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Abstract 

Familial mental illness stigma is stigma held by family members towards a loved one living with 

mental illnesses. There are few empirical studies on familial mental illness stigma, especially 

compared to studies on other, more public forms of stigma. This dissertation follows an 

interpretive phenomenological methodology with thematic analysis to understand familial mental 

illness stigma from the perspectives of both family members and persons with mental illnesses, 

including ways to reduce this stigma. Thirty interviews were conducted, including 15 persons 

diagnosed with mental illnesses and 15 family members, all within a mid-sized city in Ontario, 

Canada. From the perspective of those living with a mental illness, the following themes were 

developed: (1) diagnosis as a ‘double-edged sword; (2) potential familial isolation; (3) familial 

stigma as societal stigma localized; (4) stories of acceptance; and (5) confronting potential 

familial mental illness stigma. From the perspective of family members, the following themes 

were developed: (1) layered perspectives of social and familial stigma; (2) family-related stigma; 

(3) complex interplay of family relationships and mental illness; (4) confronting stigma 

personally; and (5) envisioning a better future. The analysis of empirical literature on familial 

mental illness stigma in high-income countries produced additional six interconnected themes: 

(1) enactment of familial stigma; (2) familial struggles; (3) coping with familial stigma; (4) 

negative social consequences; (5) psychosocial impacts; and (6) meta-theme: unspoken stigma. 

Participants noted that familial mental illness stigma is embedded within the broader social 

stigma towards mental illness, which then is lived out in family relations. Stigma can be enacted 

in discriminatory ways such as exclusion, relationship breakdown, and alienation from family 

decision-making. Where familial mental illness stigma exists, it can impede mental health 

recovery, while supportive environments that actively confront or prevent stigma were of benefit 
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to participants. That is, participants looked beyond the individual level and because familial 

mental illness stigma is often just a form of broader mental illness stigma, suggested efforts to 

confront mental illness stigma broadly. Finally, participants observed that insufficient services 

for those living with mental illnesses exacerbate the problem by impeding adequate treatment of 

their conditions. Future research should continue to build the evidence-base to prevent stigma at 

both the individual and societal levels. 

 

Keywords: Familial mental illness stigma, social stigma, associative stigma, persons with mental 

health problems, family members or close relatives, interpretive phenomenology, qualitative 

research, in-depth interviews, thematic analysis 
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Summary for Lay Audience 

Stigma involves unfair negative beliefs about a person or group of people. Mental illness stigma 

is a known challenge, and this includes stigma within families. Familial mental illness stigma is 

rarely discussed compared to other more public forms of stigma. Unfortunately, when people 

with mental illnesses experience stigma from their family members, this can get in the way of 

their mental health and prolong their recovery. This study explored the experiences of familial 

mental illness stigma from both the perspective of family members and people living with mental 

illnesses. We interviewed 15 people from each group to understand their experiences of stigma 

and what we can do about it. Participants’ stories indicate that familial mental illness stigma does 

occur in some families. This can have negative impacts in terms of how individuals might be 

excluded from the family or lose relationships. On the other hand, many participants also shared 

positive experiences with their families who helped with their care and helped them feel 

respected. Overall, all participants felt we need to be doing a better job to reduce mental illness 

stigma that still exists. 

 

 

 

 

  



iv 
 

Co-Authorship Statement 

This dissertation includes three integrated manuscripts that were developed through collaborative 

endeavors under the supervision of Dr. Abram Oudshoorn and advisory committee members Dr. 

Kelly K. Anderson, Dr. Carrie Anne Marshall, and Dr. Heather Stuart. All members of my 

supervisory committee are co-authors to all three manuscripts and any others that will be 

published from this thesis. The primary intellectual contributions in all three manuscripts were 

made by the first author. This included: the design of the study, review of literature, development 

of the study protocols and ethics application, participant recruitment, data collection, 

transcription, data cleaning, and coding. The first author also led the data analysis and the writing 

of the manuscripts. Dr. Oudshoorn supervised the study, offered theoretical underpinnings and 

methodological advice as well as academic and editorial support in shaping the manuscripts for 

publication. All members of the advisory committee gave added methodological guidance, 

feedback on analysis, and reflexive dialogue, as well as intellectual and editorial support in 

crafting the various manuscripts for publication.  

  



v 
 

Acknowledgements 

 

My PhD journey has been challenging yet exciting. I could not have completed this 

journey without support from various quarters. My culture and faith require that I give thanks 

first to the Almighty God, who gave me strength and wisdom and sustained me through this 

roller-coaster experience.  

To succeed in academia, one needs role models and mentors. Professor Abram 

Oudshoorn, my primary supervisor, was the pivot around which my journey revolved, providing 

me not only with academic support but encouragement and love. He was ably assisted by my 

indefatigable committee members including Professor Kelly K. Anderson, Professor Carrie Anne 

Marshall, and Professor Heater Stuart, who, together provided academic advice, intellectual, and 

editorial support throughout the entire process. To these academic authorities, I say thank you. 

Special thanks go to my research hub and colleagues Dr. Mark Owusu Fordjour, Dr. 

Sebastian Gyamfi, Dr. Ebenezer Martin-Yeboah, Dr. Albert Ahenkan, and Mr. Francis Boadi for 

the unflinching support. Your role in collaborative research, discussing concepts, and 

frameworks proved invaluable in my academic pursuit. You gave me a platform to share ideas 

and experiences and supported me to publish various research findings. I say ‘ayekoo’ to all of 

you.  

Again, I would like to express my profound gratitude to all faculty members, staff, and 

colleagues in the Department of Health and Rehabilitation Sciences at Western University whose 

thoughts contributed the completion of this thesis. I will forever be indebted to you all. 

To Erynn Monette, I am grateful for your kindness and support. Your final comments and 

edits were very helpful in the completion of this dissertation. 



vi 
 

My heartfelt appreciation to my participants for their boldness, kindness, and 

commitment of sharing their lived experiences of mental illness stigma with me. Your stories 

were instrumental to the development and completion of this dissertation. 

I am grateful to my examination committee — Dr. Magnus Mfoafo-M’Carthy, Dr. 

Jennifer Irwin, Dr. Richard Booth, and Dr. Tara Mantler — for an insightful, thought-provoking 

discourse of my project. 

Finally, my special thanks go to my dear wife, Ivy, who has always been a pillar without 

whom this feat would not have been chalked. Ivy encouraged a positive attitude towards my 

studies and made sure I stayed on track. My three jewels, Princess, Precious, and Justine 

provided constant support and reassurance. Seeing them work so hard in their academic pursuits 

was an added fillip to keep working hard. God richly bless you all, for your constant 

encouragement and motivation. 

 

  



vii 
 

Contents 
Chapter 1 ..................................................................................................................................................... 1 

1.1 Introduction ..................................................................................................................................... 1 

1.2 Background and Context............................................................................................................ 4 

1.3 Significance of the Study ............................................................................................................ 9 

1.4 Problem Statement .......................................................................................................................... 10 

1.5 Purpose of the Study ....................................................................................................................... 13 

1.6 Research Questions ......................................................................................................................... 13 

1.7 Conceptual Perspectives ................................................................................................................. 14 

1.8 Overview of Chapters ..................................................................................................................... 15 

References .................................................................................................................................................. 17 

Chapter 2 – Meta-Synthesis ..................................................................................................................... 31 

2.1 Background ......................................................................................................................................... 34 

2.3 Methods ................................................................................................................................................ 37 

2.3.1 Search strategy ............................................................................................................................. 39 

2.3.2 Inclusion and exclusion criteria .................................................................................................. 40 

2.3.3 Data extraction ............................................................................................................................. 41 

2.4 Results .................................................................................................................................................. 42 

2.4.1 General characteristics of included studies ............................................................................... 43 

2.4.2 Synthesis........................................................................................................................................ 54 

2.4.3 Enactment of Familial Stigma .................................................................................................... 54 

2.4.4 Familial Struggles ........................................................................................................................ 56 

2.4.5 Coping with Familial Stigma ...................................................................................................... 57 

2.4.6 Cloud Hanging Over Oneself ...................................................................................................... 58 

2.4.7 Negative Social Consequences..................................................................................................... 59 

2.4.8 Psychosocial Impacts ................................................................................................................... 60 

2.4.9 Meta-theme: Unspoken Stigma................................................................................................... 63 

2.5 Discussion............................................................................................................................................. 67 

2.6 Conclusion ........................................................................................................................................... 70 

2.7 Limitations of the review .................................................................................................................... 70 

2.8 Implications for practice and research ............................................................................................. 70 

References .................................................................................................................................................. 72 

Chapter 3 ................................................................................................................................................... 87 



viii 
 

3.1 Methods ................................................................................................................................................ 87 

3.2 Positionality ......................................................................................................................................... 93 

3.3 Research Ethics ................................................................................................................................... 97 

3.4 Research Design .................................................................................................................................. 98 

3.4.1 Study setting ................................................................................................................................. 99 

3.4.2 Sampling and recruitment......................................................................................................... 100 

3.4.3 Data collection methods: ........................................................................................................... 102 

3.5 Analysis of Data ................................................................................................................................. 104 

3.6 Methodological Rigor ....................................................................................................................... 109 

3.6.1 Credibility ................................................................................................................................... 109 

3.6.2 Transferability ............................................................................................................................ 111 

3.6.3 Confirmability ............................................................................................................................ 111 

References ................................................................................................................................................ 113 

Chapter 4 ................................................................................................................................................. 124 

4.1 Introduction and purpose ................................................................................................................. 125 

4.2 Overview of mental illness stigma ................................................................................................... 126 

4.3.1 Design .......................................................................................................................................... 128 

4.3.2 Study setting ............................................................................................................................... 129 

4.3.3 Recruitment ................................................................................................................................ 130 

4.3.4 Data collection ............................................................................................................................ 131 

4.3.5 Data Analysis .............................................................................................................................. 132 

4.4 Findings .............................................................................................................................................. 133 

4.4.1 Diagnosis as a ‘Double-edged Sword’ .......................................................................................... 134 

4.4.2 Potential Familial Isolation ........................................................................................................... 137 

4.4.3 Familial Stigma as Societal Stigma Localized ............................................................................. 140 

4.4.4 Stories of Acceptance ..................................................................................................................... 142 

4.4.5 Confronting Potential Familial Mental Illness Stigma ............................................................... 144 

4.5 Discussion........................................................................................................................................... 149 

4.6 Research Implications ...................................................................................................................... 154 

4.7 Policy Implications ............................................................................................................................ 154 

4.8 Limitations ......................................................................................................................................... 155 

References ................................................................................................................................................ 158 

Chapter 5 ................................................................................................................................................. 167 



ix 
 

5.1 Introduction and purpose ................................................................................................................. 168 

5.2 Methods .............................................................................................................................................. 171 

5.2.1 Design .......................................................................................................................................... 171 

5.2.2 Participants ................................................................................................................................. 172 

5.2.3 Data Collection ........................................................................................................................... 173 

5.2.4 Data analysis ................................................................................................................................... 175 

5.3 Findings .............................................................................................................................................. 176 

5.3.1 Layered Perspectives of Social and Familial stigma ............................................................... 176 

5.3.2 Family-related Stigma ............................................................................................................... 180 

5.3.3 Complex Interplay of Family Relationships and Mental Illness............................................ 181 

5.3.4 Confronting Stigma Personally ................................................................................................. 187 

5.3.5 Envisioning a Better Future ...................................................................................................... 193 

5.4 Discussion........................................................................................................................................... 195 

5.5 Policy implications ............................................................................................................................ 199 

5.6 Limitations ......................................................................................................................................... 199 

5.7 Conclusion ......................................................................................................................................... 200 

References ................................................................................................................................................ 201 

Chapter 6: Summary, Conclusions, and Recommendations ............................................................... 212 

6.1 Thesis Overview ................................................................................................................................ 212 

6.2 Summary of Findings ....................................................................................................................... 213 

6.3 Strengths and Limitations ................................................................................................................ 216 

6.4 Implications for Policy ...................................................................................................................... 217 

6.5 Implications for practice .................................................................................................................. 218 

6.6 Implications for Education ............................................................................................................... 220 

6.7 Directions for Future Research ....................................................................................................... 220 

6.8 Conclusion ......................................................................................................................................... 221 

References ................................................................................................................................................ 223 

Appendices ............................................................................................................................................... 227 

Appendix B: Letter of Information and Consent ................................................................................. 230 

Appendix C: Participants Recruitment Script ..................................................................................... 234 

Appendix D: Interview Guide for Persons with Mental Illnesses ....................................................... 235 

Appendix E: Interview Guide for Family Members (Close Relatives) of Persons with Mental 

Illnesses .................................................................................................................................................... 238 



x 
 

Curriculum Vitae .................................................................................................................................... 240 

 

List of Tables 

Table 1: Characteristics of all included studies………………………………………………    44 

Table 2: Table 2. Table displaying country of origin for all included studies (n = 28) ………   43 

Table 3: Themes and sub-themes represented by included studies ………………………         65 

Table 1: Table 1: Interview Guide …………………………………………………………      132 

Table 2: Socio-demographic characteristics of study participants…………………………      133 

Table 1: Participants' demographic information ………………………………………….        173 

Table 2: Table 2: Interview Guide………………………………………………………           174 

  



xi 
 

List of Figures 

Figure 1: Sample Search Strategy – Medline ...........................................................               40 

Figure 2: Flow diagram of study selection process based on PRISMA …………                  53 

  



xii 
 

List of Appendices 

Appendix A: Research ethics approval................................................................................. 228 

Appendix B: Letter of Information and Consent…………………………………………   230 

Appendix C: Participants Recruitment Script ……………………………………………   234 

Appendix D: Interview Guide for Persons with Mental Illnesses…………………………. 235 

Appendix E: Interview Guide for Family Members of Persons with Mental Illnesses …     238 

 

 

 



1 
 

 

Chapter 1 

1.1 Introduction 
 

While mental health and mental illness-related issues have received increasing attention 

in past decades, particularly during the late 20th and early 21st centuries, these remain a challenge 

to the developmental agenda of every nation. The impacts of mental disorders on individuals, 

their families, and society at large have become a global public health concern because of 

substantial economic and human development implications in nations worldwide (Becker & 

Kleinman 2013; Mental Health Commission of Canada [MHCC], 2013; World Health 

Organization [WHO], 2019). Mills (2018) identified mental disorders as an imperative 

psychological problem in recent times, especially youth-related mental illnesses. Baranne and 

Falissard (2018) studied the global burden of mental disorders and highlighted youth mental 

illnesses as one of the leading public health problems of the 21st century. The authors called for 

the attention of all, including global leaders, to come together to tackle mental health and mental 

illness concerns to ensure a healthy labour force going forward (Baranne & Falissard, 2018). 

Adding to these concerns is that mental illnesses are vastly under-reported, with an estimated 

50% of mental disorders among children and adolescents remaining undiagnosed and untreated 

(WHO, 2020).  

Living with a mental illness, particularly if untreated, has significant impacts on 

morbidity and mortality. Research has shown that over 70% of adults worldwide living with 

mental illnesses are not receiving any treatment from health care professionals because of mental 

illness-related stigma, poor processes of detection, and barriers to accessing available treatments 

(Corrigan et al., 2014; Evans-Lacko et al., 2012; Henderson et al., 2013). Statistics from the 
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National Institute of Mental Health (NIMH) in the United States indicate that about one in five 

American adults (aged 18 or older) will experience a mental illness, ranging from mild to severe, 

which was estimated at over 45.5 million Americans in 2017 (NIMH, 2019). The prevalence of 

mental illness reported in Canada is similar to that in the United States. In Canada, mental 

illnesses are one of the leading causes of disability, also affecting one in five persons (Centre for 

Addiction and Mental Health, 2019; Public Health Agency of Canada, 2019). The Canadian 

Community Health Survey – Mental Health, in 2012, reported that one in three Canadians (about 

9.1 million persons), aged 12 and above, will be impacted by a mental illness (Public Health 

Agency of Canada, 2019). Similarly, research in the United Kingdom has reported that mental 

health challenges and mental illnesses account for 28% of national disease burden, as compared 

to heart diseases that constitute about 16% of the disease burden (The Mental Health Foundation, 

2016).  

Individuals living with mental illnesses face complex vulnerabilities due to the stigma 

associated with mental illness, which can include social exclusion, discrimination, 

impoverishment, and shame (NIMH, 2019; WHO, 2010, 2012). Stigma is a social construct that 

communicates stereotypes that devalue individuals or groups, deeply established in social 

structures to discredit and prevent some groups of people from full participation in society 

(Goffman, 1963). Goffman’s description of stigma was a theoretical starting point, recognizing a 

variety of bases on which stigma occurs such as (race, ethnicity, and religion), physical 

deformities (e.g., deafness and blindness), and blemishes of character (addiction and mental 

disorders) [Goffman, 1963]. However, it is noted that the terminology used by Goffman 

represents discriminations of that time, such as labelling certain things “blemishes of character”. 

Mental illness is more than just a personal experience, it is a familial experience, with the 
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majority of regular support provided by immediate family members (Canadian Mental Health 

Association [CMHA], 2007, 2008, 2018). The high social vulnerability connected with mental 

illnesses can make life difficult for people with mental health concerns and their families, 

especially in situations where the family struggles to adequately meet health needs and 

experience related stigma by association (Ahmedani, 2011; Knaak et al., 2017; Ngui et al., 

2010). All of this is compounded by the fact that mental illness stigma (public stigma, self-

stigma, associative, and structural stigma) is one of the leading factors contributing to the 

vulnerability of persons living with mental illnesses because it prevents such individuals from 

full participation in activities within their communities (CMHA, 2018; Knaak et al., 2015; WHO, 

2012, 2019). Given the family’s role in supporting people living with mental illnesses by acting 

as informal carers and through the provision of both practical and emotional support (Brackertz 

et al., 2018; Family Mental Health Alliance, 2006; Livingston, 2013; Pirkis et al., 2010; Public 

Health Agency of Canada, 2006), it is worth considering the multi-faceted nature of mental 

illness stigma, including reflecting on stigma enacted by family members towards those living 

with mental illnesses. 

This dissertation explores experiences of familial mental illness stigma among 

individuals living with mental illnesses in Ontario, Canada. Familial mental illness stigma occurs 

when family members or close relatives enact stigma through stereotyping, prejudice, and/or 

discrimination against their family members with a mental illness. Although the literature on 

mental illness stigma has grown in Canada (CMHA, 2014; Livingston, 2013; Ratnasingham et 

al., 2013), notable gaps exist specifically around familial mental illness stigma. The majority of 

literature on mental illness stigma explores the perspectives of the general public, stigma by and 

towards mental health professionals, and stigma experienced by family members of those with a 
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mental illness (Corrigan et al., 2014; Evans-Lacko et al., 2012; Koschorke et al., 2017). As 

family serves the role of the primary support mechanism for those living with mental illnesses in 

Canada, the experience of mental illness stigma emanating from some family members towards 

their relatives must be explored. Ultimately, by uncovering experiences of familial mental illness 

stigma we open the potential for practices and policies to reduce its existence. This study used 

qualitative methods—specifically interpretive phenomenology and meta-synthesis—to achieve it 

aims. These approaches are further described in the methods chapter of the study. 

