e level 

R
ater A

 
R

ater B 

 5 5 

 1 1 

 1 1 

 2 2 

.94* 
[.91, .96] 

16.88 
(89, 89) 

N
ote. S

im
ilarity value ranges based on the K

oo and Li (2016) guidelines on inter-rater agreem
ent; IC

C
 = Intraclass correlation; *p <.001



167  

   

An inspection of the moderately (or below) overlapping themes revealed that 

these constituted similar subthemes, despite being structurally organised into themes 

differently.  For example, as shown in Table 4.2, the (scribe-derived) theme ‘privacy’ 

was rated as moderately overlapping with the (transcription-derived) theme ‘shame.’  

But, inspection of the respective subthemes shows that the (scribe-derived) subthemes 

‘disclosure’ and ‘none of your business’ within the theme ‘privacy’ were very similar to 

the (transcription-derived) subthemes ‘non-disclosure’ and ‘within the family’ within 

the theme ‘shame.’  The two additional subthemes parcelled under the (transcription-

derived) ‘shame’ theme (i.e., ‘embarrassment’ and ‘social comparisons’), which did not 

feature in the (scribe-derived) them ‘privacy’ were still captured in the scribe-derived 

data, but were featured under a theme specifically about shame (not shown).  Thus, at 

the subtheme level, raters showed an overall high level of similarity, indicating that the 

organisation of subthemes into themes was responsible for the slightly lower agreement 

at theme level.  

In Table 4.3, we provide exemplars of subtheme pairs (including illustrative data 

excerpt) at each similarity level.  As shown, a high similarity rating indicates a high 

level of congruence in the subtheme title and description across the two methods.  

Additionally, the data excerpts illustrate the level of detail included in in-person scribed 

notes and in full transcriptions. Scribed data clearly contains less of the paralinguistic 

nuances exhibited in the transcriptions, yet the scribed data capture with a high degree 

of overlap similar subthemes as the transcriptions.  In Table 4.2, exemplars of theme 

pairs (and their constituent subthemes) at each similarity level are provided.  As shown, 

a high similarity rating indicates a high level of congruence in the theme description and 
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the theme’s constituent subthemes across the two methods.  In the interests of space, an 

exhaustive list of subthemes and themes is not provided.1

                                                      
1 A complete list of subthemes and themes can be obtained by contacting the first author. 
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Table 4.2 Them
e Exem

plars (and Com
posite Subthem

es), at Each Sim
ilarity Level for In-Person Scribe to Transcription Com

parisons 
 

 
>90 (E

xcellent) 
75-89 (G

ood) 
50-74 (M

oderate) 
<49 (P

oor) 
Transcription 
them

e 
  

Them
e: S

ocial stigm
a 

Subthem
es: B

lam
e, B

ad-parent, False 
illness, Judgm

ent, E
xclusion, 

Ignorance. 
Explanation: P

arents are stereotyped 
as bad parents and at fault for their 
child’s disorder.  They are often 
excluded from

 social and fam
ily 

activities, and parent groups.  S
uch 

judgm
ents are based on an ignorance 

of the child’s disorder, the difficulties 
experienced, and a belief that childhood 
m

ental illness does not exist; the child is 
naughty, and in need of better 
parenting. 

Them
e: R

esilience 
Subthem

es: S
upport, O

ptim
ism

, 
P

ositive self-belief, A
cceptance, 

D
eflection, K

now
ledge. 

Explanation: O
thers’ support and 

em
pathy prom

otes coping.  
R

esilient parents are optim
istic 

and positive about the future.  
S

elf-belief as a good parent is 
stronger than the stigm

a of being a 
bad parent.  H

ad accepted their 
child, and did not self-blam

e.  The 
diagnosis helped; the m

ore the 
parent knew

 about the disorder, 
the stronger the resilience. 
P

rotects from
 bad-parent stigm

a.   

Them
e: S

ham
e 

Subthem
es: Em

barrassm
ent, 

N
on-disclosure, S

ocial 
com

parisons, W
ithin the fam

ily.  
Explanation: P

arenting situation 
is sham

eful; the child’s behaviour 
is em

barrassing. There is a 
desire to conceal inform

ation 
regarding the child’s diagnosis 
and/or treatm

ent.  This is private 
fam

ily inform
ation and also to 

avoid feeling asham
ed.  P

arents 
m

ade dow
nw

ard com
parisons 

betw
een their ow

n child and 
other children and their parent-
self to other parents.        

Them
e: C

hild’s stigm
a 

Subthem
es: N

one 
Explanation: The child 
experiences his or her ow

n 
stigm

a and parents are 
painfully aw

are of this.  
P

arents w
itness their child 

being excluded, devalued 
and criticised.  This causes 
them

 great concern for their 
child. 

S
cribe (in-

person) 
them

e 

Them
e: O

thers’ stigm
a 

Subthem
es: B

lam
e, B

ad parent, 
E

strangem
ent/E

xclusion, S
tigm

a seed, 
Ignorance, D

isorder not real. 
Explanation: P

arents feel blam
ed for 

the disorder, labelled as ‘bad’ parents, 
experience social exclusion.  S

tigm
a 

acts like a seed w
hich grow

s self-doubt 
about the parent-self.  O

thers are 
ignorant about the child's disorder; it 
does not exist, it is bad parenting. 

Them
e: P

roof 
Subthem

es: N
one 

Explanation: P
arents needed to 

believe that they w
ere good 

parents and that they w
ere not to 

blam
e for their child's disorder.  

The proof that they w
ere ‘good’ 

parents w
as evident w

hen the 
child's sym

ptom
s im

proved due to 
help and support provided by the 
parent. 

Them
e: P

rivacy 
Subthem

es: D
isclosure, N

one of 
your business. 
Explanation: Parents’ right to 
privacy; no need to tell others 
about the child's disorder as this 
inform

ation is a private fam
ily 

m
atter.  P

rivacy is also driven by 
a fear of stigm

a that m
ay result 

w
hen others are inform

ed about 
the child's disorder. 

Them
e: U

ncertainty/W
orry 

Subthem
es: N

one 
Explanation: C

onfusion and 
uncertainty about the child 
(and non-norm

ative 
behaviour).  P

arents aw
are 

that their child w
as different 

to other children and are 
concerned for the child's 
future due to difficulties the 
child m

ay face. 
N

ote. S
im

ilarity value ranges based on the K
oo and Li (2016) guidelines on inter-rater agreem

ent. 
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Table 4.3 Subthem
e Exam

ples at Each Sim
ilarity Level for Scribe (In-Person) to Transcription Com

parisons 
 

 
>90 (E

xcellent) 
75-89 (G

ood) 
50-74 (M

oderate) 
<49 (P

oor) 
Transcription 
subthem

e 
  

Subthem
e: B

lam
e 

Explanation: P
arents feel others 

blam
e them

 for their child’s disorder. 
D

ata excerpt: “U
m

, she never actually 
said ‘I - blam

e – you,’ um
, her tone, um

 
w

hen she w
as talking to m

e about 
[son], um

, intim
ated to m

e that I w
as 

doing som
ething w

rong.  U
m

, not, not 
necessarily that I caused this, but I w

as 
[.hhh] m

aking it w
orse.  U

m
, and she 

did say, ‘I don’t know
 w

hat you’re going 
on about, because there’s nothing 
w

rong w
ith him

’.” 

Subthem
e: S

upport from
 others 

Explanation: P
arents feel 

supported, understood, and cared 
for by others; not judged by others. 
D

ata excerpt: “And, um
, m

y 
fam

ily’s really supportive um
. (hhh) 

So I m
ean they’ll ask, m

um
 

‘specially, she’ll ask about ‘im
 [son] 

often and, m
e, like ‘are you goin’ 

alright?’ They seem
 to get w

hat 
goes on for ‘im

, w
hich is, is, nice. 

They know
 I’m

 doing m
y best, it’s 

nice w
hen they say that.” 

Subthem
e: O

ptim
ism

 
Explanation: Parents’ optim

ism
 for 

a good future for the child. 
D

ata excerpt: “but again I think, as 
he gets older, he does a bit better, 
keeps on going, he continues to get 
better; he’ll do w

ell.  Y’know
, he’s 

sm
art and capable” [laughs].   

Subthem
e: False illness 

Explanation: P
arents perceived that 

others believe that childhood m
ental 

illness does not exist, that the child is 
just naughty and in need of m

ore 
discipline. 
D

ata excerpt: “↑ they don’t believe in 
m

ental illness, like, um
, they say 

there’s nothing w
rong w

ith him
 [son]!; 

he’s just naughty and needs a good 
sm

ack!” 

S
cribe (in-

person) 
subthem

e 

Subthem
e: B

lam
e 

Explanation: P
arents feel others 

blam
e them

 for their child’s disorder. 
D

ata excerpt: “She never actually said 
‘I blam

e you,’ but her tone intim
ated to 

m
e that I w

as doing som
ething w

rong; 
not necessarily that I caused this, but 
that I w

as m
aking it w

orse.  She said, ‘I 
don’t know

 w
hat you’re going about, 

there’s nothing w
rong w

ith him
’.” 

Subthem
e: A

cceptance 
Explanation: P

arents feel that 
others understand the child and do 
not judge their parenting. 
D

ata excerpt: “And she [parent’s 
ow

n m
other] said to them

 
[neighbour], ‘this is w

hat behaviour 
is w

hen it’s not the child’s fault, it’s 
the A

D
H

D
; this is how

 it is, look all 
you like.’ It’s nice w

hen som
eone 

defends you and tells others w
hat 

it’s actually like and that this is not 
about you being a bad parent.”   

Subthem
e: C

hanges over tim
e 

Explanation: The w
ay parents feel 

about their child's disorder, and 
their status as a parent of such a 
child changes over tim

e to be m
ore 

positive and optim
istic. 

D
ata excerpt: H

ow
 com

e it’s 
different [seeing self as a good 
parent]? Partly tim

e…
 

understanding him
 [son].  W

e had 
som

e shaky tim
es but w

e’re on a 
m

uch better pathw
ay at the 

m
om

ent. M
ore positive things are 

going on for both of us.” 

Subthem
e: E

strangem
ent 

Explanation: Friendships w
ere 

com
prom

ised w
hen a friend or fam

ily 
m

em
ber stigm

atised the parent and/or 
the child.  This resulted in a term

ination 
of the friendship; felt as a regrettable, 
but often necessary, loss.  
D

ata excerpt: “I just don’t talk to them
 

anym
ore, they just have no idea w

hat’s 
going on for him

 [son].  It’s a bit sad, 
because w

e w
ere quite close.” 

N
ote. S

im
ilarity value ranges based on the K

oo and Li (2016) guidelines on inter-rater agreem
ent
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Scribing From Video-Recordings of the Interview 

 In the event the scribe is unavailable or the participant rejects their inclusion, 

defaulting to the video recording of the interview for analysis may be necessary.  Thus, 

given that coding from in-person scribed data was found to result in less data, which, when 

analysed produced comparable subthemes (and to a slightly lesser degree, similar themes) 

as coding from transcription, we next explored if a second mode of scribing (i.e., based on 

video-recordings of the interviews) would produce a similar good-to-excellent overlap with 

transcription.  To maintain independence, the video-scribe had not observed the interview 

in-person.  Scribing from video-recording (8,645 words) resulted in almost 75% less data 

than transcription (34,263words), and only 6.6% less data than in-person scribing.  Thus, 

the amount of data produced across the two scribing modes was fairly consistent.  We also 

sought to establish how consistent the subthemes (and themes) derived from video-scribed 

data were with those derived from in-person scribed data.  To do so, the two independent 

raters again allocated similarity ratings to the subthemes (and then themes) derived from 

the two scribing modes.  As illustrated in Table 4.1, both raters indicated that at least 80% 

of subthemes (and almost 67% of themes) overlapped between the two to a good to 

excellent extent.  

Next we examined the number of, and similarity between, subthemes and then 

themes derived from video-scribed data versus transcription.  Forty subthemes emerged 

from each of the methods.  Ten themes emerged from the video-scribed data and nine from 

the transcriptions.  As illustrated in Table 4.1, the raters indicated that between 80% (Rater 

B) and 85% (Rater A) of subthemes overlapped between the two methods to a good to 
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excellent degree.  A lower good to excellent degree of overlap was found by each of the 

raters for almost 67% of themes.  The figures for the subthemes are highly consistent with 

those obtained from the in-person scribe to transcription comparison (80%�82.5% versus 

80%�85%).  The degree of good-to-excellent overlap is less consistent at the theme level 

(67% versus 78%). Inspection of the extra theme identified in the video-scribed data 

revealed no comparative match greater than 20% with any transcription-derived theme.  

Further, this theme largely comprises subthemes rated as having poor similarity between 

the two methods.   

Inter-Rater Reliability 

 To assess the extent to which the two independent raters were consistent in their 

assigning of similarity ratings, two-way mixed, average-measures intraclass correlation 

analyses (ICC; McGraw & Wong, 1996) were calculated for each block of comparisons.  

The results of these ICCs are provided in Table 4.1 and indicate that overall, raters were 

highly consistent in their similarity ratings (ICC = .87 to .95). 

Economic Comparisons 

 To establish the economic viability of scribing, we compared the hours and costs 

involved in scribing versus transcribing.  Based on our sample of 6 interviews (total 

interview time 234.66 minutes; M = 39.11, SD = 6.40), interviews that were transcribed 

took significantly longer to process into text format (1655 minutes; M = 275.83, SD = 

75.33) than when scribed in-person (244 minutes; M = 40.67, SD = 5.65), t(5) = 7.96, p  < 

.001, d = 3.25, and when scribed from video (244 minutes; M = 40.67, SD = 6.56), t(5) = 

8.05, p < .001, d = 3.29).  Analysing transcribed data (982 minutes; M = 163.67, SD = 
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79.39) took significantly longer than in-person scribed data (277 minutes; M = 46.17, SD = 

23.07), t(5) = 4.85, p = .005, d = 1.98, and video-scribed data (225 minutes; M = 37.5, SD = 

5.24), t(5) = 3.82, p = .012, d = 1.56.  

 A comparison of the total cost involved in collecting, processing, and analysing data 

for the six sample interviews is displayed in Table 4.4.  The comparison reveals that in-

person scribing produced a net saving of AU$187.00 (US$108.00) per interview (of 

approximately 40 minutes each) using the Market and Social Research Award (2010) 

minimum hourly rate for research assistants (i.e., $28.96 AUD) and minimum wage 

estimates (i.e., $16.70 USD per hour; Bureau of Labor Statistics, 2015) as a basis for 

calculation.  Scribing from video produced a comparative net saving (i.e., AU$191.17 

[US$110.31] per interview). 

 
Table 4.4 Economic Comparisons of Tasks Involved in Collecting, Processing, and Analysing 
Scribed Data Compared to Transcribed Data (Based on 6 Interviews) 
 Total Time (in minutes) 

Activity In-person Scribe Video Scribe Transcription 

Training 
Interviewing 
Creating text-based dataset 
Analysis 
Total  

210.00 
234.66 
244.00 
277.00 
965.66 

210.00 
234.66 
244.00 
225.00 
913.66 

420.00 
234.66 

1655.00 
982.00 

3219.66 

 Total Cost 
Currency In-person Scribe Video  Scribe Transcription 

Australia (AUD)1 

United States (USD)2 

466.10 
268.70 

440.99 
254.30 

1588.75 
916.18 

 Note. 1Based on the Market and Social Research Award (2010) minimum hourly rate for research assistances 
(i.e., $28.96 AUD); 2Based on minimum wage estimates (i.e., $16.70 USD per hour; Bureau of Labor Statistics, 
2015). 
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Discussion 

 Despite its many benefits, qualitative research can be prohibitive given the 

considerable resources required to process and analyse transcribed data (Tessier, 2012).  

Furthermore, transcription may not be a possible option in studies in which electronic 

recording of the interview is prohibited, or otherwise not possible or feasible.  As such, 

some have dispensed with verbatim transcription, instead using a scribe to take 

comprehensive notes during interviews and then analysing these data (e.g., Bex Lempert, 

2016; Corrigan et al., 2015; Mowat, 2012).  Whilst scribing offers an alternative if the 

traditional transcription method is not permissible or unfeasible given resource constraints, 

and results in more manageable datasets, it is important to evaluate the impact of this 

alternative on the qualitative insights gleaned from subsequent analyses. In particular, 

compared to verbatim transcriptions, does using a scribe result in less of the interview 

content converted into a text-based dataset?  If so, what is the extent of the data reduction 

compared to transcription, and does this reduction result in a loss to the richness of 

information available for thematic analysis of the interview data? The current findings 

indicate that the scribing method described herein results in a substantially smaller text-

based dataset.  Despite this, there was a high degree of overlap in the themes (highest at 

subtheme level) identified in the scribe data (both in-person and video-scribed) compared to 

those derived from the transcriptions.  Results also indicated that both in-person and video-

recording scribing were more time- and cost-effective than transcribing.   

 In describing a method for training and using scribes in qualitative research, we have 

outlined a process of video recording interviews, with concurrent note-taking by a scribe, 

followed by coding and thematic analysis.  This process builds on those first created for the 
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purposes of documenting and analysing field notes obtained during the interview (e.g., 

Halcomb & Davidson, 2006; McNall & Foster-Fishman, 2007).  A fundamental issue with 

these earlier methods is that the interviewer is required to take notes.  The interviewer, 

distracted by note-taking, is not free to focus on building and maintaining rapport, directing 

the interview, and adhering to protocols (Barker et al., 2016).  The amount of detail the 

interviewer can capture is also compromised.  By shifting note-taking responsibility from 

the interviewer to the scribe, interview integrity is enhanced because the scribe can focus 

on capturing verbatim quotes and other contextual detail.  Such detail is important for the 

interpretation of meaning (Clausen, 2012). 

 This selective, yet judicious note-taking by scribes resulted in a reduction in the 

overall amount of data recorded.  This addresses one of the key criticisms of verbatim 

transcription; many researchers note that verbatim transcription results in voluminous and 

unwieldy datasets often containing extraneous detail that confuses the reader and impedes 

analysis (e.g., Evers, 2011; Kvale, 1983; Markle, West, & Rich, 2011; Tessier, 2012).  

There is a preference for lean datasets because they facilitate expedient analysis and 

reporting (Halcomb & Davidson, 2006; Neal et al., 2015). Our findings indicate that 

compared to verbatim transcription, both scribing in-person and scribing from video result 

in about a quarter of the volume of information being documented. 

 Despite there being less data recorded in scribed notes, that which remains, still needs 

to preserve the integrity of the analysis and the interpretations made from it (Bloom, 1993; 

Gravois et al., 1992).  There is limited benefit to data reduction if the analytic strategies 

applied fail to yield findings comparable to that which would be obtained if the data were 

transcribed verbatim.  In comparing the number of subthemes (and themes) derived from 
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in-person scribed data to those obtained from the transcribed data, we found an equivalent 

number of subthemes (and themes) across the two methods.  Independent raters considered 

up to 82.5% of these subthemes to be highly similar between the two methods.  Although 

fine detail was not captured by scribing, the subthemes derived from the scribed data were 

largely consistent with those obtained from transcribed data.  Thus, the central messages 

being related by participants remained, despite the reduction in data. 

  At theme level, similarity was somewhat lower, with almost 78% of scribe-derived 

versus transcription-derived themes rated as similar between the two methods.  We also 

found lower excellent-to-good similarity ratings at theme level when scribing from video-

recordings of the interviews (i.e., 67%).  Rather than a difference in the meaning of the 

interpreted data, the difference was in how the subthemes were organised into 

bigger/broader themes, which then drove the lower ratings at theme level.  Variability in the 

configuration of subthemes in the formation of themes is not uncommon in qualitative 

research when more than one coder or analyst works with the data (Armstrong, Gosling, 

Weinman, & Marteau, 1994; Olszewski, Macey, & Lindstrom, 2007).  To address this, 

current best practice is to use some form of discrepancy management strategy (Campbell et 

al., 2013).  Common methods require coders to independently segment and code interview 

data, then unite to discuss discrepancies in code names and meaning, and the construction 

of themes (e.g., Campbell et al., 2013; Garrison et al., 2006; Hill, Knox, Thomspon, Nutt-

Williams, & Hess, 2005).  By negotiating discrepancies during coding, Garrison et al. 

(2006) increased agreement from 43% to 80% and Campbell et al. (2013) 54% to 96%.  

Although, discrepancy negotiation featured in the current study during scribe training to 

help scribes understand what detail was required in their notes, we did not employ this 
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strategy during method testing so as to evaluate the outcomes of scribing before any 

revisions were made to the subthemes/themes. It is possible that in adding a phase of 

discrepancy checking and rectification during the latter phases of analysis (i.e., during the 

compilation of subthemes into themes), the similarity at theme level may improve. 

Furthermore, for consistency’s sake, researchers may also opt to complete the analytical 

stages subsequent to coding (i.e., thematic analysis) themselves, rather than leave this to the 

scribe.   

 We also assessed the amount of data, as well as the number and content of subthemes 

(and themes) derived from video-scribed data.  Again, despite less data being documented 

by the video-scribe compared to verbatim transcriptions, video-scribing also produced a 

high degree of similarity in subthemes with up to 85% of subthemes derived from the 

video-scribed data highly similar to those from the transcriptions.  This finding has 

important implications for contingency planning in the event the scribe is unavailable or 

their inclusion rejected by the participant.  Our results show that it is possible to default to 

the video recording without much compromise to the collection or analysis of the scribed 

data (more so at subtheme level).  Moreover, the video-recording also serves a valuable 

function in facilitating review and revision of notes, and the triangulation of themes (Asan 

& Montague, 2014; Garcez, Duarte, & Eisenberg, 2011).  

 However, there are situations in which the electronic recording of interviews is not 

practical, permissible, or agreeable to participants (e.g., Crichton & Childs, 2005).  For 

example, prisons and other detention centres may prohibit the use of electronic recording 

equipment (Patenaude, 2004).  Researchers must rely on their memory and whatever 

limited notes they are able to jot down whilst attending to the maintenance of rapport, their 
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own safety, and the conversation itself.  Certain Indigenous populations may find the 

recording equipment intrusive or otherwise offensive (Ellis & Earley, 2006), thus, prefer 

the scribe.  In such cases, the inclusion of the scribe supports the capturing of important 

data, and as such, enables qualitative research to happen in places unsuitable for 

transcription methods. Further, researchers are increasingly accessing participants via 

interviews completed over the internet (e.g., via Skype; Lo Iacono, Symonds, & Brown, 

2016) or video conferencing (Kazmer & Xie, 2008). Recording these exchanges for later 

transcription can present some technological challenges, which ultimately reduce the 

quality of the recorded output (Sullivan, 2012), and thus, impact on the quality of the 

transcription (if one can produced at all).  It also raises some ethical dilemmas, which may 

be difficult to prevent (Lo Iacono et al., 2016).  For example, because these interviews 

often occur in the participant’s own home or in café’s and other public places, the video 

may incidentally capture detail that potentially exposes personal details about the 

participant, others, or their environment that they may not wish documented, viewed by 

others, and stored for longevity (Seitz, 2016; Weller, 2015).  Scribing whilst the interview 

is live (e.g., during the Skype interview) may be a valuable option for capturing 

comprehensive notes whilst these interviews take place, potentially addressing some of 

these issues, as well as saving time and other resources. 

 Findings indicated a significant time saving in processing data into a text form (85% 

faster) and subsequent analysis (72% faster) using the in-person scribe method when 

compared to transcription.  This saving in time (which accounts for scribe training) 

translates to a 70% cost saving, making the scribe method an economically better 

alternative to transcription.  Using a scribe could save approximately AU$115 (US$70) per 
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hour of qualitative interview analysis.  This is not only beneficial from a funding 

perspective, but may also increase the accessibility of qualitative research for student 

and/or community-level research where reviews of programs, interventions or processes 

may have previously been prohibitive due to resources constraints.  The development of 

more efficient methods to qualitative dataset creation, whilst still maintaining rigorous end-

results, relative to the widely used and accepted method of transcription, can advance the 

reach of qualitative research (Neal et al., 2015; Tessier, 2012).    

 There are limitations to this study that need to be mentioned.  We did not assess the 

influence that the scribe’s presence had on the interview exchange.  The observer effect is 

well documented (Monahan & Fisher, 2010).  It is suggested that by their mere presence, 

researchers change the dynamic of what they study (Patton, 2002).  We attempted to limit 

any intrusive effects of the scribe by ensuring we had participants’ permission to include 

the scribe (permitting refusal without repercussion), explaining the purpose of the scribe, 

and introducing the scribe to the participant.  The scribe was unobtrusive, not permitted to 

interact with the participant or interviewer during the interview, and sat outside the 

immediate interview space.  Yet, given that the potential for a different exchange due to the 

scribe’s presence remains, future research should consider the influence the scribe has on 

the interview exchange. 

 We used relatively short (i.e., up to 22 minutes in duration) segments for scribe 

training, and our test interviews were up to 63 minutes long.  Thus, the data we have 

presented in the current study is the minimum for examining the analytic outcomes of the 

scribing methodology; but, it may not be its maximum.  In some forms of qualitative 

inquiry, such as ethnography, interviewing can substantially exceed one hour (Knoblauch, 
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2005; Smith & Osborn, 2008).  As such, further testing is required to establish the utility of 

scribing over longer durations.  Moreover, although we used existing interview data as 

training material, not all researchers will have access to such material.  In these instances, 

pilot interviews (i.e., test interviews) could be used as an alternative (Baker, 1994; van 

Teijlingen & Hundley, 2001).  To further build on this study, future research could consider 

broadening the scope of the testing of this method to other relevant domains of qualitative 

data collection (e.g., focus groups, observation studies) and with greater diversity in sample 

composition (e.g., by cultural group, gender, age).     

 In summary, researchers are commonly faced with decisions regarding which features 

of the content and structure of the conversation to transcribe or otherwise process into a 

text-based form (Bailey, 2008; Cook, 1990; Lapadat & Lindsay, 1999).  The level of detail 

required is determined by the aims of the research and the type of analysis being done 

(Bailey, 2008; Halcomb & Davidson, 2006; Tashakkori & Teddlie, 1998).  Authors argue 

that decisions should be made on the basis of what is most useful, effective, and efficient 

(Kvale, 1996; Tilley, 2003).  Should the need arise to scribe the interviews instead of 

transcribe, the findings of our study provide preliminary evidence that scribing is a 

promising alternative to transcription. There are certain research paradigms that may 

potentially be more appropriate for scribing; in particular, studies that seek to identify 

common ideas or meanings evident in the data (e.g., those using an interpretive or 

descriptive phenomenology framework) and for those employing thematic or content 

analysis (such as the study on which the current study is based; i.e., Eaton et al., 2016).  

Such forms of inquiry do not necessarily require verbatim transcription (Halcomb & 

Davidson, 2006; Smith & Osborn, 2008).  Scribing might also be a robust addition to 
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ethnographic or anthropological studies, providing more detailed data than just the field 

notes that are commonly relied on in these studies (e.g., in REAM studies; Beebe, 2014; 

McNall & Foster-Fishman, 2007).  Future research should consider how scribed notes 

compare to interviewer-generated field notes in terms of the analytic outcomes.  Given the 

significant reduction in the amount of data being recorded, and the qualitative differences 

this entails, scribing is potentially less suited to studies in which the more detailed 

transcription of the linguistic variability of the content of the conversation exchange is 

required, such as conversation, discourse, or narrative analysis.  The “ums,” “ahs,” and 

tangential discussions are important pieces of information for such studies as it is the 

function and format of language itself that is of interest (e.g., Edwards & Lampert, 1993; 

Psathas & Anderson, 1990; Schiffrin, 1994; Smith, Jarman, & Osborn, 1999).   

If not requiring the level of detail, such as that required for conversation or 

discourse analysis, scribing has the potential to make accessible qualitative research 

projects previously unfeasible due to labour� and resources�intensive transcription.  

Further, using an in-person scribe to collect text-based data has potential utility in research 

environments in which the recording of the interview to facilitate later transcription and 

analysis is not possible or permitted. As such, scribing shows promise in the field of 

qualitative research.   
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Foreword 

 There is limited quantitative research into self-stigma in parents of children with a 

mental health disorder.  The research that has been completed has been hampered by lack 

of a comprehensive measure of parents’ self-stigma, or use of measures developed with and 

for other populations (e.g., adults with mental health disorders), which are not entirely 

applicable to the parent context.  This has implications for ongoing research into parents’ 

self-stigma, as well as current and future efforts to develop ways to support parents in 

addressing their self-stigma.   

 The existing self-stigma measures used in studies with parents and other family 

members (Mak & Cheung, 2008; Morris et al., 2018; Zisman-Ilani et al., 2013) were not 

developed based on research with, or input specifically from, parents of preschool to 

primary school aged children with a mental health disorder.  This may limit the 

representativeness of parents’ experiences with self-stigma in these scales.  Furthermore, 

the Mak and Cheung (2008) and Morris et al. (2018) measures were developed with a mix 

of caregivers and parents.  This poses potential limitations for use with parents of children 

because stigma and therefore, self-stigma differs based on the type of relationship to the 

stigmatised individual (Corrigan & Miller, 2004; Moses, 2014).  Additionally, the majority 

of the studies evaluating or using these scales to examine self-stigma have used samples 

from traditionally collectivist —particularly, Asian populations (e.g., Chiu, Yang, Wong, 

Li, & Li, 2013; Mak & Cheung, 2008, 2010; Mak & Kwok, 2010).  Research suggests 

some inter-cultural variability in stigma (Corrigan & Watson, 2002), which indicates that 

these existing measures are potentially culturally-bound in their assessment of self-stigma.  
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This also raises questions about the appropriateness of these scales for use in Western (e.g., 

Australian) samples. 