1.2 Background and Context  
 

Mental health is a state of well-being in which people recognize the value of their 

potential and are able to cope with normal stresses of daily life, work productively, and 

contribute to their community (Galderisi et al., 2015; WHO, 2004). Mental illness, on the other 

hand, is understood as a broad range of mental health conditions or disorders that affect the 

emotions, thoughts, and behaviours of individuals (Manderscheid et al., 2010; WHO, 2004) with 

negative impacts on daily functioning. According to the United States Department of Health and 

Human Services (DHHS), mental illness includes all mental disorders characterized by 

alterations in thinking, mood, or behaviour coupled with distress and/or impaired functioning 

(DHHS, 1999). The American Psychological Association (APA) defines mental illness as a 

health condition that involves changes in emotion, thinking, or behaviour that are associated with 

distress and/or problems of functioning in social, work, or family activities (APA, 2018). In the 

current study, the terms “mental disorders” and “mental illnesses” are used interchangeably to 

refer to a clinically relevant impairment in mental health that would meet the threshold for 

diagnosis. Thus, good mental health is closely related to total health—an expression of full 

physical, mental, and social well-being, and not simply the absence of disease or disability 
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(WHO, 1948). At this point, it can be concluded that a strong correlation exists between mental 

health and physical health, hence equal attention must be given to both mental and physical 

illnesses to ensure healthy populations (Brown et al., 2009; Canadian Institute for Health 

Information, 2008). Individuals living with severe mental disorders could experience prolonged 

physical illness, and people living with protracted physical illnesses risk developing mental 

health disorders, such as depression and anxiety disorders.  

The extant literature suggests that the co-existence of mental and physical health 

concerns tends to reduce the quality of life of individuals, resulting in poorer population health 

outcomes (CMHA, 2008; Patten, 1999). This finding aligns with the WHO’s recent assertion that 

“there can be no health or sustainable development without mental health” (WHO, 2019, p.1). 

This recent statement by WHO (2019) follows upon that of WHO (2007) on the link between 

mental illness and poverty. The WHO stated that the problems connected with mental disorders 

are grave, with multilayered intersections that relate to poverty (WHO, 2007). Individuals with 

low socio-economic status are eight times more likely to be diagnosed with severe mental 

illnesses than those in the high-income brackets (WHO, 2007). Hence, there is a need for 

concerted efforts across civil society to join forces to address the social and structural causes of 

mental illnesses and its related stigmas. The optimum time is now “for multiple stakeholders to 

engage in critical interdisciplinary debates about mental health and development, avoiding the 

often simplistic take up of one by the other” (Mills, 2018, p.861). In this way, the potential exists 

to break the reticence of addressing mental illness, which seems to relate to a lack political will, 

funding, and pragmatic public policies to fight mental illness-related stigma. Evidence-based 

research can support the collective efforts by multiple stakeholders to devise innovative ways to 

address the complex social factors that continue to heighten the morbidity of mental illnesses. 
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For instance, a recent study in mental illness reiterated the need for the establishment of anti-

stigma programs in partnership with academic researchers to critically appraise and analyse their 

activities to create evidence informed public policy and practice (Stuart, 2016). In this way, 

research can be a catalyst for resource allocation and policy-making needed for systemic change. 

Resources, herein, denote the availability of effective clinical and social care, including anti-

stigma interventions for persons with mental illnesses at all levels of society as envisaged by the 

Lancet Commission on Global Mental Health and Sustainable Development (Patel et al., 2018; 

Thornicroft et al., 2022).  

The Lancet Commission’s agenda for improving global mental illness is centered around 

the following four pillars: (1) mental health is a universal public good and is pertinent to 

sustainable development in all nations; (2) mental health disorders or problems exist along a 

continuum (e.g., mild, time-limited distress to long-term, progressive, and severely disabling 

conditions); (3) mental health of individuals are unique products of social and environmental 

influences; and (4) mental health is a basic human right for all persons and requires a rights-

based approach to safeguard the well-being of persons living with mental disorders and its 

related stigma (Patel et al., 2018). Patel and colleagues (2018) further suggested that overcoming 

traditional barriers to improving global mental health, besides the four pillars, requires 

innovative health policies and developmental efforts suitable for each country’s social 

environment. That is, the involvement of intersectoral actions within the health sector and 

navigation of other sectors that constitute the determinants of mental health (e.g., education, 

workplaces, social welfare, gender empowerment, child and youth services, and criminal justice) 

are critical to improving mental health while reducing mental illness-related stigma (Patel et al., 

2018). This assumes that intersectoral or combined approaches to developing social interventions 
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to reduce and prevent mental illness-related stigma could be successful and are supported by a 

foundation of resources being equitably distributed, and all sectors are well-synchronized for 

possible inclusion of all persons. Nonetheless, the reality of mental illness-related stigma in all 

facets of society continues to hinder the fight against mental illnesses globally, as emphasized by 

the Lancet Commission on mental illness stigma and discrimination⸺ “it is time to end all forms 

of stigma and discrimination against people with mental health conditions, for whom there is 

double jeopardy: the impact of the primary condition and the severe consequences of stigma” 

(Thornicroft et al., 2022, p. 1). In fact, the most recent report of the Lancet Commission, 

compiled by over 50 experts worldwide, described mental illness stigma as being worse than the 

mental health issue or diagnosis (Thornicroft et al., 2022). 

It is notable that mental illness-related stigma can originate from a variety of sources 

(such as educational institutions, landlords, employers, health care providers, and other service 

providers including the criminal justice system) and thus requires a well-rounded anti-stigma 

strategy suitable for diverse segments of society to bring about change (Arboleda-Flórez & 

Stuart 2012; National Academies of Sciences, Engineering & Medicine, 2016; Sartorius, 2010; 

Szeto & Dobson, 2010). The contextualization of anti-stigma programs is vital to fighting mental 

illness-related stigma due to the existence of various cultures in our communities, cities, and 

countries (Sartorius, 2010; Stuart, 2016). Globally, the stigma connected to mental illnesses is 

different across sociocultural environments, and its related negative implications continue to 

grow in effect (Kadri & Sartorius, 2005; Sartorius & Schulz, 2005). Cultural acceptability is, 

therefore, vital in the success of anti-stigma campaigns to reduce mental illness-related stigma 

(Sartorius, 2010; Stuart & Sartorius, 2022). This finding is upheld by a recent study showing that 

the use of multiple strategies for mental illness stigma reduction is more effective than a 
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generalist model which fails to acknowledge variations in skillsets, diverse groups, and cultures 

(Adu et al., 2022; Ungar et al., 2016).  

Anti-stigma initiatives or strategies are on the increase, particularly in the developed 

world (Stuart et al., 2012), and some of these programs are implemented in collaboration with 

academic institutions to assess and review their effectiveness over time (Stuart, 2016). Examples 

of some prominent anti-stigma initiatives include the Time to Change program in the United 

Kingdom, New Zealand’s Like Minds Like Mine, Opening Minds in Canada, Bell Let’s Talk in 

Canada, and the See Me campaign in Scotland. The Opening Minds initiative was founded by 

the MHCC in 2009 to roll out anti-stigma programs to ensure fairness and integration of 

Canadians living with mental illnesses to participate in all social activities (Szeto et al., 2019). 

Szeto and colleagues (2019) studied activities undertaken by Opening Minds and reported on a 

new strategy aimed at reducing mental illness stigma at selected workplaces as well as post-

secondary institutions. One of the approaches adopted by Opening Minds is “contact-based 

education, wherein individuals who have experienced and recovered from mental illnesses 

present in the workshop and can discuss their experiences of mental illness and stigma” (Szeto et 

al., 2019, p. 5). The Bell Let's Talk anti-stigma initiative has partnered with several colleges, 

universities, and non-academic institutions across Canada to advance research in mental illness-

related stigma, including a research Chair at Queen’s University (Bell Canada, n.d.). The Bell 

Let’s Talk initiative has afforded many Canadians opportunities to openly engage in discourse 

about mental illnesses and the need to embrace individuals living with mental illnesses at all 

levels of society.  

Additionally, there are several anti-stigma initiatives seeking to reduce mental illness-

related stigma in Europe as reported by Beldie and colleagues in 2012. In their review on 
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confronting stigma of mental illness in mid-sized European countries, the researchers helped in 

supporting 14 nations in the documentation of various anti-stigma activities to make them more 

accessible. These researchers noted that in spite of this first step, more work still needs to be 

executed to attain a stigma-free environment in all communities. Most of the programs were 

generic mental wellness programs; hence, no clear definition of anti-stigma programs was 

followed (Beldie et al., 2012).  

Looking at the complexities of mental illness-related stigma, the fight against this stigma 

cannot be complete without the involvement of the family, given that familial mental illness 

stigma is often over-looked. Considering the family is the nucleus of social society (Bledsoe, 

1990; Nukunya, 2003), as well as the key role families often play in the lives of persons with 

mental illnesses and the intricacies of mental illness-related stigma, it will be valuable to shed 

light on whether and how families enact stigma against their relatives living with mental 

illnesses.  

1.3 Significance of the Study 
 

Stigma towards persons with mental illnesses from within the family system can be 

devastating for affected individuals due to the central social function of families. The goals of 

this study are to shed light on experiences of familial mental illness stigma in Ontario, Canada, 

and thus to fill out the knowledge base about this least-discussed source of stigma. Additionally, 

the results of this dissertation will contribute to policy-making regarding the creation and 

enactment of programs to safeguard people with mental illnesses from stigma within their 

families. In the end, it is my hope that health professionals and policy-makers will not only see 

mental illness stigma as a problem that exists in broader society, but as one that could also come 
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from within the individual’s immediate family. The voices of those living out this stigma or 

suffering from it provide understanding as to what can be done about it.  

1.4 Problem Statement 
 

The large impacts of mental health challenges on economies around the world illustrate 

the need for evidence-based approaches to creating healthier contexts. It is clear from the 

literature that one contributing factor that worsens experiences of mental illness in modern 

societies is the stigma of mental illness. Stigma (stereotypes, prejudice, and discrimination) 

associated with mental illnesses has been extensively studied worldwide (Corrigan & Watson, 

2002; Knaak et al., 2017; Link & Phelan, 2001; Livingston, 2013). Most of these studies have 

focused on mental illness stigma originating from the general public or related to accessing care 

from mental health professionals (Huggett et al., 2018; O’Reilly et al., 2019; Park & Park, 2014; 

Paul & Nadkarni, 2017). Some research has explored stigma by association or associative stigma 

in mental illness, including stigma experienced by health professionals and/or by family 

members (Kulik et al., 2008; Nyblade et al., 2019; O’Brien et al., 2015; Östman & Kjellin, 2002; 

Phelan et al., 1998; van Der Sanden et al., 2013,2015, 2016). Very little research has explored 

stigma from family members towards their relatives living with mental illnesses. A 

comprehensive understanding of mental illness-related stigma is vital due to the perpetual 

exclusion of individuals living with mental illnesses from full engagement in their families, 

communities, and society (Livingston, 2013; Mfoafo-M’Carthy, & Sossou, 2017). Until mental 

illness-related stigma is fully addressed, it will continue to serve as a barrier to care and a factor 

that increases morbidity and mortality connected to mental illnesses.  

To date, some literature acknowledges familial mental illness stigma. It has been noted 

that individuals living with mental illnesses may be discriminated against by their family 
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members due to their needs, creating the potential for emotional distress (Adu et al., 2020, 2021, 

2022; Koschorke et al., 2017; Mascayano et al., 2015). The literature further states that these 

experiences of discrimination and humiliation may lead people to hide their mental health 

concerns from their close relatives, thus increasing the likelihood of inadequate treatment (Adu 

et al., 2021; Koschorke et al., 2017; Larson & Corrigan, 2008; Park & Park, 2014). Studies that 

have explored the complex role of family members have touched upon life experiences of 

siblings of individuals diagnosed of schizophrenia and the lived-experience of parents involved 

in caregiving for young persons experiencing a first episode of psychosis (Aldersey & Whitley, 

2015; Barnable et al., 2006; Clarke & Winsor, 2010; Hamilton-Wilson & Conroy, 2012). While 

these studies have shed light on family experiences of mental illness-related stigma by 

association, they do not delve into the issue of stigma that emanates from close relatives towards 

people living with mental illnesses.  

Familial mental illness stigma is worth investigating in Canada, given that 11 million 

(38%) Canadians aged 15 and above have at least one immediate or extended family member 

living with a mental health disorder (MHCC, 2012; Pearson, 2015; Pearson et al., 2013). Also, 

the report of a recent population estimates in Canada indicated 24.4% of participants with mental 

illnesses felt stigmatized while accessing healthcare and most of these individuals were less than 

55 years and unemployed (Patten et al., 2016). Another population-based study reported that 

some Canadians are more likely to stigmatize persons with depression and the odds of employers 

denying such individuals jobs were high (Stuart et al., 2014). Additionally, about 71% of 

Canadians felt that their livelihoods were impacted by their relatives’ mental illness while caring 

for them (MHCC, 2012; Pearson, 2015; Pearson et al., 2013). Additional research is warranted to 
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understand what is happening within these family systems, and if there is a need for interventions 

to support families in addressing their own stigmatizing perspectives.  
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1.5 Purpose of the Study 
 

This dissertation seeks to build out knowledge on the least-acknowledged form of mental 

illness stigma, familial mental illness stigma. It aims to achieve the following objectives: 

1. Understand the experiences of individuals living with mental illnesses and their close 

relatives, in relation to mental illness-related stigma and how this impacts familial 

relationships. 

2.  Explore how family members or close relatives and the individuals with a diagnosis of 

mental illness address potential familial mental illness stigma. 

1.6 Research Questions 
 

To achieve the above-mentioned objectives, this dissertation will answer the following 

research questions: 

1. What are the lived experiences of individuals with a diagnosis of mental illness in 

relation to mental illness stigma, and how does this impact familial relationships? 

2. What are the lived experiences of close relatives of individuals with a mental illness 

diagnosis in relation to mental illness stigma, and how does this impact familial 

relationships? 

3. How do family members or close relatives of individuals with a diagnosis of mental 

illness prevent or reduce potential familial mental illness stigma?  

4. How do individuals diagnosed with a mental illness deal with potential stigma, 

including familial mental illness stigma?  
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1.7 Conceptual Perspectives 
 

Many conceptual models have been suggested for the study of mental illness stigma and 

its related problems in society (Bos et al., 2013; Link & Phelan, 2001; Hatzenbuehler et al., 

2013; Stangl et al., 2019). In particular, the model proposed by Fox et al. (2018) is taken up 

within this dissertation to explain some concepts in mental disorders that connect with familial 

mental illness stigma. Components in Fox and colleagues’ model that are of relevance to this 

dissertation include: (1) perspective of the stigmatizer [stereotypes, prejudice, discrimination] (2) 

perspective of the stigmatized [internalized stigma, anticipated stigma, experienced stigma] (3) 

intersectionality. In brief, the framework not only adds to existing models that explain the 

processes involved in mental illness stigma, but it also establishes a model to explain 

terminologies that broadly define the mechanisms of societal stigma of mental illness that 

include both the stigmatized and the stigmatizer. That is, the model demonstrates the need to 

think about personal level factors (stigmatized) as well as external factors (stigmatizer) while 

explaining the roots of public mental illness stigma, considering the hegemony that plays out in 

separating persons with mental illnesses from other members within the larger society. 

Intersectionality herein, reflects the perceived stigma as envisaged by both the stigmatizer and 

the stigmatized. Intersectionality, however, is contingent on some characteristics of the 

stigmatized (the type of mental illness, treatment engagement or availability, and socio-economic 

status). Fox et al. (2018) explains that: 

“A key benefit of the framework is that by integrating existing definitions and 

conceptualizations of mental illnesses stigma through common terminology, we tie 

together the immense and varied body of mental illness stigma research and delineated 
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the types of stigma that are most important to outcomes for people with and without 

mental illness, regardless of the specific condition under study” (p.351). 

From Fox et al. (2018), it is presumed that mental illness is socio-culturally embedded in 

the public realm with an out-group identity which often results in stigma and further impacts the 

self-esteem and self-efficacy of individuals with mental illnesses. These consequences seem to 

connect more with the less privileged in society living with mental illnesses compared to the 

economic elites and political class. For instance, various studies on stigma have identified its 

damaging effect on the allocation of life opportunities available to people with mental illnesses, 

who are often denied equal access to employment opportunities, healthcare, and housing 

(Corrigan, 2004; Hipes et al., 2016; Rüsch et al., 2005). Fox et al.’s model is useful for 

advancing the concepts of mental illness stigma, whilst looking at how it is grounded within 

families in high-income countries. This is because the model directs attention on the stigmatizer 

and stigmatized and the three components of public and self-stigma (stereotypes, prejudice, and 

discrimination).      

1.8 Overview of Chapters 
 

This dissertation adheres to the integrated-article format as per the School of Graduate 

and Postdoctoral Studies at Western University. The dissertation is organized in six chapters. 

Chapter 1 consists of the study background, justification and focus of the study, research 

questions, and an overview of chapters of the study. Chapter 2 is a published meta-synthesis of 

qualitative empirical literature on the experiences of familial mental illness stigma in high-

income countries. Chapter 3 provides a detailed methodology (phenomenology) of the study, 

including participant recruitment methods, description of the data collection instruments, and the 

data analysis strategy. Chapters 4 and 5 are manuscripts that provide the study findings and 
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results. Finally, Chapter 6 presents the conclusions, implications, and recommendations of the 

dissertation in respect to research, education, policy, and practice. Because of the manuscript 

format, there is some degree of overlap in Chapters 4 and 5 with the background, methods, and 

results sections of the dissertation as these are fully, independently publishable manuscripts.  
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Chapter 2 – Meta-Synthesis 
 

This chapter puts forward a critical overview of existing literature on mental illness 

stigma with a specific emphasis on familial mental illness stigma. A qualitative meta-synthesis of 

empirical literature was conducted on experiences of familial mental illness stigma among 

individuals living with mental illnesses in high-income countries to contextualize the extent of 

the problem. The fundamental aim of this chapter is to take a rigorous analysis of the extant 

literature with a focus on familial mental illness stigma in high-income countries to pinpoint 

existing gaps. This chapter is published as: 

Experiences of Familial Stigma among Individuals Living with Mental Illnesses: A Meta-

Synthesis of Qualitative Literature from High-Income Countries 

 

Adu, J., Oudshoorn, A., Anderson, K., Marshall, C. A., & Stuart, H. (2022). Experiences of 

  Familial Stigma among Individuals Living with Mental Illnesses: A Meta‐Synthesis of 

 Qualitative Literature from High‐Income Countries. Journal of Psychiatric and Mental 

  Health Nursing. https://doi.org/10.1111/jpm.12869  

 

Abstract  

 

Introduction: Familial mental illness stigma is a pervasive issue but very subtle in high-income 

countries. Familial mental illness stigma implies persons living with mental illnesses are 

discriminated against by their family members or close relatives.  

Aim/Question: This meta-synthesis explored the experiences of familial stigma among 

individuals living with mental illnesses in high-income countries, focusing on empirical 

literature, to understand the breadth of current literature and ways to reduce this form of stigma. 

Method: We conducted a meta-synthesis through a structured search of qualitative data from six 

electronic databases (Sociological Abstract, CINAHL, Medline, PsycINFO, Google Scholar, and 

Embase). Inclusion criteria comprised: empirical primary research, primary technique for data 

collection is qualitative, studies published in a peer-reviewed journal in the English language 

https://doi.org/10.1111/jpm.12869
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between 2000 to 2020, studies reported on experiences of familial mental illness stigma, and 

studies conducted in high-income countries. The exclusion criteria were: all grey literature, 

studies not written in English and non peer-reviewed, studies not focused on familial mental 

illness stigma, quantitative peer-reviewed articles on the related concept, and peer-reviewed 

articles on the related topic before the year 2000. 

Results: The study identified only 28 peer-reviewed articles on the topic within two decades. 

Concealment of familial stigma was found to be detrimental due to the potential for alienation 

within one’s home environment. Disclosure and social contact within the family system were 

considered as critical interventions to provide some safety-nets for individuals with mental 

illnesses. 

Discussion and implications for practice: The paucity of studies over the review period 

highlights the need for further attention to support optimal environments for persons living with 

mental illnesses.  Families’ understanding of the difficulties of mental illness stigma is vital to 

supporting the development of policies and interventions towards the avoidance of social 

exclusion within societies. Families should make concerted efforts to reduce stigma, and this 

includes within the family system. Education and training approaches around mental illness-

related stigma should involve individuals with lived experience and their families, as well as 

service providers and the general public. 

Key words: familial stigma, associative stigma, mental illness, discrimination, psychiatric 

disorders 
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Accessible Summary  

What is known on the subject? 

•  Mental illness stigma has been long acknowledged as a social problem that continues to persist 

and contribute to social exclusion of affected persons globally.  

•  Researchers have explored mental illness stigma in the general public and among health 

professionals, with little focus on stigma from family members and close relatives of persons  

with mental illnesses.  

What the paper adds to existing knowledge?  

•  This study appears to be the first meta-synthesis on familial mental illness stigma in high-

income countries. 

•  Family members or close relatives of persons with mental illnesses may be perpetrators of 

stigma. That is, the family may enact stigma of mental illness against their relative to ‘save face’ 

or by avoiding or narrowing their social contacts. 

•   Familial stigma is harmful due to the likely disaffection it brings within one’s home 

environment. Familial mental stigma from the existing literature seems to be a by-product of 

public stigma and stigma by association 

Implications for practice? 

•  Further research is necessary to look at the existence of familial mental illness stigma as well 

as available policies to reduce its impact on affected individuals in high-income countries.  

•  Researchers in high-income countries should endeavour to examine the relationship between 

familial, public, and associative stigma to establish baseline metrics to inform future anti-stigma 

programs seeking to reduce familial mental illness stigma. 
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2.1 Background  
 

Mental illnesses are one of the leading contributors to the global burden of disease, 

accounting for 7.4% of all illnesses, which makes these an important public health concern 

(Becker & Kleinman 2013; Mollica et al., 2004; Whiteford et al., 2013). The rise in mental 

illnesses is seen as a priority issue due to its significant contribution to years lived with disability 

(YLDs) worldwide (Mollica et al., 2004; Rehm & Shield, 2019; WHO, 2014).  YLDs are “years 

of healthy life lost due to time spent in a less than-optimal functional health status because of a 

specific health condition” (Martel & Steensma, 2012, p.4). The primary causes of YLDs are 

mental and substance-use disorders ─ it is estimated that mental and substance-use disorders 

constitute over 25% of global YLDs (Mollica et al., 2004; Whiteford et al., 2013). Similarly, but 

at an even higher rate, Vigo et al. (2016) argued that mental and substance-use disorders 

represent approximately one-third of global YLDs. Likewise, Rehm and Shield (2019) raised 

concern on the increase in mental illnesses “(i.e., accounting for 7% of all global burden of 

disease as measured in disability adjusted life years (DALYs) and 19% of all years lived with 

disability)”, which is driven in part by stigma, absence of treatment, and paucity of research (p. 

1). Stigma herein implies a process whereby labelling, stereotyping, separation, status loss, and 

discrimination co-occur in the context of power (Link & Phelan, 2006).  Higher proportions of 

people affected by these conditions live in high- and upper-middle-income countries (National 

Institute of Mental Health, 2019; Public Health Agency of Canada, 2019; Rehm & Shield, 2019). 

For instance, data from Canada shows that one in five persons live with a mental illness, with 

over 6.7 million of the population experiencing mental illnesses since 2011 (Mental Health 

Commission of Canada, 2016). The situation is concerning and thus calls for multi-disciplinary 
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approaches to confront the occurrences of mental illnesses and to reduce the impact of any 

related stigma on affected persons and their families.  

Mental illness stigma is a form of stigma connected with psychiatric disorders, which is 

ingrained in cultures and functions within all levels of society, with the potential to devalue 

persons with mental illnesses in the eyes of others and further deprive them of full participation 

in society (Henderson & Gronholm, 2018; Link et al., 2004; Stuart, 2017). Mental illness-related 

stigma can result in undue stress on persons with mental illnesses and their families, knowing 

that most people with mental illnesses maintain close relationships with family members for 

social support (Canadian Mental Health Association [CMHA], 2007, 2018; Chadda, 2014). The 

pivotal roles played by close relatives in the care of persons with major mental illnesses have 

increased globally since the advent of the deinstitutionalization (Talley et al., 2014), which has 

led to a rise in community-based care hospitalization (Mental Health Commission of Canada, 

2009; Talley et al., 2014).  

In the context of both social and caregiving pressures, it is noted that family members 

themselves at times will stigmatize their relatives with mental illnesses. The literature on family 

members as perpetrators of stigma is notably limited, compared to other forms of mental illness 

stigma (Aldersey & Whitley, 2015; Barnable et al., 2006; Clarke & Winsor, 2010). Studies in 

this area have concentrated on social stigma experienced by people with mental illness, their 

family members, and impacts of associative stigma on family members (Allerby et al., 2015; 

Catthoor et al., 2015; Corrigan & Miller, 2004; Krupchanka et al., 2016; van Der Sanden et al., 

2015). Associative stigma has been described as the process by which a person is stigmatized by 

virtue of an association or close relationship with another stigmatized individual (Gyamfi, 2016; 

Östman & Kjellin, 2002). For example, Allerby et al. (2015), in their study on stigma and burden 
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among relatives of persons with schizophrenia, concluded that mental illness stigma negatively 

affects the quality of life of both individuals with mental illnesses and their family. Again, 

Catthoor et al. (2015) assessed the presence and severity of associative stigma among family 

members of persons with psychosis and reported an increased prevalence of associative stigma, 

with many family members experiencing symptoms of depression which eventually weakened 

relationships. That said, Corrigan and Miller (2004) reviewed the impact of mental illness stigma 

on family members and revealed that relatives of persons with mental illnesses are often accused 

of triggering their children’s mental illnesses whilst their wives are censured for not ensuring that 

their husbands with mental illnesses follow treatment plans.  Krupchanka and colleagues (2016) 

studied experiences of stigma in the private lives of relatives of people diagnosed with 

schizophrenia and identified anticipated stigma, separation of families, feelings of guilt, fear, and 

anticipatory anxiety as reasons for non-disclosure of their ailment to avoid other family 

members. In the same vein, van Der Sanden et al. (2015) investigated stigma by association 

among family members of people with mental illnesses and found that family members were 

stigmatized by community members, mental health professionals, and civil servants, with close 

relatives suffering high levels of associative stigma than extended family members. These 

studies from high income countries point to a link between associative and familial stigma with 

respect to mental illnesses within the family system. The results indicate that family members 

endure high levels of stigma and its associated negative outcomes relative to negative public 

descriptions of mental illness, structural discrimination against mental illness, stigma 

encountered in everyday life, psychological distress, and coping with stigma.  

This meta-synthesis, therefore, seeks to explore the existing literature on familial mental 

illness stigma among individuals with mental illnesses in high-income countries, with a focus on 
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peer-reviewed papers, to understand the breadth of current literature and to provide guidance to a 

primary study. High income countries were selected as this synthesis was to provide guidance for 

mental health stigma research in a primary study, and the goal was to include healthy systems 

with a degree of similarity sufficient to be comparable. In particular, the focus is on what is 

known about the human experience of this form of stigma and therefore the review is limited to 

qualitative literature. Qualitative approaches to research offer a thick description and rich 

insights into persons’ experiences of a given phenomenon (mental illness stigma) from the 

viewpoints of the individuals living with the identified problem. Furthermore, qualitative 

strategies are particularly applicable when dealing with sensitive social issues Charmaz (2000) 

and Denzin (2008), such as experiences of mental illnesses stigma from the perspectives of 

persons and close relatives living with the problem. Familial mental illness stigma is a form of 

stigma experienced by persons from within the family or close relatives due to their mental 

health status (Adu et al., 2021).  

2.3 Methods 
 

This meta-synthesis aims to examine the experiences of familial stigma among persons 

living with mental illnesses to appreciate the nature and extent of what is known about how 

family members may stigmatize their relatives, and what can be done to reduce it. A meta-

synthesis is a form of review involving an interpretive integration of qualitative findings 

involving consistent accounts of a phenomenon that offers insightful analysis of the reviewed 

data (Sandelowski & Barroso, 2007). A review of the qualitative literature on familial mental 

illness stigma is provided to address the following questions: What are the experiences of stigma 

among persons with mental illnesses from their family members? What forms of stigma are 

experienced by persons with mental illnesses from their family members? 
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This study employed a methodological framework established by Arksey and O’Malley 

(2005), consisting of five steps: (1) identifying the research question; (2) identifying relevant 

studies; (3) selecting appropriate studies; (4) charting the data/data extraction; and (5) collating, 

summarizing, and reporting the results. The review method is effective in defining the current 

scope of peer-reviewed studies and to ascertain knowledge gaps, given the comprehensive nature 

of the research question that underpins the study. The review is guided by a broader research 

question and a quality assessment of all included studies. This current meta-synthesis adheres to 

the reporting principles outlined in PRISMA and COREQ [Consolidated criteria for reporting 

qualitative research for systematic reviews and meta-syntheses] (Tong et al., 2007). Our meta-

synthesis also took into consideration indications of Tong et al. (2012) in the ‘enhancing 

transparency in reporting the synthesis of qualitative research’ (ENTREQ) statement. The 

ENTREQ statement comprises of 21 items categorized into five main domains: introduction, 

methods and methodology, literature search and selection, appraisal, and synthesis of findings.  

In addition, the research team subjected all included articles in this study to quality 

assessment using the Eight “Big-Tent” Criteria for Excellent Qualitative Research, comprising 

(a) worthy topic, (b) rich rigor, (c) sincerity, (d) credibility, (e) resonance, (f) significant 

contribution, (g) ethics, and (h) meaningful coherence (Tracy, 2010). Worthy topic implies how 

applicable, timely, and significant the selected article is to our study. Rich rigor talks about the 

theoretical construct and scientific approaches to data collection and analysis processes of 

included studies. Sincerity denotes the researcher’s positionality and self-reflexivity to reduce 

biases, and ensures transparency in the methods employed. Credibility herein describes the 

trustworthiness or confidence of the study findings with respect to triangulation, thick 

description of data, and multivocality. Ethics and meaningful coherence reflect on whether the 
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researcher followed due processes to obtain ethical clearance prior to data collection and if the 

study attained it intended purposes, respectively.  

2.3.1 Search strategy 

 

A search was conducted using the following databases: Sociological Abstract, CINAHL, 

Medline, PsycINFO, Google Scholar, and Embase from 2000-2020 to know the depths of 

literature on the topic within the immediate past two decades. Search terms employed included a 

combination of the following: family, famil*, husband*, wife*, mother*, sibling*, sister or sister-

in-law, father*, father-in-law, uncle*, paternal uncle or maternal uncle, aunt maternal 

aunt/paternal /brother /brother-in law, grandfather/grandmother/ grandchild*, and family 

relation*. Additional terms considered in the retrieval of articles were: stigma*, social stigma, 

discrimination*, shame*, disgust, as well as mental disease, mental illness, mental disorder*, 

mental illness stigma, psychiatric disorder*, familial stigma, and associative stigma. We 

combined the search terms with Boolean “OR/AND” to ensure more focused and productive 

results on familial mental illness stigma. See figure 1 below (Medline search strategy) for details 

of our search strategy. 
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Search terms/ parameters 

1 exp Family/ or family*.mp. or exp Family Relations/ or exp Nuclear Family/ 

2 exp Humans/ or exp Family/ or famil*.mp.  

3 exp Humans/ or exp Spouses/ or exp Marriage/ or husband*.mp.  
4 exp Spouse Abuse/ or Female/ or exp Marriage/ or wife*.mp. or Male/ or exp Spouses/  

5 Mother-Child Relations/ or mother*.mp.  

6 exp Adult/ or exp Male/ or exp Sibling Relations/ or exp Bipolar Disorder/ or exp Female/ or exp Child/ or exp Siblings/ or sibling*.mp. or exp 
Adolescent/  

7 sister*.mp. or exp Female/  

8 sister-in-law.mp. or exp Female/ or exp Adult/  
9 exp Mothers/ or father*.mp. or exp Fathers/ or exp Female/ or exp Adolescent/ or exp Male/ or exp Adult/  

10 exp Male/ or exp Adult/ or exp Adolescent/ or uncle*.mp. or exp Female/ or exp Family/  

11 exp Adolescent/ or exp Family/ or exp Female/ or exp Adult/ or aunt*.mp. or exp Male/  
12 maternal*.mp.  

13 exp Male/ or exp Adult/ or exp Family/ or "paternal uncle*".mp. or exp Female/  

14 exp Siblings/ or exp Male/ or brother*.mp.  
15 exp Marriage/ or brother-in-law.mp. or exp Family Relations/  

16 exp Grandparents/ or grandfather*.mp. or exp Family/  

17 exp Family/ or exp Mothers/ or grandmother*.mp. or exp Grandparents/  
18 exp Family/ or exp Child/ or exp Female/ or exp Male/ or grandchild*.mp.  

19 exp Family/ or exp Adult/ or exp Male/ or exp Child/ or exp Adolescent/ or exp Female/ or "family relation*".mp. or exp Family Relations/  

20 1 or 2 or 3 or 4 or 5 or 6 or 7 or 8 or 9 or 10 or 11 or 12 or 13 or 14 or 15 or 16 or 17 or 18 or 19  
21 exp Mental Disorders/ or exp Adult/ or exp Social Stigma/ or exp Stereotyping/ or stigma*.mp. or exp Female/ or exp Male/  

22 exp Adult/ or "social stigma".mp. or exp Social Stigma/ or exp Attitude to Health/  
23 exp Social Discrimination/lj [Legislation & Jurisprudence]  

24 discrimination*.mp.  

25 exp Shame/ or shame*.mp. or exp Guilt/  
26 exp Social Stigma/ or disgrace*.mp. or exp Stereotyping/ or exp Mental Disorders/  

27 Fear/ or exp Emotions/ or exp Disgust/ or disgust*.mp.  

28 exp Mental Disorders/ or exp Stereotyping/ or exp Social Stigma/ or "associative stigma".mp.  
29 exp Social Stigma/ or "courtesy stigma".mp. or exp Stereotyping/  

30 exp Stereotyping/ or "stigma by association".mp. or exp Depression/ or exp Social Stigma/  

31 21 or 22 or 23 or 24 or 25 or 26 or 27 or 28 or 29 or 30  

32 exp Depression/ or exp Mental Disorders/ or mental disease*.mp. or exp Schizophrenia/  

33 exp Schizophrenia/ or exp Mental Disorders/ or mental illness*.mp.  

34 exp Depression/ or exp Mental Disorders/ or exp Depressive Disorder, Major/ or mental disorder*.mp. or exp anxiety disorders/  
35 exp Mental Disorders/ or exp Stereotyping/ or exp Prejudice/ or "mental illness stigma".mp. or exp Social Stigma/  

36 "psychiatric disorder".mp. or exp Mental Disorders/  

37 exp Social Stigma/ or exp Mental Disorders/ or exp Stereotyping/ or "familial mental illness stigma".mp.  
38 exp Stereotyping/ or exp Social Stigma/ or exp Mental Disorders/ or "mental illness stigma from family members".mp.  

39 32 or 33 or 34 or 35 or 36 or 37 or 38  

40 20 and 31 and 39  
41 limit 40 to (abstracts and English language and full text and humans and yr="2000 - 2020" and "young adult and adult  

 

Figure 1. Sample Search Strategy – Medline 

 

2.3.2 Inclusion and exclusion criteria 

 

Articles were screened at the title and abstract stage, and articles remaining at the full-

text review stage were read in full. Studies were included if they were: (1) empirical primary 

research; (2) primary technique for data collection is qualitative; (3) the study was published in a 

peer-reviewed journal in English between 2000 to 2020; (4) reported on experiences of familial 

mental illness stigma; and (5) study was conducted in any high-income country. High-income 
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countries are nations with gross national income (GNI) per capita of $12,056 or more which is 

estimated by adding gross domestic product to determine incomes from overseas residents, then 

deducting all income earned by non-residents (World Population Review, 2021). Mental 

illnesses or disorders herein are consistent with the DSM-5 and comprise: Schizophrenia, Mood 

disorders (Depression – major and minor, Bipolar disorders – Bipolar I (mania), Bipolar II 

(mixture of major depression and hypomania), Anxiety disorders (Panic disorders, Phobias, and 

Generalized anxiety disorders) (see America Psychiatric Association, 2018, 2022). Studies were 

excluded if they were: 1) grey literature; 2) not written in English; 3) not focused on familial 

mental illness stigma, quantitative peer-reviewed articles on the related concept, and peer-

reviewed articles on the related topic before the year 2000. The inclusion and exclusion criteria 

outlined enabled us to critically examine the literature within the confines of the study and to 

identify any current research gaps. The search results were saved in .ris files and imported into 

CovidenceTM (Veritas Health Innovation, 2016), a review software designed for organizing 

abstracts, removing duplicates, and data extraction. 

2.3.3 Data extraction 

 

Three researchers screened the titles and abstracts of all initial selected studies.  

All identified conflicts during the screening process were resolved through team consensus, 

which involved discussion of each article with a conflict among all researchers who participated 

in the screening exercise.  

Full-text articles of retrieved data were examined for inclusion by the research team. The 

team extracted relevant information from each included study using a Microsoft Word processor 

which was inclusive of all extracted citations under the following headings: author and year of 

publication, study location, objectives, study design/method, study population and sample, and 
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key findings. The data gathered for the review were initially summarized in the form of a table. 