 To address this significant gap in the literature on parents’ self-stigma, the following 

study describes the development of a scale designed to measure parents’ self-stigma: the 

Parents’ Self-Stigma Scale (PSSS).  To achieve a face-valid, sensitive, and appropriate 

scale, item content was drawn from the qualitative study featured in Chapter 2 of this 

thesis.  The involvement of the PARG is described, as their advice was formative in the 

refinement of the items and, thus, pivotal in strengthening the content validity of the PSSS.  

In examining the factor structure of these items, the operational definition of parents’ self-

stigma, as defined by the qualitative research in Chapter 2, is supported. The reliability of 

the scale is examined.  The concurrent validity of the scale is tested by examining the 

relationships between the PSSS subscales and parents’ scores on measures of self-esteem 

and empowerment.   

 The findings are important in supporting the advancement of research into parents’ 

self-stigma, in particular to encourage consistent, sensitive, and representative measurement 

of this construct.  Moreover, the findings inform a comprehensive operationalisation of 

parents’ self-stigma.  This scale (provided in Appendix L) is then used to inform the 

following study featured in Chapter 6.   

 A version of this chapter has been published in the journal of Child Psychiatry and 

Human Development.   

Eaton, K., Ohan, J. L., Stritzke, W. G. K., & Corrigan, P. W. (2018). The 
Parents’ Self-Stigma Scale: Development, Factor Analysis, Reliability, and 
Validity. Child Psychiatry and Human Development, 1-12. Early online 
edition. doi:10.1007/s10578-018-0822-8  
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Abstract 

For parents of children with a mental health disorder, self-stigma can negatively impact 

their self-esteem and empowerment. Although measures of parents’ self-stigma exist, these 

have not been created in consultation with parents of children with a mental health disorder.  

Thus, the aim of this study was to construct a new scale based on parents’ experiences and 

developed in partnership with parents. Draft items that reflect parents’ self-stigmas were 

drawn from qualitative research.  A participatory action research group (PARG) further 

developed these items for conceptual representativeness, suitability, and interpretability.  

With data from 424 parents of children with a mental health disorder, factor analyses 

indicated three factors: self-blame, self-shame, and bad-parent self-beliefs.  These factors 

were negatively correlated with self-esteem and empowerment.  Internal consistencies were 

acceptable.  In sum, parent self-stigma is best operationalised as including self-blame, self-

shame, and bad-parent self-beliefs.  A valid, parent-informed measure is provided to 

promote consistent, authentic, and sensitive measurement of these components. 

 

Key words: mental illness, self-stigma, shame, blame, bad-parent 
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Introduction 

The stigmatisation of childhood mental health disorders is a pervasive issue [1]. 

Stigmas about the parents of these children are similarly rife in society, perhaps due to their 

close emotional, social, and/or biological relationship [2].  For example, research from 

around the world has found that parents of children with a mental health disorder are 

stigmatised as incompetent, blameworthy, and shameful (e.g., [3-9]). Parents are at risk of 

stigmatising themselves in similar ways [4,10,11]. This is known as self-stigma [12,13]. 

Parents who experience self-stigma describe it as painful and distressing [4]. 

Research on self-stigma in parents of children with a mental health disorder is 

hampered by a lack of comprehensive measures that were developed specifically for this 

population of parents. Moreover, existing measures [8,14] were not formed in collaboration 

with parents or informed by qualitative work on parents’ self-stigma, as is recommended 

for the development of measures of stigma [15,16].  Such methods are needed in order to 

form sensitive measures with sound content validity [15].  Thus, the aim of this study is to 

develop a measure of self-stigma for use with parents of children with a mental health 

disorder that overcomes these limitations. To do this, items were derived from a recent 

qualitative study with parents [4].  These items reflect participants’ comments on their self-

stigmas and represent the various forms of self-stigma as evidenced in qualitative (e.g., 

[4,10,11]) and conceptual work [8].  Substantial input was sought from a parent-led 

participatory action research group (PARG) on the development of these items.  The 

present study examines the construct validity and psychometric properties of the resulting 

scale.   
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 Qualitative research with parents of children with a mental health disorder has 

documented parents’ narratives in which they describe their self-stigma as presenting in 

three key ways: bad-parent self-beliefs, self-blame, and self-shame [4,10,11]. First, bad-

parent self-beliefs are held by parents who perceive that they are not meeting their own 

internal and perceived others’ standards of ‘good’ parenting [4,9,17].  These parents believe 

that they fail to provide sufficient support to their child, have little knowledge of how best 

to handle the child’s behaviours, or make the child’s problem worse [11].  There is a self-

perception that one is a failed or bad parent [4].  Second, parents self-blame for causing 

their child’s disorder [4,5,18,19].  They attribute self-blame through hereditary 

transmission, by failing to identify symptoms or intervene early enough [10], and/or by 

exposing their child to stressors such as parent separation.  They feel guilty due to 

perceiving that they are to blame for this child’s disorder [4].  Finally, self-shame is evident 

as parents’ embarrassment and shame at being a parent of a child with a mental health 

disorder who is himself or herself stigmatised [4].  In one study, parents of children 

engaging in self-harm behaviours were ashamed to be associated with their child because 

self-harm was so highly stigmatised [20].  Others have similarly theorised that self-shame 

occurs when parents internalise stigma that transfers from the child to the parent (i.e., 

courtesy stigma) and results in a self-view as a socially devalued individual who is ashamed 

of their social position [8,21].   

 Taken together, this research indicates that the dominant self-stigmas held by parents 

include: bad or incompetent parent self-beliefs, self-blame, and self-shame.  However, the 

two existing measures of parents’ self-stigma do not account for all of these forms.  For 

example, the Affiliate Stigma Scale has been found to be unidimensional [8,21,22], and 
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with most items assessing social shame and self-shame, especially due to loss of social 

status (e.g., “my reputation is damaged…” and “I am lesser to others…” [8, p. 538]), it 

lacks items that assess parents’ self-blame and bad-parent self-beliefs. Potentially, this 

incongruence arises because the scale development sample contained predominantly 

mothers (n = 210) of children with an intellectual disability [8], which tends to attract a 

different type of stigma (more pity and discomfort than blame; [24]).  Although the sample 

also contained caregivers of children with a mental health disorder (n = 108), parents 

constituted only 42% of this total alongside spouses, siblings, and offspring.  Stigma and 

thus, self-stigma differs by caregiving role, with parents experiencing parent-blaming and 

accusations of failing to be good enough parents [2,25]), which may not be sufficiently 

represented in a measure covering a broad range of caregiver types.  Also, ‘children’ 

included young children (< 12 years) through to adolescents.  The close and highly 

dependent nature of a young child on a parent makes stigma�and potentially self-

stigma�more likely.   

 More recently, the Parents’ Internalised Stigma of Mental Illness Scale (PISMIS; 

[14]) was adapted from the Internalised Stigma of Mental Illness Scale for adults with a 

mental health disorder [16] to measure self-stigma in parents of adult offspring with a 

mental health disorder. Consistent with the Affiliate Stigma Scale, the PISMIS includes 

items to tap self-shame; however, it does not tap parents’ self-blame or bad-parent self-

beliefs.  As such, it also omits key aspects of parents’ self-stigma evident in qualitative 

research.  Factor analysis of the PISMIS indicated a three-factor model: discrimination 

experience (α = .78), social withdrawal and alienation (α = .65), and stereotype 
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endorsement (α = .61) [14].  Of these factors, only stereotype endorsement overlaps with 

self-stigma; discrimination experience taps awareness of stigma (a precursor to self-

stigma), and social withdrawal is a behavioural consequence of both stigma and self-stigma 

[26,27,28].  Thus, neither are self-stigma per se.  Moreover, the stereotype endorsement 

items feature a mix of stereotypes about the child, as well as about parents of children with 

a mental health disorder generally, and about the parent himself or herself specifically.  A 

focussed assessment of the latter is more consistent with the way self-stigma is measured in 

other populations (e.g., in adults with mental health disorders) and is the preferred means 

by which the individual’s negative self-attributions are assessed [27,29].    

 Given that qualitative research suggests a broader spectrum of the ways parents’ self-

stigma manifests than has been incorporated into existing measures, a new scale is needed.  

To achieve this aim, Corrigan [15] recommended a grounded approach. Such an approach 

starts with a participatory action research (PAR) framework, whereby a research team is 

formed and includes people who have lived experience with the phenomenon of interest 

(i.e., a participatory action research group [PARG]; [15,30]).  PARG members offer unique 

insights into the phenomenon, and collaboratively drive decision-making on how best to 

reach, and then conduct research sensitively and appropriately with individuals of the target 

population [31,32].  Participant involvement in a PAR capacity is not only recommended as 

formative for the research, but it also serves to recognise participants’ expert status [33].     

 Once formed, the PARG can begin with the preliminary task of formulating a 

qualitative inquiry, which aims to derive a comprehensive summary of the phenomenon of 

interest [34].  This is considered an essential first step in developing measures, so as to 

amply sample the breadth and depth of the phenomenon [15].  Directed by this summary, 
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specific content (i.e., narrative excerpts) can then be transformed into candidate items [35].  

In using the language and terminology of those interviewed, the common lexicon is 

preserved, supporting item interpretability and meaning [36].  Moreover, the PARG can 

provide valuable advice on refinements that optimise the representativeness and suitability 

of these items [15].  The researcher can then employ quantitative methods to examine the 

structure, reliability, and validity of the items [15,37].   

Thus, in using such an approach, the aim of the present study was to develop a 

measure of self-stigma for parents of children with a mental health disorder that is informed 

by parents’ lived experiences. To do so, a PARG was formed to collaboratively develop 

scale items. In a previous qualitative study, the PARG developed an interview protocol, 

which directed semi-structured interviews with parents of children with a mental health 

disorder regarding their self-stigma experiences [4].  As described in the present study, item 

content was then drawn from these interviews, and further shaped by the PARG. The 

psychometric properties of the resulting scale, including its factor structure, is examined.  

Convergent validity is evaluated through correlations of self-stigma with parents’ self-

esteem and empowerment. Based on past research with adults with mental health disorders, 

higher self-stigma is expected to be associated with lower self-esteem and empowerment 

[16,28,38].  

Method 

Participants 

 Participatory action research group (PARG). The call for PARG members was put 

out via flyers, social media posts, parent newsletters, and word-of-mouth in the Perth, 
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Western Australia metropolitan area.  Parents of children with a mental health disorder, 

aged 4�12 years were asked to respond to the first author with their expression of interest.  

Prospective PARG members were informed that participation would require two initial 2-

hour meetings, followed by subsequent meetings as the program of research progressed.   

 The PARG constituted four mothers (Mage = 46.12, SD = 5.28, range: 39�56 years) of 

a child (Mage = 9.5, SD = 2.74, range: 4�12 years) with a mental health disorder, including: 

ADHD, an anxiety- or oppositional defiant-disorder.  Further PARG demographics are 

provided in Eaton et al. [4]. 

 Online survey.  The PARG led to qualitative identification of scale items, which 

were then placed in an online survey alongside demographics and measured variables 

(described below under ‘measures’).  Parents of children aged 4�12 years with a mental 

health disorder were invited to complete the survey.  The survey was advertised by word-

of-mouth, social media, and information flyers distributed to parent support groups across 

Australia and New Zealand.  

 A priori estimation of the required sample size, based on a participant to item ratio of 

10:1 [39], indicated 110 participants.  Given that two factor analyses were to be completed, 

the total required sample was 220.  The obtained sample size exceeded this estimate, with 

424 parents (414 female, 10 male; Mage = 37.90, SD = 6.59, range: 21�62 years) of a child 

diagnosed with a mental health disorder (75.3% male, 24.5% female, and .2% preferring no 

label; Mage = 8.58, SD = 2.12, range: 4�12 years). Child demographics are provided in 

Table 5.1.  Most participants were biological parents (95.3%), with a minority identifying 

as foster- (2.6%), step- (0.9%), grand- (0.7%), and adoptive- (0.5%) parents.  Parents 
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resided in Australia or New Zealand and reported their primary cultural group as: 

Australian (73.7%), New Zealander (13.2%), European (8.2%), Māori (1.9%), Aboriginal 

and Torres Strait Islander (1.4%), Asian (1.2%), South African (0.2%), and Canadian 

(0.2%).  Most parents were married or living together (73.4%), with the remainder 

separated or divorced (15.5%), never married (10.6%), or widowed (0.5%).  Parent 

education varied widely, from a university degree (46%), apprenticeship or technical 

college qualification (28.5%), to a high school certificate (25.5%).  Parents were employed 

outside the home (57%), not outside the home (34.7%), or were students (8.3%).  Average 

family yearly income (in Australian dollars) ranged from $11,000 to $350,000.  The mean 

family income of (AUD) $85,020.80 (SD = $60,588.63) is representative of middle socio-

economic status nationwide in Australia and is somewhat lower than the nationwide median 

weekly family income of $1,734.00 [40,41].  
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Table 5.1 Child Demographic Characteristics Reported by Survey Respondents 
Primary diagnosis (%) 

ADHD [a] 

An anxiety disorder 

ODD [b] 

Conduct disorder 

PTSD [c] 

A mood disorder 

Foetal Alcohol Syndrome 

An eating disorder 

 

69.8 

15.3 

9.0 

1.7 

1.7 

1.4 

.9 

.2 

Treatment type(s) [e] (n) 

No treatment 

Medication 

Psychotherapy 

Home-based behaviour strategies [f] 

Parenting program 

Occupational therapy 

Education support 

Other [g] 

 

10.0 

287.0 

209.0 

254.0 

54.0 

106.0 

150.0 

25.0 

Comorbid diagnosis [d] (%) 

Time since diagnosis (%)  

1-2 years 

Under 1 year 

2-3 years 

3-4 years 

4 years or more 

64.9 

 

27.9 

26.2 

19.4 

14.7 

11.8 

Duration of treatment (%) 

Under 1 year 

1-2 years 

2-3 years 

3-4 years 

4 years or more 

 

38.9 

19.1 

18.2 

13.4 

10.4 

Diagnosing professional (%) 

Paediatrician 

Psychologist 

Psychiatrist 

General practitioner 

 

59.0 

25.9 

12.0 

3.1 

  

 
Note: [a] ADHD = attention-deficit/hyperactivity disorder; [b]ODD = oppositional defiant disorder; [c]PTSD = post-
traumatic stress disorder; [d]Comorbid diagnoses included: anxiety, mood, conduct, oppositional defiant, autism 
spectrum, post traumatic, reactive attachment, and sensory processing disorders, gender dysphoria, ADHD; 

[e]Child may be engaged in none, one, or more treatment types; [f]Home-based behavioural strategies included: 
clinician developed/parent-led time-out, routines, and reward systems; [g]Other treatments included: speech 
therapy, diet changes, exercise, and naturopathy.  
 

Development of the Parents’ Self-Stigma Scale  

 The PARG were instrumental in commencing work on developing candidate items 

for the Parents’ Self-Stigma Scale (PSSS), which began with a qualitative study into the 

lived experiences of 12 parents of children with a mental health disorder [4].  In that study, 

the PARG developed an interview protocol, which was then used to direct semi-structured 

interviews with parents. Interview data were thematically analysed.  The themes and 
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associated subthemes were then presented to the PARG for feedback on representativeness 

and comprehensiveness as well as for direction regarding the formulation of these themes 

into the final thematic construction.  The thematic results of this qualitative study have 

previously been reported [4].   

 To commence the current study, 15 draft candidate items were drawn from these 

interview data and reflect parents’ own comments about how they experienced self-stigma.  

The PARG then reviewed and revised these items to ensure suitability and 

representativeness of parents’ lived experiences.  PARG revisions also centred on 

optimising item representativeness of the key conceptual components of self-stigma evident 

in existing research: self-shame (“I am embarrassed to be a parent of a stigmatised child”), 

self-blame (“my child’s problem is my fault”), and bad-parent self-beliefs (“I am not a 

good enough parent”) (e.g., [4,10,11]).  Thus, the PARG modified items to best represent 

these conceptual components and how parents might experience these.  The PARG further 

adapted items to improve clarity in expression and aid interpretability.  Three draft items 

were removed due to ambiguity or item overlap.  For example, “I am to blame for my 

child’s problem” was seen by the PARG as overlapping with “my child has his/her problem 

because of me” and “I deserve to be blamed for my child’s problem.”  The former was 

removed.  The PARG changed one additional item, “I am a bad parent,” to “I am not a 

good enough parent,” as it was felt that social desirability bias and a difficulty to admit that 

one was a bad parent, even to the self, may influence participants’ responses to the former.  

As an outcome of the PARG review and refinement of the draft items, 11 items were 

finalised and form the PSSS.  These items were rated on a 5-point Likert scale ranging from 

never (1) to almost all the time (5).  Example items include: “my child has his/her problem 
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because of me” and “I am ashamed that my child has his/her problem.”  A lead-in statement 

orients respondents: “Right now, how often do you have the following thoughts in 

parenting your child”? Higher scores indicate more self-stigma.   

Additional Measures  

 Self-esteem. The Rosenberg Self-Esteem Scale (RSES; [42]) is a widely-used 10-

item measure of self-esteem rated on a 4-point Likert scale.  Example items include: “I feel 

that I have a number of good qualities” and “I feel I do not have much to be proud of.”  

Higher scores indicate higher self-esteem. Internal reliability was excellent, α = .88 (M = 

2.69, SD = .54).   

 Empowerment. The power-powerlessness and optimism/control over the future 

subscales of the Empowerment Scale (ES; [43]) were used to measure parents’ 

empowerment.  These two subscales were selected as the content measured by the 

remaining subscales was either captured elsewhere (e.g., self-esteem/self-efficacy was 

captured by the RSES), or was less relevant to parents, given that the ES was developed for 

and with adults with a mental health disorder [42].  One item, “you can’t fight city hall,” 

was removed as this phrasing is not common in the Australasian vernacular. Thus, 10 items 

were presented on a 4-point Likert scale and summed to obtain a total score.  Example 

items include: “I feel powerless most of the time” and “I am generally optimistic about the 

future.”  Higher scores indicate greater empowerment. Internal reliability was moderate, α 

= .62 (M = 2.63, SD = .38). 
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Procedure 

 Ethics approval was granted by our university’s ethics review board.  The procedure 

for the qualitative study from which the draft items were drawn has been reported 

previously [4].  The PARG meetings to develop the PSSS items occurred at our university, 

facilitated by the first author.  The PSSS and the other measured variables and 

demographics, were completed online via Qualtrics, an internet-based survey platform.  

Participants indicated consent by clicking on the consent button before continuing on to the 

survey.  Participation was voluntary, with withdrawal permitted at any point, without 

repercussion.  If there was more than one child with a mental health disorder in the family, 

parents were asked to keep in mind the child whose birthday was closest in answering 

questions.  On completing the survey, participants were invited to enter a prize draw to win 

one of 15 gift cards valued at $50 (AUD or NZD).   

Analytic Strategies 

 The aim was to determine the factor structure underlying the PSSS items and 

examine the reliability and convergent validity of the resultant scale.  To do so, missing 

values were identified and addressed.  Bivariate correlations, ANOVA, and t-tests were 

conducted as indicated between measured variables (i.e., empowerment and self-esteem) 

and demographics.  To examine the factor structure of the PSSS items, the dataset was split 

into two samples.  Test assumptions were checked for each split.  An exploratory factor 

analysis was completed on the first split, followed by partial confirmatory factor analysis 

on the second split.  Reliability and validity were then examined, along with relationships 

between the PSSS and demographics.  All analyses were completed in SPSS, version 23.0 
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[44], with the exception of multivariate normality testing, which was completed in AMOS, 

version 23.0 [45].   

Results 

 Prior to splitting the data, a missing values analysis revealed 6.8% missing data, 

which were found to be missing completely at random, as indicated by a nonsignificant 

Little’s missing completely at random test (χ2 = 1804.11, df = 1708, p = .053).  Missing 

values were imputed using the expectation maximisation method, as Mardia’s tests for 

multivariate skewness and kurtosis indicated multivariate non-normality [46].   

 As survey respondents resided in Australia or New Zealand, demographics and 

measured variables were compared by country of residence.  On demographics, differences 

were nonsignificant. On measured variables, participants residing in Australia reported 

significantly lower levels of self-esteem (M = 2.67, SD = .54) compared to those in New 

Zealand (M = 2.82, SD = .51), t(422), -2.15, p = .032, d = .29, 95% CI [-.29, -.01]), as well 

as significantly lower levels of empowerment (M = 2.60, SD = .35) than those in New 

Zealand (M = 2.77, SD = .38), t(422), -3.55, p < .001, d = .46, 95% CI [-.26, -.07].   

Exploratory Factor Analysis 

The survey dataset was then randomly split into two subsets to conduct first an 

exploratory factor analysis (EFA), and then a partial confirmatory factor analysis (PCFA).  

There were no significant differences on any variables between the two datasets.  Skewness 

and kurtosis values on Split 1 ranged from -.49 to 1.52 and -.87 to 2.44 respectively, which 

were within normal limits [47]. Based on the criteria of Tabachnick and Fidell [48], 4 

univariate and 4 multivariate outliers were identified.  These were retained to prevent 
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artificial range restriction [49,50].  Mardia’s tests for multivariate skewness and kurtosis 

indicated multivariate non-normality [46]. 

Using Split 1 (n = 212), an EFA was conducted on the 11 PSSS items.  As data 

were multivariate non-normal, principal axis factoring extraction was used [51] with direct 

oblimin rotation.  The Kaiser-Meyer Olkin measure of sampling adequacy (KMO; [52]) 

was good at .80, and Bartlett’s test of sphericity [53] was significant, (55) = 934.49, p < 

.001, indicating that correlations were sufficiently large for factor analysis.  All items 

correlated at least at .30, but not more than .81 with at least one other item.  The scree test 

indicated three factors with eigenvalues greater than one, and in combination explained 

66.71% of the variance (whole scale α = .82, M = 2.56, SD = .64).  Table 5.2 illustrates the 

factor loadings after rotation. 

Table 5.2 Loadings (After Rotation) for Exploratory Factor Analysis with Direct Oblimin Rotation 
of PSSS Items 

 

Factor 

1 

(Self-Blame) 

2 

(Self-Shame) 

3 

(Bad-Parent) 

My child has his/her problem because of me .85 -.01 .14 

The way I have raised my child has contributed to his/her problem .64 .12 -.18 

I feel guilty that my child has his/her problem .55 .17 .04 

I deserve to be blamed for my child’s problem .52 .13 -.18 

It is not my fault that my child has his/her problem (r) .49 -.21 -.07 

I am not a good enough parent .43 .15 -.36 

I am embarrassed that my child has his/her problem -.01 .86 -.05 

I am ashamed that my child has his/her problem -.08 .86 -.05 

I am self-conscious about being a parent of a child with problems .14 .61 -.01 

I am the best parent I can be (r) -.07 .00 -.88 

I am a good parent, no matter what others say (r) .08 .00 -.83 

Eigenvalues 4.17 1.90 1.27 

% of variance 37.90 17.30 11.51 

Note. Factor loadings over .40 appear in bold. (r) = reverse scored items.   

2F
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 The first factor, self-blame (α = .77, M = 2.70, SD = .77), represents parents’ sense of 

guilt and responsibility for the child’s disorder.  The second factor, self-shame (α = .82, M 

= 2.21, SD = .94), represents parents’ shame and sense of embarrassment due to being a 

parent of a child with a mental health disorder. The third factor, bad-parent self-beliefs (α = 

.80, M = 2.67, SD = .90), represents the extent to which parents believe themselves to be 

bad or ineffective parents.   

 The item, “I am not a good enough parent,” cross-loaded on Factor 1 (.43) and Factor 

3 (-.36). Costello and Osbourne [54] suggest removing cross-loaded items when factor 

loadings exceed .32 across two or more factors. However, doing so reduced the whole-scale 

alpha from .82 to.79 and left Factor 3 with only two items. Thus, the item was retained for 

the PCFA. 

 Correlations between the subscales were significant and small-to-moderate in size, in 

the expected direction: self-blame with bad-parent self-beliefs, r = .53, p < .001, self-blame 

with self-shame, r = .27, p < .001, and self-shame with bad-parent self-beliefs, r = .27, p < 

.001.   

Partial Confirmatory Factor Analysis 

Skewness and kurtosis values on Split 2 ranged from -.48 to 1.05 and -.94 to .51 

respectively, which were within normal limits [47]. Based on the criteria of Tabachnick and 

Fidell [48], 3 univariate and 4 multivariate outliers were identified.  As with Split 1, 

outliers were retained.  Mardia’s tests for multivariate skewness and kurtosis indicated that 

Split 2 data were multivariate normal. 



215  

   

 To cross validate the EFA, a PCFA [55] was conducted.  PCFA is used for assessing 

dimensionality and is an intermediary technique situated between an unrestricted EFA and 

a restricted confirmatory factor analysis (CFA) [55].  PCFA is recommended where factor 

analysis is still exploratory [55], as was the case for the present study due to the cross-

loading of one item (“I am not a good enough parent”) in the EFA.  PCFA is similar to 

EFA in that item-loadings are applied to factors and, thus, does not restrict the 

crossloadings of items to one factor (as would be the case for CFA; [56]). In keeping with 

CFA, though, close-fit indices are calculated for the proposed PCFA solution [55].  For the 

current analysis, the chi square (χ2) goodness-of-fit index and the root-mean-square error of 

approximation (RMSEA) were calculated.  The χ2 is to be nonsignificant [57], and a 

RMSEA < .05 indicates excellent fit, whereas .05 to .06 indicates adequate fit [58]. 

Additionally, incremental close-fit indices compare the chi-square (χ2) data drawn from the 

null and implied models. For the present study, the normed-fit index (NFI), the Tucker-

Lewis index (TLI), and the comparative fit index (CFI) were calculated. Values for the 

NFI, TLI, and CFI > .95 indicate excellent fit and .90 to .95 indicate adequate fit [59]. 

 Using Split 2 (n = 212), the PCFA was completed with three factors specified, 

maximum likelihood extraction, and direct oblimin rotation.  The KMO [52] was good at 

.79, and a significant Bartlett’s test of sphericity [53], (55) = 1105.04, p < .001, 

indicated that correlations were sufficiently large for factor analysis.  All items correlated at 

least .30, but not more than .81, with at least one other item. 

 The three-factor model was confirmed and consisted of self-blame (five items, α = 

.81), self-shame (three items, α = .86), and bad-parent self-beliefs (three items, α = .84).  

2F
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The three factors explained 70.21% of the variance (whole scale α = .84).  Each of these 

factors were comprised of items consistent with those observed in the EFA.  The item, “I 

am not a good enough parent,” which exhibited cross-loading in the EFA on factors 1 and 

3, no longer cross-loaded, but instead loaded onto Factor 3.  Table 5.3 provides item factor 

loadings after rotation.  The χ2 was nonsignificant, χ2(25) = 30.71, p = .199, and the 

RMSEA, in combination with the incremental close-fit indexes, indicted a good fit between 

the expected model and the observed data (RMSEA = .03; NFI = .97; TLI = .99; CFI = 

.99).   

 
Table 5.3 Loadings (After Rotation) for Partial Confirmatory Factor Analysis with Direct Oblimin 
Rotation of PSSS Items 

 

Factor 
1 

(Self-Blame)  
2 

(Self-Shame)  
3 

(Bad-Parent) 

My child has his/her problem because of me .99 -.14 .07 

The way I have raised my child has contributed to his/her problem .69 -.03 .00 

I deserve to be blamed for my child’s problem .65 .16 -.03 

I feel guilty that my child has his/her problem .61 .08 -.02 

It is not my fault that my child has his/her problem (r) .44 -.05 -.20 

I am embarrassed that my child has his/her problem  .00 .98 .08 

I am ashamed that my child has his/her problem .07 .82 -.01 

I am self-conscious about being a parent of a child with problems -.05 .67 -.09 

I am the best parent I can be (r) -.04 -.02 -.89 

I am a good parent, no matter what others say (r) -.03 .03 -.85 

I am not a good enough parent .25 .11 -.54 

Eigenvalues 4.26 2.04 1.37 

% of variance 38.70 18.52 12.46 

Note. Factor loadings over .40 appear in bold. (r) = reverse scored items.  
 

 To further investigate the adequacy of a three-factor model, parallel analysis and 

Velicer’s minimum average partial test (MAP; [60]) were conducted and indicated that a 

three-factor structure was appropriate, supporting both the EFA and PCFA.  
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 In keeping with the findings of the EFA, correlations between the subscales were 

significant and in the expected direction; self-blame with bad-parent self-beliefs, r = .46, p 

< .001, self-shame with bad-parent self-beliefs, r = .33, p < .001, and self-blame with self-

shame, r = .22, p = .002.   

Convergent Validity 

 To explore the relationship of each PSSS subscale with self-esteem and 

empowerment, partial correlations (controlling for the effect of country of origin on self-

esteem and empowerment) were conducted.  Findings indicated that all three of the PSSS 

subscales were significantly and negatively correlated with self-esteem and empowerment, 

indicating that increases in self-shame, self-blame, and bad parent self-beliefs are related 

with lower self-esteem and empowerment.  Table 5.4 provides information on these 

correlations. 