See Table 1 (Characteristics of included studies) for details. We then did a content analysis of all 

28 included studies which involved first immersion in the data through reviewing the extracted 

data, assigning of preliminary codes, reviewing, and discussing the codes as a research team, and 

proposing and refining themes, organizing the articles via these themes and looking for gaps or 

duplications (Braun & Clarke, 2006; Miles et al., 2013).  

2.4 Results 
 

The initial literature search yielded 16,031 studies with 6,836 duplicates from the six 

databases, resulting in 9,195 unique studies. Nine thousand, one hundred and ninety-five (9,195) 

titles and abstracts were screened, in accordance with the inclusion and exclusion criteria. Title 

and abstract screening as well as full-text review were completed to determine the exact number 

of articles that met the study eligibility. Eight thousand, eight-hundred and eighty-four (8,884) 

studies were excluded from the review at the end of the title and abstract review due to the 

following reasons: wrong study locations and topics, wrong study design, and the study being out 

of scope of the current review. Two hundred and eighty-five (285) studies out of the 311 were 

further excluded at full-text review because they did not meet the inclusion criteria. See the Flow 

chart diagram for details. Ultimately, 26 studies met the inclusion criteria from the primary 

search. We added two articles that aligned with the study objective that were found from the 

reference lists of included studies but were not identified in the initial search. In total, 28 peer-

review articles were included in the review. Articles removed at the full-text stage and reasons 

for exclusion are detailed in Figure 2 below.  

FIGURE 2 HERE 
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2.4.1 General characteristics of included studies 
 

The overall characteristics of studies included in this meta-synthesis are described in 

Table 2 below. All 28 peer-reviewed articles were published between 2001 and 2020, with 

78.6% (22/28) published between 2011 and 2020. Only two studies included in the analysis were 

published between 2001 and 2005 and the last four studies were published between 2006 and 

2010. 

Table 2. Table displaying country of origin for all included studies (n = 28) 

Year of 

publication 

Country of study  n (%) 

 

 

 

2001 UK 1 (3.57)  

2003 Canada 1 (3.57)  

2008 USA 1 (3.57)   

2009 Taiwan, USA 2 (7.14)   

2010 USA 1 (3.57)   

2011 Australia, Taiwan 2 (7.14)   

2012 USA, Canada 2 (7.14)   

2013 Canada (2), USA (3), Israel  6 (21.43)   

2014 UK, Puerto Rico 2 (7.14)  

2015 Finland, Netherlands 2 (7.14)  

2016 UK 1 (3.57)  

2017 Greece, USA 2 (7.14)  

2018 Czech Republic, USA (2) 3 (10.71)  

    

2020 Sweden, USA 2 (7.14)  

TOTAL  28 (100)  
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Table 1: Characteristics of all included studies 

Author (s) & 

year of 

publication 

Country of 

study 

Study population & sample 

size 

Aims of the study Research 

methodology & 

design 

Key findings related to familial mental stigma 

Alexander, 

2001 

UK Patients with a diagnosis of 

depression; sample size is 18 

men 

To find out whether a group of men 

with a diagnosis 

of depression had confidants; to 

establish who their confidants were; 

and 

to explore their reasons for not 

confiding in potential confidants. 

Exploratory 

descriptive study 

Concealment of thoughts and feelings to avoid 

worrying others. For example, one man was 

temporarily living apart from his wife and family in a 

group home because of the pressure to be ‘normal’ 

when with the family─ insecurity and lack of trust 

within the relationship not even my wife. Fear of 

abandonment and perceived or actual rejection.   

Bonnington & 

Rose, 2014 

United 

Kingdom (UK) 

People diagnosed with BD or 

BPD; sample size is 29 

This study explores experiences of 

stigma and discrimination amongst 

people diagnosed with bipolar 

disorder (BD) or borderline 

personality disorder (BPD) 

Qualitative 

study/In-depth 

interviews and 

mini focus groups   

Persons with mental illnesses (PWMI) marginalized 

from family and friendship relations as well as social 

roles and privileges. Families are motivated to 

normalise versus accept a loved one's illness to invite 

public stigma. Powerlessness and marginalisation 

were intertwined, "it was like being in a prison 

because my first husband and my dad they wouldn't 

let me out of the house/out of their sight and I was 

virtually locked up in my bedroom.” Loss of status, 

“everyone [in the family] thinks they can tell me and 

my daughter what to do and I don't find it helpful.”   

Chen et al. 

2013 

USA Chinese psychiatric 

patients (immigrants); sample 

size is 53 

This study focused on mental 

illness disclosure in Chinese-

immigrant communities in New 

York City 

Qualitative/ in-

depth interviews 

PWMI reported personal and familial concerns of 

losing face and its negative social consequences. 

PWMI felt ashamed of having mental illness. Family 

members consider having a member with mental 

illness, specially one having the need for 

hospitalization to be shameful. Families strongly 

discourage PWMI to disclose the illness.  Families 

restricted information sharing to those within the 

circle of confidence. Worried that disclosure could 

cause the family to be threatened or affect family 

members’ future work or marriage. 
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Author (s) & 

year of 

publication 

Country of 

study 

Study population & sample 

size 

Aims of the study Research 

methodology & 

design 

Key findings related to familial mental stigma 

Choi & 

Kimbell, 2008 

USA Care managers (1 RN and 7 

bachelor’s-level social workers) 

and 1 MSW intern; 8 staff 

members (site managers, 

program specialists, & activity 

coordinators) from 4 senior 

centers; 2 sessions with a total 

of 14 family care- givers of 

older adults on Meals on 

Wheels (MOW) program 

clients, each with 7 participants 

with sample size of 131 

 

 

To examine family caregivers’ 

experiences of depression in their 

homebound loved ones and barriers 

to their loved ones seeking 

depression treatment; to collect 

suggestions from both social 

service providers and family 

caregivers about interventions for 

depression that can be integrated 

into existing aging service settings 

or implemented in older adults’ 

homes. 

Qualitative 

method and focus 

groups interview 

Loss of independence, family conflicts, and a lack of 

social support from family other members. For 

example, caregivers had to either take their parent 

into their home or move in with their parent when the 

parent’s health deteriorated resulting in increased 

sense of loss and grief. The grief is the result of 

isolation or loneliness and feelings of resentment, 

which in turn, complicate their depression. 

Darmi et al., 

2017 

Greece Parents of children with 

psychotic disorders. Sample size 

is 16, made up of 14 mothers 

and two fathers 

Explore the parents’ lived 

experience of caring for a child with 

psychosis 

Hermeneutic 

phenomenology/ 

in-depth 

interviews 

Exposure to marital problems, violent scenes, and 

spousal neglect, extreme distress over failed love 

relationships, refused to acknowledge that their son 

or daughter was mentally ill. Parents tended to 

normalize or deny the psychotic manifestations and 

delayed seeking psychiatric help. Parents liken their 

relationship with their loved one to a frightening 

‘stranger.  

Elkington et 

al., 2013 

USA Youth and adolescent with 

mental illness. Sample size is 

24. 

Role of mental illness-related 

stigma on romantic or sexual 

relationships and sexual behavior 

among youth with mental illness —

youths’ experiences of stigma, 

internalization of these experiences, 

and the behavior associated with 

managing stigma within romantic 

and sexual relationships. 

Hermeneutic 

phenomenology 

/in-depth 

interviews 

Qualitative/  

in-depth 

interviews 

Direct experiences of rejection by partners following 

a change in their relationships after revealing their 

diagnosis to their partner. Stigma within 

relationships, undeserving of romantic or sexual 

relationships. Fear of rejection and abandonment 

because of having a mental illness transformed itself 

into sexually passive behavior for a few youths.  

Participant described trying to get his girlfriend 

pregnant to maintain the relationship, despite not 

wanting to be a father. 

Elliott et al., 

2018 

USA Veterans of the recent Iraq and 

Afghanistan wars living in New 

York City with PTSD. Sample 

size is 50. 

Examination of PTSD narratives—

as voiced in qualitative interviews 

and focus groups with 50 veterans 

of the recent Iraq and Afghanistan 

wars living in New York City—

attends to the processes through 

which veterans conceive and 

navigate PTSD symptoms and 

diagnoses. 

Qualitative 

design/in-depth 

and focus group 

interviews 

Family issues and dating were raised in the context of 

discussions about PTSD.  PTSD diagnosis comprises 

serious vulnerability in attempting to secure joint 

custody of his child after a divorce — “I just put the 

claim in and I was scared to do it at first, because of 

my son. I don’t want him taken away. A veteran 

explained how he had “hardly seen his family since 

separation.” Another veteran recounted his recent 
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Author (s) & 

year of 

publication 

Country of 

study 

Study population & sample 

size 

Aims of the study Research 

methodology & 

design 

Key findings related to familial mental stigma 

experience of a divorce and his struggle with the 

controversial stereotype of Black and alcoholic.   

Franz et al., 

2010 

USA African American family 

members directly involved in 

treatment initiation for a relative 

with first-episode psychosis. 

Sample size is 12. 

Study explored the effects of 

stigma, as perceived by family 

members, on duration of untreated 

psychosis. 

Qualitative/ in-

depth interviews 

Fear of an official label make relatives adopted at 

least four coping behaviours: external attribution, 

excusing, secrecy, and denial. Felt discomfort 

admitting that relatives suffered from a mental illness 

but at ease attributing their behaviours to external 

factors. Delay treatment to ensure secrecy and to 

avoid social stigma.  

Frieh, 2020 USA Women with serious mental 

illness. Sample size is 55. 

Investigating how women 

hospitalised with SMI, especially 

those who have histories of sexual 

abuse and trauma, experience 

sexuality and perceive men and 

masculinity 

Qualitative 

design/in-depth 

interviews 

Women struggling with intimacy due to effects of 

trauma blamed themselves for not being able to deal 

with their problems. Women saw themselves as 

inadequate partners whose mental health problems, 

histories of abuse, and difficulty feeling comfortable 

with physical intimacy made them undesirable or 

broken. Woman expressed a fear that potential 

partners would leave her if they knew she had a 

mental illness ─ fear of being totally open and honest 

about her struggling. Experiences of stigma prevented 

women from pursuing relationships because they 

believe ‘people don’t want people with mental 

illnesses. Another woman asked, ‘who wants to have 

sex with a woman who has mental problems, sick, 

and ugly?  

Hinton et al., 

2017 

USA Stakeholders recruited, 

including 15 depressed older 

(i.e., age ≥ 60) men, 12 family 

members, and 10 clinic staff. 

Sample size is 37. 

The study aimed to describe 

challenges in engaging family 

members in older men’s depression 

treatment and potential strategies to 

overcome those challenges. 

Qualitative/ in-

depth interviews 

Strained relationships might make family 

involvement difficult. Referring to his wife, one man 

said: “It scares me sometimes because we’ll get on it 

about something like that right there, and she turns 

everything around that it’s my fault.” Marital 

relationships were frayed that partners were not 

willing to help. 

Huang et al., 

2009 

Taiwan  Carers who live with someone 

with long-term schizophrenia, 

within the cultural context of 

Taiwan Sample size is 10. 

The purpose of this study was to 

explore the experiences of carers 

who live with someone with long-

term schizophrenia, within the 

cultural context of Taiwan. 

Descriptive 

phenomenological 

approach & face-

to-face interviews 

Conflicts between client and family often happen 

when the family feel the client PWMI is ‘useless; 

"His brothers argue with him, sometimes fight with 

each other because he does not have a job and sits at 

home and gets looked after. They think he is a lazy, 

useless man". "My husband argues with me and he 

couldn’t accept my son just sitting or sleeping all 

day“.  Feeling of shame and embarrassment are two 

of the major causes of family conflicts, especially for 

siblings of the client. Husband never brings friends 
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Author (s) & 

year of 

publication 

Country of 

study 

Study population & sample 

size 

Aims of the study Research 

methodology & 

design 

Key findings related to familial mental stigma 

home as he doesn’t want to let others know that his 

son has schizophrenia. Before my husband died, he 

rejected my son. I feel sad about my family life as I 

have a schizophrenic son.  

Karnieli-Miller 

et al., 2013 

USA Family members of relatives' 

living with mental illness. 

Sample size is 14. 

Exploring family members’ 

experiences and efforts to cope with 

mental illness stigma in social 

encounters. 

Qualitative 

design/focus 

group interviews 

Family members choose to conceal their relative’s 

illness due to potential negative consequences of 

disclosure and the “lesson learned” to conceal. 

Disclosure can be beneficial by helping to elicit 

support: “…my family members are supportive… 

they know…”. Selective disclosure to avoid undue 

stigma and discrimination from some close relatives 

and loved ones. Parents struggled to determine 

whether it was their choice to disclose versus their 

relative’s choice. Other family members also 

expressed concern that their relative’s decision to 

disclose could be harmful. One mother said, “my 

daughter is ready to tell everybody, she wants to be 

an advocate, and I hold her [back], because I’m afraid 

for her, about what people would say.  

Ketokivi, 2015 Finland Finnish parents of mentally ill 

grown children (N = 8) and 

adults themselves suffering 

from mental health issues (N = 

9). Sample size is 17. 

This article examines how 

belonging in Finnish families is 

negotiated in the presence of mental 

illness. 

Qualitative design 

/in-depth 

interviews 

Discussed her illness with me quite easily until her 

husband, a retired judge, walked by. She whispered 

that he does not want these issues talked about. 

Mental health issues come with secrecy, shame, and 

stigma. Silence around depression was experienced 

by Sanna, who suffered from postnatal depression. 

Tuija became depressed and was hospitalised and her 

children were temporarily placed in foster care, and 

this led to complete estrangement from her family of 

origin because she was considered “unfit to be a 

mother”. Sanna was able to talk about her depression 

to her parents even though she was not fully 

embraced. Reijo had a mental breakdown and fell 

into serious depression and his parents and siblings 

distanced themselves. 

Koro-

Ljungberg & 

Bussing, 2009 

USA Parents of children with ADHD. 

Sample size 30. 

Investigating how parents of 

adolescents with attention deficit 

hyperactivity disorder (ADHD) 

manage courtesy stigma in their 

lives. 

Qualitative/ face 

group interviews 

Denial of ADHD by Val’s husband could be 

explained by his courtesy stigma management and 

refusal to own a stigmatizing label that identifies his 

son. Her daughter with ADHD did not care about her 

appearance, whereas her other daughter was very 

particular about her looks. Her older sister was 

aggravated about her sister’s behavior and the social 
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Author (s) & 

year of 

publication 

Country of 

study 

Study population & sample 

size 

Aims of the study Research 

methodology & 

design 

Key findings related to familial mental stigma 

stigma it created for the family. Extra time and care 

given to the teenager with ADHD increase conflicts 

and disputes over attention due to limited resources 

and time available for other family members. Mother 

of a teen with ADHD who was continuously 

challenged by her daughter reported how she “called 

the COPS on her” because “she can be so 

overwhelming at times” and interactions with police 

officers “make her think.”  

Krupchanka et 

al., 2018 

Czech 

Republic 

Relatives of patients diagnosed 

with schizophrenia. Sample size 

is 25. 

The study aimed to inform an anti-

stigma campaign undertaken in the 

framework of the national mental 

health reform in the Czech 

Republic. 

Qualitative/ 

in-depth 

interviews 

Fear of the PWMI in the family. Believe in the 

incapability of persons with Schizophrenia (PLS). 

Endorsement of stereotypes within the family. 

Hopelessness and helplessness and worry about an 

unclear future ─ “I will not be here forever”, and 

regrets about lost opportunities of “normal life”. 

Within the family there were examples of prejudice 

toward PLS ─ a perception of schizophrenia as 

contagious. Some family members (a) presented fear 

of dangerousness of PLS, (b) believed in unreliability 

and incapability of PLS, or (c) distanced themselves 

from the PLS.  Schizophrenia is an infectious disease, 

because I would not employ a problematic person, to 

have problems, when I can employ a normal person 

instead.  

Ladd, 2018 USA Women given a clinical 

diagnosis of a BD in the first 

year postpartum. Sample size is 

15 

The study addressed the problem of 

the lack of knowledge regarding the 

stigma of a diagnosis of bipolar 

disorder (BD) in the first year 

Qualitative/ in-

depth interviews 

Women reported their partners as either not 

understanding the diagnosis, avoiding them, or 

suggesting women had control over the disorder. 

Women stated BD as something they can fix 

themselves ─ “he wouldn’t be in the same room as I 

was. He thought it was something that I could just 

fix.” My husband now does not understand or agree 

with the diagnosis. My spouse struggled with 

“separating the symptoms of depression from me 

making a personal choice to act or feel a certain 

way.” Women described stigma from their parents in 

the form of expressions of concern regarding the 

safety of their medication or regarding the risk of 

stigma from other parents.  “My parents were the 

driving force with how I handled talking about my 

illness because they encouraged me to not reveal, to 

not be open about it.”  My mother doesn't believe in 
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Author (s) & 

year of 

publication 

Country of 

study 

Study population & sample 

size 

Aims of the study Research 

methodology & 

design 

Key findings related to familial mental stigma 

psychiatric care. I got a lot of crap from her about 

that. “I mean, they don't believe in mental illness, 

even my dad's a doctor, but he's actually a surgeon.”   

McCann et al., 

2011 

Australia Caregivers of young adults 

who had experienced a first-

episode of psychosis. Sample 

size is 20 

This study explored how caregivers 

of young adults 

who had experienced a first episode 

of psychosis coped with stigma 

while maintaining their caregiving 

role 

Qualitative/ 

In-depth 

interviews 

Concerned about fears and experiences of stigma 

from others ─friends/ neighbors deterred carers from 

being open about their situation and the young 

person’s illness and have contact with others. Denial 

and blame from others ─respondents’ accounts 

indicated that stigma was evident in families’ lack of 

understanding and support for the caregiver’s 

situation. Denial that a family member had psychosis 

and blame caregivers for something going “wrong” 

with the young person. Secretive styles of coping 

with stigma to avoid loss of status.  

Onwumere et 

al., 2016 

UK Caring for a relative with 

delusional beliefs. Sample size 

is five. 

The study sought to investigate 

carer experiences of supporting a 

relative with delusional beliefs, 

which involve family members. 

Qualitative and 

in-depth 

interviews 

Ongoing fear linked to episodes of aggression. Acts 

of aggression involving the use of weapons such as 

knives. Concealment and secrecy such as withholding 

information to protect members of the family. Carers 

minimize the potential for stigma towards the patient 

and themselves. A carer stated "we don’t say 

everything; we don’t say everything to anybody other 

than ourselves, other than the two of us [partner].  We 

filter out a lot of it, but his brother and wife are quite 

supportive, and we’ve got two other friends who are 

very supportive". Carer reports of loss about their 

relationship with the patient and of the person they 

once were close ─a sense of life being unfair.  

Rivera 

─Segarra et al., 

2014 

Puerto Rico People Living with Borderline 

Personality Disorder (BPD). 

Sample size is eight 

Exploring how people living with 

BPD experience stigmatization 

Qualitative/ in-

depth interviews 

Feeling in the family was like a dirty underwear 

washed in the house and stays in the house. Family 

considered the diagnosis as something secret and 

dirty that no one else besides them should know — “I 

remember my father telling me I was hysterical and 

my mother telling me I was a clown and hearing 

those words made me feel like I wasn’t normal”. The 

last thing my partner said after knowing about the 

diagnosis was “he couldn’t marry me because of the 

problem I had, my condition, he couldn’t marry 

someone like that”. Another participant narrates the 

verbal and emotional abuse she received by her 

boyfriend because of her BPD diagnosis. 
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Author (s) & 

year of 

publication 

Country of 

study 

Study population & sample 

size 

Aims of the study Research 

methodology & 

design 

Key findings related to familial mental stigma 

Seeman, 2013 Canada  Observation and documentation 

of clinical notes over a ten-year 

period in an outpatient clinic for 

women with schizophrenia. 

Illustrative examples were 

selected from approximately 

200 entries dealing with sibling 

relationships. 

The paper identifies gaps in 

knowledge about siblings and 

caregiving in schizophrenia, and to 

suggest further research directions. 

Qualitative/ 

observation& 

documentation 

Sibling involvement encouraged but remained 

relatively absent. Most siblings stepped up to the 

plate and took on the responsibilities of caregiving. 

Other siblings continued to distance themselves from 

the patient even after both parents became frail or 

died. Negative life events, such as long-term illness, 

especially schizophrenia, make reciprocal 

engagement impossible. Affection, companionship, 

and intimacy that characterize many sibling bonds 

went missing in schizophrenia ─ i.e., A, the sister of 

a severely ill patient changed her name and kept her 

contact particulars out of the telephone book so that 

her sister after she developed schizophrenia to cut 

contact her. Another patient abandoned by siblings 

with whom she had once been very close (shared an 

apartment for a long time with) due to severe 

schizophrenia.   

Sinding et al., 

2013 

Canada  Social workers at a multisite 

acute and tertiary care centre in 

Ontario, Canada. Sample size is 

11 

The study aimed to better 

understand the processes of care for 

people living with serious mental 

illness who are diagnosed with 

cancer, from the perspectives of 

social workers. 

Qualitative/in-

depth interviews 

Patient with long-term mental illnesses is often 

suicidal and needs hospitalization many times. Her 

children and husband relationship with her was “quite 

strained” due to her persistent mental illness. Her 

family’s attitude completely turned around when 

diagnosed with Cancer. The woman’s children had 

thought for many years that their mother would die, 

but —in contrast to what would have happened if she 

had completed suicide. The woman told the social 

worker that dying from cancer would be “better for 

her husband” than dying from suicide ─ cancer 

absolved her of responsibility for dying. Nobody 

wants to tell other people of a relative mental illness 

but cancer diagnosis.   

Tryssenaar et 

al., 2003 

Canada  Participants ranged in age from 

37 to 64 and had a variety of 

diagnoses. Sample size is 19. 

The study describes consumers’ 

perspectives and complex factors 

involved as persons with serious 

mental illness grow older in the 

community. 

Qualitative/in-

depth interviews 

Participants had challenging circumstances and 

trouble developing or maintaining relationships. 

Physical, sexual, emotional, and verbal abuse were 

consistently identified by the female participants as 

part of their family environment. Mom would take 

money from men and they could go in the basement 

with me and do anything they wanted; I was so 

ashamed. I find that stigma is a big deal. I do not feel 

comfortable. 
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publication 
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study 

Study population & sample 

size 

Aims of the study Research 

methodology & 

design 

Key findings related to familial mental stigma 

  van der 

Sanden et al., 

2015 

Netherlands Immediate family members of 

people with mental illnesses. 

Sample size is 23 

Exploring experiences of stigma by 

association (SBA) among 

immediate family members of 

PWMI while paying particular 

attention to the 

characteristics of familial 

relationship, co-residence, and 

gender to better understand how 

experiences of SBA affect 

immediate family members of 

PWMI to identify adequate tailored 

support/ education for family 

members. 

Qualitative /in-

depth interviews 

Some participants indicated a reduction of contact 

with family members, friends, and acquaintances, and 

avoid some forms of social engagement to avoid 

having to talk or not talk about their family member 

with mental illness. Participants dodge social events 

avoid confrontation with stigmatising reactions by 

others. Siblings conceal their relationships with 

PWMI to avoid negative reactions and the potential 

loss of friendships and even (potential) romantic 

relationships. I never talked about her". "I moved in 

with my boyfriend sooner because of my sister’s 

mental illness”.  

Weiss et al., 

2013 

Israel Ultra-Orthodox Jewish female 

caregivers and their mentally ill 

family members. The sample 

size is 50. 

This study employs qualitative 

methods to identify culturally 

related aspects within verbal 

interactions taking place between 

ultra-Orthodox Jewish female 

caregivers and their mentally ill 

family members 

Qualitative/in-

depth interviews 

No one in the family knows about the illness, just me 

and my husband. A family member coping with 

mental illness poses a threat to other siblings in the 

family for whom parents are looking to arrange good 

marriages. 

Maintaining secrecy takes dominance because stigma 

and labeling of mental illness has the possibility of 

harming matchmaking prospects. Conflict between 

the cultural norms and a son’s ability to comprehend 

more complex situation in light of his illness ─"you 

and dad don’t take steps to marry me off like you did 

for my siblings.  

Yang et al., 

2012 

Taiwan Long-term hospitalized patients 

diagnosed with schizophrenia 

were interviewed. Sample size 

is 22. 

The study explored how 

hospitalization and the diagnosis of 

schizophrenia have an impact on 

Taiwanese patients’ spiritual life 

Qualitative/in-

depth interviews 

Patient lost her marriage after hospitalization due to 

mental illness and was separated from the family. All 

the above are Ming or fate Ming arranges our lives. 

Participants felt isolated, abandoned, and distanced 

from their families. They were no longer welcome to 

return to their families again. The participants usually 

received a heartless reception from their family. I still 

feel hurt; why did my father abandon me here? "I 

hate my father and my brother. It is unfair, I am their 

family. Families …, the stigma of mental illness does 

not bring honour to them and their families within the 

society.  

Y-Garcia et al., 

2012 

USA Persons with history or 

knowledge of 

Depression. Sample size is 116 

The study sought to develop & 

evaluate office-based interventions 

to encourage patients to disclose 

depressive symptoms, allowing the 

Qualitative/ focus 

group interviews 

Participants labeled by family members because of 

their depression symptoms. Labeling could be hurtful 

─ my family calls me very serious. ‘You’re always so 

serious. When “I had my first serious episode of 
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Author (s) & 

year of 

publication 

Country of 

study 

Study population & sample 

size 

Aims of the study Research 

methodology & 

design 

Key findings related to familial mental stigma 

patient and the clinical team to 

make informed collaborative 

decisions about appropriate 

treatment 

depression my family said I’m getting lazy ─I 

internalized a lot of shame.” “We were never allowed 

to express our feelings and if, and if we did, as a 

male, we were called a ‘sissy or weak.  Other 

participants described how fear of labeling may 

inhibit future discussion.  

 

Piuva & 

Brodin, 2020 

Sweden  Mothers in Sweden who care 

for their adult children suffering 

from severe mental illness. 

Sample size is 15 

This study explores experiences of 

mothers in Sweden who care for 

their adult children suffering from 

severe mental illness. 

Qualitative/In-

depth interviews 

Siblings of ill children were neglected and, in many 

cases, conflicts between the parents emerged. 

Separation and breaking-up of the original family. 

The breaking-up of the family both included 

separation from the father of the child and from 

grandparents or one or several of the siblings. 

Relatives have responded with negative reactions to 

their children’s illnesses. The family networks around 

their children diminished considerably since their 

illness generating conflicts between the mothers and 

other relatives. Isolation was in some cases related to 

self-imposed feelings of shame for their children’s 

behaviours ─ one mother argued that if her daughter 

had behaved a little bit more ‘normal’ during her 

adolescence, maybe the mother and her husband 

would have invited people for dinner. Daughter 

usually behaved in a strange way hence withdrew 

from social interactions.  

Suto et al., 

2012 

Canada  Individuals living with bipolar 

disorder (3 groups) and family 

members (2 groups) during an 

annual bipolar disorder 

community engagement event. 

Sample size is 44 

The study contributes to the stigma 

and bipolar disorder literature 

focused on understanding 

structural, social, and self-stigma 

experiences from the perspectives 

of individuals living with bipolar 

disorder and their family members. 

Qualitative-

Community-based 

participatory and 

focus group 

interviews 

Stigma was within family relationships where 

acceptance is expected. One mother whose child has 

bipolar disorder said: "I’ve always said to family, 

‘You know what? If my child had leukaemia, you 

would all be bringing me lasagna. But now he has 

bipolar disorder, you are not showing up.’ So for me 

that’s where the stigma is present for us". Adults with 

bipolar disorder were excluded from family party 

invitations and their relationships with siblings were 

negatively affected. People were withdrawing from 

me and kind of cutting me out of their life.  
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Figure 2 Flow Diagram of study selection process based on PRISMA 
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2.4.2 Synthesis 
 

Overall, our review highlights a limited number of primary qualitative studies on familial 

mental illness stigma with respect to high-income countries, given the fact that only 28 peer-

reviewed articles were identified on the topic between 2000 and 2020. Majority of the studies 

were conducted in the United States (11 studies), followed by Canada, UK, and Taiwan ─ with 

4, 3, and 2 studies, respectively. Single studies were found in the following countries: Sweden, 

Australia, Puerto Rico, Israel, Finland, Czech Republic, Netherlands, and Greece. 

Content analysis of the 28 included studies produced six interconnected themes, with 

several sub-themes. The following section explores the themes proposed from the identified 

studies. 

2.4.3 Enactment of Familial Stigma 

 

Nineteen studies (67.85%) reported on discriminatory treatment engaged in by family 

members of persons with mental illnesses, which often results in withdrawal of social support. 

Enactment of familial stigma as a theme incorporated 2 sub-themes: abandonment and verbal 

and emotional abuse. 

Abandonment. Abandonment of persons living with mental illnesses by family 

members was identified in 11 studies (Alexander, 2001; Bonnington & Rose, 2014; Darmi et 

al., 2017; Frieh, 2020; Ketokivi, 2015; Krupchanka et al., 2018; Piuva & Brodin, 2020; 

Seeman, 2013; Suto et al., 2012; Yang et al., 2012; Y-Garcia et al., 2012). For instance, 

Ketokivi (2015) acknowledged that parents and siblings of persons with mental illnesses 

dissociated themselves from their relative due to the illness. Also, Krupchanka et al. (2018) 

found that siblings of people living with schizophrenia distanced themselves because they 

perceived the condition as an infectious disease. Other studies pointed to mental illness-
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related stigma as a hindrance to maintaining relationships among relatives and loved ones 

(Frieh, 2020; Piuva & Brodin, 2020; Seeman, 2013; Yang et al., 2012). The frustrations 

associated with abandonment at the family level due to mental illness compelled a participant 

in Yang et al.’s (2011) to state the following: “I still feel hurt; why did my father abandon me 

here? Sometimes I hate my father and my brother. It is unfair, I am their family. They sent me 

away from home. I am angry and lonely” (p.5). By implication, the family is enacting stigma 

of mental illness against their relative while ‘saving face’ of the larger family by avoiding or 

narrowing their social contacts.  

Verbal and emotional abuse. Ten studies identified and described various forms of 

abuse such as verbal insults, belittling, and being made to feel "other" against persons with 

mental illnesses (Alexander, 2001; Chen et al., 2013; Frieh, 2020; Huang et al., 2009; Koro-

Ljungberg & Bussing, 2009; Piuva & Brodin, 2020; Rivera-Segarra et al., 2014; Tryssenaar et 

al., 2003; van Der Sanden et al., 2015; Weiss et al., 2013). Findings in 3 studies indicated that 

women experienced emotional abuse in their relationships due to a diagnosis of a mental 

illness or mental illness symptoms (Rivera-Segarra et al., 2014; Tryssenaar et al., 2003; Weiss 

et al., 2013). For instance, in van Der Sanden et al. (2015) a participant recounts being left by 

her sister with whom she had previously co-housed due to her mental illness. Similarly, 

Tryssenaar and colleagues (2003) reported that persistent sexual, emotional, and verbal abuse 

were mentioned by an individual with a mental illness as a problem within the household:  

“my mom would take money from men and they could go in the basement with 

me and do anything they wanted . . ., whatever they felt like doing. My dad would 

watch . . ., I’m dealing with that now. And he just shoved me or hit me and go on 

and on, just rave like a maniac, and he’d keep this up for 2 or 3 hours” (p.7). 
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2.4.4 Familial Struggles 
 

Familial struggles appear to be connected with mental illnesses because families have 

diverse viewpoints on mental health problems, many of which create conflict within family 

environments. Familial struggles in this review include 2 sub-themes: denial of mental illness 

and reducing social contact by family members. Ten articles (35.71%) [Alexander, 2001; 

Bonnington & Rose, 2014; Chen et al., 2013; Darmi et al., 2017; Franz et al., 2010; Krupchanka 

et al., 2018; Ladd, 2018; Suto et al., 2012; van Der Sanden et al., 2015; Y-Garcia et al., 2012] 

cited various instances to illustrate the existence of familial stigma, with some family members 

attributing symptoms of mental illnesses to personal flaws while others reduced social contacts 

with affected individuals.  

Denial. Denial in this study happened in the form of close relatives ignoring or 

downplaying their loved ones’ illnesses to save face and avoid associated public stigma 

(Bonnington & Rose, 2014; Chen et al., 2013). Three authors noted that the pressure from family 

members for persons with mental illnesses to hide their symptoms often resulted in families 

living apart (Alexander, 2001), delays in seeking psychiatric assessments and treatment (Darmi 

et al., 2017; Franz et al., 2010), and secrecy to avoid social stigma (Franz et al., 2010).   

Reducing social contacts. Findings also included family members of persons with mental 

illnesses reducing their social contacts to “save face” from potential stigma. Two authors made 

the following observations: close-family members avoided the risk of being observed with 

someone showing symptoms of a mental illness by circumventing all social activities (van Der 

Sanden et al., 2015; Suto et al., 2012). These attitudes and behaviours point to the potential 

negative outcomes of stigma, including family members not accepting or supporting their 

relatives in times when they are needed the most.  
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2.4.5 Coping with Familial Stigma  
 

Concealment and selective disclosure were employed by family members as well as 

persons with mental illnesses as forms of coping with familial stigma. Thirteen (46.42%) out of 

the 28 studies spoke about concealment and selective disclosure.  

Concealment is a known approach employed to reduce the impact of mental illness 

stigma on persons with mental illnesses and their immediate families. However, concealment 

does not contribute to positive long-term outcomes and often has unintended negative 

consequences on both affected persons as well as their families (Adu et al., 2021, 2022; Public 

Health Agency of Canada, 2006; van der Sanden et al., 2016). Family members of persons with 

mental illnesses ensured concealment through restriction of information on their relative’s 

condition (Bonnington & Rose, 2014; Chen et al., 2013; Karnieli-Miller et al., 2013; McCann et 

al., 2011; Onwumer e et al., 2016), disallowing their relative from taking medications, and 

encouraging them not to reveal or be open about their condition (Koro-Ljungberg & Bussing, 

2009; Ladd, 2018). Other studies noted that concealing one’s mental illness in the family 

becomes self-perpetuating as it can indeed lead to reduced experiences of stigmatization 

(Karnieli-Miller et al., 2013; Piuva & Brodin, 2020; Weiss et al., 2013). In terms of parent-child 

relationships, some parents prevented their children post-diagnosis from spending time with 

friends as a form of concealment (van Der Sanden et al., 2015). Family members were of the 

conviction that secrecy would protect them and their loved ones from the negative reactions of 

others: “you really don't want anyone to know because no one wants to be looked at in a 

different way, as ‘abnormal’. You know, something's wrong with that person. Sometimes it's just 

overwhelming, dealing with them differently” (Franz et al., 2010, p. 6).  
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Selective disclosure. Participants in some studies sought to minimize familial 

stigma by controlling or limiting disclosures (Chen et al., 2013; Karnieli-Miller et al., 

2013; Onwumer e et al., 2016). Selective disclosure herein implies a means to both elicit 

support while reducing risk by restricting information sharing within their circle of care. 

Selective disclosure includes the stress of managing who within the family circle knows 

what information. For instance, in Ketokivi (2015), there is a story of an individual who 

discussed:  

“her son’s mental illness quite easily until her husband, a retired judge, walked by 

and she then whispered that he does not want these issues talked about. We kept 

the conversation lighter while he was there and then went back to the topic” (p.5).  

This selective disclosure was reinforced through instances when the spread of knowledge about 

one’s condition without their control indeed led to experiences of stigma (Chen et al., 2013). 

2.4.6 Cloud Hanging Over Oneself 

 

A cloud hanging over an individual with mental illnesses, with respect to familial stigma, 

reflects the general feeling of distrust or helplessness stemming from the immediate family. The 

fear of potential stigma within the family environment may put a lot of strain on affected 

individuals, which could aggravate their conditions and prolong recovery. Fourteen studies 

(50%) [Alexander, 2001; Bonnington & Rose, 2014; Choi & Kimbell, 2008; Elkington et al., 

2013; Elliott et al., 2018; Frieh, 2020; Huang et al., 2009; Ketokivi, 2015; Krupchanka et al., 

2018; Ladd, 2018; McCann et al., 2011; Suto et al., 2012; van Der Sanden et al., 2015; Weiss et 

al., 2013] examined familial stigma and highlighted concerns people have regarding how their 

family will respond to them. These concerns were often grounded in prior experiences, such as 

how affected persons felt not listened to or understood or othered by family members 
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(Alexander, 2001), loss of status within the family due to their illness (Choi & Kimbell, 2008; 

van Der Sanden et al., 2015), how relatives saw persons with mental illnesses as lazy, desperate, 

or unfit for general society (Huang et al., 2009; Ketokivi, 2015; Krupchanka et al., 2018), and 

perpetuated powerlessness and marginalization (Bonnington & Rose, 2014). Additional noted 

exclusions included being left out from group activities (Suto et al., 2012), fear of reduced 

romantic contacts (van Der Sanden et al., 2015), fear of rejection and permanent separation 

(Elkington et al., 2013; Elliott et al., 2018; Frieh, 2020).  