 Simultaneous multiple regressions were then used to establish the amount of variance 

each PSSS subscale accounted for in both self-esteem and empowerment.  The three PSSS 

subscales were first regressed onto self-esteem and then onto empowerment.  Results 

indicated that bad-parent self-beliefs (E = -.45, t = -7.03, p = < .001) and self-blame (E = -

.26, t = -4.24, p = < .001), but not self-shame (E = -.03, t = -.47, p = .641) accounted for a 

significant proportion of unique variance in self-esteem (i.e., 39%); R2 = .39, F(3, 208) = 

43.85, p = < .001.  Bad parent self-beliefs (E = -.25, t = -3.26, p = .001), but not self-blame 

(E = -.13, t = -1.75, p = .081) or self-shame (E = -.07, t = -1.01, p = < .313) accounted for a 

significant proportion of unique variance in empowerment (i.e., 13%); R2 = .13, F(3, 208) = 

10.11, p = < .001.   



218  

 
Table 5.4 Summary of Intercorrelations for Scores on the PSSS (Total Scale and Subscales), RSES, 
and ES 

 RSES ES 

PSSS Total 

PSSS Factor 1 Self-Blame 

PSSS Factor 2 Self-Shame 

PSSS Factor 3 Bad-Parent 

-.57* 

-.48* 

-.24* 

-.58* 

-.34* 

-.27* 

-.20* 

-.33* 
 
Note. PSSS = Parents’ Self-Stigma Scale; RSES = Rosenberg Self-Esteem Scale; ES = Empowerment Scale; 
Effects of country of origin on empowerment and self-esteem have been controlled for; *p < .001 
 
 

Self-Stigma and Demographics 

 Results indicated significant relationships between the three PSSS subscales and three 

of the demographics variables.  Younger parents experienced greater self-blame (r = -.15, p 

= .026) and bad-parent self-beliefs (r = -.22, p < .001).  Self-blame was also significantly 

and negatively correlated with the length of time since diagnosis (r = -.14, p = .038), and 

the length of time the child had been in any form of treatment (r = -.15, p = .031), 

indicating that parents feel lower self-blame with increased time since the child was first 

diagnosed and began treatment.   

PSSS Subscale Comparisons 

 To examine differences in self-stigma scores across each subscale, a repeated 

measures analysis of variance (ANOVA) with a Greenhouse-Geisser correction was 

conducted.  Findings indicated that means across each of the PSSS subscales significantly 

differed, F(1.81, 382.71) = 16.33, p < .001, = .07.  Paired samples t-tests revealed that 

scores on the bad-parent self-beliefs subscale were significantly higher than scores on both 

the self-blame subscale, t(211) = -2.23, p = .027, d = .15, 95% CI [-.26, -.02] and the self-

shame subscale, t(211) = 5.49, p < .001, d = .43, 95% CI [.26, .56].  Scores on the self-

2
pK
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blame subscale were significantly higher than scores on the self-shame subscale, t(211) = 

3.34, p = .001, d = .29, 95% CI [.11, .43].  Thus, parents’ self-stigma was most commonly 

reported as bad-parent self-beliefs, followed by self-blame, and self-shame.  Mean self-

stigma scores and standard deviations are presented in Table 5.5. 

 
Table 5.5. Means and Standard Deviations of PSSS Total and Subscale Scores (Split 2, n = 212) 

 PSSS Self-Blame PSSS Self-Shame PSSS Bad-Parent PSSS Total 

M  2.67 2.40 2.80 2.63 

SD .87 1.02 .85 .68 

[95% CI] [2.55, 2.79] [2.26, 2.53] [2.70, 2.92] [2.54, 2.72] 
 
Note. PSSS = Parents’ Self-Stigma Scale; Mean scores are based on average scores to account for unequal 
number of items across subscales. 
 
 

Discussion 

 Parents of children with a mental health disorder express that experiencing self-

stigma is painful [4].  Previous self-stigma scales were developed with or for parents of 

adult offspring affected by mental health and/or intellectual disabilities, rather than 

specifically for parents of children with a mental health disorder.  Hence, this study aimed 

to develop and provide psychometric information on a self-stigma scale for these parents. 

Scale items were derived from qualitative research into parents’ self-stigma experiences 

[4]. Moreover, by using a PARG in refining and deciding on items, item generation was 

participant-centred, rather than a researcher-centred.  Moreover, as the PARG crafted items 

to best represent the way parents experience the core conceptual components of self-stigma, 

items are experientially and theoretically grounded [61,62].  Factor analyses of these items 

indicated that, as expected, parent self-stigma is comprised of three intercorrelated 

components: self-blame, self-shame, and bad-parent self-beliefs. A total of 70% of the 
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variance in the PSSS items was accounted for by the three factors, which is deemed 

excellent in factor analysis [63].   

 In developing PSSS items using the exact language and terminology used by parents, 

and adhering to the advice of the PARG regarding item generation and refinement, the 

PSSS closely represents parents’ lived experiences of self-stigma.  The PARG’s 

recommendations for temperance in the items used to assess bad-parent self-beliefs, 

positively framing items (e.g., “I am the best parent I can be”), and avoiding the term ‘bad 

parent’ were adhered to.  Given the sensitive nature of this topic, taking the PARG’s 

direction was critical in ensuring a meaningful and respectful scale.   

 During factor analysis, the item “I am not a good enough parent” (reworded from “I 

am a bad parent”) exhibited low-to-moderate cross-loading in the EFA on both the self-

blame and bad-parent self-beliefs factors.  However, in the PCFA, the item no longer cross 

loaded, but loaded onto the bad-parent self-beliefs factor.  Results of the PCFA indicated 

that this item should be retained under this factor.  Conceptually, this item seems better 

represented by the bad-parent self-beliefs factor, given its reference to parents’ sense of 

failing to be a good enough parent.  The intercorrelation between these two factors was 

small-to-moderate, indicating no substantial overlap in the content of the facet represented 

by each factor.  Moreover, the results of the PCFA, parallel analysis, and MAP test further 

suggests that the identified factor structure is likely to be supported in a subsequent CFA 

[56]. 

 A three-factor solution to the PSSS is broadly consistent with Corrigan et al. [29] and 

Corrigan and Miller [25], who argue that self-stigma is a multifaceted construct. More 

specifically, the three domains identified by qualitative research (i.e., bad-parent self-
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beliefs, self-blame, and self-shame) were confirmed using a quantitative approach.  Thus, 

all three are part of the self-stigma experience for parents of a child with a mental health 

disorder [4]. This helps to clarify the operational definition of self-stigma amongst these 

parents. The first factor, self-blame, is in keeping with Moses [10] who defined parents’ 

self-blame as perceived responsibility for and guilt regarding the child’s disorder.  The 

second component, bad-parent self-beliefs, is defined by parents’ self-view as a bad parent, 

and is broadly consistent with the way that parents have described their negative self-

evaluation as a failed parent in previous studies (e.g., [5,9,11,18,64,65]). The third factor, 

self-shame, is defined by parents feeling ashamed and embarrassed to be associated with 

their stigmatised child.  This is consistent with an existing operational definition of self-

stigma (affiliate stigma), which sees self-shame as the internalisation of the loss of social 

status which occurs due to being associated with a stigmatised individual [8,21].  Research 

on affiliate stigma has largely been conducted within collectivist (particularly Asian) 

cultures (e.g., [8,66,67]), where shame holds significance due to its association with loss of 

face [68]. Our findings indicate that self-shame is also an integral part of self-stigma in 

Australian and New Zealander parents (albeit, to a lesser extent than self-blame and bad-

parent self-beliefs). 

 Whereas some previous research has considered bad-parent self-beliefs and self-

blame as one and the same (e.g., [10,11]), our findings indicate that these are separate but 

related components of parents’ self-stigma.  This supports the proposition that one can 

occur without the other; that is, parents might self-blame, but not believe themselves to be 

bad parents.  Although self-blaming, parents may simultaneously evoke a sense of being a 

good parent through their efforts to protect their child and advocate for support on his/her 
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behalf [4,69,70].  Alternatively, parents may reject responsibility for the onset of the 

disorder [9,71], but still feel like bad parents due to feeling unable to remediate the child’s 

socially discordant behaviour [64,72]. Still, intercorrelations between the subscales 

indicated that self-blame and bad-parent self-beliefs are moderately correlated, whereas 

they shared small relations to self-shame.  This might be explained by differences in 

whether the focus of the stigma is the parent or the child.  Self-blame and bad-parent self-

beliefs are both characterised by the discrediting of the parent-self; that is, the parent is the 

focus.  On the other hand, self-shame is a consequence of parents’ association with their 

stigmatised child [8]; that is, the child is the focus.   

 Convergent validity of the PSSS was investigated by examining relationships of 

parent self-stigma with self-esteem and with empowerment, as these are often considered to 

be the obverse of self-stigma [29].  Consistent, with research on self-stigma in other 

populations (e.g., adults with mental illness), self-stigma was associated with self-esteem 

and empowerment [16, 29].  Specifically, all three PSSS factors were negatively correlated 

with self-esteem and empowerment.  These findings add to previous research in which self-

shame (i.e., affiliate stigma) in family caregivers was found to be associated with reduced 

self-esteem [22].  In the present study regression analyses indicated that self-shame was not 

a significant predictor of lower self-esteem or empowerment when self-blame and bad-

parent self-beliefs were included in the model.  Again, this finding might be explained by 

whether the stigma focus is the parent (self-blame/bad-parent) or the child (self-shame), 

and suggests that self-stigma that focuses on the parent-self (bad parent and self-blame) 

may be most important in predicting reduced self-esteem and empowerment.  However, the 

relationship between self-shame and self-esteem as well as empowerment requires further 
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investigation, particularly as trait-shame (i.e., self-shame) has been conceptually linked to 

lower self-esteem [73]. 

 All three PSSS subscales were negatively associated with parent age.  Whilst this 

finding is in contrast to Mak and Cheung [8] who found that self-shame (affiliate stigma) 

tends to increase with age in Asian caregivers of offspring with intellectual disabilities 

and/or mental health disorders, it is consistent with qualitative findings that self-blame and 

self-devaluation lessen over time [4,74,75].  These qualitative studies have shown that 

parents tend to redefine their parenting ideal to account for the uniqueness of their situation, 

which supports their rejection of others’ stigma, and encourages the re-enfranchisement of 

their parenting identity; all to the benefit of reducing self-stigma [4,74,75].  Such changes 

often occur in response to receiving a non-blaming explanation for the child’s disorder, 

and/or due to positive changes in the child [11,17,65].  Our findings showing that lower 

self-blame was related to longer time since diagnosis and commencement of treatment 

bolsters this proposition. Perhaps self-shame, which is due to a focus of stigma on the child, 

follows a different path.  

 The current study should be interpreted in the context of some limitations.  First, data 

multivariate non-normality necessitated the use of the expectation maximisation method to 

address missing data.  Although an acceptable approach for use with non-normal data, this 

method can result in biased parameter estimates and underestimated standard errors 

[76,77].  Multivariate non-normality also necessitated the use of principal axis factoring for 

the EFA.  Whilst this method is preferred in cases of data non-normality [78], it precludes 

the obtainment of fit indices [51].  Second, in examining the concurrent validity of the 

PSSS, the internal consistency of the ES was low.  Although others have similarly found 
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adapted versions of the ES to exhibit low internal consistency (e.g., α = .44; [79]), it is still 

used as a reliable (negative) correlate of self-stigma.  Given that the ES was designed for 

use with adults with mental health disorders [43], future studies on parents’ self-stigma 

might consider using a measure more specific to the parenting context.  Third, discriminant 

validity remains to be tested.  Fourth, parent psychopathology was not established in the 

current study.  It is possible that parents’ psychopathology might influence the extent to 

which they self-stigmatise.  For example, a negative view of the self is a distinguishing 

feature of depression [80].  However, items of the PSSS are framed to assess parents’ view 

of their parent-self, rather than parents’ view of their own mental health difficulties.   

 Finally, the majority of participants in the current study were mothers.  Although 

there was no significant effect of gender on any measured variable including the PSSS, the 

low percentage of fathers (i.e., 2.4%) does limit the power to detect a true effect. A low 

response rate from fathers in parenting research is not uncommon [81], and is a problematic 

feature of self-stigma research with parents (e.g., [14,67,82]).  Experts have drawn attention 

to the disparity and argued that although historically mothers and fathers (and mothering 

and fathering) have been conceptualised as being distinct, in the modern era of parenting, 

there are more similarities than differences [81,83].  There is an increasing convergence in 

parenting practices, behaviours, and involvement with children between mothers and 

fathers [84,85,86].  With regards to self-stigma research, whilst some have found that 

fathers report less stigma [19,87,88], others have found that self-stigma is similar regardless 

of parent gender [8,10].  In the qualitative study from which the PSSS items were drawn, 

the one father noted similar issues to the mothers [4].  In retaining the fathers in the current 
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sample, we aim to take a gender-neutral conceptualisation of parenting, as has been 

emphasised by Fagan et al. [81].   

 The current results have clinical implications.  It has been suggested that clinicians 

should expect that most, if not all parents of children with a mental health disorder are 

likely to be struggling with self-stigma to some extent [89].  The current findings indicate 

that parents’ self-stigma is experienced as self-blame, self-shame, and bad-parent self-

beliefs.  Therefore, in supporting parents, intervention may be best targeted at helping 

parents to address such negative self-attributions.  In this regard, narrative enhancement and 

cognitive therapy may hold promise [90,91].  The aim of such therapy is to support the 

restructuring of negative self-beliefs through the shaping of a more empowered self-

narrative [90,91,92].  Focussing on self-blame, self-shame, and bad-parent self-beliefs may 

optimise such therapy.  

Summary 

 In conclusion, self-stigma is a self-view that the parent-self is fundamentally flawed.  

Factor analytic results of the current study indicated that parent self-stigma is characterised 

by three separate, but related factors: self-blame, self-shame, and bad-parent self-beliefs.  

The PSSS reflects parents’ lived experiences and accounts for the multi-dimensional facets 

underlying parental self-stigma.  Thus, the PSSS provides a brief tool to assess parent self-

stigma more comprehensively than existing parental self-stigma scales.  The PSSS may 

help to further develop understanding of the genesis and effects of parents’ self-stigma, and 

could also be used to assess outcomes of parent self-stigma interventions. In supporting 
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parents to address their self-stigma, clinicians should consider parents’ self-blame, self-

shame, and bad-parent self-beliefs. 

 

Acknowledgements:  We extend our sincerest gratitude to the parents, individuals, organisations, and groups 

who have contributed to, and supported this research. 

Funding: This research was funded by an Australian Government Research Training Program Scholarship, 

awarded by The University of Western Australia, as well as funds from the School of Psychology. 

Conflict of interest: The authors declare no potential conflicts of interest. 

Ethical approval: This research was conducted in accordance with the ethical standards of the University of 

Western Australia, Human Research Ethics Office. 

  



227  

   

References 

1. Mukolo A, Heflinger C A, Wallston K A (2010) The stigma of childhood mental 

disorders: A conceptual framework. J Am Acad Child Adolesc Psychiat 49: 92-103  

2. Moses T (2014) Stigma and family. In P W Corrigan (Ed), The stigma of disease and 

disability. American Psychological Association, Washington DC, pp 247-268 

3. Clarke J N, van Ameron G (2015) Parents whose children have oppositional defiant 

disorder talk to one another on the internet.  Child Adolesc Soc Work J 32: 341–350 

4. Eaton K, Ohan J L, Stritzke W G K, Corrigan P W (2016) Failing to meet the good 

parent ideal: Self-stigma in parents of children with mental health disorders. J Child Fam 

Studies 25: 3109–3123 

5. Fernández M C, Arcia E (2004) Disruptive behaviours and maternal responsibility: A 

complex portrait of stigma, self-blame, and other reactions. Hispanic J Behav Sci 26: 356-

372 

6. Ferriter M, Huband N (2003) Experiences of parents with a son or daughter suffering 

from schizophrenia. J Psychiatr Ment Health Nurs 10: 552-560 

7. Girma E, Möller-Leimkühler A M, Müller N, Dehning S, Froeschl G, Tesfaye M (2014) 

Public stigma against family members of people with mental illness: Findings from the 

Gilgel Gibe Field Research Center (GGFRC), Southwest Ethiopia. BMC International 

Health and Human Rights 14: 1-7 

8. Mak W W S, Cheung R Y M (2008) Affiliate stigma among caregivers of people with 

intellectual disability or mental illness. J Appl Res Intellect Disabil 21: 532-545 

9. Malacrida C (2001) Motherhood, resistance, and attention deficit disorder: Strategies and 

limits. Can Rev Sociol Anthropol 38: 141-165 



228  

10. Moses T (2010) Exploring parents’ self-blame in relation to adolescent’s mental 

disorders. Fam Relat 59: 103-120 

11. Singh I (2004) Doing their jobs: Mothering with Ritalin in a culture of mother-blame. 

Soc Sci Med 59: 1193-1205 

12. Corrigan P W, Watson A C (2002) The paradox of self-stigma and mental illness. Clin 

Psychol Science and Practice 9: 35–53 

13. Yanos P, Roe D, Markus K, Lysaker P (2008) Pathways between internalized stigma 

and outcomes related to recovery in schizophrenia spectrum disorders. Psychiatr Serv 59: 

1437-1442 

14. Zisman-Ilani Y, Levy-Frank I, Hasson-Ohayon I, Kravetz S, Mashiach-Eizenberg M, 

Roe D (2013) Measuring the internalised stigma of parents of persons with a serious mental 

illness. J Nerv Ment Dis 201: 186-187 

15. Corrigan P W (2017) Defining the stereotypes of health conditions: Methodological and 

practical considerations. Stigma and Health. Advance online. doi:10.1037/sah0000085 

16. Ritsher J B, Otilingam P G, Grajales M (2003) Internalised stigma of mental illness: 

Psychometric properties of a new measure. Psychiatry Res 121: 31-49 

17. Harden J (2005) Parenting a young person with mental health problems: Temporal 

disruption and reconstruction. Sociol Health and Illn 27: 351–371 

18. Jackson D, Peters K (2008) Use of drug therapy in children with attention deficit 

hyperactivity disorder (ADHD): Maternal views and experiences. J Clin Nurs 17: 2725-

2732 

19. Milliken J P (2001) Disenfranchised mothers: Caring for an adult child with 

schizophrenia. Health Care Women Int 22: 149-166 



229  

   

20. McDonald G, O’Brien L, Jackson D (2007) Guilt and shame: Experiences of parents of 

self-harming adolescents. J Child Health Care 11: 298–310 

21. Mak W W S, Cheung R Y M (2012) Psychological distress and subjective burden of 

caregivers of people with mental illness: The role of affiliate stigma and face concern. 

Commun Ment Health J 48: 270-274 

22. Chang C C, Su J A, Tsai C S, Yen C F, Liu J H, Lin C Y (2015) Rasch analysis 

suggested three unidimensional domains for Affiliate Stigma Scale: Additional 

psychometric evaluation. J Clin Epidemiol 68: 674-683 

23. Mikami A Y, Chong G K, Saporito J M, Na J J (2015) Implications of parental affiliate 

stigma in families of children with ADHD. J Clin Child Adolesc Psychol 44: 595-603 

24. Ditchman N, Werner S, Kosyluk K, Jones N, Elg B, Corrigan P W (2013) Stigma and 

intellectual disability: Potential application of mental illness research.  Rehabil Psychol 58: 

206-216 

25. Corrigan P W, Miller F E (2004) Shame, blame, and contamination: A review of the 

impact of mental illness stigma on family members. J Ment Health 13: 537-548 

26. Corrigan P W, Larson J E, Rüsch N (2009) Self-stigma and the “why try” effect: Impact 

on life goals and evidence-based practices. World Psychiatry 8: 75-81 

27. Corrigan P W, Watson A C, Barr L (2006) The self-stigma of mental illness: 

Implications for self-esteem and self-efficacy. J Soc Clin Psychol 25: 875-884 

28. Watson A C, Corrigan P W, Larson J E, Sells M (2007) Self-stigma in people with 

mental illness. Schizophr Bull 33: 1312–1318 

29. Corrigan P W, Michaels P J, Vega E, Gause M, Watson A C, Rüsch N (2012) Self-

stigma of mental illness scale-short form: Reliability and validity. Psychiatr Res 199: 65-69  



230  

30. Stone E, Priestley M (1996) Parasites, pawns and partners: Disability research and the 

role of non-disabled researchers. Br J Sociol 47: 699-716 

31. Ditrano C J, Silverstein-Bordeaux L (2006) Listening to parents’ voices: Participatory 

action research in the schools. Professional Psychology: Research and Practice 37: 359-366 

32. Kidd S A, Kral M J (2005) Practicing participatory action research. J Couns Psychol 

52: 187–195 

33. Dworski-Riggs D, Langhout R D (2010) Elucidating the power in empowerment and 

the participation in participatory action research: A story about research team and 

elementary school change. Am J Community Psychol 45: 215–230 

34. Morgado F F R, Meireles J F F, Neves C M, Amaral A C S, Ferreira M E (2017) Scale 

development: Ten main limitations and recommendations to improve future research 

practices. Psicologia: Reflexão e Crítica 30: 1-20 

35. Rowan N, Wulff D (2007) Using qualitative methods to inform scale development. The 

Qual Rep 12: 450–466 

36. Willgerodt M A (2003) Using focus groups to develop culturally relevant instruments. 

West J Nurs Res 25: 798-814 

37. De Vellis R F (2016) Scale development: Theory and applications (4th ed). Sage 

Publications, Thousand Oaks, California  

38. Rüsch N, Lieb K, Bohus M, Corrigan P W (2006) Self-stigma, empowerment, and 

perceived legitimacy of discrimination among women with mental illness. Psychiatr Serv 

57: 399-402 

39. Comrey A L, Lee H B (1992) A First Course Factor Analysis. Psychology Press: New 

York 



231  

   

40. Australian Bureau of Statistics (ABS) (2015) Household Income and Wealth, Australia 

2013-2014 (Cat.No. 6523.0). Retrieved from http://www.abs.gov.au 

41. Australian Bureau of Statistics (ABS) (2016) 2016 Census Quick Stats. Retrieved from 

http://www.censusdata.abs.gov.au/census_services/getproduct/census/2016/quickstat/036 

42. Rosenberg M (1965) Society and the adolescent self-image. Princeton Uni Press, 

Princeton 

43. Rogers E S, Chamberlin J, Ellison M L, Crean T (1997) A consumer-constructed scale 

to measure empowerment among users of mental health services. Psychiatr Serv 48: 1042-

1047 

44. IBM Corp (2016) IBM SPSS Statistics for Windows (Version, 23.0) [Computer 

Program]. Armonk, NY: IBM Corp. 

45. Arbuckle J L (2014) Amos (Version 23.0) [Computer Program]. Chicago: IBM SPSS. 

46. Mardia K V (1974) Applications of some measures of multivariate skewness and 

kurtosis in testing normality and robustness studies. Sankhyā: The Indian Journal of 

Statistics, Series B (1960-2002) 36: 115–128 

47. Field A (2009) Discovering statistics using SPSS (3rd ed). SAGE Publications, London. 

48. Tabachnick B G, Fidell L S (2013) Using multivariate statistics (6th ed). Pearson, 

Boston 

49. Aguinis H, Gottfredson R K, Joo H (2013) Best-practice recommendations for defining, 

identifying, and handling outliers. Organizational Research Methods 16: 270-301  

50. Orr J M, Sackett P R, DuBois C L Z (1991) Outlier detection and treatment in I/O 

Psychology: A survey of researcher beliefs and an empirical illustration. Pers Psychol 44: 

473-486 



232  

51. Fabrigar L R, Wegener D T, MacCallum R. C, Strahan E J (1999) Evaluating the use of 

exploratory factor analysis in psychological research. Psychol Methods 4: 272-299 

52. Kaiser H F (1974) An index of factorial simplicity. Psychometrika 39: 31-36 

53. Bartlett M S (1950) Tests of significance in factor analysis. Br J Psychol 3: 77-85 

54. Costello A B, Osborne J W (2005) Best practices in exploratory factor analysis: Four 

recommendations for getting the most from your analysis. Practical Assessment, Research, 

and Evaluation 10: 1-7 

55. Gignac G E (2009) Partial confirmatory factor analysis: Described and illustrated on the 

NEO-PI-R. J Pers Assess 91: 40-47 

56. Hanauer D I, Graham M J, Hatful G F (2016) A measure of college student persistent in 

the sciences (PITS). CBE: Life Sciences Edu 15: 1-10 

57. Bentler P M, Bonnet D C (1980) Significance tests and goodness of fit in the analysis of 

covariance structures. Psychol Bul 88: 588-606 

58. Browne M W, Cudeck R (1993) Alternative ways of assessing model fit. In K A 

Bollen, J S Long (Eds) Testing structural equation models. Sage, Newbury Park, pp 136-

162 

59. Hu L-T, Bentler P M (1999) Cutoff criteria for fit indexes in covariance structure 

analysis: Conventional criteria versus new alternatives. Structural Equation Modelling 6: 1-

55 

60. O’Connor B P (2000) SPSS and SAS programs for determining the number of 

components using parallel analysis and Velicer’s MAP test. Beh Res Methods Instrum 

Comput 32: 396-402 



233  

   

61. Clark L A, Watson D (1995) Constructing validity: Basic issues in objective scale 

development. Psychol Assess 7: 309-319 

62. Olshansky E, Lakes K D, Vaughan J, Gravem D, Rich J K, …, Cooper D (2012) 

Enhancing the construct and content validity of rating scales for clinical research. Int J 

Educ Psychol Assess 10: 36-50 

63. Hair J F Jr, Black W C, Babin B J, Anderson R E (2010) Multivariate data analysis (7th 

ed). Pearson Education, Upper Saddle River, NJ. 

64. Doubet S L, Ostrosky M M (2015) The impact of challenging behaviour on families: I 

don’t know what to do. Topics in Early Childhood Special Education 34: 223-233 

65. Koro-Ljungberg M, Bussing R (2009) The management of courtesy stigma in the lives 

of families with teenagers with ADHD. J Family Issues 30: 1175-1200 

66. Chiu M Y L, Yang X, Wong F H T, Li J H, Li J (2013) Caregiving of children with 

intellectual disabilities in China: An examination of affiliate stigma and the cultural thesis. 

J Intellect Disabil Res 57: 1117-1129 

67. Mak W W S, Kwok Y T Y (2010) Internalisation of stigma for parents of children with 

autism spectrum disorder in Hong Kong. Soc Sci Med 70: 2045-2051 

68. Li J, Wang L, Fischer K W (2004) The organisation of Chinese shame concepts. Cogn 

Emotion 18: 767-797 

69. Kunseler F C, Willemen A M, Oosterman M, Schuengel C (2014) Changes in parenting 

self-efficacy and mood symptoms in the transition to parenthood: A bidirectional 

association. Parenting, 14: 214-234 

70. Trute B, Benzies K M, Worthington C (2012) Mother positivity and family adjustment 

in households with children with a serious disability. J Child Fam Stud 21: 411-417 



234  

71. Meiser B, Mitchell P B, Kasparian N A, Strong K, Simpson J M, … Schofield P R 

(2007) Attitudes towards childbearing, causal attributions for bipolar disorder and 

psychological distress: A study of families with multiple cases of bipolar disorder. Psychol 

Med 37: 1601-1611 

72. McKeever P, Miller K L (2004) Mothering children who have disabilities: A 

Bourdieusian interpretation of maternal practices.  Soc Sci Med 59: 1177-1191 

73. Velotti P, Garofalo C, Bottazzi F, Caretti V (2016) Faces of shame: Implications for 

self-esteem, emotion regulation, aggression, and well-being. J Psychol 151: 171-184 

74. Milliken J P, Northcott H C (2003) Redefining parental identity: Caregiving and 

schizophrenia. Qual Health Res 13: 100-113 

75. Muhlbauer S A (2002) Navigating the storm of mental illness: Phases in a family’s 

journey. Qual Health Res 12: 1076-1092 

76. Kang H (2013) The prevention and handling of the missing data. Korean J Anesthesiol 

64: 402-406 

77. Lin T H (2010) A comparison of multiple imputation with EM algorithm and MCMC 

method for quality of life missing data. Qual Quant 44: 277-287 

78. de Winter J C F, Dodou D (2012). Factor recovery by principal axis factoring and 

maximum likelihood factor analysis as a function of factor pattern and sample size. J Appl 

Stat 39: 695-710 

79. Corrigan P W, Bink A B, Schmidt A, Jones N, Rüsch N (2015) What is the impact of 

self-stigma? Loss of self-respect and the ‘why try’ effect. J Ment Health 25 10–15 

80. Beck A T, Steer R A, Epstein N, Brown G (1990) Beck Self-Concept test. Psychol 

Assess 2 191-197 



235  

   

81. Fagan J, Day R, Lamb M E, Cabrera N J (2014) Should researchers conceptualise 

differently the dimensions of parenting for fathers and mothers? J Fam Theory Rev 6: 390-

405 

82. Hasson-Ohayon I, Levy I, Kravetz S, Vollanski-Narkis A, Roe D (2011) Insight into 

mental illness, self-stigma, and the family burden of parents of persons with a severe 

mental illness. Compr Psychiatry 52: 75–80 

83. Finley G E, Mira S D, Schwartz S J (2008) Perceived paternal and maternal 

involvement: Factor structures, mean differences, and parental roles. Fathering 6: 62-82 

84. Cabrera N, Fagan J, Wight V, Schadler C (2011) The influence of mother, father, and 

child risk on parenting and children’s cognitive and social behaviours. Child Dev 82: 1985-

2005 

85. McDowell D J, Parke R D (2009) Parental correlates of children’s peer relations: An 

empirical test of a tripartite model. Dev Psychol 45: 224-235 

86. Raley S, Bianchi S M, Wang W (2012) When do fathers care? Mothers’ economic 

contribute and fathers’ involvement in child care. Am J Sociol 117: 1422-1459 

87. Fortune D G, Smith J V, Garvey K (2005) Perceptions of psychosis, coping, appraisals, 

and psychological stress in the relatives of patients with schizophrenia: An exploration 

using self-regulation theory. Br J Clin Psychol 44: 319-331 

88. Gray D E (2002) Ten years on: A longitudinal study of families of children with autism. 

J Intellect Dev Disabil 27: 215-222 

89. Baldwin E N (2014) Recognizing guilt and shame: Therapeutic ruptures with parents of 

children in psychotherapy. Psychoanal Soc Work 21: 2-18 



236  

90. Roe D, Hasson-Ohayon I, Derhy O, Yanos P T, Lysaker P H (2010) Talking about life 

and finding solutions to different hardships: A qualitative study on the impact of narrative 

enhancement and cognitive therapy on persons with serious mental illness. J Nerv Ment Dis 

198: 807-812 

91. Roe D, Hasson-Ohayon I, Mashiach-Eienberg M, Derhy O, Lysaker P H, Yanos P T 

(2014) Narrative enhancement and cognitive therapy (NECT) effectiveness: A quasi-

experimental study. J Clin Psychol 70: 303-312 

92. Yanos P T, Roe D, Lysaker P H (2011) Narrative enhancement and cognitive therapy: 

A new group-based treatment for internalized stigma among person with severe mental 

illness. Int J Group Psychother, 61: 576-596 

  



237  

   

  



238  

 

 

 

 

 

 

 

 

 

Chapter 6 Pathways to Self-Stigma in Parents 
of Children with a Mental Health 
Disorder 

  



239  

   

Foreword 

 There is a paucity of research in which explanatory models of self-stigma in parents 

of children with a mental health disorder have been examined.  One possibility is that the 

leading model, developed to explain self-stigma in adults with mental health disorders (i.e., 

the ‘3A’ model; Corrigan & Watson, 2002; Corrigan et al., 2012) could be adopted to 

explain the formation of parents’ self-stigma (Corrigan & Miller, 2004).  However, 

researchers have warned about directly adopting models from the general adult to the 

parenting context (Mukolo, Heflinger, & Wallston, 2010).  Furthermore, as evident in 

Chapters 2 and 5 of this thesis, and other existing research, parents’ self-stigma may take a 

different path that is specific to the parenting context, given parents’ concerns with being a 

good parent and their self-blame for their child’s disorder (e.g., Moses, 2010; Singh, 2004).   

 The single existing model developed for use with parents (Mak & Kwok, 2010) lacks 

key forms of stigma and self-stigma featured in parents’ narratives in the study in Chapter 2 

(and self-stigma as supported by factor analysis in Chapter 5), as well as other existing 

qualitative research on parents’ lived experiences (e.g., Bennett, 2007; Clarke & van 

Ameron, 2015; dos Reis, Barksdale, Sherman, Maloney, & Charach, 2012; Gray-Brunton, 

McVittie, Ellison, & Willock, 2014; Moses, 2010; Singh, 2004).   

 The findings of Chapter 2 of this thesis, in addition to other qualitative work in the 

field (e.g., Doubet & Ostrosky, 2015; Gray-Brunton et al., 2014) provides an alternative 

explanation for parents’ self-stigma.  In Chapter 2, mothers described how their awareness 

of stigma from others could lead to social withdrawal and/or mothers doubting the quality 

of their parenting.  If mothers’ self-doubt could not be resolved, self-stigma could occur 

and this could lead to mothers experiencing affective distress.  Given that conclusions 
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regarding the progressive nature of the internalisation of stigma as self-stigma are tentative, 

having been derived from qualitative research, the study featured in Chapter 6 aimed to 

quantitatively test a model representing this process.   

The social withdrawal described by the mothers in Chapter 2 is not included in the 

model tested in the present chapter (Chapter 6).  This is because the findings of Chapter 3 

have shown that social withdrawal has a more disperse relationship with stigma (and self-

stigma) than just being an outcome of stigma.  In keeping with other studies, social 

withdrawal (e.g., secrecy and concealment of the disorder) is used to prevent stigma, to 

respond to stigma once it is already apparent, and also occurs regardless of stigma (e.g., out 

of a right to privacy) (Corrigan, Larson et al., 2015; Corrigan & Rao, 2012).  As such, 

social withdrawal requires further investigation to clarify its potential role in the stigma to 

self-stigma process.   

Moreover, when the themes from Chapter 2 were presented to the PARG for their 

direction on how these themes were related, the PARG outlined a process in which stigma 

from others created self-doubt, which in turn created self-stigma, and self-stigma created 

affective distress.  Thus, the proposed model reflects these components.  Consistent with 

the PARG’s conclusions, mothers’ narratives featured in Chapter 2 and in several other 

studies describe how self-stigma often leads to affective distress (e.g., sadness, anger, 

anxiety; Harborne, Wolpert, & Clare, 2004; Moses, 2010; Singh, 2004).  Quantitative 

research has also found a relationship between self-stigma (measured as affiliate stigma) 

and affective distress (Chiu et al., 2013; Mak & Cheung, 2008).    

 Thus, the aim of this study is to use structural equation modelling to test a model of 

the formation of self-stigma in parents of children with a mental health disorder.  In this 
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model parents’ awareness of stigma predicts parents’ self-doubt as to their ability to be 

good parents, which in turn predicts self-stigma, and self-stigma predicts affective distress.  

A second version of this model is also tested with the self-stigma to affective distress 

pathway removed, such that stigma awareness predicts self-doubt, and self-doubt predicts 

self-stigma.  In the 3A model, not all hypothesised pathways between the base components 

of this model (i.e., aware, agree, and apply) are supported in research (e.g., Corrigan, 

Watson, & Barr, 2006; Watson, Corrigan, Larson, & Sells, 2007; Corrigan, Bink et al., 

2015).  Adding harm variables to this base model seems to improve model fit (e.g., 

Corrigan, Bink et al., 2015), suggesting the need to examine the robustness of a base model 

as well as the full model.  Model fit statistics and parameter estimates (standardised and 

unstandardised), standard errors and significance levels for the base model are provided in 

Appendix M.  Self-stigma is measured using the Parents’ Self-Stigma Scale, which was 

developed and tested in Chapter 5 of this thesis.  Items comprising measures of stigma 

awareness and self-doubt were drawn from Chapter 2 of this thesis.  Awareness of stigma is 

measured as awareness of courtesy, bad-parent, and blame stigma.  Although, through 

Chapter 2 findings, parents were found to also experience vicarious stigma, this form of 

stigma was not included in the measure of stigma awareness.  This is because vicarious 

stigma is an emotive response to the child’s suffering (Corrigan & Miller, 2004) and may 

not necessarily be recognised as a form of stigma by the parent. 

 This chapter has been submitted for publication review: 

Eaton, K., Stritzke, W. G. K., Corrigan, P. W., Ohan, J. L. (2018). Pathways 
to self-stigma in parents of children with a mental health disorder. 
Manuscript under publication review. 
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Abstract 

Objective.  Self-stigma in parents of children with a mental health disorder is a painful 

experience, yet the process by which it is formed is poorly understood.  A model of this 

process would improve our understanding and inform intervention development.  The two 

existing models of self-stigma have not been tested with parents of children with a mental 

health disorder specifically, and are inconsistent with qualitative research findings 

suggesting an alternative explanation.  Thus, this study aimed to test a model of parents’ 

self-stigma drawn from qualitative research, in which parents’ awareness of stigma predicts 

parents’ self-doubt about their parenting, self-doubt predicts self-stigma, which in turn 

predicts affective distress.  Design.  Parents of children with a mental health disorder (n = 

424) completed measures representing each of these model components.  Results.  Using 

structural equation modelling and after controlling for child symptoms and demographics, 

significant direct pathways were found from awareness of stigma to self-doubt, self-doubt 

to self-stigma, and self-stigma to affective distress.  Conclusions.  These findings suggest 

that self-doubt is an important step in internalising stigma as self-stigma.  Furthermore, 

self-stigma is related to serious consequences for parents’ psychological wellbeing and 

hence, the parent-child relationship.  Findings are discussed in terms of their implications 

for theory and self-stigma interventions. 

Key words: self-stigma, shame, blame, parent ideal, self-doubt  
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Introduction 

 Parents of children with a mental health disorder frequently experience stigma 

(Moses, 2010).  These parents report being blamed and socially shamed for their child’s 

disorder, as well as being called bad or incompetent parents (Blum, 2007; dos Reis, 

Barksdale, Sherman, Maloney, & Charach, 2012; Singh, 2004). When parents repeatedly 

encounter stigma, these stigmas may become internalised and result in self-stigma; that is, 

parents may adopt a stigmatised view of the parent-self (Eaton, Ohan, Stritzke, & Corrigan, 

2016; Zisman-Ilani et al., 2013).  Parents’ self-stigma includes self-blame, self-shame, and 

bad-parent self-beliefs (Eaton et al., 2016).  Self-stigma is painful to experience (Livingston 

& Boyd, 2010), and has been linked to affective distress (Eaton et al., 2016, 2018; Chiu et 

al., 2013; Moses, 2010).  Despite this, the process by which parents’ self-stigma is formed 

is poorly understood.  An explanatory model of this process would improve our 

understanding and might yield possible precursor stages that can be used to inform 

intervention development (Corrigan, Rafacz, & Rüsch, 2011).  

 An examination of existing literature suggests models of how self-stigma is formed. 

In particular, the ‘3A’ model was developed to explain self-stigma formation in adults with 

mental health disorders (Corrigan et al., 2012; Corrigan & Watson, 2002).  Stemming from 

modified labelling theory (Link, 1987; Link, Cullen, Struening, Shrout, & Dohrenwend, 

1989), this model holds that people are socialised into and thus, are aware of stigmatising 

beliefs that devalue and discredit people with mental health disorders (Corrigan & Watson, 

2002).  These stigmas become personally relevant in part through diagnostic labels used to 

define groups to which the individual might belong (in this case, a group of individuals 

with mental health disorders). By agreeing with others’ stigmas about the labelled group, 
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the stigmas that others hold about people with mental health disorders becomes applied by 

the individual as a stigmatised self-view.  The 3A process of aware, agree, and apply is then 

thought to cause harm to the individual’s self-efficacy and self-esteem (Corrigan et al., 

2011, 2012).  This in turn can lead the individual to question his or her worthiness and 

capability of achieving personal goals, a consequence of futility known as the ‘why try’ 

effect (Corrigan, Larson, & Rüsch, 2009).   

 However, there are several reasons as to why this model might not be entirely suitable 

for explaining the formation of self-stigma in parents of children with a mental health 

disorder.  First, not all hypothesised pathways are supported by empirical evidence.  In 

research on adults with mental health disorders, although the agree and apply stages, and 

the apply and harm stages are related, the relationship between the aware and agree stages 

is not always supported (Corrigan et al., 2012; Corrigan, Watson, & Barr, 2006; Watson, 

Corrigan, Larson, & Sells, 2007).  Second, not all hypothesised stages are applicable to 

parents.  In qualitative research, parents have described that although they are aware of 

others’ stigma, they often perceive it to be invalid and unwarranted, and thus reject it 

(Harden, 2005; Koro-Ljungberg & Bussing, 2009).  Despite this, parents still report 

struggling with self-stigma (Eaton et al., 2016), suggesting that the agree stage is not 

needed for parents to experience self-stigma.  Finally, adults with mental health disorders 

are directly stigmatised (e.g., as to blame for their disorder), as are parents (e.g., as to blame 

for their child’s disorder) (Clarke & van Ameron, 2015; Fernández & Arcia, 2004; Moses, 

2010).  However, parents are also indirectly stigmatised (Eaton et al., 2016).  This indirect 

form of stigma is known as courtesy stigma, that is, stigma that transfers from the 

stigmatised child to the parent due to their close family association (Koro-Ljungberg & 
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Bussing, 2009; Norvilitis, Scime, & Lee, 2002).  Thus, parents are stigmatised indirectly on 

the basis of their relationship with their child as well as directly on the basis of parenting 

inadequacy and/or blame for the child’s disorder (Bennett, 2007; Clarke & van Ameron, 

2015; dos Reis et al., 2012).  Courtesy stigma has implications for the way parents’ self-

stigma forms (Mak & Kwok, 2010), and hence, for the applicability of the 3A model to the 

parent context.   

 Beyond general models of self-stigma formation in individuals, to our knowledge, 

only one study has attempted to directly investigate how self-stigma is formed in parents. 

Mak and Kwok (2010) examined the path from courtesy stigma to affiliate stigma amongst 

Hong Kong Chinese parents of children with autism spectrum disorder.  Affiliate stigma is 

defined as internalised courtesy stigma (Mak & Cheung, 2008).  Accordingly, the social 

shame and status loss that parents experience due to their association with their stigmatised 

child (courtesy stigma) can be internalised, such that parents become ashamed of their 

parent-self (affiliate stigma) (Mak & Cheung, 2008, 2012).  Mak and Kwok found that 

courtesy stigma predicted affiliate stigma, via parents’ attributions of controllability over 

and responsibility and/or self-blame for the disorder, the child’s behaviour, and the level of 

stigma experienced.  

 However, directly adopting the Mak and Kwok (2010) findings as a framework for 

understanding self-stigma more broadly in parents of children with a mental health disorder 

also may be inappropriate.  First, Mak and Kwok considered only the role of courtesy 

stigma.  This does not include the direct stigma experienced by many parents of children 

with a mental health disorder (e.g., Clarke & van Ameron, 2015; Eaton et al., 2016; Moses, 

2010; Singh, 2004).  Second, the study only considered the development of affiliate stigma, 
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which is primarily based on shame and status loss, and which does not fully encompass the 

range of self-stigmas that parents of children with a mental health disorder report (e.g., self-

blame, bad-parent self-beliefs; Eaton et al., 2016, 2018). This suggests the need for an 

alternative model.   

 Given the limitations of the 3A model of self-stigma for the parenting context, and 

the narrow scope of the model on the formation of affiliate stigma in parents of children 

with autism, we adopted an alternative approach to our model development. This approach 

is grounded in the experiences of, and informed by, parents of children with a mental health 

disorder.  Specifically, in a recent qualitative study, we interviewed parents of children with 

a mental health disorder regarding their stigma and self-stigma experiences, using a 

protocol developed by a parent-led participatory action research group (PARG; Eaton et al., 

2016).  Themes emerged that represented parents’ awareness of stigma, parenting self-

doubt, forms of self-stigma, and outcomes of self-stigma.  These themes were presented to 

the PARG who reviewed them for comprehensiveness and representativeness of parents’ 

lived experiences, as well as how these themes structurally fit together to explain parents’ 

self-stigma.  This process suggested that parents first become aware of stigma, which then 

brings up self-doubt as to their ability to meet the standards of good parenting, and 

subsequently leads to self-stigma, and then to affective distress such as sadness, 

anxiousness, and anger (Eaton et al., 2016).  

In support of this conceptualisation, qualitative studies with parents of children with 

a mental health disorder have consistently identified that parents first experience awareness 

of stigma, including courtesy stigma, blame, and stigma that besmirches their parenting 

competency (e.g., Angermeyer, Schulze, & Dietrich, 2003; Clarke & van Ameron, 2015; 
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Koro-Ljungberg & Bussing, 2009; Moses, 2010). In support of the model’s second step, 

Eaton et al. (2016) found that all mothers in their qualitative study described stigma as 

inducing self-doubt, as it made them question their identity as a good parent.  Similarly, 

Doubet and Ostrosky (2015) found that parents of children with conduct-related problems 

doubted their parenting competency, which was readily exacerbated by others’ stigma. 

Consistent with the third step, parents also report difficulty reconciling self-doubt about the 

quality of their parenting (Eaton et al., 2016; Gray-Brunton, McVittie, Ellison, & Willock, 

2014).  Without sufficient refutable evidence for their self-doubt, parents’ self-stigma 

burgeons (Eaton et al., 2016).  Finally, consistent with the fourth step, numerous parents’ 

narratives reveal the affective distress they experience as a result of self-stigma (e.g., Eaton 

et al., 2016; Harborne, Wolpet, & Clare, 2004; Moses, 2010; Singh, 2004). Quantitative 

research similarly indicates a relationship between self-stigma and emotional problems in 

parents (Banga & Ghosh, 2016). For example, mothers of children with attention-

deficit/hyperactivity disorder (ADHD) who reported more self-blame scored significantly 

higher on measures of affective distress than those who did not self-blame (Moses, 2010).  

In sum, both qualitative and quantitative evidence suggests a model of self-stigma 

in parents of children with a mental health disorder, which posits that parents’ awareness of 

stigma leads to self-doubt about one’s parenting, self-doubt leads to self-stigma, which in 

turn leads to affective distress.  This model is in contrast to the 3A model (Corrigan & 

Watson, 2002; Corrigan et al., 2012) and the Mak and Kwok (2010) framework such that 

the first stage (stigma awareness) accounts for awareness of both direct and indirect stigma.  

The 3A model considers only direct stigma, and Mak and Kwok, only indirect stigma.  

Moreover, self-doubt is hypothesised to intervene between stigma and self-stigma, instead 
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of agreement with stigma as in the 3A model, or self-blame and responsibility as in the 

Mak and Kwok study.  However, while qualitative research is suggestive of individual links 

between the four nodes in the proposed model, there has not been any empirical work to 

test the complete model in a single study. The aim of the present study, therefore, was to 

quantitatively test this model of the formation of self-stigma in parents of children (aged 

4�12 years) with a diagnosed mental health disorder using structural equation modelling 

(SEM).  As shown in Figure 6.1, in this model, stigma awareness predicts self-doubt, which 

in turn predicts self-stigma, and self-stigma predicts affective distress.  Moreover, in using 

SEM to test the model, parents’ perceptions of the severity of their child’s symptoms will 

be used as a covariate, as previous research has found that parents’ perceptions of greater 

symptom severity or impairment in their child is associated with parent self-stigma 

(Fernández & Arcia, 2004; Mikami, Chong, Saporito, & Na, 2015).   

 

 
  
 
 
 
 
 
 
 
Figure 6.1  Schematic representation of the tested model, drawn from qualitative research in which 
parents’ self-stigma experiences have been documented.  Stigma awareness is hypothesised to 
predict self-doubt, which in turn predicts self-stigma, and self-stigma predicts affective distress. 
Child symptom severity is included as a covariate. 
 
 

Stigma 
Awareness Self-Doubt Self-Stigma Affective 

Distress 

Child Symptom 
Severity 
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Method 

Participants 

 Survey participants were recruited through advertising in parenting newsletters and 

newspapers, online parenting forums, social media groups, flyers displayed in parent 

support agencies, and public places (e.g., shopping centres, public libraries), and also by 

word of mouth. 

 In estimating the required sample size, a power analysis based on one latent and 

seven manifest variables, with a power level of .80, and p = .05 indicated that 400 

participants were needed.  The obtained sample of 424 parents (414 female, 10 male; Mage 

= 37.90, SD = 6.59, range 21�62 years) of children (75.3% male, 24.5% female, 0.2% 

preferring no label; Mage = 8.58, SD = 2.12, range 4�12) exceeded the required sample size.  

The child’s primary diagnosis was obtained via parent self-report and included: ADHD 

(69.8%), an anxiety disorder (15.3%), oppositional defiant disorder (9%), conduct disorder 

(1.7%), post-traumatic stress disorder (1.7%), a mood disorder (1.4%), foetal alcohol 

spectrum disorder (0.9%), or an eating disorder (0.2%).  Most (97.64%) of these children 

were engaged in one or more forms of treatment (e.g., medication, therapy).  Most 

participants identified as biological parents (95.3%), with a minority as foster- (2.6%), step- 

(0.9%), grand- (0.7%), and adoptive- (0.5%) parents.  Participants resided in Australia and 

New Zealand and reported their main cultural group as: Australian (73.7%), New Zealander 

(13.2%), European (8.2%), Māori (1.9%), Aboriginal and Torres Strait Islander (1.4%), 

Asian (1.2%), South African (0.2%), and Canadian (0.2%).  Participants were married 

(58.3%), in a de facto relationship (15.1%), separated or divorced (15.5%), never married 
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(10.6%), or widowed (0.5%).  Participants’ highest level of education varied from, a 

university degree (46%), apprenticeship or technical college qualification (28.5%), to a 

high school certificate (25.5%).  The mean family yearly income, in Australian dollars (M = 

85,020.80, SD = 60,588.63; range = 11,000�350,000), represented middle socio-economic 

status and is slightly lower than the nationwide median family income (i.e., AUD$1,734.00 

per week; Australian Bureau of Statistics, 2015, 2016).   

Measures 

 Stigma awareness.  To assess participants’ awareness of both courtesy stigma and 

parent-blaming/bad-parent stigma, 11 items were adapted from qualitative research (Eaton 

et al., 2016; Moses, 2010; Singh, 2004).  The items were presented on a 5-point Likert scale 

ranging from strongly disagree (1) to strongly agree (5), with higher scores indicating 

greater stigma awareness (e.g., “parents of children with a mental health disorder are 

blamed for their child’s problems”).  Internal reliability was excellent (α = .89, M = 4.05, 

SD = .58). 

 Self-doubt.  To assess participants’ perceptions of their parenting self-doubt, five 

items were adapted from qualitative research (Doubet & Ostrosky, 2015; Eaton et al., 2016; 

Gray-Brunton et al., 2014).  The items were presented on a 5-point Likert scale ranging 

from never (1) to almost all the time (5), with higher scores indicating greater parent self-

doubt about their ability to be good parents (e.g., “I doubt that I can be the good parent that 

others expect me to be”).  Internal reliability was excellent (α = .93, M = 3.23, SD = .94).  

 Self-stigma.  The Parents’ Self-Stigma Scale (PSSS; Eaton et al., 2018) was used to 

assess participants’ negative parenting self-attributions (i.e., self-stigma).  The PSSS 
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consists of 11 items drawn from qualitative research and revised by a PARG.  Items are 

rated on a 5-point Likert scale ranging from never (1) to almost all the time (5).  The PSSS 

includes three subscales as supported by qualitative and factor analysis: 1) self-blame, 

which represents parents’ sense of guilt and responsibility for the child’s disorder (e.g., “my 

child has his/her mental health disorder because of me”); 2) self-shame, which represents 

parents’ shame and embarrassment due to being a parent of a child with a mental health 

disorder who is himself or herself stigmatised (e.g., “I am embarrassed to be a parent of a 

child with a mental health disorder”); and 3) bad-parent self-beliefs, which represents the 

extent to which parents believe themselves to be bad or ineffective parents (e.g., “I am not a 

good enough parent”).  Higher scores indicate greater self-stigma.  The full scale (α = .83, 

M = 2.59, SD = .66) and subscale (self-blame, α = .79, M = 2.65, SD = .83; self-shame, α = 

.84, M = 2.30, SD = .98; bad-parent self-beliefs, α = .82, M = 2.79, SD = .84) analyses 

indicate good internal reliability.   

 Affective distress. The Kessler Psychological Distress Scale (K10; Kessler et al., 

2002) was used to assess participants’ present level of affective distress.  The K10 is a 

widely used measure of affective distress in adults and consists of 10 items assessing 

anxiety and depressive symptoms present over the preceding four weeks that are summed. 

Items are rated on a 5-point Likert scale ranging from none of the time (1) to all of the time 

(5).  Higher scores indicate greater affective distress (α = .92, M = 23.37, SD = 8.28).  

Normative bands for K10 scores in the Australian population are: low distress (10−15), 

moderate distress (16−21), high distress (22−29), and very high distress (30−50) 

(Cvetkovski, Reavley, & Jorm, 2012).  
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 Child’s symptom severity.  To assess child symptom severity, the Strengths and 

Difficulties Questionnaire-Parent version (SDQ-P; Goodman, 1997) was used.  The SDQ-P 

is a widely-used, 25-item parent-report measure.  The four subscales (i.e., emotional 

symptoms, hyperactivity, conduct problems, and peer problems) were summed to obtain a 

total score.  The total score ranges from 0 to 40, with higher scores indicating greater 

symptom severity (α = .58, M = 24.09, SD = 5.99).  Normative bands for the SDQ-P total 

score in the Australian population are: normal (0-11), borderline (12-16), and 

abnormal/clinical (17-40) (Hayes, 2007).  

Procedure 

 Ethics approval was granted by our university’s ethics review board.  A survey 

constituting demographics and measures used to assess the model components was 

launched on Qualtrics, a self-administered, internet-based platform.  The survey was open 

to parents residing in Australia and New Zealand.  After reading information about the 

study, participants were required to click on the consent button before continuing on to the 

survey.  Participation was voluntary and withdrawal was permitted at any point, without 

repercussion.  On completing the survey, participants were invited to enter a prize draw to 

win one of 15 gift vouchers valued at $50 (Australian or New Zealand dollars).   

Analytic Strategies 

 Using SPSS, version 23.0 (IBM Corp., 2016), bivariate correlations and univariate 

ANOVA where indicated were conducted between all measured variables (awareness of 

stigma, self-doubt, self-stigma, affective distress, and child symptom severity), and also 

between the measured variables and the demographics collected.  To examine the overall fit 

of the model, structural equation modelling analyses were conducted in AMOS, version 
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23.0 (Arbuckle, 2014), and run using 2000 bootstrap samples, with 95% bias-corrected 

confidence intervals (MacKinnon, Lockwood, & Williams, 2004), and with maximum 

likelihood (ML) estimation due to data multivariate non-normality (Byrne, 2012).   

Results 

Preliminary Analyses 

 A nonsignificant Little’s missing completely at random test indicated that data were 

missing completely at random (χ2 = 1804.11, df = 1708, p = .053).  Data were significantly 

non-normal (D[424] = .05 to .13, p = < .001), however, skewness and kurtosis values across 

the measured variables ranged from -.75 to .65 and -.50 to 1.12 respectively, and thus, were 

within acceptable limits (Field, 2009). Mardia’s tests for multivariate skewness and kurtosis 

were both significant (p < .001), indicating multivariate non-normality (Mardia, 1974).  

Thus, missing values (< 7%) were imputed with expectation maximisation imputation.  

Five univariate outliers and two multivariate outliers were identified.  These outliers were 

retained to prevent artificial range restriction (Aguinis, Gottfredson, & Joo, 2013; Orr, 

Sackett, & du Bois, 1991).   

 In examining the data for relationships between measured variables and the 

demographics collected for use as possible covariates, only a few significant relationships 

emerged. Where indicated on the basis of the significant tests, demographics were then 

used as covariates in addition to child symptom severity in ensuing model testing.  Results 

showed that participants living in Australia reported significantly higher levels of affective 

distress (M = 23.79, SD = 8.38) than those from New Zealand (M = 21.16, SD = 7.40), 

t(422), 2.41, p = .016, d = 0.33, 95% CI [.48, 4.77].  Additionally, there was a small, but 
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significant negative correlation of parent age with the PSSS self-blame (r = -.15, p = .026), 

self-shame (r = -.10, p = .036), and bad-parent self-beliefs (r = -.22, p < .001) subscales, as 

well as with measures of self-doubt (r = -.15, p = .002) and affective distress (r = -.18, p < 

.001).  A significant effect of parents’ marital status on affective distress was found.  

Univariate ANOVA, followed by post hoc tests with a Bonferroni correction indicated that 

married parents reported lower affective distress than single, divorced or separated, de 

facto, and widowed parents. Therefore, the five groups of marital status were collapsed into 

two groups; married parents and unmarried parents (single, divorced or separated, de facto, 

and widowed).  Married parents reported lower affective distress (M = 21.93, SD = 7.50) 

than unmarried parents (M = 25.37, SD = 8.89), t(338.30), -4.19, p < .001, d = 0.42, 95% CI 

[-5.06, -1.83].  Finally, parents’ self-blame was negatively correlated with the length of 

time since the child was first diagnosed with a mental health disorder (r = -.14, p = .038), as 

well as the length of time that the child had been in any form of treatment (r = -.15, p = 

.031). 

Correlations Between Measured Variables 

 In testing the hypothesised relationships between model variables, most of these 

associations were significant and in the predicted direction (Table 6.1).  Stigma awareness 

was positively correlated with self-doubt.  Self-doubt was positively correlated with each 

subscale of the PSSS (self-stigma).  The PSSS subscales were positively correlated with the 

K10 (affective distress).   
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Table 6.1. Bivariate Correlations for Measured Variables Included in the Structural Equation 
Analysis (n = 424) 
 
 Stigma 

Awareness Self-Doubt 
PSSS Self-

Blame 
PSSS Self-

Shame 
PSSS Bad-

Parent 
Affective 
Distress 

Self-Doubt  .25*      

PSSS Self-Blame .23* .51*     

PSSS Self-Shame .25* .37* .24*    

PSSS Bad-Parent .17* .74* .50* .30*   

Affective Distress .25* .39* .38* .20* .34*  

Child Symptom Severity .31* .29* .18* .13* .22* .35* 
 
Note. PSSS = Parents’ Self-Stigma Scale.  *p < .01 
 

Structural Equation Model 

 In keeping with the recommendations of Hoyle and Panter (1995), the fit of the 

model to the data was evaluated using multiple goodness-of-fit indices. This included three 

absolute indices (i.e., chi square [χ2], the root mean square error of approximation 

[RMSEA], and the goodness-of-fit index [GFI]), as well as three incremental indices (i.e., 

the normed fit index [NFI], the comparative fit index [CFI], and the Tucker–Lewis index 

[TLI]). A nonsignificant χ2 supports model fit (Hu & Bentler, 1995).  A RMSEA < .05 

indicates excellent fit and .05 to .06 indicates adequate fit (Browne & Cudeck, 1993).  