2.4.7 Negative Social Consequences 

With respect to negative social consequences, this review pointed to stigma as a strain on 

intimate relationships or causes of relationship breakdown. A total of 17 studies (60.71%) 

[Alexander, 2001; Chen et al., 2013; Choi & Kimbell, 2008; Elkington et al., 2013; Elliott et al., 

2018; Frieh, 2020; Hinton et al., 2017; Karnieli-Miller et al., 2013; Ketokivi, 2015; McCann et 

al., 2011; Piuva & Brodin, 2020; Seeman, 2013; Sinding et al., 2013; Suto et al., 2012; van Der 

Sanden et al., 2015; Weiss et al., 2013; Y-Garcia et al., 2012] outlined various relational 

challenges that confronted persons with mental illnesses due to the lack of support and stigma 

from their family members.  In many of the 17 articles, there was a mention of insecurity, lack of 

trust within relationships, loss of status within the family, exclusion from family and community 

social events (Alexander, 2001; Chen et al., 2013; van Der Sanden et al., 2015), and lack of 

social support from the family in regard to relationship potential (Choi & Kimbell, 2008). Others 

included family stigma towards current relationships such as being perceived as undeserving of 

romantic or sexual relationships (Elkington et al., 2013) and actual breakdown of intimate 

relationships (Elliott et al., 2018). 
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Frieh (2020) identified that experiences of stigma prevented women from pursuing 

romantic relationships because they believed ‘people do not want persons with mental illness’ 

while Ketokivi (2015) reported on estrangement through divorce of a woman from her family 

after a hospital admission due to a mental illness and ultimately loss of custodial care of her 

children. Within the concept of isolation and harmful relationships that occurred in families due 

to stigma of mental illnesses, four studies described a range of emotional experiences related to 

familial stigma. These included hurtful labeling, self-imposed feelings of shame, and 

expression(s) of fear that led to isolation (Piuva & Brodin, 2020; Y-Garcia et al., 2012), negative 

relationships with siblings (Suto et al., 2012), and the belief that one’s mental illness would make 

other members of the family less likely to find a good marriage due to associative stigma (Weiss 

et al., 2013). Again, several authors in this review found expression of fear within the 

environment of persons living with mental illnesses (Alexander, 2001; Elkington et al., 2013; 

Elliott et al., 2018; Frieh, 2020; McCann et al., 2011; Suto et al., 2012; van Der Sanden et al., 

2015; Weiss et al., 2013).  Fear of being rejected and abandoned by close relatives and romantic 

partners led to people keeping their symptoms to themselves and pretending all was well. 

Keeping a mental illness secret to avoid familial stigma became an approach for people to 

remain connected with their loved ones. In Frieh’s (2020) study, a participant mentioned that 

potential partners would leave her if they knew she had a mental illness: “fear of being totally 

open and honest about some of the things I have struggled with for fear of rejection” (p.9), which 

suggests internalized feelings of enacted stigma by loved ones. 

2.4.8 Psychosocial Impacts 

 

Psychosocial impacts associated with mental illness stigma relate to reduced quality of 

life for both affected individuals and their close family members, which also have the tendency 
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to increase social distance between persons and their relatives (Iseselo et al., 2016). Psychosocial 

impacts are categorized herein with 4 sub-themes; feeling of shame and embarrassment, 

identified as dangerous and fearful, family conflict, and spousal neglect. In all, 20 studies 

(71.43%) spoke to the psychosocial impacts theme. 

Feeling of shame and embarrassment. With reference to feelings of shame and 

embarrassment,12 studies described various emotions that both affected persons and their 

families (Alexander, 2001; Chen et al., 2013; Frieh, 2020; Huang et al., 2009; Koro-Ljungberg & 

Bussing, 2009; Ladd, 2018; Piuva & Brodin, 2020; Rivera-Segarra et al., 2014; Tryssenaar et al., 

2003; van Der Sanden et al., 2015; Y-Garcia et al., 2012; Weiss et al., 2013). Family members 

saw hospitalization of relatives due to episodes of mental illnesses as shameful and causing the 

family to lose face (Alexander, 2001; Chen et al., 2013; Huang et al., 2009). Family conflicts, 

particularly for siblings of persons with mental illness (Huang et al., 2009; Koro-Ljungberg & 

Bussing, 2009), and name calling or being labeled by family members (Rivera-Segarra et al., 

2014; Y-Garcia et al., 2012) were also identified. Other authors noted the shame that comes with 

being stigmatized by family members (Ladd, 2018; Tryssenaar et al., 2003) and other familial 

consequences such as harm to the family reputation (Weiss et al., 2013). For instance, in one 

study a sibling left home to stay with the boyfriend because of their sister’s mental illness (van 

Der Sanden et al., 2015). In Frieh (2020), it was reported that some women who encountered 

stigma from intimate partners blamed themselves for being the cause of their predicament.  

Dangerous. In terms of family members identifying their relatives living with mental 

illnesses as dangerous, six authors (Koro-Ljungberg & Bussing, 2009; Krupchanka et al., 2018; 

McCann et al., 2011; Onwumer e et al., 2016; Piuva & Brodin, 2020; Sinding et al., 2013) spoke 

on different issues that served as stressors to affected individuals at the family level. Koro-
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Ljungberg and Bussing (2009) recounted how the mother of a teenager continuously called the 

police anytime she was overwhelmed or scared by her daughter’s behaviour (having denied 

already that her daughter was suffering from a mental illness). Relatives perceived risk related to 

potential harms associated with behaviours they attributed to mental illness such as the potential 

for use of weapons (Krupchanka et al., 2018; McCann et al., 2011; Onwumer e et al., 2016). 

Relatives perceived those with mental illnesses as unpredictable and with unknown future 

behaviours (Piuva & Brodin, 2020; Sinding et al., 2013). 

Family conflict. Some authors in this review saw family conflict as a root issue with 

familial stigma where family members of persons with mental illnesses attribute behaviours to 

personal failings rather than the illness. Nine studies (Choi & Kimbell, 2008; (Darmi et al., 2017; 

Franz et al., 2010; Hinton et al., 2017; Huang et al., 2009; Koro-Ljungberg & Bussing, 2009; 

Piuva & Brodin, 2020; van Der Sanden et al., 2015; Weiss et al., 2013) included discussions 

around family conflict in relation to familial mental illness stigma. Two studies found 

relationship struggles as blamed on illness in the family (Choi & Kimbell, 2008; Darmi et al., 

2017) and further situations include conflict as children without an illness feel they are neglected 

due to a sibling’s mental illness (Piuva & Brodin, 2020). Another study found that conflict 

between client and family occurred when it was perceived that a family member with a mental 

illness was ‘useless’ (Huang et al., 2009). Two studies noted how continuous relationship strain 

limited supportive care (Hinton et al., 2017) and with one scenario highlighting that a severe 

crisis was required before the family would offer support, including the threat of incarceration 

(Franz et al., 2010). 

Spousal neglect. This took the form of a strain on intimate partner relationships and was 

discussed in nine articles (Alexander, 2001; Darmi et al., 2017; Elkington et al., 2013; Hinton et 
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al., 2017; Huang et al., 2009; Ladd, 2018; Rivera-Segarra et al., 2014; Sinding et al., 2013; Yang 

et al., 2012). A common thread identified by the majority of these studies was that spousal 

neglect started soon after partners of affected persons became aware of a diagnosis (Alexander, 

2001; Darmi et al., 2017; Elkington et al., 2013; Hinton et al., 2017; Huang et al., 2009; Ladd, 

2018; Yang et al., 2012).  For example, in Yang et al. (2012) it was revealed that a participant 

got divorced and separated from her family after a hospital admission. In another study a 

participant explained the ramifications of disclosing a diagnosis of a mental illness: “the last 

thing he said to me was that he couldn’t marry me because of the problem I had, my condition, 

he couldn’t marry someone like that…, because what kind of family we would have?” (Rivera-

Segarra et al., 2014, p. 12). Openness about one’s mental illness to a partner appears to come 

with a risk of separation or relationship strain. For instance, it was identified that some partners 

were unwilling to assist with mental health care (Hinton et al., 2017) or became aloof once a 

diagnosis is disclosed (Ladd, 2018).  

2.4.9 Meta-theme: Unspoken Stigma 

Meta-themes are ideas obtained through a methodical co-merging of two or more themes 

(Armborst, 2017). ‘Unspoken stigma’ as a theme acknowledges familial stigma as hidden, 

harmful, taboo, often cultural, and hard for both family members and those living with mental 

illnesses to acknowledge. Fifteen studies (53.57%) [Alexander, 2001; Bonnington & Rose, 2014; 

Elkington et al., 2013; Franz et al., 2010; Frieh, 2020; Hinton et al., 2017; Huang et al., 2009; 

Karnieli-Miller et al., 2013; Ladd, 2018; Piuva & Brodin, 2020; Rivera ─Segarra et al., 2014; 

Sinding et al., 2013; Suto et al., 2012; Tryssenaar et al., 2003; Yang et al., 2012] spoke to 

familial stigma as the most hidden and taboo form of stigma found within some families, which 

has the tendency to impact negatively on both persons with mental illnesses and their close 
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relatives. While least acknowledged, this form of stigma can be deeply harmful including the 

loss of intimate relationships (Alexander, 2001; Bonnington & Rose, 2014), anticipated loss of 

one’s most important relationships (Elkington et al., 2013), and a driving force for social 

alienation (Franz et al., 2010; Frieh, 2020; Huang et al., 2009; Rivera ─Segarra et al., 2014). 

Whereas most research and interventions related to mental illness stigma focus on social stigma 

within the general public, our review details the key, unspoken concern faced by individuals 

from within their own families, “I got a lot of crap from my parents about mental illness” (Ladd, 

2018, p. 2093). One participant noted that their health concerns were perceived as the “family’s 

dirty underwear” (Rivera ─Segarra et al., 2014, p. 9), their health needs were somehow too 

deeply personal and too shameful to be spoken of. Again, in Y-Garcia et al. (2012), a participant 

mentioned that: “we were never allowed to express our feelings and if, and if we did, as a male, 

we were called a ‘sissy.’ I remember being called ‘sissy’ all the time” (p.3). Ultimately, where 

much has now been said and written about mental illness stigma, one that originates from within 

the family network still primarily remains unconsidered, unacknowledged, and unspoken. The 

stigmatizing and marginalizing words are spoken to those living with mental illnesses, but the 

existence of such a stigma is rarely acknowledged. 
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Table 3. Themes and Sub-Themes Represented by Included Studies 

Theme  Sub-Themes Studies Included 

Enactment of familial stigma 

(n=21) 

 

 

Abandonment (n=11) 

 

 

Verbal and emotional abuse 

(n=10) 

 

 

 

Alexander, 2001; Bonnington & 

Rose, 2014; Chen et al., 2013; 

Darmi et al., 2017; Elkington et al., 

2013; Elliott et al., 2018; Frieh, 

2020; Huang et al., 2009; Ketokivi, 

2015; Koro-Ljungberg & Bussing, 

2009; Krupchanka et al., 2018; 

McCann et al., 2011; Piuva & 

Brodin, 2020; Seeman, 2013; Suto 

et al., 2012; Rivera-Segarra et al., 

2014; Tryssenaar et al., 2003; van 

Der Sanden et al., 2015; Weiss et 

al., 2013; Yang et al., 2012; Y-

Garcia et al., 2012 

 

Familial struggles (n=10)  

Denial (n=6) 

 

 

Reducing social contacts 

(n=4) 

Alexander, 2001; Bonnington & 

Rose, 2014; Chen et al., 2013; 

Darmi et al., 2017; Franz et al., 

2010; Krupchanka et al., 2018; 

Ladd, 2018; Suto et al., 2012; van 

Der Sanden et al., 2015; Y-Garcia 

et al., 2012 

 

Coping with familial stigma 

(n=13) 

 

 

Concealment (n=12) 

 

 

 

Selective disclosure (n=5) 

Bonnington & Rose, 2014; Chen et 

al., 2013; Franz et al., 2010; 

Karnieli-Miller et al., 2013; 

Ketokivi, 2015; Koro-Ljungberg & 

Bussing, 2009; Ladd, 2018; 

McCann et al., 2011; Onwumer e et 

al., 2016; Piuva & Brodin, 2020; 

Seeman, 2013; van Der Sanden et 

al., 2015; Weiss et al., 2013 

 

Cloud hanging over oneself 

(n=14) 

 Alexander, 2001; Bonnington & 

Rose, 2014; Choi & Kimbell, 2008; 

Elkington et al., 2013; Elliott et al., 

2018; Frieh, 2020; Huang et al., 

2009; Ketokivi, 2015; Krupchanka 

et al., 2018; Ladd, 2018; McCann et 

al., 2011; Suto et al., 2012; van Der 

Sanden et al., 2015; Weiss et al., 

2013 

 

Negative Social Consequences 

(n=17) 

 Alexander, 2001; Chen et al., 2013; 

Choi & Kimbell, 2008; Elkington et 

al., 2013; Elliott et al., 2018; Frieh, 

2020; Hinton et al., 2017; Karnieli-

Miller et al., 2013; Ketokivi, 2015; 
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Theme  Sub-Themes Studies Included 

McCann et al., 2011; Piuva & 

Brodin, 2020; Seeman, 2013; 

Sinding et al., 2013; Suto et al., 

2012; van Der Sanden et al., 2015; 

Weiss et al., 2013; Y-Garcia et al., 

2012 

 

Psychosocial impacts (n=20)                              

Feeling of shame and 

embarrassment (n=12) 

 

 

Dangerous (n=6) 

 

 

Family conflict (n=9) 

Alexander, 2001; Chen et al., 2013; 

Choi & Kimbell, 2008; Darmi et 

al., 2017; Franz et al., 2010; Frieh, 

2020; Huang et al., 2009; Hinton et 

al., 2017; Koro-Ljungberg & 

Bussing, 2009; Krupchanka et al., 

2018; Ladd, 2018; McCann et al., 

2011; Onwumer e et al., 2016; 

Piuva & Brodin, 2020; Rivera-

Segarra et al., 2014; Sinding et al., 

2013; Tryssenaar et al., 2003; van 

Der Sanden et al., 2015; Weiss et 

al., 2013; Y-Garcia et al., 2012 

 
Meta-theme: Unspoken Stigma (n=17)  

                                                                                                                   Alexander, 2001; Bonnington & Rose, 2014;  

                     Elkington et al., 2013; Franz et al., 2010; 

Frieh, 2020; Hinton et al., 2017; Huang et 

al., 2009; Karnieli-Miller et al., 2013; 

Ladd, 2018; Piuva & Brodin, 2020; 

Rivera ─Segarra et al., 2014; Sinding et al., 

2013; Suto et al., 2012; Tryssenaar et al., 

2003; Weiss et al., 2013; Yang et al., 2012; 

Y-Garcia et al., 2012 
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2.5 Discussion 
 

 While stigma within society is a known social problem connected with mental illnesses, 

little attention has been given to familial mental illness stigma over the years due to its subtle 

nature within the family system. Findings from this review highlight various types of familial 

stigma and related challenges confronting persons with mental illnesses. These insights 

contribute to existing knowledge while also highlighting that a minute fraction of the research on 

mental illness stigma addresses this particular form in high income countries. 

The most visible familial mental illness stigma in high-income countries included verbal 

and emotional abuse (Chen et al., 2013; Frieh, 2020; Huang et al., 2009; Piuva & Brodin, 2020), 

which has the potential to worsen illness and make the home environment one that impedes care 

and recovery. There is a knock-on effect as some of these abuses could also lead to persons with 

mental illnesses developing self-stigma, which tends to negatively affect their self-esteem and 

self-efficacy as well as decreasing one’s sense of empowerment. This is supported by the finding 

that self-empowerment is tied with positive family supports (Corrigan & Rao, 2012; Umberson 

&Karas Montez, 2010). Unfortunately, the lack of support within family systems or households 

furthers the already threatened social contacts as individuals navigate perceived and real stigma 

beyond the home (Forsman et al., 2011; Min et al., 2013). Conversely, positive relationships with 

caring and supportive family members create a platform for increased social support, which 

emboldens one’s sense of self-worth (Corrigan et al., 2013).  

Some elements of familial stigma are rooted in misconceptions of mental illnesses, 

including family systems in high-income countries. This includes family members ascribing their 

loved ones’ behavioural challenges to personal flaws rather than symptoms of mental illnesses 

and therefore failing to support them in seeking appropriate care. It is conceivable, therefore, that 
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continued growth of general acknowledgement and understanding of mental illnesses should 

reduce to some degree familial stigma (Huang et al., 2009). This seemingly speaks to the role of 

health professionals in ensuring that the whole family system is included in long-term care and 

recovery approaches while being tactful in the entire process.   

Moments of disclosure of diagnoses are particularly vulnerable times (Corrigan & Rao, 

2012; Rüsch et al., 2017; Üçok et al., 201). This is a vital point as the evidence steers the 

importance of disclosure as a step towards normalizing experiences of mental illness within the 

broader social system (Evans-Lacko et al., 2012). Unfortunately, fears related to disclosure often 

actualized when family members cut-off social engagements after a diagnosis is disclosed 

(McCann et al., 2011; van Der Sanden et al., 2015; Weiss et al., 2013). As well, cultural 

differences play important roles in deepening uncertainties related to disclosure of mental 

illnesses within families for fear of associative stigma emanating from social stigma. This 

assertion is in congruence with the views of Ahmed et al. (2020) and Mirza et al. (2019) that 

mental illnesses and it associated stigma are yet culturally mediated. Supportive interventions 

that are culturally sensitive, are therefore, required to sustain families through the experience of a 

recent diagnosis.   

Beyond reduction in social support, another lived effect of familial mental illness stigma 

is the decreased access to professional care in high-income countries (Public Health Agency of 

Canada, 2006; van der Sanden et al., 2016). If families impose denial upon those living with an 

illness they can also impede directly or indirectly access to professional services (Adu et al., 

2022; Corrigan et al., 2010; McCann et al., 2011; Umberson & Karas Montez, 2010). These 

barriers could be reduced if family members understand the causes, diagnoses, and prognoses as 

well as the damage that stigma brings to affected individuals. Public education to correct the 
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misconceptions around mental illnesses continues to be a key to reducing the long-standing 

social stigma that often starts with familial stigma. That said, as public education has been a 

focus for many years, there is decreasing return on investment from such campaigns (Adu et al., 

2022; Cook et al., 2014; Heijnders &Van Der Meij, 2006).  

More recent research looks to transformative versus didactic education models to achieve 

reductions in stigma (Adu et al., 2021, 2022; Corrigan et al., 2012, 2013; Evans-Lacko et al., 

2012). For instance, stakeholder’s engagement in mental health care and mental illness policies 

has brought about a decrease in prejudice and unjust treatment toward persons with mental 

illnesses and their families (Corbière et al., 2012; Corrigan, 2003; Dunne et al., 2018). Social 

contact-based education approaches in particular offer an ideal practice where both public stigma 

and stigma by association are targeted to reduce familial mental illness stigma. The use of this 

approach is capable of reducing the related stigma that results in abandonment, verbal and 

emotional abuse, denial, social distancing, concealment, selective disclosure, and feeling of 

shame and embarrassment associated with mental illnesses as outlined in this study. Family 

members complete understanding of their relatives’ mental illnesses have been linked to the 

provision of emotional support ⸺capable of lowering psychological distress among individuals 

living with mental illnesses (Adu et al., 2021, 2022; Umberson & Karas Montez, 2010). In 

addition, both education and social contact have been highlighted as effective against public 

stigma of mental illness (Corrigan et al., 2012; Thornicroft et al., 2016). Presumably, the 

effective use of public education and social contact will also help to reduce family conflicts and 

spousal neglect revealed in our review.  
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2.6 Conclusion 
 

Various forms of familial mental illness stigma that are seldom talked about in literature 

and the media, specifically in high-income countries were revealed in this current study. The 

concealed nature of familial stigma is particularly pernicious due to alienation within one’s home 

environment. Disclosure of mental illnesses and social contact within the family system are very 

critical to provide some safety-nets for individuals with mental illnesses at the family level. 