Values for the GFI, NFI, CFI, and TLI > .95 indicate excellent fit and .90 to .95 indicate 

adequate fit (Hu & Bentler, 1995).  The standardised root mean-square residual (SRMR) is 

to be < .05 (Hu & Bentler, 1995).  The Akaike Information Criterion (Akaike, 1987) and 

Bayesian Information Criterion (Schwarz, 1978) are also reported.   

   To examine the hypothesis that stigma awareness will predict self-doubt, which will 

predict self-stigma, and that self-stigma will predict affective distress, a structural equation 
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analysis was performed in order to test the direct effects of stigma awareness on self-doubt, 

self-doubt on self-stigma, and self-stigma on affective distress (see Figure 6.1).  Stigma 

awareness, self-doubt, and affective distress were each included in the model as single-

indicator manifest variables.  The latent variable self-stigma was comprised of the total 

mean scores for each of the PSSS subscales.  Demographics including: parent age, marital 

status, country of residence, and time since child was first diagnosed, length of time since 

child first commenced treatment, were controlled for on associated endogenous variables 

(as indicated by the preliminary analyses on demographics and measured variables).  Child 

symptom severity was also controlled for on endogenous variables. 

 The model fit was adequate to excellent across most of the fit indices (Table 6.2).  

The χ2 was significant, indicating poor fit; however, the χ2 test of overall model fit can be 

distorted by multivariate non-normality and is known to almost always reject models that 

have a large sample size (Bentler & Bonnet, 1980; Jöreskog & Sörbom, 1993).  As such, 

the χ2/degrees of freedom statistic (χ2/df ) is used as an alternative, with values < 3.0 

indicating acceptable fit (Kline, 1998); the χ2/df  was acceptable.  Unstandardized 

estimates, standard errors, and associated p-values are reported in Table 6.3, with 

standardised parameter estimates provided in Figure 6.2.  As shown in Figure 6.2, 

parameter estimates for each direct effect were significant and in the expected direction.  In 

this model, after controlling for child symptom severity, parent age, time since diagnosis, 

and length of time in treatment on endogenous variables, significant and positive 

associations were found between stigma awareness and self-doubt, self-doubt and self-

stigma, and self-stigma and affective distress.  The model accounts for 12.2% of the 
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variability in self-doubt, 79% of the variability in self-stigma, and 28% of the variability in 

affective distress.3   

                                                      
3 A version of this model was tested without the self-stigma to affective distress pathway to examine the fit of 
a base model in which awareness of stigma predicts self-doubt, which in turn predicts self-stigma.  Model fit 
was acceptable: χ2 = 24.74(13), p = .025; χ2/df = 1.90; GFI, CFI, TLI, and NFI all > .95; SRMR = .03; 
RMSEA < .05, p = .551.  Further detail regarding model fit and parameter estimates can be obtained by 
contacting the first author. 
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Discussion 

 Explanatory models of the formation of self-stigma can reveal precursor stages, 

which may be amenable to intervention so as to prevent or decrease self-stigma (Corrigan 

et al., 2011).  However, existing self-stigma models developed with adults with mental 

health disorders (Corrigan et al., 2012; Corrigan & Watson, 2002) or parents of children 

with autism spectrum disorder (Mak & Kwok, 2010) are not adequately representative of 

parents’ reported lived experiences (e.g., Doubet & Ostrosky, 2015; Eaton et al., 2016; 

Gray-Brunton et al., 2014).  Thus, this study aimed to test a model to explain the formation 

of self-stigma and its relation to affective distress in parents of children with a mental 

health disorder.  It was hypothesised that parents’ awareness of stigma would predict self-

doubt, self-doubt would predict self-stigma, and self-stigma would in turn predict affective 

distress.  The model components were derived from qualitative research in which parents’ 

lived experiences have been documented (Doubet & Ostrosky, 2015; Eaton et al., 2016; 

Gray-Brunton et al., 2014), and the process suggested by a PARG (Eaton et al., 2016).  In 

examining this conceptualisation using quantitative methods, the tested model closely 

represents parents’ lived experiences with stigma and its formation into self-stigma�as 

expressed in qualitative narratives (Doubet & Ostrosky, 2015; Eaton et al., 2016; Gray-

Brunton et al., 2014).  After controlling for child symptom severity and related 

demographics, this model indicated acceptable model fit.  A version of this model was 

tested without the self-stigma to affective distress pathway in order to examine the fit of the 

base model of stigma awareness to self-doubt, and self-doubt to self-stigma.  This model 

also indicated acceptable model fit. 
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 Significant parameter estimates indicate direct pathways between all hypothesised 

model components; that is, from stigma awareness to self-doubt, from self-doubt to self-

stigma, and self-stigma to affective distress. This lends quantitative support to the 

qualitative findings of Doubet and Ostrosky (2015), Eaton et al. (2016), and Gray-Brunton 

et al. (2014), which implied that self-doubt intervenes between stigma awareness and 

applying stigma to the self as self-stigma. Research has shown that parents experience self-

doubt because they feel uncertain about their ability to be the good parent that they and 

perceived others expect them to be, a label that they want to apply to themselves (Eaton et 

al., 2016; Wilkins, 2006). According to modified labelling theory (Link, 1987; Link et al., 

1989), labels can have an impact on how individuals view themselves.  Experiencing 

stigma results in individuals questioning themselves and their social identity because the 

label becomes personally meaningful (Link, 1987; Link et al., 1989).  Because most 

parents, above all else, want to be good parents, and avoid being labelled as bad parents 

(Eaton et al., 2016; Lareau, 2003; Singh, 2004), this self-doubt is acutely felt and would be 

repeatedly experienced upon encountering stigma.  Should parents be unable to refute their 

self-doubt, parents might form a belief that the label bad parent applies to them, and thus, 

self-stigmatise.  Thus, the model is consistent with modified labelling theory (Link, 1987; 

Link et al., 1989). 

 In finding support for self-doubt as an intervening stage between stigma awareness 

and self-stigma, these results indicate a key difference between the tested model and 

existing models which posit that agreement with stigma (3A model) or self-blame and 

responsibility (Mak & Kwok, 2010) intervene in the stigma to self-stigma process.  In 

contrast to Mak and Kwok (2010), but consistent with Eaton et al. (2016), the tested model 
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indicates that self-blame and responsibility are instead forms of self-stigma, along with 

self-shame and bad-parent self-beliefs.  The tested model, however, is consistent with both 

3A and Mak and Kwok (2010) such that the process begins with parents becoming aware of 

stigma.  Adding to these previous studies, the tested model shows that for parents, stigma 

awareness is characterised by both direct and indirect forms of stigma.  Although existing 

research with parents tends to consider these forms separately across studies (e.g., Blum, 

2007; Moses, 2010; Todd & Jones, 2003), the current findings suggest the need to account 

for both in future research on stigma and thus, self-stigma.   

 The significant direct pathway between self-stigma and affective distress furthers our 

knowledge of the negative consequences of parents’ self-stigma. This finding is consistent 

with parents’ narratives from previous qualitative studies that attest to the pain and anguish 

that parents feel in response to self-stigma (Eaton et al., 2016; Harborne et al., 2004; 

Moses, 2010; Singh, 2004). Other studies with family caregivers (including parents) of 

people with a range of conditions, including mental health disorders, or intellectual, 

learning, or developmental disabilities, have found self-stigma to be associated with 

compromised psychological wellbeing (Banga & Ghosh, 2016; Chiu et al., 2013; Mak & 

Cheung, 2008, 2012; Werner & Shulman, 2013).  In these past studies, self-stigma has been 

defined and measured as affiliate stigma (i.e., as self-shame, social shame, and status loss).  

Self-shame was considered to be one component of self-stigma in the present study. Thus, 

the present findings with parents of children with mental health disorders add to these 

studies by indicating that self-stigma�as defined by self-shame, self-blame and bad-parent 

self-beliefs�also predicts affective distress.   
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There is research that suggests that parents’ affective distress can have a negative 

impact on parenting behaviour and the quality of parent-child interactions (Crawford, 

Schrock, & Woodruff-Borden, 2011; Kluczniok et al., 2016; Lovejoy, Graczyk, O’Hare, & 

Neuman, 2000).  The implication is that parents may give up on their parenting at times–

either by giving in, or simply not seeking help–due to feeling that they are overwhelmed 

and distressed and lacking effectiveness as parents.  In this case, the child might also suffer.  

It is possible that parents’ sense of ‘giving up’ could result as a penultimate outcome of the 

model tested in the present study.  However, this was not explicitly outlined in previous 

qualitative or PARG research that was largely the impetus for the tested model, and thus 

this possibility was not added to the present model.  Having said that, these links could be 

examined through future qualitative and/or quantitative research.  

 The findings of this study hold implications for supporting parents.  Existing 

programs, such as In Our Own Voice–Family Companion (IOOV-FC; Perlick et al., 2011), 

have been designed to tackle the self-stigma of family members of individuals with a 

mental health disorder by bolstering family members’ ability to challenge others’ 

stigmatising beliefs.  Research has shown that IOOV-FC is effective in this regard (Perlick 

et al., 2011).  The present findings indicate that it is not only others’ stigma that contributes 

to parents’ self-stigma; parents’ self-doubt does also.  Therefore, programs such as IOOV-

FC, when used in the parent context, might benefit from including material on addressing 

parents’ self-doubt.  This might be achieved by increasing parents’ cognisance of their self-

to-ideal-self and self-to-other discrepancy comparisons and the extent to which these serve 

them well (or not); and if not, to also develop ways to lessen these comparisons, or at least 

make them fairer.  Strengthening parents’ self-belief by supporting the construction of an 
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empowered parent-self narrative and then sharing this with peers may also be of benefit 

(Eaton, Ohan, Stritzke, Courtauld, & Corrigan, 2017; Frigerio & Montali, 2015).  This, in 

turn, might prevent the development or worsening of self-stigma and affective distress in 

parents, ultimately benefitting both parent and child. 

There are limitations to this study.  First, these data are cross-sectional, and hence, 

prospective studies are needed to test the model’s assumptions regarding a temporal and 

perhaps causal sequence of this process.  Pending the outcome of such research, this will 

provide a solid foundation upon which to build interventions for parents to address self-

stigma, and hopefully prevent the pain that is so closely tied to it.  Second, the sample was 

limited to parents of children with a mental health disorder.  Although parents of children 

with other developmental and/or physical health disorders experience stigma (Ali, 

Hassiotis, Strydom, & King, 2012; Francis, 2012), their experiences�and thus, self-stigma 

trajectories�may differ given that these conditions can also draw sympathy (Tuchman, 

1996).  As such, the extent to which the present findings generalise to these parents remains 

to be tested.  Third, levels of affective distress in the current study were elevated relative to 

the normative population (Cvetkovski et al., 2012; Slade, Grove, & Burgess, 2011).  It is 

possible that parents reported self-stigma with respects to their own mental health 

difficulties, rather than that due to parenting a child with a mental health disorder.  

However, the PSSS specifically asks parents to reflect on and answer questions as they 

pertain to the parent-self (Eaton et al., 2016).  Still, future research could examine the 

extent to which the formation of parents’ self-stigma varies due to parent psychopathology.  
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The study sample was largely comprised of mothers.  Although there were no 

significant differences on measured variables by gender, the small number of fathers in the 

sample may have reduced statistical power to detect such an effect.  The low representation 

of fathers in parenting research, as well as in self-stigma research, is a common but serious 

issue (Fagan, Day, Lamb, & Cabrera, 2014; Hasson-Ohayon, Levy, Kravetz, Vollanski-

Narkis, & Roe, 2011; Mak & Kwok, 2010; Zisman-Ilani et al., 2013).  Although some 

researchers address mothers and fathers differently (Pedersen, 2012), experts have argued 

that there is more overlap than differences in the parenting experience (Fagan et al., 2014; 

Finley, Mira, & Schwartz, 2008).  For example, although mothers and fathers are reported 

to acknowledge stigma to a different extent in some studies (Fortune, Smith, & Garvey, 

2005; Gray, 2002; Milliken, 2001), others have failed to find significant differences 

between genders based on affiliate or courtesy stigma (Mak & Cheung, 2008; Mak & 

Kwok, 2010).  Moreover, in the qualitative study on which the current model is based, the 

one father interviewed noted similar issues to the mothers regarding self-stigma (Eaton et 

al., 2016). Furthermore, gender differences that do exist between mothers and fathers are 

thought to be diminishing as parental roles converge due to increasing similarity between 

mothers’ and fathers’ parenting behaviour, time spent caregiving, and engagement with the 

child (Cabrera, Fagan, Wight, & Schadler, 2011; McDowell & Parke, 2009; Raley, Bianchi, 

& Wang, 2012).  Thus, although there is a low proportion of fathers in the current study, 

retaining fathers’ data is consistent with calls to adopt a more gender-neutral 

conceptualisation of parenting (Fagan et al., 2014).  

This study provides the first empirical test of a model of self-stigma in parents of 

children with a mental health disorder drawn from qualitative research with parents.  
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Findings supported an explanation for parents’ self-stigma, such that parents become aware 

of others’ stigma, which exacerbates self-doubt as to parents’ perceived ability to be good 

parents.  This self-doubt then predicts self-stigma, such as a concrete belief that one is to 

blame for the child’s disorder, is a bad or inadequate parent, and is ashamed of their parent-

self.  These self-stigmas can lead to affective distress.  In the parent context, theories of 

self-stigma formation should better account for direct and indirect stigma, as well as self-

doubt.  In preventing or addressing self-stigma, incorporating strategies to address self-

doubt could be a fruitful adjunct to current approaches that focus on bolstering parents’ 

ability to challenge stigma from others.  
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Foreword 

 In this concluding chapter, the main findings of this doctoral program of research are 

summarised. The theoretical and clinical implications of these studies are explored with a 

particular focus on the clinical setting and also self-stigma intervention at an individual and 

community level.  The limitations of this series of studies are discussed alongside possible 

methods of remediation.  Suggestions for further research to maximise the findings of this 

thesis are made. 
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 Repeatedly experiencing stigma can result in its internalisation as self-stigma.  

Although self-stigma is a painful experience, it has received little empirical attention as it 

pertains to parents of children with a mental health disorder.  Research is hampered by 

limited understanding of how these parents experience self-stigma, as well as a lack of a 

measure of this construct.  The aim of this thesis was to conduct a systematic program of 

research to enhance understanding of self-stigma in parents of a child with a mental health 

disorder.  This included a descriptive phenomenology study of parents’ stigma and self-

stigma experiences, a secondary analysis of these data to explore mothers’ decisions to 

disclose their child’s disorder, the development of a measure of parents’ self-stigma, and 

the testing of a model of its formation. Scribing, a qualitative method used in the thesis, 

was also tested.  From the outset, a participatory action research group (PARG) was formed 

to guide the studies in this thesis in order to inform meaningful, sensitive, and respectful 

inquiry. 

In Chapter 2, mothers of a child with a mental health disorder reported that they 

frequently experienced stigma that implied that they were failing to meet the ‘good parent’ 

ideal. This could result in social withdrawal and mothers self-doubting their ability to meet 

this ideal.  Self-doubt could progress to self-stigma, which was described as self-blame, 

self-shame, and bad-parent self-beliefs.  In Chapter 3, mothers described how their 

disclosure decisions aimed to limit stigma (and thus self-stigma) and to maximise benefits 

for the child.  In Chapter 4, the scribing method adopted in Chapters 2 and 3 was compared 

to verbatim transcription and revealed high similarity in themes obtained across the two 

methods, despite scribing producing less data and being more economical.  In Chapter 5, 

drawing on Chapter 2 findings and directed by the PARG, the Parents’ Self-Stigma Scale 
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was developed, with factor analysis revealing three subscales: self-blame, self-shame, and 

bad-parent self-beliefs.  Scale reliability was good.  Convergent validity was supported by 

negative correlations between each subscale and empowerment and self-esteem.  In Chapter 

6, a model of the formation of parents’ self-stigma, drawn from Chapter 2 findings, was 

supported: parents’ awareness of stigma predicted self-doubt, self-doubt then predicted 

self-stigma, which in turn predicted affective distress. The findings of these studies and 

their theoretical implications are explored throughout this chapter.  Potential limitations and 

suggestions for future research are noted.  Lastly, the implications of these findings for 

clinical psychology and self-stigma intervention are discussed. 

Parents’ Lived Experiences of Self-Stigma: The Good Parent Ideal (Chapter 2) 

 The aim of the first study of this thesis was to qualitatively explore and describe the 

lived experiences of parents of a child with a mental health disorder regarding stigma and 

self-stigma.  The questions used to direct the semi-structured interviews were designed in 

collaboration with a PARG.  Due to the low response rate from fathers (only one 

interviewed), thematic analysis using a descriptive phenomenological framework was 

completed on the data provided by the 11 participating mothers.  Emergent themes were 

reviewed by the PARG to discuss their adequacy and accuracy in explaining the parent 

experience, as well as how the themes should be structurally organised into an overarching 

story that reflected mothers’ lived experiences.  Five key themes (and associated 

subthemes) resulted from this process: the good parent ideal, awareness of external stigma, 

outcomes of external stigma, self-stigma, and refuting self-stigma.  
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 The good parent ideal was an important overarching theme (Theme 1). The good 

parent ideal was central to understanding how mothers experienced stigma from others, the 

implications of stigma for self-doubt regarding the parent-self, and the way self-stigma was 

then experienced and refuted.  Mothers described how ‘good’ parents protected, nurtured, 

and provided for their child, which was both personally desired and socially expected.  This 

is broadly consistent with others who have described this ideal in terms of an individual 

desire and social requirement for parents to be good parents (Singh, 2004).  Good parents 

are expected to raise perfect children who possess sufficient social- and identity-capital 

(Bourdieu, 1986; Côté, 1996; Holmstrom, Karp, & Gray, 2011; Lupton & Barclay, 1997; 

Singh, 2004).  In this regard, the child’s successful development is seen as an achievement 

process, and their futurity the responsibility of the parent (Morrissey-Kane & Prinz, 1999).  

This ideal is a widely accepted cultural norm that people are socialised into based on their 

own experience of being parented and through observing others and learning of their beliefs 

(George, Solomon, Cassidy, & Shaver, 2008; Lupton & Barclay, 1997; Mikulincer & 

Shaver, 2007; Pedersen, 2012; Scharff & Rousseau, 2017).  Thus, parents of children with a 

mental health disorder as well as those who stigmatise them have likely subscribed to this 

ideal.  The mothers interviewed in Chapter 2 described how stigma from others insinuated 

or overtly accused them of not meeting the good parent ideal.    

 Mothers discussed being aware of and experiencing stigma from many sources 

(Theme 2).  Consistent with existing literature (e.g., Clarke & van Ameron, 2015; 

Fernández & Arcia, 2004; Moses, 2010; Norvilitis, Scime, and Lee, 2002; Singh, 2004), 

mothers experienced stigma directly when others blamed them for the onset, continuation, 

or exacerbation of the child’s disorder, or judged them to be bad, incompetent, or otherwise 
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inadequate parents.  Mothers were also indirectly stigmatised in the form of courtesy 

stigma.  That is, they experienced an extension of the child’s stigma, such as when the 

child’s socially discordant behaviour drew stares or negative comment from others.  One 

mother described being embarrassed by her child’s misbehaviour at school and others’ 

perceptions of the child as a difficult child.  Studies have similarly documented courtesy 

stigma in the lives of parents of children with a mental health disorder (e.g., Angermeyer, 

Schulze, & Dietrick, 2003; Koro-Ljungberg & Bussing, 2009).  These findings indicate that 

parents experience stigma from others both directly and indirectly.  Fernández and Arcia 

(2004) argue that direct and indirect forms of stigma are not synonymous.  In the direct 

form (blame or bad-parent stigma), the parent is the focus (“you are a bad parent”), whereas 

in the indirect form (courtesy stigma), the child is the focus (“look how naughty that child 

is; the parents should be so embarrassed”).  Despite this key difference, the findings of 

Chapter 2 indicate that both forms still hold a similar underlying meaning for mothers: that 

one was failing at being a good parent.  Thus, both direct (parent-directed) and indirect 

(child-directed) stigma are relevant to parents and should be considered.  However, in the 

extant literature on parents’ stigma experiences, although there is evidence of both forms, 

these tend to be reported separately across studies (e.g., Blum, 2007; Corrigan & Miller, 

2004; Moses, 2010; Todd & Jones, 2003).  Accounting for both forms of stigma would be 

particularly important when examining relationships between stigma and self-stigma 

because as the findings of Chapters 2 and 6 of this thesis indicate, both forms are influential 

to the formation of parents’ self-stigma.   

 The results of Chapter 2 also revealed that mothers experienced the effects of their 

child’s stigma vicariously.  Vicarious stigma has been defined as family members suffering 
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the stigma experienced by their relative, even though they have not been stigmatised 

themselves (Corrigan & Miller, 2004; Sengupta et al., 2010). Mothers in this study 

described being acutely aware that their child was stigmatised by others (such as their child 

being ostracised) and they experienced the stigma and emotional pain through the child’s 

experience.  Vicarious stigma differs from other forms of stigma in that it does not transfer 

from the child to the parent (as it does for courtesy stigma) and the parent does not become 

the stigma focus (as would be the case for blame and bad-parent stigma).  Instead, the 

parent notices the child’s experience of stigma and suffering, and experiences the pain of 

this due to their close relationship with their child.  Thus, consistent with other studies with 

family caregivers of people with mental health disorders (e.g., Struening et al., 2001; 

Veltman, Cameron, & Stewart, 2002; Wahl & Harman, 1989), the ill effects of stigma on 

the child were a major concern for the mothers interviewed.   

 The findings reported in Chapter 2 evidenced two major outcomes of experiencing 

stigma (Theme 3).  First, mothers reported that because stigma was so unavoidable, painful, 

and detrimental to mothers’ sense of meeting the good parent ideal that they were inclined 

to react with social withdrawal.  A sense of social isolation and disconnection is a 

documented feature of parents’ narratives regarding stigma (Frigerio & Montali, 2016; 

Koro-Ljungberg & Bussing, 2009).  Mothers described how social withdrawal was 

protective as it limited exposure to stigmatising others.  This is a common strategy 

evidenced in previous research with family caregivers of children with intellectual 

disabilities (Chiu, Yang, Wong, Li, & Li, 2013) and family members of adolescents and 

adults with psychotic disorders (Phelan, Bromet, & Link, 1998).  Corrigan and Miller 

(2004) suggest that social withdrawal might also be used by family members when feeling 
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shamed by, and ashamed of, their association with their stigmatised relative and/or their 

caregiving role; thus, social withdrawal potentially prevents stigma as well as self-stigma.  

However, social withdrawal can limit access to social support for both the child and the 

parent (Milliken & Northcott, 2003).  Connecting with others, particularly those in a similar 

situation is important in the reestablishment of parents’ social status and parent identity, 

and has the potential to alleviate parents’ self-stigma (Frigerio & Montali, 2016).    

 The second major outcome of experiencing stigma that mothers described was that it 

created or exacerbated self-doubt about their ability to be a good parent.  This finding is 

broadly in keeping with Doubet and Ostrosky (2015), who found that parents of young 

children with challenging behaviour (e.g., aggression, property destruction, or self-injury) 

experienced a burgeoning of self-doubt as to their parenting competency.  This occurred in 

response to the atypical behaviour of the child and others’ criticisms regarding this 

behaviour.  These parents doubted their effectiveness at addressing their child’s behaviour, 

which led them to wonder if they were good enough parents.  It has been suggested that 

although all parents want to do their very best at parenting, they may simultaneously doubt 

whether they can meet all the demands of the parenting role (Wilkins, 2006).  As mothers 

in Chapter 2 described, judgement and criticism from others served to make their self-doubt 

worse.  Mothers also described that their experience of self-doubt was key to understanding 

their experience of self-stigma, as they related that unrefuted self-doubt had the potential to 

result in self-stigma.  Accordingly, mothers described that being aware of stigma triggered 

uncertainty about their ability to meet the good parent ideal, which then moved them to 

internalising the stigma.  Thus, although the concurrent nature of the data makes it difficult 

to draw conclusions regarding temporal relationships between the themes, the findings from 
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Chapter 2 suggested a process of parents becoming aware of stigma from others, with this 

resulting in self-doubt, with self-doubt then resulting in self-stigma.   

Mothers described a few ways that they self-stigmatised: by blaming themselves for 

their child’s disorder (self-blame), by believing themselves to be bad or ineffective parents 

(bad-parent self-beliefs), and by feeling ashamed to be a parent of a child with a mental 

health disorder who is stigmatised (self-shame) (Theme 4).  In so doing, mothers described 

their experience of self-stigma as being characterised by a negative self-view, which is 

consistent with Corrigan, Watson, and Barr (2006) who similarly see negative self-

attributions as central to self-stigma.  However, this differs to Mak and Cheung (2008) and 

Zisman-Ilani et al. (2013), who, in addition to negative self-attributions, also include 

behavioural aspects in their operationalisation of self-stigma.  In Chapter 2, mothers 

described behavioural reactions such as social withdrawal as being primarily a way to avoid 

stigma (and hence self-stigma) and not part of self-stigma. Consistent with mothers’ views, 

some argue that behavioural aspects such as social withdrawal are not self-stigma per se, 

but instead are outcomes of self-stigma (Corrigan, Larson, & Rüsch, 2009; Corrigan et al., 

2006; Watson, Corrigan, Larson, & Sells, 2007).  This point holds relevance for future 

research into parents’ self-stigma.  For example, in developing a measure of parents’ self-

stigma, a clear operationalisation of the construct, closely representing its core components, 

optimises the specificity of the measure (de Vellis, 2016; Miller et al., 2009).  Moreover, in 

understanding the process by which self-stigma is formed, distinguishing the components 

leading to its formation from those that result from this process would improve model 

specification (Streiner, 2006).   
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In Chapter 2, mothers’ reports of internalising stigma from others as self-blame is 

consistent with previous qualitative research.  For example, Moses (2010) noted that as a 

result of experiencing blame from others, some mothers of children with attention-

deficit/hyperactivity disorder (ADHD) go on to blame themselves for causing the disorder.  

Similar to the mothers of the current study, these mothers self-blamed due to failing to 

identify or respond to symptoms early enough, for genetically transmitting the disorder, 

and/or for exposing the child to teratogens during pregnancy and infancy.  Mothers also 

described that self-stigma was experienced as being a bad parent, as they believed that they 

had failed at being a good parent.  Mothers described being concerned about the quality of 

their parenting and their ability to adequately support their child or address non-normative 

behaviours or symptoms.  Others have similarly found evidence of parents holding a 

negative self-view as an incompetent or bad parent (Doubet & Ostrosky, 2015; Fernández 

& Arcia, 2004; Jackson & Peters, 2008; Malacrida, 2001; Singh, 2003, 2004).  Moreover, 

in keeping with Gray-Brunton, McVittie, Ellison, and Willock (2014), mothers’ narratives 

feature a distinction between self-blame due to problematic biology and negative self-

attributions due to problematic parenting.   

 Finally, self-shame was also evident in mothers’ narratives of their experiences of 

self-stigma, with mothers ashamed of their association with their stigmatised child and the 

resentment they felt about their child and their parenting role.  This is largely consistent 

with McDonald, O’Brien, and Jackson (2007), who described how mothers of adolescents 

who self-harm felt ashamed by the stigmatised nature of self-harm and of being a parent of 

a child who self-harms.  Moreover, these findings are, in part, consistent with the affiliate 

stigma construct, which sees self-stigma as being comprised of social shaming, status loss, 
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and self-shame (Mak & Cheung, 2008, 2012; Mak & Kwok, 2010).  A key difference is 

noted, however, as the findings of Chapter 2 suggest that mothers considered social 

shaming from others and the associated status loss as forms of stigma (not self-stigma), 

whereas self-shame, which is self-derived, was described as a form of self-stigma.  Thus, 

although a parent might be viewed as lesser in social standing by others, he or she may not 

feel ashamed of this.  It is when the parent becomes ashamed of his or her parent-self that 

self-shame (and hence, this form of self-stigma) arises.  In addition, most studies on 

affiliate stigma have been completed within Asian cultures (e.g., Chiu et al., 2013; Mak & 

Cheung, 2008, 2012; Mak & Kwok, 2010), where collectivist ideals may imply a 

significant emphasis on shame and loss of ‘face’ or social status (Li, Wang, & Fischer, 

2004).  Adding to this research, the current findings suggest that self-shame is also a 

relevant aspect of self-stigma for Australian parents.   

 In sum, mothers described three forms of self-stigma (i.e., self-blame, bad-parent 

self-beliefs, and self-shame) that appertain to one central issue: the undermining of 

mothers’ sense of meeting the good parent ideal.  Self-stigmatising in these ways was a 

painful experience for these mothers, as they desired above all else to be good parents.  

Mothers described negative impacts to their psychological wellbeing, self-esteem, and self-

efficacy.  However, the findings of this study also revealed that mothers were increasingly 

able to refute their self-stigma with time and experience as a parent, such that it lessened in 

the face of evidence supporting a belief that one was a good enough parent (Theme 5).  The 

ideal was refined to be more realistic, taking into account the difficulties and complexities 

involved in parenting a child with a mental health disorder.  Also taken into account was 

mothers’ own efforts to support their child and protect them from stigma, such as through 



295  

   

making careful disclosure (and concealment) decisions about their child’s mental health 

disorder. The successes that resulted from this helped mothers to feel like good parents.   

 The study featured in Chapter 2 was the first that explicitly intended to understand 

how parents of primary-school aged children with a mental health disorder experience 

stigma and self-stigma.  To this end, the main findings are that parents experience stigma 

directly (as blame and bad-parent criticisms), indirectly (as courtesy stigma), and 

vicariously (when they experience the pain of the child’s experience).  These experiences 

create or exacerbate self-doubt as to parents’ ability to be good parents, and which, if not 

refuted could lead to self-stigma in the form of self-blame, bad-parent self-beliefs, and self-

shame.  Self-stigma lessened over time in response to a changing view of the good parent 

ideal.  A strength of this study is that it explored self-stigma through the situated 

perspectives of the mothers, with this guided by PAR methods. 

Disclosing and Concealing to Prevent, Mitigate, and Respond to Stigma (Chapter 3) 

 During the interviews conducted in Chapter 2, mothers spontaneously and repeatedly 

raised the topic of disclosure.  Thus, numerous quotes and several key codes that emerged 

regarding disclosure (and concealment) noted in the first study were presented to the 

PARG.  The main purpose was to clarify the preponderance of this data and why the 

content would emerge unprompted.  The PARG reiterated the importance of parents’ 

disclosure decisions, particularly given the risks (namely, stigma) and rewards (namely, 

support) that could result as an outcome of the decision.  Although using 

disclosure/concealment was not done specifically to mitigate self-stigma, mothers saw that 

it could avoid or minimise stigma, and hence also had the potential to avoid self-stigma. 
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Thus, in combining the interview data with the PARG discussions, these data were 

subjected to a secondary qualitative analysis.  The aim of Chapter 3 was, therefore, to 

describe the dilemma faced by mothers of children with a mental health disorder in making 

decisions about disclosing details about their child’s disorder. In particular, the study 

sought to clarify what is disclosed, how, and why, as well as its consequences.  Thematic 

analysis (with themes reviewed by the PARG) indicated four key themes: using the range 

of disclosure, disclosing or concealing in the best interests of the child, considering others’ 

opinions, and experiences of disclosure.   

 Mothers reported reticence in disclosing (and concealing) the child’s disorder, details 

about symptoms, treatment, or the difficulties experienced by the child, as well as the trials 

and tribulations faced by the mother in her parenting role.  In keeping with communication 

privacy management theory (CPM; Petronio, 2002, 2010), mothers perceived decision-

making about disclosing such detail to be under the purview of the parent.  However, the 

decision was not the dichotomous one that CPM theory would propose (Petronio, 2010).  

Instead of wrestling with a dichotomous choice between disclosing and concealing, 

mothers’ decision-making was characterised by a continuum (Theme 1).  Corrigan and Rao 

(2012) and Herman (1993) have both observed that disclosure by adults with mental health 

disorders could be broadly categorised into five main options that range from complete 

concealment to complete disclosure (defined as social avoidance, secrecy, selective 

disclosure, indiscriminate disclosure, and broadcasting).  Participating mothers tended to 

avoid indiscriminate disclosure or broadcasting.  All mothers had concealed at some point, 

at least in part, with a greater tendency to be cautious and selectively release only the 
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minimum amount of information to the fewest people possible.  The situation, context, and 

others involved were influential to the amount and kind of information being released. 

 Given the complexities involved, mothers described that disclosure decisions created 

tension.  CPM theory argues that decision-making tension arises due to the individual’s 

concerns with ensuring that the outcomes of the decision facilitate empathy and an 

approach to support, whilst simultaneously avoiding harm (in this case, stigma) (Petronio, 

2002, 2010).  For the mothers interviewed, this was particularly felt due to their concerns 

about ensuring that the outcomes of their decisions were in the best interests of the child 

(Theme 2).  That is, mothers wanted to achieve the best possible outcomes for the child 

through the disclosure, which was seen as part of good parenting.  Mothers described this in 

terms of revealing (and at times, concealing) information to protect the child by preventing 

or responding to anticipated or actual stigma from others.  Achieving positive outcomes for 

the child also meant disclosing to advocate on behalf of the child in order to obtain some 

benefit.  Most often this occurred to facilitate learning and development, for example, at 

school or with health practitioners.  These findings are in keeping with the disclosure 

process model, which describes a goal-directed, cost-benefits analysis that informs 

disclosure decisions (Chaudoir, Fisher, & Simoni, 2011).  However, this model is usually 

explained in the context of self-preservation such that the individual attempts to maximise 

benefits and minimise harm towards the self through the disclosure.  Although mothers’ 

narratives also featured a cost-benefits analysis, instead of being self-focussed, mothers 

prioritised the child and the child’s needs.  Thus, adding to the disclosure process model, in 

the parent context, parents’ decisions are more child-centric than they are parent-centric.  

By focussing their efforts on their child in this way, mothers had reason to refute stigma 
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and buffeted their own self-stigma by acknowledging themselves as good parents due to 

efforts to support and protect their child. 

 The opinions of others played a significant role in mothers’ decision-making (Theme 

3).  When anticipating or experiencing stigma from others, mothers chose to conceal to 

avoid stigma.  Research has shown that this is not an uncommon response for stigmatised 

people (Chaudoir et al., 2011; Quinn et al., 2014; Satterwhite, Lauer, Bakaeva, & Hill, 

2016).  In hiding their differentness from others, the individual is able to ‘pass’ as ‘normal’ 

and avoid encounters with others in which there is the potential for stigma (Clair, Beatty, & 

Maclean, 2005).  Thus, concealing serves a protective function.  In saying that, mothers 

also concealed as a matter of privacy.  Just as other family information, such as parental 

income, does not need to be common knowledge, neither does the child’s mental health 

disorder.  Therefore, concealing also occurred irrespective of concerns for the opinions of 

others.   

 Concealment was not the only strategy used to deal with stigma.  Mothers described 

their choice to selectively disclose as a response to stigma, usually to confront, refute, or 

minimise it.  Thus, consistent with Clair et al. (2005), mothers challenged others’ 

misperceptions and beliefs in a bid to change these.  Moreover, in using Clair et al.’s (2005) 

terminology, mothers used ‘differentiating’ (e.g., “I am in a different parenting situation to 

you, but I am still equally valid) and ‘normalising’ (e.g., “I am in a different parenting 

situation to you, but lots of other people are too and so it is not really a big deal”).  Thus, 

mothers presented their identity as equally valid to that of others (in this case, other 

parents).  The ultimate aim is to readjust the downward shift in social status that stigma can 

entail, protecting one’s social identity and sense of self (Clair et al., 2005; Phelan, Lucas, 
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Ridgeway, & Taylor, 2014).  However, adding to Clair et al. who focus on the individual 

perspective, in the case of mothers, the primary focus was on protecting the child’s social 

identity (over and above the mother’s).  By preventing or challenging stigma on behalf of 

their child through concealing or selectively disclosing, mothers also hoped to avoid the 

self-stigma that stigma may engender. 

 The final theme was mothers’ experiences of disclosure (Theme 4). Mothers 

described that their fears about being stigmatised in response to disclosure were, at times, 

justified.  In such cases, the information recipient responded in an unsatisfactory or even 

hurtful way, for example, by being dismissive, critical, or misconstruing and 

misappropriating the information disclosed).  These experiences induced a sense of futility 

and a reluctance to share information in the future.  Problematically, this could limit social 

connectedness and support for both the parent and the child.  However, in many cases 

mothers received positive feedback from others in response to their disclosures.  Mothers 

found this very surprising because they expected stigma.  In the cycle of concealment 

model, responses from others shape future disclosure decisions (Afifi & Steuber, 2010).  

Positive responses from others can build confidence in, and comfort with disclosing, which 

in turn creates more permeable privacy boundaries (Afifi & Steuber, 2010; Petronio, 2010).  

Thus, more information is revealed more readily after positive experiences, potentially 

opening up opportunities for support and empathy.  Positive responses from others also 

tend to validate parents as good parents, thus, vicariously supporting parents in addressing 

their self-stigma. 

 Taken together, these findings show that disclosure (and concealment) were 

inextricably linked to stigma, and as a consequence, to self-stigma. As such, these findings 
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add to the little available literature surrounding parents’ use of disclosure and concealment 

of their child’s mental health problems. These findings are consistent with those of Chapter 

2, in that social withdrawal–in this case, concealment–could prevent stigma from occurring 

in the first place.  Adding to the findings of Chapter 2, concealment could occur 

irrespective of stigma, as mothers reserved both their own and their child’s right to privacy.  

Moreover, disclosure could instigate stigma, but it could also quell stigma once it had 

occurred.  Both disclosure and concealment were potentially linked to self-stigma when 

they were used as a reactive response to others’ opinions or a bid to aid the child.  These 

actions left mothers feeling empowered and verified in terms of their social and parenting 

identity.  Thus, disclosure and concealment were involved in instigating stigma, preventing 

it, and/or responding to it.  Therefore, mothers’ use of disclosure and concealment were as 

expected with some models but not completely (e.g., CPM, disclosure process model).  

This indicates that future research focussing on the issue of disclosure with parents may 

need to consider a new model that begins by exploring parents’ lived experiences and the 

possible difference that parents and mental health issues bring to understanding this 

complex issue. 

Using a Scribe in Qualitative Research (Chapter 4) 

 Through qualitative and participatory action research, inquiring about the lived 

experiences of parents regarding self-stigma in Chapter 2 has revealed the complexities and 

intricacies of the parent experience.  Experts have called for participatory action and other 

qualitative methodologies as a requirement to understanding health-related stigma 

(Corrigan, 2017; Corrigan & Miller, 2004; Morris et al., 2018; Ritsher, Otilingam & 
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Grajales, 2003).  In gathering participants’ first-hand accounts of their experiences and 

processing these into a text-based account, the widely used and generally expected standard 

is to transcribe the interview verbatim (Tessier, 2012).  Proponents of transcription argue 

that transcribing the data is a necessary step in becoming familiar with the data (Lapadat & 

Lindsay, 1999).  However, verbatim transcription is a labour-intensive and time-consuming 

enterprise (Halcomb & Davidson, 2006; Tessier, 2012).  Moreover, there are times when a 

transcription is not possible as there is no recording of the interview; recording equipment 

fails, participants refuse to be recorded, and some research environments prohibit recording 

(Crichton & Childs, 2005; Lo Iacono, Symonds, & Brown, 2016; Patenaude, 2004).  There 

are alternative methods to transcription, such as working directly from an electronic 

recording or analysing field notes (Kieren & Munro, 1985; McNall & Foster-Fishman, 

2007).  One method in current use is to analyse data scribed within the interview by an 

observer who documents comprehensive notes including verbatim quotes (e.g., Bex 

Lempert, 2016; Corrigan, Pickett, Kraus, Burks, & Schmidt, 2015; Mowat, 2012).  

However, the extent to which scribed data can produce similar analytic outcomes as 

transcriptions has not been investigated.  In undertaking the studies in Chapters 2 and 3, an 

opportunity arose to explore the use of a scribe in qualitative research. Thus, the overall 

aim of the study presented in Chapter 4 was to investigate scribing as a reliable, valid, and 

cost-effective alternative to verbatim transcription.   

To do so, the scribing process was first defined, and the similarity in the number and 

content of themes (and subthemes) derived from scribed versus transcribed data was 

examined.  Results indicated that scribing produced significantly less data than 

transcriptions.  However, in reducing the data, the concern is whether what remains will be 
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sufficient enough for a robust analysis (Bloom, 1993; Tessier, 2012).  As such, scribed 

interview data were coded and thematically analysed and compared against the codes and 

themes derived by independent raters from transcriptions of these same interviews.  Despite 

the data reduction, findings indicated that when the similarity of the derived subthemes and 

themes were compared by two independent raters, up to 82.5% of subthemes and 78% of 

themes were rated as having good to excellent similarity.  These results remained similar 

when scribing in-person and from video-recording.  Scribing was also more time and cost 

effective: at three times faster than transcription, scribing could potentially save 

approximately AU$115 (US$70) per hour of qualitative interview analysis.  These findings 

informed the choice to progress with the use of the scribed notes (over the transcriptions) 

for the analyses completed in Chapters 2 and 3.   

 The scribe method extends existing work on the use of field notes in qualitative 

research (Halcomb & Davidson, 2006; McNall & Foster-Fishman, 2007).  For example, 

rapid evaluation and assessment method inquiries use field notes as the data corpus, which 

allows for rapid collection and analysis of data (Beebe, 2014).  However, a feature of these 

methods is that the interviewer makes these notes, which potentially limits the amount of 

detail being documented.  In using a second individual within the interview to document 

notes, the interviewer is free to focus on interviewing whilst the scribe focusses on note-

taking; thereby protecting the integrity of both tasks.  Moreover, given that scribing does 

not rely on video or audio recordings, whereas transcription does, it is at an advantage over 

transcription in circumstances where recording the interview is not possible or permissible.  

In such situations, there is no original recording of the interview, and hence, this data is 

lost, or never obtained in the first place.  This is very limiting for qualitative research and 
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begs the question as to how the data is being documented.  Using an in-person scribe 

addresses this problem.  

 Due to the reductions in the amount of data being recorded by a scribe�although a 

robust thematic analysis can still be achieved�there are implications for the kind of 

qualitative inquiries for which scribing could be most useful.  In phenomenological studies, 

where the aim is to describe themes (such as in Chapter 2 and 3 of this thesis), and in 

ethnographic or anthropological studies where observation of a phenomenon is central, the 

scribe is likely to be most beneficial.  However, the detail not captured in scribed notes, 

such as filler words (e.g., “um,” “ah”) are features of speech that are of interest to 

conversation or discourse analysts because it is precisely this paralinguistic detail that is 

important to such studies (Edwards & Lampert, 1993; Psathas & Anderson, 1990; Schriffin, 

1994; Smith, Jarman, & Osborn, 1999).  In this regard, every detail counts.  Where this is 

central to the ontological and epistemological framework of the research, the preference 

would be to transcribe the data verbatim so that these details are retained.   

 As a result of this study, a process for using scribes is delineated, with an 

operationalisation of a training and implementation process of using scribes in qualitative 

research.  Scribes are actively being used by qualitative researchers, but there are no 

standard guidelines for their use.  Scribing is becoming more common and as we head into 

an era where research funds are increasingly more challenging to obtain, using cheaper, but 

still effective methodologies will help support the ongoing use of qualitative methods.   
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Parents’ Self-Stigma Scale (Chapter 5) 

 The aim of Chapter 5 was to develop and provide psychometric evidence for a new 

measure of parents’ self-stigma that was informed by parents’ lived experiences: the 

Parents’ Self-stigma Scale (PSSS). This new measure is needed because existing self-

stigma scales were developed and used with individuals who have different self-stigma 

experiences; specifically, adults with mental health disorders (Corrigan, Michaels et al., 

2012; Ritsher et al., 2003), mothers of adult offspring with mental health disorders 

(Hasson-Ohayon, Levy, Kravetz, Vollanski-Narkis, & Roe, 2011; Zisman-Ilani et al., 

2013), relatives of people with a mental health disorder (Morris et al., 2018), and caregivers 

of people with intellectual disabilities or mental health disorders (Mak & Cheung, 2008).  

These measures are not sufficiently representative of self-stigma experiences of parents of a 

primary-school aged child with a mental health disorder as evidenced in Chapter 2 and 

other qualitative studies, particularly with regards to parents’ concerns for meeting the good 

parent ideal (Eaton, Ohan, Stritzke, & Corrigan, 2016; Gray-Brunton et al., 2014; Moses, 

2010; Singh, 2004).   

 Specific statements that concisely illustrated parents’ expressions of their experiences 

of self-stigma were identified in the qualitative data from Chapter 2.  These statements 

were used to inform items for the developed measure of parents’ self-stigma.  In being 

drawn from Chapter 2, these items represented the range of self-stigmas that parents had 

identified.  These items were presented to the PARG who reviewed and revised each so as 

to be sensitive, respectful, and representative of parents’ experiences and the identified 

conceptual components.  The PARG recommended avoiding the term ‘bad parent’ and 

instead framing related questions in ways such as “I am not a good enough parent,” as they 
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were concerned that these questions would otherwise be confronting and affronting.  This is 

especially relevant because researchers have found that the way in which parents are asked 

about their experiences can influence the extent to which they report both stigma and self-

stigma (Fernandez & Arcia, 2004).  The resulting measure was then tested in a large sample 

of Australian and New Zealander parents of children with a diagnosed mental health 

disorder.   

 Consistent with hypotheses and Chapter 2, exploratory factor analysis (EFA) revealed 

three inter-correlated self-stigma factors: self-blame, self-shame, and bad-parent self-

beliefs.  One item, “I am not a good enough parent,” cross-loaded onto both the self-blame 

and the bad-parent self-beliefs subscales.  As such, to further explore the factor structure, a 

partial confirmatory factor analysis (PCFA) was then performed.  The PCFA also revealed 

the same three factors, which accounted for a substantial 70% of the variance.  In the 

PCFA, the item “I am not a good enough parent” no longer exhibited cross-loading, instead 

loading onto the bad-parent self-beliefs factor.  Whilst a fully-restricted confirmatory factor 

analysis was not completed, the calculation of close-fit indexes for the PCFA solution 

revealed values consistent with good fit, and indicate that the proposed factor structure is 

acceptable.  Thus, future confirmatory factor analysis on a new set of data is likely to be 

successful (Hanauer, Graham, & Hatful, 2016).  The full scale and each subscale had good 

internal reliability.    

 The three-factor solution indicates that parents’ self-stigma is a multifaceted 

construct.  This is consistent with a number of authors who view self-stigma as 

multifaceted or multidimensional (e.g., Corrigan, Michaels et al., 2012; Corrigan & 

Watson, 2004; Ritsher et al., 2003; Zisman-Ilani et al., 2013).  For example, Corrigan, 
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Michaels et al. (2012) view self-stigma as multidimensional, with the dimensions as a 

series of hierarchical stages or progressive steps (e.g., awareness of stigma, agreement with 

stigma, applying stigma to the self, and harm to self-esteem), whereas others have based 

their dimensions on stigma originating from others as well as from the self (e.g., alienation, 

discrimination, stereotype endorsement, and/or social withdrawal; Morris et al., 2018; 

Ritsher et al., 2003; Zisman-Ilani et al., 2013).  Although Mak and Cheung (2008, 2012) 

have found affiliate stigma to be a unitary construct, they propose that this form of self-

stigma is represented by cognitive, affective, and behavioural dimensions (see also Chang 

et al., 2015; Mikami, Chong, Saporito, & Na, 2015).  The PSSS was instead designed to 

measure self-stigma as a construct comprised of negative self-attributions, characterised by 

three key forms (self-blame, self-shame, and bad-parent self-beliefs) as directly identified 

through mothers’ narratives in the Chapter 2 study.  

 Self-blame (Factor 1), as it is defined and measured with the PSSS, is broadly 

consistent with Moses (2010) and Singh (2004), who have described parents’ self-blame as 

feeling responsible for causing the disorder, failing to remediate it, or making it worse (see 

also Fernández & Arcia, 2004; Gray-Brunton et al., 2014).  In the extant literature on self-

blame, parents’ negative self-beliefs about the quality of their parenting (i.e., Factor 3, bad-

parent self-beliefs) are often described as if synonymous with self-blame (e.g., Harden, 

2005; Koro-Ljungberg & Bussing, 2009).  However, consistent with Gray-Brunton et al. 

(2014) who make a clearer distinction between self-blame due to problematic biology and a 

negative self-view due to problematic parenting, the results of the factor analyses similarly 

show these to be separate aspects.  This distinction is important given that self-blame can 

occur in the absence of bad-parent self-beliefs (and vice versa).  For example, parents might 
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self-blame for having caused the child’s disorder, yet simultaneously believe that they are 

good parents because their everyday efforts to support their child show them that they are 

good parents (Eaton et al., 2016; Trute, Benzies, & Worthington, 2012).  Alternatively, 

although parents might not blame themselves for the onset of the disorder, they may still 

perceive themselves to be bad or incompetent parents due to an inability to remediate the 

child’s symptoms or socially discordant behaviour (Doubet & Ostrosky, 2015; Malacrida, 

2001; McKeever & Miller, 2004; Meiser, et al., 2007).  In saying that, as the findings of 

Chapter 2 indicate, these forms of self-stigma both reflect a sense of being a failed parent.   

 The factor self-shame (Factor 2) is defined and measured with the PSSS as parents’ 

sense of embarrassment, shame, and self-consciousness due to being a parent of a child 

with a mental health disorder.  This is partly consistent with the affective dimension of the 

Affiliate Stigma Scale, which accounts for an individual’s sense of embarrassment or social 

inferiority (Mak & Cheung, 2008, 2012).  However, there are also key differences.  First, 

differing to the scale, the PSSS self-shame subscale does not tap sadness, worry, or 

helplessness as these are potentially emotional outcomes of experiencing stigma directly, 

witnessing the child being stigmatised, self-stigmatising, or even due to caregiving burden.  

Second, as already discussed, although behavioural items are included in the Affiliate 

Stigma Scale, the PSSS does not include items representing behavioural aspects, as these 

are also considered to be outcomes of self-stigma and not self-stigma per se (Corrigan, 

Larson, & Rüsch, 2009; Corrigan, Watson, & Barr, 2006; Watson et al., 2007).  Finally, the 

PSSS does not tap stigma itself, whereas the Affiliate Stigma Scale does.  In adding to the 

work on the affiliate stigma concept (e.g., Banga & Ghosh, 2016; Chang et al., 2015; Mak 

& Cheung, 2008, 2012; Mak & Kwok, 2010; Mikami et al., 2015; Werner & Shulman, 
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2013), the findings of Chapters 2, 5, and 6 of this thesis suggest that self-shame is but one 

part of self-stigma in parents of children with a mental health disorder; self-blame and bad-

parent self-beliefs are also relevant. 

  Intercorrelations between the PSSS factors revealed that self-blame and bad-parent 

self-beliefs were moderately correlated with each other (about r = .5), whereas they shared 

small relations to self-shame (about r = .3).  This might be explained by the differences in 

the focus of the stigma.  Self-blame and bad-parent self-beliefs are both direct and centre on 

negative attributions that arise about the parent-self (“I am to blame,” “I am not a good 

enough parent”; Eaton et al., 2016; Moses, 2010), whereas self-shame arises indirectly due 

to parents’ association with their stigmatised child (“I am ashamed of being a parent of a 

child with a mental health disorder”). This is a key difference between the PSSS and the 

affiliate stigma concept and scale.  Specifically, affiliate stigma is conceptualised as 

internalised courtesy stigma, which is indirect stigma because it is transferred to the 

individual due to his or her association with a stigmatised family member (Mak & Cheung, 

2008; Mak & Kwok, 2010).   

 Given the painful nature of self-stigma, it is not surprising that the findings of 

Chapter 5 demonstrated significant negative correlations between each subscale of the 

PSSS and measures of self-esteem and empowerment.  Thus, in support of the convergent 

validity of the PSSS, greater self-stigma was associated with decreased self-esteem and 

empowerment.  However, regression analyses indicated that self-shame was not a 

significant predictor of lower self-esteem or empowerment when self-blame and bad-parent 

self-beliefs were also included.  Thus, self-stigma that focuses on the parent-self (bad 

parent and self-blame) may be most important in predicting reduced self-esteem and 
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empowerment. Findings are also consistent with quantitative research evidencing self-

stigma as negatively correlated with self-esteem and/or empowerment in caregivers of 

individuals with a mental health disorder (Chang et al., 2015) and in adults with mental 

health disorders (e.g., Corrigan, Rafacz, & Rüsch, 2011; Corrigan et al., 2006; Ritsher et 

al., 2003; Rüsch, Hölzer et al., 2006; Rüsch, Lieb, Bohus, & Corrigan, 2006).  This is an 

important finding, as it has been thought that loss of self-esteem and empowerment can 

lead to loss of hope and failure to pursue personal goals, a consequence that has been called 

the ‘why try’ effect (Corrigan et al., 2006, 2009, 2011; Corrigan, Michaels et al. 2012; 

Watson et al., 2007).  Loss of hope and a failure to pursue goals in a parent may have 

serious implications for the parent, child and parent-child relationship. 

 An exploration of potential relationships between various demographic variables and 

self-stigma revealed a significant and negative correlation of parent age with all three of the 

PSSS subscales. This finding is inconsistent with other quantitative studies that have 

evidenced higher levels of self-stigma in older parents of offspring with mental health 

disorders (Hasson-Ohayon et al., 2011, 2014) as well as caregivers (including parents) of 

people with intellectual disabilities, autism spectrum disorder, and/or mental health 

disorders (e.g., Mak & Cheung, 2008; Mak & Kwok, 2010).  However, the finding is 

consistent with qualitative research, including Chapter 2 results, which have evidenced an 

evolution of self-blame and self-devaluation, such that these tend to lessen overtime (Eaton 

et al., 2016; Milliken & Northcott, 2003; Muhlbauer, 2002a, 2002b).  Moreover, less self-

blame was also associated with greater time since a diagnosis was first made and since 

commencement of treatment.  In keeping with this, the findings of Chapter 2 similarly 

show that parents’ self-stigma tends to reduce over time in response to receiving a 
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diagnosis, becoming more informed about the child’s difficulties and how best to support 

them, experiencing successes in the parenting role, and improvements in the child’s 

symptoms.    

 Taken together, the findings of Chapter 5, coupled with those of Chapter 2, suggest 

that in parents of children with a mental health disorder, self-stigma is best represented by 

three factors: self-blame, self-shame, and bad-parent self-beliefs.  This further suggests that 

parents’ self-stigma can be operationalised as including these three aspects.  This study 

fulfils a gap in current parent self-stigma literature as it provides a measure (the PSSS) 

which enables future research into parents’ self-stigma.  The PSSS is a measure based on 

lived experiences and overseen by PAR methods, which is recommended by experts 

(Corrigan, 2017; Morris et al., 2018; Ritsher et al., 2003). Thus, parents themselves see this 

as comprehensive and sensitive. Psychometric evidence and preliminary norms is also 

provided for those wishing to have references to a relatively large sample. 

The Formation of Parents’ Self-Stigma (Chapter 6) 

 The identification of negative impacts due to experiencing self-stigma highlights the 

importance of understanding how self-stigma is formed.  Moreover, explanatory models of 

how self-stigma is formed supports the identification of potential precursor stages that 

might be amendable to intervention, so as to prevent or decrease self-stigma (Corrigan et 

al., 2011).  Through research with adults with mental health disorders (Corrigan & Watson, 

2002; Corrigan, Michaels et al., 2012) and parents of children with autism spectrum 

disorder (Mak & Kwok, 2010), explanatory models have emerged.  However, these models 

are not adequately representative of the lived experiences of parents of children with a 
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mental health disorder as evidenced in Chapter 2 and other qualitative research (Doubet & 

Ostrosky, 2015; Moses, 2010; Mukolo, Heflinger, & Wallston, 2010; Singh, 2004).  The 

findings of Chapter 2 suggest an alternative model.   

 In Chapter 2, the identified themes were presented to the PARG for a discussion 

centred on exploring their connections.  The PARG arranged the themes such that stigma 

led to self-doubt, which, if the parent was unable redress, could result in self-stigma.  

Although the findings of Chapter 2 indicated that in addition to self-doubt, social 

withdrawal (e.g., concealment or avoidance) was also an outcome of stigma, social 

withdrawal was not included in the model.  This is because as the results of Chapter 3 and 

other studies suggest, these behaviours are a means of preventing the onset of stigma, 

responding to stigma, and used regardless of stigma (and thus, self-stigma) (Corrigan, 

Larson et al., 2015; Corrigan & Rao, 2012; Eaton et al., 2016; Eaton, Ohan, Stritzke, 

Courtauld, & Corrigan, 2017).  Hence, the substantive contribution of social withdrawal to 

the stigma to self-stigma relationship requires further inquiry.  The findings of Chapter 2 

also indicated that self-stigma could lead to affective distress in parents.  Thus, the aim of 

Chapter 6 was to test a model, with the model components drawn from the Chapter 2 

findings and informed by PAR methods.  Accordingly, it was hypothesised that parents’ 

awareness of stigma predicts self-doubt, which in turn predicts self-stigma, and self-stigma 

predicts affective distress. 

 Using structural equation modelling, the resulting goodness-of-fit indices supported 

the fit of this model.  Specifically, after controlling for child symptom severity and relevant 

demographic variables, significant and positive pathways from awareness of stigma to self-

doubt, self-doubt to self-stigma, and self-stigma to affective distress were found.  These 
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findings support the emergent process that was identified in Chapter 2 and suggested by the 

PARG.  Furthermore, the self-doubt model shares some similarities, but also some key 

differences with the two existing models of self-stigma formation (Corrigan, Michaels et 

al., 2012; Mak & Kwok, 2010).  In identifying that the process first begins with the 

individual becoming aware of others’ stigma, the model is consistent with the 3A model 

(Corrigan, Michaels et al., 2012) and the Mak and Kwok (2010) framework.  However, 

differing to Mak and Kwok, parents’ awareness of stigma extends beyond just courtesy 

stigma to also include bad-parent and blame stigma.  In the third stage of the tested model, 

parents apply stigma to the self as self-stigma, which again is consistent with both 

Corrigan, Michaels et al. and Mak and Kwok, albeit that self-stigma is defined differently.  

Moreover, in finding self-doubt as a stage that intervenes between stigma and self-stigma, 

the current model differs to Corrigan, Michaels et al. who see agreement with stigma as the 

preceding stage, and with Mak and Kwok who see self-blame and perceived responsibility 

and controllability as preceding stages.  In the model proposed in Chapter 6, parents’ self-

blame and sense of responsibility are instead included as forms of self-stigma, rather than 

predictors of it.   