Family members’ understandings of the complex interplay of mental illness stigma are essential 

to support a healthy recovery environment among persons with mental illnesses in high-income 

countries. The development of policies and interventions towards solutions to avoid social 

exclusion while encouraging all-inclusiveness in our societies is a next step for practice.  

2.7 Limitations of the review 
 

We limited our study to only qualitative peer-reviewed articles in high-income countries, 

excluding all qualitative studies from low-and middle-income countries as well as quantitative 

peer-reviewed articles from both developed and developing nations. It is possible that 

quantitative data on familial mental illness stigma would add to conclusions regarding best 

interventions for reducing this stigma. 

2.8 Implications for practice and research 
 

 Further research is necessary to look at the existence of familial mental illness stigma as 

well as available policies to reduce its impact on affected individuals in high-income countries.  

Establishing social contacts within the family system is vital in reducing familial stigma. 

This calls for the involvement of persons with mental illnesses and their families as well as the 

public in anti-stigma programs necessary to reduce familial mental illness stigma.  
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Researchers in high-income countries should endeavour to examine the relationship 

between familial, public, and associative stigma to establish a baseline to inform future anti-

stigma programs seeking to reduce familial mental illness stigma. 

 Researchers in high-income countries should look at the relationship between cross-

culture and the existence of familial mental illness stigma since culture can negatively influence 

the social life of persons with mental illnesses. 
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Chapter 3 

3.1 Methods 

The main purpose of this study is to understand the experiences of familial mental illness 

stigma among individuals living with a diagnosis of mental illness and ways family members 

reduce or prevent potential familial mental illness stigma. Understanding the lived experiences of 

mental illness stigma from the perspectives of affected persons with family members with 

stigmatizing beliefs is crucial considering the potentially negative attitudes of some relatives as 

both directly harmful and as barriers to healthcare and other social support services (Koschorke 

et al., 2017; Livingston, 2013; Mascayano et al., 2015). The study, therefore, seeks to answer the 

following research questions:  (1) What are the lived experiences of individuals living with a 

diagnosis of mental illness in relation to mental illness stigma, and how does this impact familial 

relationships?; (2) What are the lived experiences of family members or close relatives of 

individuals with a diagnosis of mental illness in relation to mental illness stigma, and how does 

this impact familial relationships?; (3) How do family members or close relatives of individuals 

with a diagnosis of mental illness prevent or reduce potential familial mental illness stigma?; and 

(4) How do individuals diagnosed with a mental illness deal with potential stigma, including 

familial mental illness stigma?  

 Given the overall objectives of the study and research questions, an interpretive 

(hermeneutic) phenomenology, as expounded by Martin Heidegger (1962), was used for this 

inquiry. This design was chosen because interpretive phenomenology fosters an appreciation and 

insight into the meaning of experiences as people interact with others and with their milieu 

(Lopez & Willis, 2004). This is congruent with Fox et al.’s (2018) model of understanding 

stigma from the stigmatizer, the stigmatized, and intersectionality. The methodology is outlined 
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in the subsequent sections, starting broadly with phenomenology, followed by distinguishing 

interpretive phenomenology as well as the various qualitative methods used for the data 

collection. 

 Phenomenology is a philosophical standpoint built on careful descriptions and analyses 

of human experience (Brinkmann & Kvale, 2015). Likewise, Sokolowski (2000) defines 

phenomenology as the study of individuals’ lived experiences and of the ways things unfold to 

us in and out of those experiences. Phenomenology is considered both philosophy and a method 

of enquiry (Creswell, 1998; Lopez & Willis, 2004; van Manen, 2002; van Manen et al., 2016), 

and in the current study is used as a methodology per Gallagher (Gallagher, 2012). 

Phenomenological research employs inter-subjective approaches to explore individuals’ 

experiences relative to their everyday encounters (Morse, 1991; Moustakas, 1994; Creswell, 

2003). Phenomenology as a method of inquiry has been used to describe and interpret lived 

experiences of individuals or groups (Beck, 1994; Chase, 2005; Morse, 1991; Penner & 

McClement, 2008). In addition, Mostert (2002) described phenomenology as a methodology that 

demonstrates multiplicity of experiences existing in the world that people live in, how they can 

be identified or described, and how we use language to help share and understand these 

experiences. Van Manen described phenomenology as a fundamental approach to systematically 

study lived experience or the world in which we live (van Manen, 1997). 

Broadly, phenomenology was first developed by a German philosopher and 

mathematician, Edmund Husserl, who was one of the prominent philosophers of the 20th century 

(Dowling, 2007). Hursserl’s philosophical underpinnings remain an essential factor in how we 

understand the creation of subjective but shared knowledge. Husserlian phenomenology helped 

define how human knowing is taken as a form of evidence (Tassone, 2017) by pursuing a form 
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of objectivity of the experience being investigated. Husserl coined what is termed the 

“descriptive approach” to phenomenological inquiry (Benoist, 2003; Neubauer et al., 2019; 

Reiners, 2012). For Husserl, it was important for investigators to explain the essence of lived 

experiences of the phenomenon under study by suspending their premises and presumptions 

about the incident, striving to only capture the perspective of the participant (Gill, 2020; Husserl, 

2002, 2012), releasing oneself from one’s own preconceptions and hearing the experiences of 

others is what Husserl called ‘phenomenological reduction’.  

Phenomenological reduction is a technique that allows investigators to suspend their 

preconceived knowledge on the phenomenon under consideration with a focus of arriving at the 

essence of experience described by participants (Brinkmann & Kvale, 2015; Gearing, 2004). 

That is, phenomenological reduction compels researchers to suspend their judgement (‘epoche’) 

while trying to understand (or arrive at ‘verstehen’) the phenomenon under study through 

participants’ perspectives. Bracketing is described as “an attempt to place the common-sense and 

scientific foreknowledge about the phenomena with parentheses in order to arrive at an 

unprejudiced description of the essence of the phenomenon” (Brinkmann & Kvale, 2015, p. 31). 

Husserl’s preliminary approaches have led to many subsequent philosophers and theorists 

(Heidegger, Kierkegaard, Sarte, and Merleau-Ponty) contesting his assertion that experience and 

the world in which it exists are inseparable. The most prominent critic of Husserl’s objectivist 

and descriptive assumptions was Martin Heidegger, a former student of Edmund Husserl. 

Whereas Husserl was Jewish and persecuted in the 1930s for his identity, Heidegger was a 

member of the Nazi Party and published several anti-semitic statements. While his contribution 

to phenomenology is notable, it is also important to acknowledge the highly problematic aspects 

of his work.  
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With regard to Heidegger’s approach to phenomenology, consciousness is not taken as 

distinct or separable from the world but is a record of human experience, both observed but also 

integrated with our own knowing. That is, as humans we cannot isolate ourselves from the 

occurrences of the world but integrate them to shape our analysis of knowledge. In this way, our 

understanding and interpretation of the world is contingent on our lived experiences, which is 

inclusive of our social, cultural, and political life (Heidegger, 1962; Polkinghorne, 1983). Martin 

Heidegger, therefore, advanced phenomenology as an investigation that is interpretative in 

nature, which allows us to approach our experiences of the world we live in in relation to other 

peoples’ lived experiences, as opposed to Husserl’s more objectivist approach (Heidegger, 

1962).  

 In shifting from a perceived objective, descriptive approach to understanding human 

experience, Heidegger proposed a more intersubjective approach now termed ‘interpretive 

phenomenology’. Interpretive phenomenology is now deeply connected with hermeneutics, or 

how we interpret communications, texts, or even pre-understandings. Hermeneutics has been 

explained as a process and method capable of revealing concealed human experiences and 

relations, as well as delving deeper into a given phenomenon than mere description of core 

concepts and essences to look for actual meanings rooted in normal life practices (Lopez & 

Willis, 2004; Spielgelberg, 1976). Therefore, there is overlap between what is termed 

interpretive phenomenology and hermeneutic phenomenology, and herein the term “interpretive 

phenomenology” is used. The focal point of interpretive research is on what human beings 

experience rather than what they consciously identify with, which is often connected to 

sociocultural and political settings (Lopez & Willis, 2004). This is an important aspect for 

understanding experiences of stigma which cannot be separated from socio-cultural contexts. 
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Heidegger (1962) and later Koch (1995) underscored that it is impractical to eliminate 

background knowledge from the mind that often directs investigators to consider a topic worthy 

of studying. For instance, an investigator's knowledge of the extant literature is what drives the 

conceptualization or formulation of new research into a new phenomenon of interest, and the 

investigator’s past knowledge or experience is essential to the successful completion of the 

project (Lopez & Willis, 2004). The limited number of primary studies sharing the lived 

experiences of familiar mental illness stigma is what motivated this project. This implies that 

individual experiences and expertise are valuable and effective in conducting phenomenological 

investigations (Flood, 2010; Geanellos, 2000). In fact, the role of the researcher’s base 

knowledge in phenomenological inquiry was highlighted by van Manen when he discussed the 

importance of anecdote in attaining the objectives of a study (van Manen, 1997).  

 Benner (1994) explicates the assumptions of interpretive phenomenology as:  

(a) human beings are social dialogical beings; (b) understanding is always before 

us, in the shared background practices of the human community, within societies 

and cultures, in the languages, in our skills and activities, and in our 

intersubjective and common meanings; (c) we are always ready in a hermeneutic 

circle of understanding; (d) interpretation presupposes a shared understanding 

between the researcher and the participants; (e) interpretation involves the 

interpreter and the interpreted in a dialogical relationship (p. 71). 

These views connect understanding with interpretation through communication. This is because 

as humans, our understanding of a given phenomenon today could differ in the coming days 

since fresh experiences, perceptions, or thoughts may bring out new possibilities of 

understanding. Therefore, to ensure credibility in hermeneutic phenomenology research, the 
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researcher needs to clearly lay out their position in the work. Interpretive phenomenology is 

established in the practice where researchers and participants come to the investigation with 

existing knowledge shaped by their respective backgrounds; and in the process of interaction and 

interpretation they produce knowledge based on their understanding of the phenomenon under 

study (Wojnar & Swanson, 2007).  

Interpretive phenomenology as a research methodology is suitable for describing and 

interpreting the lived experiences of familial mental illness stigma with persons living with 

mental illnesses. This study adopts van Manen’s (1997) six practical interactive approaches for 

interpretive phenomenological inquiry to understand the phenomenon of familial mental illness 

stigma. The approaches consist of: (1) orientating oneself to the phenomenon of interest and 

explicating assumptions and pre-understandings; (2) investigating experiences as lived through 

conversational interviews rather than as we personally conceptualize it; (3) reflecting upon and 

conducting thematic analysis which characterizes the phenomenon and interpretations through 

conversations; (4) describing the phenomenon through the art of writing and re-writing 

(rethinking, reflecting, and recognizing) which aims at creating in-depth writing; (5) maintaining 

a strong and oriented relation to the fundamental question about the phenomenon, and (6) 

balancing the research context by considering parts and wholes (van Manen, 1997, p. 30). In 

keeping with van Manen’s (1997) practical interactive approaches, this dissertation puts forward 

a vivid interpretation of the lived experiences of persons living with familial mental illness 

stigma in the context of their everyday lives, and contributes to the understanding of stigma.  
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3.2 Positionality 
  

Positionality has been described as the researcher’s stance in relation to others 

(participants), which is not permanent but rather can shift throughout the process of the study 

(Maher & Tetreault, 2001; Merriam et al., 2001; Narayan, 1993). According to Narayan (1993), 

“the loci along which we are aligned with or set apart from those whom we study are multiple 

and in flux, and factors such as education, gender, sexual orientation, class, race, or sheer 

duration of contacts may at different times outweigh the cultural identity we associate with 

insider or outsider status” (p. 671–672). Again, Maher & Tetreault (2001) described the concept 

of positionality as ways that characterize what people identify with, which are not fixed but 

situated within networks of relationships and can be analyzed and changed over time. To be 

explicit about one’s positionality suggests an appreciation of where we stand regarding power, 

beliefs, and passions (Takacs, 2002). Positionality also references the researcher’s world view 

and stance espoused during an investigation within a sociopolitical context (Savin-Baden & 

Major, 2013), which has the power to determine the direction and outcome of the study (Holmes, 

2020).  

Personally, I identify with the interpretivist approach of exploring social phenomena. 

Within this position, the investigator is considered part of the study, and a researcher’s prior 

knowledge has an influence on the research duties, purpose, methods, and therefore the results 

(Ponterotto, 2005). It is also argued that the investigator’s declaration of their world view of 

experience or expertise is essential in shaping the study, as it can influence every aspect of the 

inquiry from research questions to conclusion (Crotty, 1998). In conducting this research, I was 

guided by Crotty’s assertion of positionality knowing that the study was undertaken from a 

viewpoint that openly values the experiences of all participants in understanding the meaning of 
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familial mental illness stigma to co-construct knowledge through the study. I identified myself as 

an outsider from the start of this study with respect to the research settings, community service 

organizations, and culture of participants. I am a sub-Saharan African of Ghanaian lineage and 

thus identify myself as a black and racialized immigrant with a developing knowledge of the 

Canadian mental health system. I have not experienced any mental illness with its related stigma 

in my life. However, from my time in Ghana both as a nurse, health administrator, and private 

citizen, I have seen many people in mental health crises experience various abuses, in part due to 

mental illness stigma. 

As an immigrant pursuing higher education in North America, I had the opportunity to 

work with children and youth who had been separated from their parents due to persistent abuse. 

Being a trainee researcher at the time, I was struck by the vulnerabilities of these youth and 

limited supports for significant mental health needs. I was also made very aware of the 

complexities of family relations and both the positive and negative roles that family members 

play related to each other’s mental well-being. This dissertation was, therefore, borne from my 

experiences in supporting these vulnerable children and youth. Simultaneously, I continue to be 

driven by concern for the high degree of mental illness stigma that exists in my home country of 

Ghana where families frequently shun family members with mental health problems. My goal is 

to gain an in-depth knowledge of mental illness and its related stigma in Canada and understand 

how to best contribute to the promotion of a stigma-free environment for continual 

improvements in the integration of people with mental illnesses into the community. As an 

outsider investigator, my ontological and epistemological assumptions were crucial in designing 

the study. Ontology has been described as the nature of the world which is socially created 

through discourse and experience (Higgs & Trede, 2009). Ontology is concerned with the type of 
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world we are exploring or studying, as well as the nature of existence and the structure of truth or 

reality (Crotty, 2003), which also represents our belief systems and how we perceive the 

universe. Epistemology, on the other hand, is a branch of philosophy that studies the nature of 

knowing as well as our thoughts about its scope, validity, and reliability of claims to knowledge 

(Hofer, 2004; Willig, 2001). That said, Crotty sees epistemology as the acquisition of knowledge 

and explicating how we know what we know (Crotty, 2003).  

As a Ghanaian with strong moral principles and respect for culture, I always function by 

the rule that research denotes a shared space, shaped by both the investigator and participants 

(England, 1994), and my aim of pursuing the authentic voices of my participants. Therefore, I 

believe in the idea that the characteristics of both the researcher and participants can conceivably 

affect the outcome of the study which calls for equal respect with regards to their positionalities 

or belief systems. While I consider myself as an outsider in the research context, I am well-

educated and immersed in research activities which potentially can influence the nature of 

responses from participants. To understand how any preconceptions came through in the 

research process, I continually engaged in self-scrutiny, also known as reflexivity, to remind 

myself of the relationship between me (the researcher) and participants and the need to respect 

each other’s contributions to the process. This is because the relationship between me and 

participants within this dissertation is transactional. To safeguard this transactional relationship, I 

employed the process of self-reflexivity and shared reflexively with my supervisor and 

supervisory committee who are familiar with the research context, as well as the social systems 

that deal directly with persons living with mental illnesses. As a non-Canadian who has limited 

working knowledge of social systems, especially the perspectives of clinical practices that 

manage mental illnesses, I come into this study with the belief that familial mental illness stigma 
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exists and is under-recognized, at times unspoken. Hence, identifying and accepting my biases 

was not a singular event but recurred throughout the study and the writing of the thesis. Through 

this process, I was better placed to learn from the participants of the study (i.e., individuals living 

with mental illnesses and their families) through their narratives and remained truthful in the 

acquisition of knowledge to understand the phenomenon of familial mental illness stigma. The 

outcome of this research is, therefore, contingent on my interactions with participants of the 

study in a research process to understand their viewpoints, insights, and personal 

conceptualizations of familial mental illness stigma. Mental illness stigma is considered 

universal, however, it wasn’t until I had immersed myself in the literature and conducted in-

depth interviews with participants that I saw how familial mental illness stigma remains widely 

present in a high-income country like Canada. 

The multiple and diverse experiences narrated by participants represent complex views, 

and the phenomenology approach aims for balance in presenting this uniqueness as well as the 

commonalities (Creswell et al., 2003). Data collection was achieved through the process of 

interaction, with the intention of relying on participants’ views of a phenomenon under inquiry, 

driven by the questions from the investigator. Hence, the interpretivist epistemology postulates 

that participants and investigators interact in the research setting with their views, intuitions, and 

knowledge and come out of the research process having been influenced to a new knowledge by 

the experience of that interaction. The current study is based on an interpretivist standpoint and is 

determined by the interaction of the researcher and participants to produce an empirical insight 

into the existence and nature of familial mental illness stigma in Canada. 
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3.3 Research Ethics 
 

Ethics approval for the study was obtained from the Research Ethics Board of Western 

University, London, Canada, to conform with sound ethical principles involving research using 

human subjects. As a graduate student, I continually updated my knowledge on the Western 

University Ethics regulations and the Tri-Council Policy Statement (2014) on ethical conduct for 

investigations using humans. Although I have participated in seminars on both the Western 

University ethics guidelines and the Tri-Council Policy Statement on research involving humans, 

I continued to engage with the materials, for example through the ethics submission process, to 

ensure I was current in my knowledge during and after the data collection.  

Informed consent was obtained from all participants prior to data collection. Particularly, 

all interviewees were given written consent forms to sign after discussing the purposes of the 

study and potential harms that could arise during the interviews. The signed consent forms were 

returned to the researcher before the start of the interviews. Also, permission to audio-record the 

discussions during interviews was sought from each participant. If participants declined audio-

recording during interviews, they were still able to participate in the study, as the researcher took 

notes throughout the conversation to capture their views. Participants were informed that 

participation was voluntary and therefore, they were free to decide not to participate at any time 

they wished to do so without any penalty. 