 Moreover, the results of the tested model add to the small but growing body of 

research into the effects of stigma on parents’ view of the self.  Although not aiming to 

investigate self-stigma per se, parents’ narratives as documented by Doubet and Ostrosky 

(2015) and Gray-Brunton et al. (2014) have revealed that stigma from others can instigate 

or exacerbate parents’ self-doubt as to their ability to be the good parent that they (and 

perceived others) expect them to be.  Self-doubt is a pervasive feature of parenting; the 

questioning of whether one has ‘what it takes’ to be a good parent is common (Neophytou 
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& Webber, 2005).  As the results of Chapters 2 and 6 show, and in keeping with other 

research, stigma from others serves to make this worse (Doubet & Ostrosky, 2015; Gray-

Brunton et al., 2014).  Moreover, self-doubt can be difficult to reconcile, and when it is not, 

the parent subsequently self-stigmatises.   

 This process potentially arises as the parent, in anticipating or experiencing stigma 

from others, becomes aware that they have been linked to a stereotyped group for whom 

there are questions regarding competence (Braslow, Guerrettaz, Arkin, & Oleson, 2012).  

In this case, the parent is linked to dominant social stereotypes regarding parents of 

children with a mental health disorder, which broadly imply that these parents are failing to 

meet the good parent ideal, and thus are incompetent parents, to blame for the disorder, and 

lesser than other parents.  The tested model is therefore broadly consistent with modified 

labelling theory (Link, 1987; Link, Cullen, Struening, Shrout, & Dohrenwend, 1989).  The 

label good parent is so highly prized and the label bad parent so vehemently avoided (Eaton 

et al., 2016; Lareau, 2003; Singh, 2004), being labelled as the latter can make parents doubt 

themselves and their ability to be good parents.  If unable to find sufficient evidence to 

refute stigma and/or bolster the belief that one is a good-enough parent, self-stigma results.   

 Self-discrepancy theory (Higgins, 1987) might also explain the role of self-doubt in 

the formation of parents’ self-stigma.  According to this theory, individuals notice and 

evaluate discrepancies between the ideal-self and the current-self (Higgins, 1987; Higgins, 

Roney, Crowe, & Hymes, 1994).  For parents, these comparisons likely centre on the 

evaluation of the current- versus the ideal-parent-self.  Awareness of stigma from others 

activates these comparisons by reminding parents of the child’s differentness and implying 

that the parent is not meeting the good parent ideal (Eaton et al., 2016; Singh, 2004; Todd 
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& Jones, 2003).  Through these interpersonal comparisons, the parent begins to doubt the 

quality of his or her parent-self.  As Braslow et al. (2012) state, “people who are burdened 

with self-doubt are not engaged with the environment in an unselfconscious way; they 

dwell on themselves and measure themselves constantly against a ‘competence’ yardstick” 

(p. 473).  With this doubt building, parents’ uncertainty regarding their ability to meet the 

ideal (and be competent parents) moves to certainty that they have failed in this regard 

(Hardy, Govorun, Schneller, Fazio, & Arkin, 2015).  Our findings indicating a significant 

pathway from self-doubt to self-stigma supports this proposition.  Thus, doubting the 

quality of one’s parenting, although not synonymous with a concrete negative self-belief 

regarding the parent-self, may lead to this (Weaver, Shaw, Dishion, & Wilson, 2008). 

 Moreover, the model may help to clarify an issue raised by Moses (2014) in her 

chapter on stigma in families affected by stigmatised health conditions; specifically, she 

noted that the link between courtesy stigma and self-blame is not clear.  Moses pointed to a 

study by Fernández and Arcia (2004) in which mothers of children with disruptive 

behavioural disorders were no more or less likely to blame themselves due to experiencing 

courtesy stigma.  Moses argued that courtesy stigma and self-stigma (self-blame, in 

particular) are therefore likely to be overlapping, yet independent.  In Chapter 6, awareness 

of stigma was measured using items pertaining to both indirect (courtesy stigma) and direct 

(blame, bad parent) forms of stigma.  Thus, in responding to the question posed by Moses, 

the tested model indicates that awareness of courtesy stigma and/or bad-parent/blame 

stigma (not just blame) predicts self-blame, self-shame, and/or bad-parent self-beliefs (not 

just self-blame).  Structural equation modelling of this suggests it occurs via self-doubt. 
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 The tested model further indicated a significant and direct effect of self-stigma on 

affective distress.  This finding is consistent with Chapter 2 as well as parents’ narratives 

documented in other qualitative studies in which parents describe their sadness and anguish 

in response to self-stigmatising (e.g., Harborne, Wolpert, & Clare, 2004; Moses, 2010; 

Singh, 2004).  Moreover, this finding is consistent with quantitative studies with family 

caregivers of people with mental health disorders which have evidenced that greater self-

stigma (measured as affiliate stigma) is associated with greater affective distress (e.g., Chiu 

et al., 2013; Mak & Cheung, 2012).  Thus, the current findings add to these studies by 

showing that in addition to self-shame, self-blame and bad-parent self-beliefs also 

contribute to parents’ affective distress.   

 The link between self-stigma and affective distress is important to understand as 

parental psychological difficulties can increase the risk for the development or exacerbation 

of child social-emotional and behavioural problems, even when parents’ difficulties are 

subclinical (Cummings, Keller, & Davies, 2005; Papp, Cummings, & Schermerhorn, 2004; 

van der Pol et al., 2016; Weitzman, Rozenthal, & Liu, 2011).  Moreover, parental 

depression–particularly in mothers–can impact on child health-related quality of life, 

holding implications for the child’s physical, psychological, social, and emotional 

wellbeing (Dittrich et al., 2018; van der Pol et al., 2016).  However, the results presented 

are concurrent in nature.  Future research is encouraged to explore longitudinal links and 

should the present findings be supported, then the model potentially implies targets for 

decreasing parents’ affective distress (i.e., self-doubt and/or self-stigma).  Given that self-

doubt and self-stigma are largely cognitive, it suggests that cognitive intervention strategies 



316  

might be a good match for effective intervention designs. Although addressing stigma 

would also be ideal, this would likely involve a societal approach rather than a clinical one. 

Implications for Self-Stigma Theory 

 Taken together, the findings of this thesis suggest that although the current 

conceptual definition of self-stigma (i.e., Corrigan & Watson, 2002) is, in part, relevant to 

the parenting context, it needs modification to capture the nuances of the parent experience.  

Whereas the existing and accepted definition of self-stigma is the ‘adoption of a stigmatised 

view of the self’ (Corrigan & Watson, 2002), in parents of children with a mental health 

disorder, self-stigma is better defined as the ‘adoption of a stigmatised view of the parent-

self’ (Eaton et al., 2016).  This is an important distinction and one that is made due to 

parents’ desires to achieve the good parent ideal, the fact that stigma serves to undermine 

parents’ sense of attaining this ideal, and that self-stigma manifests as a firm belief that one 

has failed in this regard (Eaton et al., 2016, 2018). Current operational definitions of self-

stigma that are based on participants other than parents of children with a mental health 

disorder specifically (e.g., Corrigan, Michaels et al., 2012; Mak & Cheung, 2008; Morris et 

al., 2018; Ritsher et al., 2003; Zisman-Ilani et al., 2013) may miss the importance of the 

parenting ideal, and thus not adequately account for parents’ self-stigma.  The findings of 

this thesis have shown that self-stigma is best operationalised as including self-blame, self-

shame, and bad-parent self-beliefs.  Importantly, these conclusions are made based on 

qualitative research that has been directed by PAR methods so as to closely represent 

parents’ perspectives on their lived experiences of self-stigma.   
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Implications for Self-Stigma Intervention and Clinical Psychology 

 The results of this thesis offer some preliminary recommendations for community-

level stigma and self-stigma intervention, for clinical psychology, and for addressing self-

stigma in parents of children with a mental health disorder specifically.  Across Chapters 2, 

3, and 6 of this thesis, and consistent with broader work on self-stigma (Doubet & 

Ostrosky, 2015; Gray-Brunton et al., 2014; Mak & Kwok, 2010; Moses, 2010; Singh, 

2004), the importance of stigma on the formation of parents’ self-stigma was continually 

seen. Thus, one way to decrease parents’ self-stigma would be to address societal stigma. In 

terms of addressing stigma through community level intervention, several mothers in the 

study in Chapter 2 felt that stigma originated largely from others’ misunderstanding, if not 

total ignorance, about childhood mental health disorders.  Research has shown that anti-

stigma campaigns, including those which attempt to educate the public about mental health 

disorders and diminish stigma by providing contradictory information are effective, but 

only to a modest extent (Thornicroft et al., 2016). Although there are some reductions to 

discrimination and/or prevalence of negative stereotypes, these methods tend to reach those 

who already agree with the message (Fung, Tsang, & Cheung, 2011; Rüsch, Angermeyer, 

& Corrigan, 2005).  More preferable is contact with individuals with a mental health 

disorder (and their families), as this allows others to learn that these individuals are not like 

the stereotypes generically applied to them (Corrigan, Morris et al., 2012; Thornicroft et al., 

2016).  However, a contact strategy to reduce societal stigma poses logistical challenges 

(Corrigan, Morris et al., 2012). Combined with a lack of data on how best to reduce stigma 

towards parents of children with a mental health disorder (as most anti-stigma campaigns 
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target adults with mental health disorders), there is much work left to be done before this 

strategy will be sufficient to address parents’ self-stigma.  

 The general society is not the only place in which parents encounter stigma. Although 

we would like to consider the mental health profession as stigma-free, we have a long 

history of also expressing stigma (e.g., Baldwin, 2014; Bateson, Jackson, Haley, & 

Weakland, 1956; Bowen, 1961; Fromm-Reichmann, 1947; Milliken, 2001; Sullivan, 1927).  

Thus, we as mental health professionals should be self-aware of holding such attitudes 

(Cohen-Filipic & Bentley, 2015).  Moreover, being cognisant of stigma that parents 

encounter in society prepares clinicians to expect that most, if not all parents will be 

experiencing the effects of stigma from others and/or will themselves struggle with self-

stigma (Baldwin, 2014; McDonald et al., 2007).  In this regard, Bentley, Cohen-Filipic, and 

Cummings (2016), and Cohen-Filipic and Bentley (2015) offer a number of helpful 

recommendations for building and strengthening the parent-clinician therapeutic alliance so 

as to limit the effects of stigma (and self-stigma) on this relationship.  These authors place 

an emphasis on practice that is collaborative (with parents), responsive (acknowledges and 

responds to parent self-stigma), and reflective (clinician self-awareness and critical analysis 

of own processes).  The aim is to be parent-inclusive, as it acknowledges the important role 

that parents can play in their child’s treatment (Hawley & Garland, 2008; Kazdin, Whitley, 

& Marciano, 2006), as well as the challenges that parent self-stigma can pose. 

 In working with parents at an individual level in preventing self-stigma, the findings 

of this thesis (particularly those of Chapters 2 and 6) show that awareness of stigma and 

self-doubt are key in parents’ self-stigma formation.  The primary goal for existing 

programs such as In Our Own Voice–Family Companion (IOOV-FC; Perlick et al., 2011) 
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in preventing self-stigma is to support family members in learning to challenge stigma.  

With its focus on stigma resistance, IOOV-FC has been found to reduce pre- to post-

intervention self-stigma, although this relationship was partially mediated by reductions in 

social comparisons (Perlick et al., 2011).  Consideration for social comparisons may be an 

important addition to self-stigma interventions, given that parent-self-to-ideal-parent-self 

and parent-self-to-other-parent comparisons are involved in the genesis and maintenance of 

self-doubt (Braslow et al., 2012).  As the findings of this thesis indicate, self-doubt is an 

intermediate step between stigma and parents’ self-stigma.  Thus, interventions such as 

IOOV-FC might benefit from including additional material aimed at addressing parental 

self-doubt.  Such an intervention might target increasing parents’ awareness of their self-

discrepancy and social comparisons, how these might be maintaining their self-doubt, as 

well as developing ways to lessen these comparisons through making them more 

favourable.   

 Although preventing self-stigma by fortifying parents’ ability to negate stigma and 

self-doubt is optimal, there are parents for whom self-stigma is already an issue.  In Chapter 

2, and as consistent with Milliken and Northcott (2003), mothers described redefining the 

good parent ideal and their ideal parent-self over time, from that of being a bad parent, to a 

good-enough parent.  A more realistic, and thus, attainable good parent ideal was formed.  

For some mothers, decreasing their self-stigma occurred with the attainment of sufficient 

evidence to refute their negative self-beliefs.  Although a tentative suggestion because it is 

based on qualitative and concurrent data collected for this thesis, interventions might be 

best targeted at supporting parents to develop their sense of parenting competency and 

parenting self-esteem, as an adjunct to reducing their self-stigma.  Within the therapeutic 
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setting, narrative enhancement and cognitive therapy, which supports the shaping and 

cognitive restructuring of self-stigma beliefs, has shown promise in addressing self-stigma 

(Roe, Hasson-Ohayon, Derhy, Yanos, & Lysaker, 2010; Yanos, Roe, & Lysaker, 2011).  

Research with adults with mental health disorders has found improvements to self-esteem, 

hope, and quality of life, as well as reductions to self-stigma for those participating in a 

clinician-led format of this therapy when compared to a treatment as usual control group 

(Roe et al., 2014).  As this intervention was developed with and for adults with mental 

health disorders, adaptations are needed to account for parents’ concerns with the good 

parent ideal and the need to bolster parenting sense of competency and self-esteem. 

 Connection with supportive and understanding others was also perceived by the 

mothers in Chapters 2 and 3 as helpful in limiting the effects of both stigma and self-

stigma.  To obtain such connection and support, the findings of Chapter 3 indicated that 

parents first needed to wrestle with the decision to disclose information about the child’s 

disorder.  These decisions were difficult because they had the potential to expose the child 

to stigma; however, if successful, mothers described rewards in the form of support and 

understanding.  Access to primary care, additional support at school, individualised 

education plans, and extended family caregiving all require the sharing of information 

about the child.  Fears of stigma might hold parents back in this regard.  As described in 

Chapter 3 and as evidenced other research, successful disclosure has the potential to 

increase self-esteem, self-efficacy, and a positive view of the self (Afifi & Steuber, 2010; 

Pachankis, 2007).  Programs that address disclosure versus concealment of mental illness, 

such as ‘Honest, Open, Proud,’ emphasise the need to structure disclosures to be personally 

meaningful, and hence, empowering (Corrigan, Larson et al., 2015).  Participants also learn 
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how to conduct a cost-benefit analysis in order to identify if and how a disclosure could be 

delivered to obtain maximum benefit, whilst limiting harm.  In Chapter 3, mothers 

described that they implicitly conduct such an analysis.  Still, learning ways to tailor their 

disclosure to encourage successful disclosures, such as is done in the Honest, Open, Proud 

program, might be of benefit for parents.  As this program was developed with and for 

adults with mental health disorders, adaptations are required to generalise to the parent 

context.       

 One further relevant point; the methodological study reported in Chapter 4 has shown 

that using a scribe to collect, process, and analyse text-based interview data obtained during 

qualitative inquiry can expedite these processes.  Although scribing produced less data, this 

reduction did not result in appreciable decrements to the number and content of themes 

obtained, when compared to transcriptions.  These findings may be of interest to clinical 

professionals who seek to investigate any number of psychological and sociological 

constructs, which might be best done (and at times, only possible) through qualitative 

research.  Scribing, because it does not rely on video or audio taping of interviews to obtain 

an analysable record of the interview, makes accessible research situations and contexts 

that might otherwise have been prohibitive due to an inability to record the interview.  As 

Chapter 5 of this thesis also highlights, one further benefit of scribing is the ability to draw 

precise and representative statements from the scribed data for items for use in scale 

development.  Thus, in providing preliminary evidence of consistency in analytical 

outcomes between scribing and transcription, the results of Chapter 4 may be of interest to 

clinical psychologists and others, particularly those who seek to engage the scientist-

practitioner model from a qualitative perspective. 
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General Limitations and Recommendations for Future Research 

 Participants included in this program of research were recruited from Australia and 

New Zealand.  This raises questions as to the generalisability of this research to parents 

from other countries.  In saying that, research with parents from various countries and 

nations, including Israel (Hasson-Ohayon et al., 2011, 2014; Zisman-Ilani et al., 2013), the 

United Kingdom (Singh, 2004), and the United States (Moses, 2010), have all revealed that 

parents experience stigma and/or self-stigma.  Moreover, in Chapters 5 and 6 of this thesis, 

in addition to Australian and New Zealander being nominated as the primary cultural group 

with which participants identified, other cultural groups were also nominated (i.e., Asian, 

Canadian, European, and South African). No significant differences were found in self-

stigma across these groups, although all of the participants were residing in Australia or 

New Zealand at the time of participation.  A cross-cultural investigation into the 

presentation of self-stigma in parents may still be warranted, given the possible emphasis 

on self-shame (over self-blame and bad-parent self-beliefs) in Asian cultures (Li et al., 

2004; Yang et al., 2013; Zane & Yeh, 2002).   

 Despite efforts to recruit fathers for the studies within this thesis, there is a low 

representation of fathers across the study samples.  Low response rates from fathers plagues 

parenting research (Phares, Lopez, Fields, Kamboukos, & Duhig, 2005).  This is also a 

problem in self-stigma research with parents, with low rates of fathers in a number of 

studies (e.g., 15% to 25%; Hasson-Ohayon et al., 2011; Mak & Kwok, 2010; Zisman-Ilani 

et al., 2013).  Some argue that there is a conceptual distinction between mothers and fathers 

(and mothering and fathering) (Pedersen, 2012).  Indeed, earlier stigma research proposed 

that there are differences between mothers and fathers in the extent to which they 
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experience stigma or self-stigma (e.g., Fortune, Smith, & Garvey, 2005; Gray, 1993, 2002; 

Milliken, 2001).  In saying that, there was no significant effect of gender on self-stigma in 

Chapters 5 and 6.  Additionally, the one father in the study in Chapter 2 reported similar 

concerns to the mothers of that study.  Moreover, research with parents on affiliate stigma 

has failed to find an effect of gender (Mak & Cheung, 2008; Mak & Kwok, 2010).  Fagan, 

Day, Lamb, and Cabrera (2014) argue that despite differences between mothers and fathers, 

there are more similarities.  Indeed, there is an increasing convergence in once clearly 

delineated gender roles in parenting (Fagan et al., 2014; Finley, Mira, & Schwartz, 2008).  

For example, parenting behaviours, engagement with the child, and time spent with the 

child are becoming increasingly similar between mothers and fathers (Cabrera, Fagan, 

Wight, & Schadler, 2011; McDowell & Parke, 2009; Raley, Bianchi, & Wang, 2012).  

Therefore, expectations for parenting and what makes a good mother or father are also 

likely to be converging.  Thus, fathers’ data was retained in the Chapter 5 and 6 studies.  

This is in keeping with calls to adopt a more gender-neutral approach to parenting research 

(Fagan et al., 2014). 

 In setting a defined sample inclusion criteria for the studies of this thesis, the child 

needed to be diagnosed with a mental health disorder.  The experiences of parents who 

have not engaged in the diagnostic process may differ to those who have, particularly given 

the findings of Chapter 2, which suggest that a diagnosis helps to resolve self-stigma.  

Additionally, as other developmental problems, such as autism spectrum disorders, and 

intellectual or physical disability have been excluded, a separate study of the self-stigma of 

these parents is encouraged.  Although these disorders are also stigmatised, their origins 

and causes tend to attract pity as well as stigma (Ditchman et al., 2013), potentially altering 
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parents’ experience of stigma and self-stigma.  The age range of the child was restricted to 

between 4 and 12 years as research has shown that the severity of parents’ self-stigma 

changes with child age (Mak & Cheung, 2008; Mak & Kwok, 2010).  Young children are 

largely dependent on their parents, but as they head into adolescence they become more 

independent and are seen as having more influences from the external (i.e., non-parental) 

world as they develop (Mukolo et al., 2010; Salusky et al., 2014).  Thus, stigma (and self-

stigma) may be higher or different for parents of primary-school aged children than parents 

of adolescent or adult offspring.  How self-stigma progresses as the child enters 

adolescence and beyond could not be addressed in this thesis.    

 One serious outcome of the formation of self-stigma is that it can lead to harms such 

as loss of self-esteem, self-efficacy, and empowerment (Corrigan et al., 2011; Corrigan, 

Bink, Schmidt, Jones, & Rüsch, 2015; Corrigan, Michaels et al., 2012).  The current 

program of research has shown that parents’ self-stigma is associated with lower self-

esteem and empowerment, as well as with greater affective distress.  Research with adults 

with mental health disorders has shown such loss of self-respect to predict behavioural 

futility, also known as the ‘why try’ effect (Corrigan, Bink et al., 2015; Corrigan et al., 

2009).  Self-stigma in parents could similarly predict the why try effect.  Moving forward, 

the use of the model developed in Chapter 6 to examine the why try effect in a parent 

sample may broaden our understanding of the down-stream effects of self-stigma for 

parents and children.  However, how to measure this effect in parents still needs to be 

determined.  In this regard, it might be fruitful to develop–with PAR support�proxies that 

are capable of measuring behaviours representing: “why try to be a good parent?”, “why try 
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additional treatments?”, or “why try to support my child?”  Subsequently, the next question 

to ask is: what are the potential impacts of why try on the child?  In answering these 

questions, we might further understand the ways self-stigma impacts on parents and the 

child.  The findings of such research could support the refining of existing (or the 

development of new) interventions. 

 A final area for future research is to confirm that the results of the scribe study hold 

for other qualitative data, for example, other topics or contexts.  The scribe study has 

offered a path to training and using scribes, and so facilitates future research on the use and 

evaluation of scribing.  Additionally, future research should focus on investigating the 

effect of the scribe on the interview exchange.  Although the findings of Chapter 4 

indicated that using a scribe resulted in comparable analytic outcomes to that obtained via 

transcription, it is possible that the scribe might influence the interviewing itself or the 

information being shared.  The observer effect is well documented and suggests that by 

being present, the observer can change the environment in which they are placed and the 

actions taking place therein (Monahan & Fisher, 2010).  The effects might be positive or 

negative.  For example, there may be a restricted discussion or range of emotional 

expression.  The interviewer might change their interviewing style.  The scribe might offer 

safety in interview situations where interviewing alone with the participant is unsafe, thus 

improving data collection.  These potential outcomes raise an interesting area for future 

research; that is, to what extent does the scribe influence the interview exchange and the 

data obtained, if at all?   
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Conclusion 

 There has been a paucity of research into self-stigma in parents of children with a 

mental health disorder.  Thus, our understanding of the way parents experience self-stigma, 

how it is formed, what its consequences are, and how best to measure it is limited.  

Furthermore, we lack a comprehensive operational definition, measure, and explanatory 

model of this construct.  This hampers future research into parents’ self-stigma.  This thesis 

was the first systematic program of research to investigate self-stigma in parents of primary 

school aged children who have a diagnosed mental health disorder.  Importantly, each study 

within this thesis, with the exception of the methodological study featured in Chapter 4, 

was guided by PAR methodology.  PAR is a strong recommendation for those wishing to 

study stigma and its effects so as to be sensitive and representative of individual experience 

(Corrigan, 2017).   

 The results of this thesis indicate that parents’ self-stigma is not entirely comparable 

to self-stigma in other populations (e.g., adults with mental health disorders or other family 

members) due to parents’ concerns with meeting the good parent ideal.  Thus, theoretical 

explanations and measures of self-stigma developed for use with populations other than 

parents are not entirely suitable for use in the parent context.  Across three separate studies, 

parents’ self-stigma was characterised by self-blame, self-shame, and bad-parent self-

beliefs.  In response, these findings led to the development of a conceptual and operational 

definition, and an associated measure of parents’ self-stigma.  Results further showed that 

parents’ self-stigma forms via a process of becoming aware of stigma, which predicts 

parents’ self-doubt as to their ability to meet the good parent ideal, which in turn predicts 

self-stigma, and self-stigma predicts affective distress.  Longitudinal research is needed to 
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examine the causal contributions of each of these steps in the formation of self-stigma.  

Self-stigma was associated with poorer self-esteem and empowerment and greater affective 

distress.  These deleterious effects have the potential to cause significant difficulties for 

parents as well as their children.  As a result, intervention to address parents’ self-stigma is 

needed so as to prevent such negative outcomes.  The findings of this thesis provide several 

avenues for prevention and intervention that could be undertaken within clinical 

psychology at an individual and community level.  Finally, the methodological study 

featured in Chapter 4 has provided the first test of the analytical and economical outcomes 

of scribing in comparison to transcription.  Findings indicated that scribing produced a 

similar number and content of themes as transcriptions and was more economical.  These 

findings are important given that scribes are actively being used in contemporaneous 

qualitative research without this method ever having been evaluated.   

 The studies contained within this thesis have extended past theoretical 

operationalisations through qualitative exploration of parents’ self-stigma experiences and 

the development of a reliable measure, with items drawn from this qualitative work.  This 

work enabled an empirical investigation into the formation of self-stigma as well as tests of 

its deleterious effects. The findings of these studies present avenues for further 

understanding the impacts of self-stigma in parents, as well as possible ways to ameliorate 

self-stigma.  As a result of this thesis, we now have a conceptual and operational definition, 

a reliable and valid measure, and a structural model of the formation of self-stigma in 

parents of children with a mental health disorder, as well as improved understanding of the 

consequences of parents’ self-stigma.  In using PAR and other qualitative methods, these 

findings closely represent parents’ lived experiences of self-stigma.  Together, the results 
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from this thesis indicate that self-stigma is a serious problem faced by parents, and as such 

warrants efforts to support parents to prevent or decrease it, for the benefit of the parent as 

well as the child.  
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Appendix A Example Recruitment Flyer 

 
 

 
 
 

 
 

Our research needs YOU! 
 
Parents of children with emotional or behavioural problems come across 
attitudes, assumptions, and actions of others related to their parenting and their 
child’s mental health problem.  But parents are not often asked about these 
experiences.  It is important for us to understand what it is like to be a parent 
of a child with a mental health problem and what sorts of experiences you 
have had.   
Who’s needed? Parents (biological, step, adoptive) of a child with an 
emotional or behaviour problem (anxiety disorders, depression, ADHD, 
conduct disorder, oppositional defiant disorder, eating disorders).  Child aged 
4-12 years old. 
What’s involved? Parents are asked to participate in an individual interview 
being held at UWA that will last about 1 ½ hours. 
Compensation? Participants will be reimbursed for their time ($10 per 
hour). 

Interested? Please contact Kim on 040 318 3228 or 
kim.eaton@research.uwa.edu.au 

  

Parents of children with 
emotional or behavioural 

problems 
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Appendix B Example Consent Form 

PARTICIPANT CONSENT FORM: FOCUS GROUP 
 
This consent form acknowledges that you have read the information provided and agree to 
participate in the focus group, realising that you may elect not to answer any question that you do 
not want to answer, and may withdraw at any time without reason or prejudice.  This consent form 
also acknowledges that you understand that all identifiable (attributable) information that 
you provide is treated as strictly confidential and will not be released by the investigator in any form 
that may identify you. The only exception to this principle of confidentiality is if documents are 
required by law. 
 
If you do not wish to participate, you may simply choose not to respond.   
 
Should you wish to proceed with this research and participate in a focus group please complete the 
following as confirmation of your agreement. 
 
 
I (the participant) have read the information provided and any questions I have asked have been 
answered to my satisfaction.  I agree to participate in this activity, realising that I may withdraw at 
any time without reason and without prejudice. 
 
I understand that all identifiable information that I provide is treated as strictly confidential and will 
not be released by the investigator in any form that may identify me.  The only exception to this 
principle of confidentiality is if documents are required by law. 
 
I have been advised as to what data is being collected, the purpose for collecting data, and what 
will be done with the data upon completion of the research.  
 
I agree that research data gathered for the study may be published, provided my name or other 
identifying information is not used. 
 
 
_____________________________________ _________________________ 
Signature      Date 
 
 
Approval to conduct this research has been provided by The University of Western Australia, in 
accordance with its ethics review and approval procedures. Any person considering participation in 
this research project, or agreeing to participate, may raise any questions or issues with the 
researchers at any time. In addition, any person not satisfied with the response of researchers may 
raise ethics issues or concerns, and may make any complaints about this research project by 
contacting the Human Research Ethics Office at The University of Western Australia on (08) 6488 
3703 or by emailing to hreo-research@uwa.edu.au. All research participants are entitled to retain a 
copy of any Participant Information Form and/or Participant Consent Form relating to this research 
project. 
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Appendix C Example Participant Information 
Form 

Title of study:  
Self-stigma in Parents of Children with Mental Health Problems  
 
Contact details: 
The senior investigator monitoring this project is Dr Jeneva Ohan, School of Psychology, UWA.  The research 
is part of the degree requirements for PhD student Kim Eaton, School of Psychology, UWA. If you have any 
questions about this project please contact Jeneva or Kim via the email or phone numbers listed below.  
 
What is the purpose of this study? 
In this project, we are interested in understanding what types of stigma experiences parent’s encounter due 
to having a child with a mental health problem.  Parents may experience a wide range of thoughts and 
feelings about their experiences, and this study is intended to ask you about some of those experiences.  
Parents are not often asked about these experiences and we would like to change this by speaking with 
parents (biological, adoptive or step) who have children between the ages of 4 and 12 with an emotional or 
behavioural problem such as: anxiety disorders, depression, eating disorders, conduct disorder, oppositional 
defiant disorder, and attention-deficit/hyperactivity disorder.   
 
What will the study involve? 
If you decide to take part, you will be asked to participate in an interview that will ask you some questions 
about your parenting experiences and how these experiences have impacted on you.  You will also be asked 
to complete a brief questionnaire related to your child’s mental health symptoms, as well as your 
demographic background (e.g., gender, age). Interviews will take about 1-1.5 hours.  Interviews will be 
conducted at The University of Western Australia (UWA) in the Child Study Centre, Fairway entrance 
number 2, Crawley campus.  
 
It is important for the study that the interviews are video recorded.  These recordings are seen only by the 
research team.  Should you not wish to be video recorded, you may decline to do so without any 
repercussions.  All data related to this project (including video files) will be securely stored for the duration 
of the project and for 7 years after the completion of the project by the project’s supervisor Dr Jeneva Ohan.   
 
Participating and withdrawing from the study. 
Participation in this project is voluntary. If you decide to participate, you are free to withdraw at any time 
without having to give a reason and without consequence; you can do this by simply declining the invitation 
to participate or by asking to cease the interview.  Your participation in this study does not prejudice any 
right to compensation, which you may have under statute or common law. 
 
At the end of the interview, you will be asked to provide your email address or mobile phone number if you 
would like to receive a copy of the study’s results or participate in the next stage of the research, completing 
a survey.  Your email address or mobile number will be separated from your data by a code so that your data 
can only be linked by the research team. 
 
Are there any benefits from participating in the study? 
It is possible that having the opportunity to tell your story may be a rewarding experience.  By providing 
insight into your lived experience, we are better able to understand what it’s like to be a parent of a child 
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with a mental health problem.  This has important implications for developing better ways to support 
parents in the future.  
 
Are there any risks involved? 
As we are likely to discuss sensitive issues, some parents may feel hurt, discomfort and/or embarrassment 
when recalling their experiences.  Any participant who is adversely affected by the research should contact 
the senior investigator and the UWA Psychology Clinic (08 6488 2644; clinic@psy.uwa.edu.au).  You may 
also wish to contact ARAFMI (a mental health carers association offering free membership and support 
services, on 08 9427 7100).  If you wish to talk about your own mental health concerns, please seek support 
at lifeline.org.au (or call 13 11 14) or beyondblue.org.au (or call 1300 22 4636).   
 
Confidentiality 
Each participant is allocated a code and all data stored is labelled with this code rather than your 
name.  Should you provide your email address, it will be separated from your responses. Any information or 
personal details gathered in the course of the study are confidential, as far as the law allows.  Confidential 
information will be stored in lockable offices on encrypted files on computers.  The collected data will be 
held securely for a minimum of seven years.  The results may be used in student theses, presented at 
conferences and seminars, published in scientific journals and/or summarised for websites and the 
media.  However, no participant will be identified.  Participants’ experiences will be summarised into general 
topic themes and we may use quotes from some participants to explain these themes.  In this case, any 
identifying information will be withheld and no participant will be identified. 
 
Feedback 
If you provide your email address, you will receive a summary about the results of the study when it is 
available.  
 
Reimbursement 
Participants will be reimbursed $10 per hour for their time.   
 
Research Support 
This research is supported by funding from the School of Psychology. 
 
If you agree to participate in the study or require further information, please contact the 
researcher Kim Eaton on 040 318 3228 or kim.eaton@research.uwa.edu.au or 
jeneva.ohan@uwa.edu.au.   
 
Thank you for your time and interest in this study. 
Kind regards, 
________________________________________________________________________________ 
 
Approval to conduct this research has been provided by The University of Western Australia, in accordance 
with its ethics review and approval procedures. Any person considering participation in this research project, 
or agreeing to participate, may raise any questions or issues with the researchers at any time. In addition, 
any person not satisfied with the response of researchers may raise ethics issues or concerns, and may make 
any complaints about this research project by contacting the Human Research Ethics Office at The University 
of Western Australia on (08) 6488 3703 or by emailing to hreo-research@uwa.edu.au. All research 
participants are entitled to retain a copy of any Participant Information Form and/or Participant Consent 
Form relating to this research project. 
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Appendix D Demographic Survey 

The following includes basic demographic questions and will ask you to describe yourself and your 
background.  Should you have any questions, please ask.  Please complete by placing an X in the 
relevant box and/or write your answer in the space provided. 
Qu.1 Your Sex _______________   
 

Qu.2 Your Age  Years 
 

Qu.3 Your town/city  urban        semi-urban           semi-rural  rural 
 
Qu.4 Your ethnicity  Australian    Indigenous/Torres Strait Islander     British 
    Chinese  Vietnamese      European        New Zealand 
    Other (please specify) _____________________  
 

Qu.5 Your current employment status  
 employed full time  employed part time  employed casual 
 self-employed  student   not employed  homemaker 
 

Qu.6 Family income (place an X on the line to indicate approximate family income before tax) 
__________________________________________________________ 
0 25K 50K 75K 100K 125K 150K 175K 200K+ 
 
Qu.7 Highest level of education you have achieved 
 high school (less than year 10)          high school (year 10) high school (y 11 &/or 12) 
 TAFE         apprenticeship/trade   undergraduate degree  postgraduate 
 

Qu.8 Marital status  
 single            defacto              married              separated/divorced   widowed  
 

Qu.9 How many children do you have? ______________ 
 
Qu.10 What mental health diagnosis (diagnoses) does your child have (e.g., ADHD) 
________________________________________________________________________________ 
 

Qu.11 Child’s sex  __________ 
 

Qu.12 How old is your child? __________ 
 

Qu.13 Are you your child’s           biological   adoptive  foster   or         step parent? 
   Other 
 

Qu.14 Approximately how long ago was your child diagnosed? _____________________ 
 

Qu.15 What were the qualifications of the person who diagnosed your child (e.g., GP, psychologist, 
psychiatrist)? _____________________________________________ 
 

Qu.16 What kind(s) of treatment, if any, are you pursuing for your child? _____________________ 
 

Qu. 17 How long has your child been undertaking this treatment for?____________________ 
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Appendix E Interview Protocol: Chapter 2 
Study 

Background 
Parents of children with diagnosed emotional or behavioural problems deal with more than just the 
things going on for their child.  They must also deal with the negative assumptions, attitudes, or 
actions of others about their parenting and their child’s mental health problem.  We call this stigma.  
What we would like to know about in this study are the types of stigma that parents of children with 
emotional or behavioural problems experience.  We would also like to know how this stigma has 
affected you as a parent.  Some of these experiences might have been with strangers, whilst others 
might have been with close family or friends, or from other people or organisations you have contact 
with as you support your child.  I’d like to ask you about your experiences, as a parent of a child 
who has an emotional or behavioural problem.  I’d like to ask you about the types of stigmatising 
experiences you have had with regards to your child’s problem and the ways that this may have 
impacted on you (if it has impacted on you at all). 

___________________________________________________________________________ 
Introductory Questions: To start, could you describe to me what your understanding of stigma is? 

___________________________________________________________________________ 
Public Stigma: What kinds of experiences have you had or felt as a parent because of [child’s 
name]’s [diagnosis]? (If parent is not sure what we are asking for, add: For example, have you ever 
felt that others have judged you?  What have others done that have made you feel this way?) 

How did this come to happen?; How did that make you feel? 
Are there any other ways this has affected you or your child? (If parent is unsure what is being 
asked, add: For example, did it impact on your wellbeing, or your child’s wellbeing, or on your 
relationship with your child? 

___________________________________________________________________________ 
Self-Stigma: At times, do you feel any of these stigmas about yourself as a parent?  What sorts of 
thoughts or feelings do you sometimes have about yourself as [child’s name]’s parent?  (If parent is 
not sure what is being asked, add:  For example, some parents might think negatively about 
themselves as parents.  Have you ever felt this way?) 

When you have these thoughts or feelings, how do you respond? 
What kinds of things make this worse? 
What kinds of things make this better? 

___________________________________________________________________________ 
Empowerment: I’d now like to finish by asking about your confidence in your ability to handle 
stigma from others and the ways you go about doing this.    

How do you feel about your ability to handle any stigma you come across as a result of being a 
parent of a child with a diagnosed behavioural and/or emotional problem? 
Do you have any strategies to stop the stigma that you come across from impacting on you? 
Do you get any support to handle the things that others say or do that may be stigmatising?  
What are things that [this person/these people do/does] that are helpful? 
___________________________________________________________________________ 

Close: Thank you for talking to us.  Getting parents’ first-hand experiences is very helpful in 
understanding parents’ perspectives. 
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Appendix F Questions Directing PARG 
Meeting on the Disclosure Data 
and Thematic Construction 

Thank you for joining us again. 
 
We have completed the interviews with parents and have analysed this data.  Through the course of 
today’s meeting we will look at this data and the themes (and subthemes) that have emerged.  We 
would like your feedback on these and how these various themes go together to tell a story (Part B).   
First though, we would like to discuss a subset of the data which we identified early in our analysis 
(Part A).  A data subset, is a portion of the data, a section of the overall content of the interviews.  
We will ask you to review this data and the themes (and subthemes) that relate to it.   
 
Part A 
In our interviews, parents spoke (to a great extent) about telling and not telling others about their 
child’s disorder.  They spoke about discussing details about the disorder and/or the child’s 
symptoms with other people, how much they would tell other people, and why they would tell 
them.  They also spoke about holding information back for various reasons.  Some parents refused 
to tell anyone at all.   
 
Can we start by first asking for your thoughts on why it is that we found all this information about 
‘disclosing’ (i.e., telling others) and ‘concealing’ (i.e., not telling others) about the child’s disorder?  
We are perplexed as we had not asked parents specifically about this issue, although we found that 
parents raised this topic anyway. 
 
[Facilitator note: lead discussion about the prevalence of the disclosure data and why parents would 
raise this without having first been asked about it] 
 
So now let us turn our attention to the subthemes and themes and the quotes that relate to these.  Is 
there anything that stands out to you immediately?  Anything of relevance here that takes your 
interest straight away? 
 
[Facilitator note: lead discussion about the PARG’s initial thoughts on the themes/subthemes and 
data] 
 
We have some specific questions we would like to ask about regarding aspects of the ‘disclosure’ 
data that we would like help to clarify.  Please feel free comment as we go along. 

1) One parent uses the term “justify.”  What does it mean to “justify” the child’s behaviour?   
[Facilitator note: Is it that justifying the child’s behaviour operates as a ‘mother as 
protector’ strategy to protect the child from criticism?  If that is the case is the decision not 
to justify, discuss, or disclose related to an impression management strategy]? 

2) There appears to be a conflict between a) the need to disclose on the basis of impression 
management to reduce judgement, and b) feeling as though what is going on is not anyone 
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else’s business (and knowing that one should not care what others think).  What is your 
understanding of this? 

3) Parents’ state that they have told their children that they “don’t have to tell others if they 
don’t want to.”  Is there any relationship between parents’ disclosure decisions and those 
they encourage/discourage in their child. 

4) We found that in some ways telling others can have its rewards.  What is the role of 
rewards versus costs in parents’ decision making (if it occurs at all)? 

5) The word “privacy” was used by some parents when referring to disclosure/concealment.  
What do you make of these quotes? [Facilitator note: show specific data excerpts] 

6) For some parents the decision seems clear and they make the choice quickly, on-the-spot.  
However, for others it seems as though they labour over the decision – trying to work out 
what is the ‘right’ choice.  What are your thoughts about this? 

Is there anything else you think is important regarding these ‘disclosure’ decisions? 
[Facilitator note: lead discussion here for any further information that parents feel is germane to 
this topic] 
 
Part B 
[Facilitator note: Present list of themes and subthemes and example quotes.  Lead discussion to 
address: 1) comprehensiveness and representativeness of themes in capturing parents’ lived 
experiences, 2) theme/subtheme relationship to each other, 3) what ‘story’ do the themes/subthemes 
tell?, 4) overall thematic construction.] 
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Appendix G Sample of (Anonymised) Reflexive 
Notes: Chapter 2 Study 

Memo 001 (07/10/2014) 
 Parent blaming is evident throughout this interview.  Blame is not expressed directly as in “I 
blame you” but rather is intimated through comments, snide remarks, questioning of mothers 
decisions and “those looks.” This mother feels that the blame is not about her causing the mental 
illness (i.e., its onset) but rather that through her parenting, she makes it worse.  The blame 
originates from the perception that mental illness is not real; the child is just behaving badly, that 
there is nothing really “wrong with him, he could just use a little discipline.”  The mother feels also 
that she is perceived as being an over-protective, “fussy mum” and as such her decisions to seek 
psychological help and engage the medication treatment prescribed for her child are incorrect and 
“not the right thing to do.”   
 This blame is anticipated as the expected response from others.  Blame comes before 
understanding.  As a result the mother does not disclose to others.  She does not disclose what is 
wrong with her son, or that they are seeing a psychologist, or that he takes medication for his 
problem.  In addition to the anticipatory stigma – “you don’t know what their reaction will be,” the 
mother also believes that “it is not anyone’s business anyway and why should I have to tell them.”  
Thus, mental illness seems to be a private family matter and parents should not have to justify the 
decisions they make around the wellbeing of their child.  Those are a parent’s decisions and no 
other.  Mother knows best (theme?).  But it is permissible to justify the child’s behaviour.  
Sometimes the behaviour is embarrassing, because the child is “odd” when compared to other 
children.  So it is permissible to disclose under certain conditions; that is to explain the child’s ‘odd’ 
behaviour.  But not in others; why should a parent have to justify their parenting decisions to others 
when they know their child better than anyone else and others have never “walked a day in my 
shoes” so they would not understand?  Others have not seen the benefits as the child responds well 
to medication and other psychological treatments.   
 NOTE: Is it that justifying the child’s behaviour operates as a ‘mother as protector’ (theme) 
strategy to protect the child from criticism?  If that is the case, is the decision not to justify, discuss 
or disclose more related to an impression management strategy to protect mum and mum’s identity 
as a ‘good parent?’ 
 The decision to put the child on medication was a difficult decision to make on the basis of 
the stigma towards medication that the parent was already aware of – “don’t want my child to 
become a zombie.”  So to make the decision to engage medication treatment meant fighting the 
stigma to begin with.  The parent feels that making this choice has the potential to cause the child 
harm and also draw unwanted judgement from others regarding this decision – “the child is just 
naughty and needs a good belting” and “put on meds for the sake of a quiet household.”  Once 
again, knowing that others do not understand and have not witnessed the improvements in the child.   
 Disclosing also involves the involvement of the parent in the way the child discloses their 
problem to other children – “you don’t have to tell them if you don’t want, it’s none of their 
business.”  Mother as protector/good-parent – emergent theme?  However disclosing can also have 
its own rewards when others understand your predicament and want to extend a helping hand in 
support.  
 The blame however does “get me down” and “makes life harder,” and makes parents “feel 
disconnected from others.”  Self-blame (Theme).  Although declaring that she never really blamed 
herself, this parent intimates that she has some self-blame.  If not self-blame then she certainly 
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questions herself as a “good enough mother.”  The child experienced problems during birth, she 
questions if this could be at fault.  Because the other children in the family are fine though, this 
sways that questioning towards disbelieving the self-blame.  Whatever is wrong with the child must 
be beyond the parent themselves as they are a parent to other children without problems.  They are 
parented the same way, they were in the same womb.  How is the parent to blame then for the 
problems of one child?  Questioning the self is seen as pointless because all it does is “get you 
down” and that is to be avoided because things are hard enough as it is.   
 Self-stigma is not just about internalising the comments of others regarding one’s parenting 
and then being concerned about one’s social identity as a ‘good mum’ but is also about internalising 
comments about the child and the struggles the child faces in conjunction with being concerned 
about one’s ability to be a good enough mother for the child – “I’m not enough for him.”  If the 
child struggles and the parent is to blame then how will this be “enough to help him.”  Parents 
naturally worry for their child and what life will bring for them. Because of their difficulties it is 
perceived that the world will be a tougher place for these children and the mother must be strong to 
protect them from that.  If the mother is told she is less than the perfect mother, through directly 
experiencing mother blaming, anticipating mother blame or having mother blame intimated to her 
then she is likely � in conjunction with her own inbuilt insecurities � to believe this to whatever 
extent.  It appears that one does not have to completely believe others’ blame to feel the self-stigma.  
 The stigma and self-blame get better with the passage of time.  The child “gets better,” 
symptoms are reduced and the child performs better at school.  Thus, the parent “must be doing 
right by the child.”  They made the decisions to have the child treated, by whatever means, be that 
medication, psychologist, occupational therapist, or education specialist.  They do “what’s right for 
their child.”  Mother is restored as protector.  She knows what is best for her child.  Mothers get 
stronger with the passage of time as a result.  Stronger in themselves, for themselves, and for the 
child.  Mothers also stop caring what others think, to an extent, and only to an extent because social 
triggers “hearing something or seeing something” can set those thoughts off and mothers begin 
questioning themselves again.  Mothers also become more accepting of the child as being different 
from others, still loveable and remarkable in their own way and still able to achieve in life.  Still 
able to thrive.  
 NOTE: This parent mentions that her son asks “am I worth it.”  Why is the son asking this?  
Is the son aware of the burden and/or the stigma that the mother experiences?  Why would he think 
he is ‘not worth it’? What is ‘worth’ and what is ‘it’ to be worthy of?  What does it mean to the 
mother to have your son ask this?  Is this guilt or burden?  How does guilt fit with self-blame? An 
outcome of self-blame, a mediator?  Is it that the child worries he is a burden on the family because 
he is different?  The mother must ultimately feel this and pick this up through questions like ‘am I 
worth it’?  So then mother would feel sad and want things to change ‘I wish things were different’ 
and this would, I expect, compound the self-questioning – what could I do to make this better, am I 
making it worse?  
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Appendix H Section Sample of (Anonymised) 
Transcription 

Interviewer (initials) KE Method 
(Scribe/Transcribe) 

Transcribe 

Interview length 43.14 minutes Comments: Difficult to hear in some 
sections 

Scriber/Transcriber (initials) HC Time taken to 
scribe/transcribe 

2hrs 36 mins 

ID Content 

 
KE 
 
001 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
KE 
 
001 
 
 
 
 
 
 

continued… 
Please, go on. 
 
<Ah> Yeahhhhhh, I sh- (.hhh), yeah, she always thought I was making more if it than 
what it was, but um, besides that, there was, there was nothing wrong with him, but 
um, his behaviour was difficult (laughs), to say the least.  Um, so yeah, there was, I 
felt blame from her.  Um, (son), was the golden child to her, I don’t know why, but he 
just was (shakes head). ↑ My family, were nothing but supportive. ↓ I suppose cause 
they could see that I was struggling with him, and we just went from paediatrician to 
paediatrician not knowing what was wrong (shrugs), not know what to do, not 
(shrugs) knowing how to help him.  Um, and I suppose, as he got older, um he would 
have, um, like he would be in his room and he’d just be crying.  And, um hhh <Ah> 
that’s when, um, we got him assessed at school, and they did, like a screener at school 
and from there we went on to therapy.  Um, and when, that’s only recent, um we 
didn’t tell anyone about that either (shakes head). I mean, I know society today is all 
about you know, mental health and you know it’s nothing to be ashamed of and 
everything, but some people just feel like, you know, not very nice about it, so. 
 
So is that why you don’t tell people; you mentioned that earlier? 
 
Yeah, yeah, I mean, tell my family um I don’t think (partner)’s told his family, cause 
they’re weird (laughs).  You know they just, it’s all a ↑ big hoo ha about nothing, kind 
of thing. ↓ Um, whereas, you know, he was, we were worried about (son), especially 
as he’s 12 next month, so even though we were told with ADHD kids, that they can be 
two years behind, not intellectually, but emotionally and he is a very young, very 
young kid for his age.  Puberty is hard enough as it is, without, if he was having um, 
well, (.hhh) I was, (hhh) I thought he was depressed, thought he was a bit depressed 
(hhh), that’s why we ended up getting him screened and seeing people and that sort of 
thing.   

Note: Refer to Appendix J for Jefferson notation index  
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Appendix I Section Sample of (Anonymised) 
Scribed Notes 

Interviewer (initials) KE Method 
(Scribe/Transcribe) 

Scribe 

Interview length 
 

43.14 minutes Comments: 36.0-38.25 inaudible 

Scriber/Transcriber (initials) 
 

EJ Time taken to 
scribe/transcribe 

42 mins 

ID Content 

 
KE 
 
001 
 
 
 
 
 
 
 
 
 
 
KE 
 
001 
 
 
 
 
 
 

continued… 
Please, go on. 
 
She always thought I was making more if it than what it was.  She thought that there 
was nothing wrong with him, but his behaviour had been difficult to say the least 
(laughs).  So I felt blame from her.  (Son), was the golden child to her. My family, 
were nothing but supportive. They could see that I was struggling with him.  We just 
went from paediatrician to paediatrician not knowing what was wrong, not knowing 
what to do, knowing how to help him (shrugs shoulders, lifts hand, looks 
confused/questioning).  That’s when we got him assessed at school, and they did a 
screener and from there we went on to therapy.  We didn’t tell anyone about that 
either (shakes head, looks down). I mean, I know society today is all about mental 
health and that it’s nothing to be ashamed of but some people are just not very nice 
about it. 
 
So is that why you don’t tell people; you mentioned this before? 
 
Yeah. I mean, I have told my family, but I don’t think (partner) had told his family, 
because they’re weird (laughs).  They think it’s just, a big hoo ha about nothing 
(shakes head). We were worried about (son), especially as he’s 12 next month, so 
even though we were told with ADHD kids, that they can be two years behind… he is 
a very young kid for his age.  Puberty is hard enough as it is… I thought he was a bit 
depressed.  That’s why we ended up getting him screened and seeing people and that 
sort of thing.   

Note: Refer to Appendix J for Jefferson notation index  
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Appendix J Jefferson Transcription Notation 
Index 

Symbol Name Use 

[ text ] Brackets Overlapping speech 

= Equal Sign Contiguous utterances 

(seconds) Timed Pause Pause in speech (in seconds) 

(.) Micropause Brief pause (i.e., < 0.2 seconds) 

p Down Arrow Falling pitch 

n Up Arrow Rising pitch 

, Comma Temporary rise or fall in intonation 

- Hyphen Abrupt halt or interruption in speech 

>text< Greater than / Less 
than symbols 

Rapid speech 

<text> Less than / Greater 
than symbols 

Slowed speech 

° Degree symbol Whispering or decreasing volume  

CAPITALS Capitalized text Shouting or increasing volume  

underline Underlined text Emphasis  

::: Colon(s) Speech prolonged 

hhh hee hah  Laughter 

(hhh)  Audible exhalation 

(.hhh)   Audible inhalation 

( text ) Parentheses Unclear speech  

(( italic text )) Double Parentheses Note regarding non-verbal content 

Adapted from Jefferson (2004).
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A
ppendix K

 
Exam

ple of Scribe to Transcribe Independent Raters’ 
C

om
parisons 

 
 

TS(st)1 Blam
e: People 

blam
e parents for causing 

their child's disorder 

TS(st)2 Self-blam
e: 

Parents blam
e them

selves 
for their child's problem

.  

TS(st)3  Non-disclosure: 
A desire to conceal 
inform

ation regarding the 
child’s diagnosis and/or 
treatm

ent to avoid feeling 
asham

ed. 

TS(st)4  Som
e others 

care: Parents have contact 
w

ith sym
pathetic, caring, 

and understanding others 
w

ho do not blam
e them

 
for the child's disorder. 

TS(st)5 False Illness: 
Parents perceived that 
others believe that 
childhood m

ental illness 
does not exist, that the 
child is just naughty and in 
need of m

ore discipline. 
 

Rater A 
Rater B 

Rater A 
Rater B 

Rater A 
Rater B 

Rater A 
Rater B 

Rater A 
Rater B 

IS(st)1 Blam
e from

 others: Parents 
feel that others blam

e them
 for their 

child's problem
. 

98 
99 

45 
35 

0 
0 

25 
15 

0 
0 

IS(st)2 Support from
 others: Parents 

felt supported, understood, not 
judged, and cared about by others. 

15 
20 

15 
10 

0 
0 

96 
93 

0 
0 

IS(st)3 People don't understand: 
Parents felt that others are ignorant 
of childhood m

ental illness and do 
not understand the child's behaviour. 

0 
0 

0 
0 

0 
0 

12 
0 

95 
95 

IS(st)4 Self-blam
e: Parents blam

e 
them

selves for the onset of their 
child's problem

. 

45 
30 

95 
90 

0 
0 

0 
5 

0 
0 

IS(st)5 Avoided and excluded: 
Parents feel that they are avoided by 
others and excluded from

 fam
ily 

gatherings, social outings, and 
groups. 

0 
0 

0 
0 

0 
0 

10 
10 

0 
0 

N
ote:  IS(st)x = In-person scribe ¨Subthem

e ¨N
um

ber; TS(st)x =  Transcribe ¨Subthem
e ¨N

um
ber; V

alues represent sim
ilarity 

rating of 0-100%
 (0 = not at all alike; 100 = exactly the sam

e); Sim
ilarity value ranges based on the K

oo and Li (2016) 
guidelines on inter-rater agreem

ent (> 90 = excellent, 75-89 = good, 50-74 = m
oderate, < 49 = poor). 
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Appendix L The Parents’ Self-Stigma Scale 

 
Right now, how often do you have these thoughts in parenting your child? 
 Never Rarely Some 

times 
Often Almost 

all the 
time 

1. I am not a good enough parent       
2. The way I have raised my child has contributed to 

his/her problem      

3. I am a good parent, no matter what others say      
4. I feel guilty that my child has his/her problem       
5. I am ashamed that my child has his/her problem      
6. My child has his/her problem because of me      
7. It is not my fault that my child has his/her problem      
8. I am embarrassed to be a parent of a child with 

problems      

9. I am the best parent I can be      
10. I am self-conscious about being a parent of a child 

with problems      

11. I deserve to be blamed for my child’s problem      
 
The 11-item scale has five response categories: 

Never scores 1 
Rarely scores 2 
Sometimes scores 3 
Often scores 4 
Almost all of the time scores 5 
 

Questions 3, 7, and 9 are reverse scored, such that: 
Never scores 5 
Rarely scores 4 
Sometimes scores 3 
Often scores 2 
Almost all of the time scores 1 
 

The score is the sum of those responses.  Higher scores indicate greater self-stigma. 
 
Citation: Eaton, K., Ohan, J. L., Stritzke, W. G. K., & Corrigan, P. W. (2018). The 
Parents’ Self-Stigma Scale: Development, factor analysis, reliability, and validity. 
Child Psychiatry and Human Development, 1-12. Early online edition. 
doi:10.1007/s10578-018-0822-8 
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 A
ppendix M

 
M

odel Fit for the Parents’ Self-Stigm
a B

ase M
odel 

Table M
 1. M

easures of M
odel Fit: for M

odel of Stigm
a Awareness to Self-D

oubt to Self-Stigm
a 

χ
2(df) 

χ
2 p 

χ2/df 
R

M
S

E
A

 
R

M
S

E
A

  
(90%

 C
I) 

R
M

S
E

A 
p 

G
FI 

C
FI 

TLI 
N

FI 
S

R
M

R
 

A
IC

 
B

IC
 

H
oelter 

(p < .01) 

24.74(13) 
.025 

1.90 
.046 

[.016, .074] 
.551 

.987 
.986 

.962 
.972 

.03 
88.74 

218.33 
481 

 N
ote. R

M
S

E
A

 = root m
ean-square error of approxim

ation; G
FI = goodness-of-fit index; C

FI = com
parative fit index; TLI = Tucker-Lew

is index; N
FI = norm

ed 
fit index; S

R
M

R
 = standardized root m

ean-square; A
IC

 = Akaike inform
ation criterion; B

IC
 = B

ayesian inform
ation criterion. 

  Table M
2. U

nstandardised Estim
ates, Standard Errors, and Significance for M

odel Pathw
ays 

E
ffects 

U
nstandardised 
coefficient 

S
tandard 
error 

B
ootstrap 

standard error 
p 

S
elf-doubt <--- S

tigm
a aw

areness 
S

elf-doubt <--- P
arent age 

S
elf-doubt <--- C

hild sym
ptom

 severity 
S

elf-stigm
a <--- Self-doubt 

S
elf-stigm

a <--- C
hild sym

ptom
 severity 

S
elf-blam

e <--- S
elf-stigm

a  
S

elf-sham
e <--- S

elf-stigm
a 

B
ad-parent <--- Self-stigm

a 
B

ad-parent <--- Parent age 
S

elf-sham
e <--- P

arent age 
S

elf-blam
e <--- P

arent age  
S

elf-blam
e <--- Treatm

ent duration 
S

elf-blam
e <--- D

iagnosis duration 

.136 
-.081 
.165 
.090 
.003 

1.000 
.854 

1.448 
005 

.024 
-.003 
-.014 
-.043 

.035 
.033 
.038 
.007 
.003  
.116 
.122 
.004 
.007 
.005 
.025 
.027 

.037 
.034 
.039 
.007 
.003 
.000 
.129 
.120 
.005 
.007 
.006 
.024 
.028 

<.001 
.015 

<.001 
<.001 

.347  
<.001 
<.001 

.254 
<.001 

.523 
.561 
.114 
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Figure M1. Schematic representation of the base model.  Stigma awareness is hypothesised to 
predict self-doubt, which in turn predicts self-stigma. Child symptom severity is included as a 
covariate. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Figure M2. Structural equation model and parameter estimates for the hypothesised 
relationships between stigma awareness, self-doubt, and self-stigma.  Standardised regression 
coefficients and residual variances shown.  Covariate, child symptom severity shown (parent 
age not shown). * p <.001 
  

Stigma 
Awareness Self-Doubt Self-Stigma 

Stigma 
Awareness Self-Doubt Self-Stigma 

S
elf-blam

e 

.184* 

.122 

.80 
.886* 

Child Symptom 
Severity 

S
elf-sham

e 

B
ad-parent  

self-beliefs 

.036 
.210* 

Child Symptom 
Severity 
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