Confidentiality and anonymity of participants was maintained by the researcher and his 

team. This was done by asking all who might assist with data management to sign a 

confidentiality agreement to protect the views of respondents, and no participant’s name was 

included in any transcript from the study for the sake of confidentiality. Participants’ names 

were, therefore, replaced by pseudonyms and unique identification numbers to conceal their 
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identity. To ensure data security, all information gathered for this study was kept in a secured, 

locked room at Western University. All files that pertain to data were secured using passwords 

that are known to only the investigator and supervisor. Hard copy records were protected in 

cabinets within the locked room and to be shredded at the end of the period specified by the 

university ethics board.  

One of the goals of this research was to seek the welfare of persons living with mental 

illnesses, hence the principles of beneficence that strive for the avoidance of harm of participants 

and increase of potential benefits were followed. The primary aim of the principle of beneficence 

is not just to avoid or reduce harm, but also to maximize the benefits participants accrue from the 

research (Varkey, 2020). Dealing with vulnerable populations within my research project, I made 

provisions for any potential psychological activation or distress that may occur during the 

research interviews with persons living with mental illnesses and their family members. Because 

the in-depth interviews were done in community service centers, we ensured our knowledge of 

the resources available at these sites for those with support needs. Participants were reminded of 

potential harms that could happen during data collection when reiterating the purposes of the 

study to them before the start of the interviews. In addition, an incentive of $20 CAD was given 

to participants as a stipend for their time. 

3.4 Research Design 
 

 As noted earlier, the research design for this dissertation was interpretive 

phenomenology. In-depth interviews were employed to collect the required data for the study. 

Qualitative research interviews (in-depth interviews) provided the needed flexibility for me to 

understand the world from participants’ standpoints, which allowed me to derive meaning of 

individuals’ experiences, to unearth their lived world before any systematic descriptions (Kvale, 



99 
 

   

1996). The use of this qualitative data collection method also allowed me to engage with several 

types of participants (i.e., people with mental illness, family members) for information on the 

same phenomenon. This strategy afforded me the opportunity to obtain diverse views from 

participants to better understand experiences of familial mental illness stigma.  

3.4.1 Study setting 

The study was conducted in the London-Middlesex area of Southwestern Ontario, 

Canada. The population of London-Middlesex was 515,114 in 2021 per the last population 

census of Canada (Statistics Canada, 2021), with an annual population change of 1.7% from 

2017 to 2021. In 2018-19, the London area of London-Middlesex was mentioned as one of the 

fastest-growing cities in Canada, with an annual growth of 2.3%, according to Statistics Canada 

estimate (Canadian Broadcasting Corporation News, 2020). London-Middlesex constitutes 3.4% 

of the Ontario population, with about 84.3% of the people living in the city of London (Statistics 

Canada, 2016).  

Mental health service delivery in the London-Middlesex sub-region have undergone 

substantial changes over the years, concentrating on innovative models of care in both hospital-

based and community-based mental health programs (Velji & Links, 2016). London-Middlesex 

has various health care institutions that handle both physical and mental health conditions. In the 

area of mental health care delivery, the London Health Sciences Center focuses on managing 

acute cases, whereas St. Joseph’s Health Care (Parkwood Institute) and St. Thomas Provincial 

Psychiatric Hospitals manage longer-term conditions (Mental Health Commission of Canada, 

2015; Velji & Links, 2016). This structure has come about through 17 years of transformation 

and consolidation under the direction of Ontario’s Health Services Restructuring Commission in 

1997 (St. Joseph’s Health Care Report, 2016; Velji & Links, 2016). At the community-level, 
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community mental health and addictions services have been a priority focus area since 

regionalization and the start of the South West Local Health Integration Network (LHIN) in 

2007. The LHIN is now known as “Home and Community Care Support Services - South West”. 

A primary community provider in the region is Canadian Mental Health Association 

(CMHA) Middlesex, which delivers various services (treatment, housing, community supports, 

and crisis services) for persons with mental illnesses and their families (CMHA Report, 2019). 

These services incorporate both mental health and addictions care. CMHA services include 

integrated housing models, such as transitional youth apartments to offer housing support to 

youth aged 16-26 with staff onsite to supervise them (CMHA Report, 2019). The scope of 

services provided by CMHA in the London region include: (1) 7,847 unique individuals living 

with mental illnesses registered in various programs; (2) 414 clients engaged in housing 

supports; (3) 1,597 clients supported by case management; (4) 9,994 visits for crisis assessment 

and response; and (5) 1,495 visits to the crisis stabilization space (CMHA Report, 2019).   

3.4.2 Sampling and recruitment: A criterion sampling technique was employed to obtain data 

from both groups of participants (Moser & Korstjens, 2018; Polit & Beck, 2008). I interviewed 

15 participants from each group. This sample or number was chosen acting on the advice of 

Creswell (1998) and Morse (1994) who suggested between 5 and 25 participants for 

phenomenological studies. Again, in hermeneutic or interpretive phenomenology investigations, 

researchers’ intent is to recruit limited number of participants vis-à-vis a larger size to focus 

deeply on lived experiences in order to increase the likelihood of thick, rich, and unique stories 

relative to the phenomenon under study (Laverty, 2003). In the current study, I recruited people 

with mental illnesses and family members who support them in their daily care. All participants 

were interviewed separately.  
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Inclusion criteria for participants for the in-depth interviews were: (1) 24 years or older; 

(2) self-identifying as an individual living with mental illnesses or with a medical diagnosis of 

mental illnesses; (3) self-identifying as a family member of persons with mental illnesses; (4) 

speaks and understands English; (5) being a current resident in London-Middlesex; and (6) 

willing to participate in the study for 45-60 minutes. All persons who identify as people with 

mental illnesses or family members of persons with mental illnesses and are not resident in the 

London-Middlesex area were excluded from the study.  

My goal was to explore experiences of familial mental illness stigma among a wide range 

of persons living with mental illnesses. Therefore, I recruited individuals (people with mental 

illnesses) 24 years or older to have a diverse view of familial mental illness stigma from 

participants. This allowed me to explore a diversity of events under the circumstances to reveal 

the essence, meaning, and value of participants’ lived experiences. The distinct experiences 

presented by the various age groups (young adulthood through to the aged) offered an 

opportunity to critically reflect on key themes that might depict the meaning of the experiences 

(familial mental illness stigma) among persons with mental illnesses and their families. This also 

allowed me to understand the different dynamics of familial stigma that may exist with respect to 

individuals with a first onset of mental illness versus long-term and recurrent illness. 

 For recruitment, I sought the assistance of key connections in the community, such as 

primary care clinics, CMHA offices, and intercommunity health centers, who work directly with 

the individuals I intended to recruit, to have initial discussions on my behalf. This was done by 

providing project information to staff within the various community family practice and CMHA 

offices for them to post the project recruitment posters in public spaces on the unit. Project 

recruitment posters were also posted on social media and various notice boards across the city of 
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London. Apart from the diverse perspectives on familial mental illness stigma that family 

members bring to the study, their involvement helped in the creation of knowledge and 

understanding of the phenomenon to inspire research-to-action to bridge existing gaps within 

family systems. This knowledge translation could drive the enactment of specific policies and 

interventions to tackle familial mental illness stigma in society. The recruitment of participants 

for the in-depth interviews started after receiving ethics approval from Western University.  

3.4.3 Data collection methods: Data collection commenced in May 2022 and ended in July 

2022. In-depth interviews or one-on-one interviews were employed to collect information from 

all participants of the study. In-depth interviews remain one of the most common and relevant 

data collection techniques in qualitative research (Barker et al., 2005; Burns et al., 2007; Rhee et 

al., 2012; Whitaker et al., 2016). These in-depth interviews usually involve a conversation or 

discussion between researcher and participant, driven by a flexible interview guide that allows 

for follow-up questions, probes, and comments (DeJonckheere & Vaughn, 2019). Qualitative in-

depth interviews tie in with my methodology and design since phenomenological research 

involves hearing the details of experiences that cannot be captured in sufficient depth through 

survey tools (Gubrium & Holstein, 2001). The semi-structured interview guide with open-ended 

questions offered me a platform for flexible dialogues with the participants to gain deeper 

understanding of their lived experiences of familial mental illness stigma. The researcher’s 

appreciation of participants’ lived experiences of the investigated phenomenon in 

phenomenological research is essential while garnering adequate data that cannot be obtained 

through other means to answer questions tailored in the study (Wimpenny & Gass, 2001). In this 

case, I aimed to listen with an open mind to learn from my participants during the interviews and 

to give an account that truly represents their lived experiences. Two semi-structured interview 
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guides were prepared for data collection in this dissertation: (1) an interview guide for in-depth 

interview with persons living with mental illnesses; (2) an interview guide for in-depth interview 

with family members of persons living with mental illnesses. These interview guides were given 

to participants in advance of the interview to enable them to prepare adequately and feel relaxed 

during the interviews to provide sufficient depth of information on familial mental illness stigma. 

According to Gill et al. (2008), the provision of interview guides to participants ahead of 

interviews allowed participants to give good and detailed answers while preventing unnecessary 

surprises in the interviews. The interview guides were all drawn from two main frameworks by 

Link et al. (2004) and Fox et al. (2018), which address the measurement of mental illness stigma 

and its applicability to both the stigmatized and the stigmatizer. Link and colleagues (2004) 

focused on the systematic understanding of stigma and our ability to observe and determine it 

whilst Fox et al. (2018) centered on the expressions for understanding the processes of mental 

illness stigma that are important to the study of both the stigmatized and the stigmatizer. See 

Appendix D and E for the two interview guides. 

  All interviews were audio-recorded and transcribed with permission from participants. 

Participants were given individual forms on which to provide their demographic information, 

which was later replaced with pseudonyms to conceal their identity. While conducting the in-

depth interviews, I had the opportunity to observe participants’ behaviours and take notes on 

nonverbal communication cues that were used to complement the verbal interactions audio 

recorded during the interviews. The interviews took place via the Zoom web conferencing 

platform. I interviewed 15 participants with lived experiences of mental illnesses. In an 

interpretive phenomenology investigation, the researchers’ intent is to recruit limited number of 

participants vis-à-vis a larger size to focus deeply on lived experiences to increase the likelihood 
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of rich and unique stories relative to the phenomenon under study (Laverty, 2003). In addition to 

the in-depth interviews, I interviewed 15 family members or close relatives of persons with 

mental illnesses for their views on familial mental illness stigma. The family members’ 

perspectives on familial mental illness stigma helped me to identify the commonalities and 

differences in the narratives put forward by their relatives living with mental illnesses and added 

another layer of information to broaden the sequence of events around familial mental illness 

stigma. Family members’ perceptions of familial mental illness stigma in this study are 

instrumental in shaping existing policy interventions to create stigma-free milieus necessary to 

sustain families and warrant inclusiveness of all persons.  

3.5 Analysis of Data 

 Situated within a broader consideration of phenomenology, Braun and Clarke’s (2006) 

framework for thematic analysis in psychology was adopted to underpin the data analysis 

process. The combination of the two approaches brought a better appreciation of the experiences 

of familial mental illness stigma. This allowed us to identify categories and themes in the data 

and made strong inductive conclusions about familial mental illness stigma. Braun and Clarke’s 

(2006) framework provides the following outline: (1) familiarizing yourself with your data; (2) 

generating initial codes; (3) searching for themes; (4) reviewing the themes; (5) defining and 

naming themes; and (6) producing the report. 

The use of this analytical framework assisted the researcher to present the data obtained 

in systematic and transparent pathways for easy identification of patterns for inductive thematic 

assessment. As a researcher, my goal in this interpretive phenomenology analysis was to 

establish an explanatory or interpretative relationship with the interview transcripts to develop 

coherent themes that are central to the study objective and also represent the subjective accounts 
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of participants. This interpretative connection was developed by engaging deeply with the 

transcripts and observation notes to understand participants’ lived experiences before starting the 

textual analysis. This was followed by a more in-depth analytical or theoretical ordering while 

looking for linkages among clustering categories we were developing (see Smith & Osborn, 

2003). As expressed by van Manen (1990), the analytical process in phenomenology is iterative, 

hence I continued to reflect on key themes that characterize the phenomenon (familial mental 

illness stigma) to determine structures of experience as the major themes. These themes were 

developed as I tried to understand the phenomenon (familial mental illness stigma). Verbatim 

statements from participants were used to support my major themes and subthemes. 

 Familiarisation in Braun and Clarke’s framework is the first step of the analysis process, 

which allows the researcher to engage with the raw data in order to gain an accurate and deep 

understanding while acknowledging their meaning and patterns (Braun & Clarke, 2013, 2006; 

Creswell, 2013). Familiarisation starts with data preparation, and to ensure that this was well-

executed, all 30 in-depth interviews were transcribed by the researcher. This was done by 

listening to the audiotapes of all interviews repeatedly and transcribing them verbatim into word 

processor files. To confirm the accuracy of the earliest transcriptions, the audio recordings were 

replayed many times and double-checked with the transcripts. I continued to reflect on the data 

by listening to the audiotapes and re-reading the transcripts, while visualizing each participant at 

the time of the interview to be able to appreciate and interpret the context in which they spoke to 

account for the full, detailed, and thick description of the data. While re-reading the transcripts, 

initial notes were made to augment possible ideas on first level coding. All these processes 

allowed the researcher to become familiarised with the data or to make casual observations of the 

dataset to set the pace for initial patterns and coding. 
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 Immersing myself in the data and developing some foundational thoughts and 

impressions, I then began the next stage of the analysis, which was coding. Basit (2003) 

describes coding as a process where the researcher apportions tags or labels for allocating units 

to signify descriptive or inferential information gathered during a study. Coding “leads you 

[researcher] from the data to the idea, and from the idea to all the data pertaining to that idea” 

(Richards & Morse, 2007, p. 137). That is, coding is done to extract key information or concepts 

within the data in relation to the purpose of the study. Guided by the research questions and 

objectives, I commenced the coding process by assigning meaningful labels to segments of each 

transcript relevant to the study using words as well as short phrases and sentences (‘prejudice, 

appreciated and inclusive, and frustrated and overburdened’). These expressive labels conveyed 

appropriate information on segments of the data to the researcher. The labels were centered on 

participants’ opinions, actions, concepts, and activities pertinent to the study. I employed an open 

coding technique that allowed for inclusion and repetition of important concepts and opinions 

identified and categorised as codes in all segments of the data relative to the study objectives. 

Each of the 30 transcripts was coded separately before merging them into a table with various 

participants’ extracts or passages together with their unique identifiers. Consequently, the 

various initial codes were organized and arranged logically into higher level categories for 

thematic linkages or nexuses which paved the way for theme searching. The systematic 

assembling of codes into higher-level categories or subthemes was guided by specific research 

objectives. The proposed codes and categories were further reviewed by my supervisor. 

 The creation of themes started after the collation of codes to form higher-level categories. 

According to Braun and Clarke (2006), this procedure is iterative, and requires sorting codes and 

mapping various patterns into probable themes, as well as combining all key coded data extracts 



107 
 

   

within the identified themes. At this stage, the researcher identifies a central organising 

thought—a “clear core idea or concept that underpins a theme” that speaks to the range of codes 

within the higher-level categories (Braun et al., 2015, p. 102). The central organising thought 

underpinning the themes allowed me to acknowledge and appreciate the codes captured 

throughout the entire dataset. Having re-read the categorised data and recognised the 

commonalities and connections within the data with respect to the various subthemes and 

potential themes, I reflected on the linkages between them to determine how best to pull together 

subthemes and themes to fit participants’ stories. To ensure consistency in my themes relative to 

the study objectives and questions, the initial or potential themes identified were reviewed and 

defined as per the Braun and Clarke’s (2006) framework. 

 The reviewing of themes “involves checking that the themes work in relation to both the 

coded extracts and the full dataset and may be necessary to collapse two themes together or to 

split a theme into two or more themes, or to discard the candidate themes altogether and begin 

again the process of theme development” (Clarke & Braun, 2013, p. 4). This calls for deeper 

reflections on potential themes to ensure a persuasive story that articulates the dataset. As the 

researcher, I re-read through all segments of the extracted data to better understand the themes 

while appreciating the discrepancies among themes. This quality control exercise allowed me to 

clearly define my themes uniquely, relative to the various research questions, for accurate 

accounts of participants’ voices or opinions. The review process also afforded me the 

opportunity to include data pertinent to the study that were not initially coded, ensuring complete 

and more compelling stories of participants. To ensure a captivating story, I rearranged all 

themes in a distinct fashion such that related themes are close to each other for coherence and 

readability. For instance, all identifiable themes reported from persons with mental illnesses were 
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grouped together as well as those from close family members of persons with mental illnesses. 

At this point, I submitted a detailed table of all the analysis to my supervisor for revision prior to 

defining and naming of the themes. 

Defining and naming themes is another critical area in data analysis where the researcher 

organises and write a comprehensive account of each theme. The definition of themes refers to 

the practice of producing concise themes that depict clear contents for each theme consistent 

with the central organising concept and have adequate depth to befit key sections of the 

investigative story (Terry et al., 2017). To fulfil this component of the framework in my study, I 

re-engaged with the categorised data for each theme and undertook a comprehensive analysis of 

each storyline portrayed or described to ascertain how it aligned with the larger storyline in the 

dataset relative to the research questions. Having gone through all this process, I sent the themes 

to my supervisor for review and further discussion of the preliminary themes. My supervisor 

took time to review the process again, which offered us the opportunity to reassess all the various 

themes together with their subthemes to ensure that the theme captures the actual meaning of 

extracted data segments. The themes were defined and tested with names that “give a clear 

indication of the content within the theme that draw the reader into the analysis” given the fact 

that “straightforward descriptive theme names work better than a ‘fun’ name that does not 

capture the theme” (Terry et al. 2017, p. 25). This analysis process produced 10 themes with 

various subthemes. 

 Producing the report is the final phase of the analytical process which gives the 

researcher an opportunity to present the data in a manner that helps readers to understand the 

story presented within and across themes. In the current study, themes and subthemes were 

organised to provide succinct logical accounts of the data supported by substantial evidence 
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using direct data extracts or quotes. Data extracts that captured the essence of the study in 

relation to the research questions were made less complex and interpreted to offer the needed 

enlightenment of the data within the story, as outlined in Braun and Clarke’s (2006) analytical 

framework.  

3.6 Methodological Rigor 

Rigor or trustworthiness in research focuses on quality with respect to the robustness and 

acceptability of results from an investigation. Rigor or trustworthiness often describes the degree 

of certainty in methods, data, and interpretation to guarantee the quality of a study (Pilot & Beck, 

2014). In subjective research, it is about certainty in methods rather than certainty in presenting 

any singular ‘correct’ truth from the data. To ensure rigor in qualitative research, Guba and 

Lincoln (1989) and Shenton (2004) set out the following quality criteria: credibility, 

transferability, dependability, and confirmability. This dissertation included a combination of 

these criteria to enhance rigor. 

3.6.1 Credibility: Credibility in qualitative research reflects the researcher’s ability to follow 

basic guidelines to enhance confidence in the results of the study. Achieving credibility depends 

on many factors including a researcher’s expertise, centring the experiences of participants, peer 

review and debriefing, embracing, and clarifying researcher bias, member checking, thick and 

rich descriptions, and external audits (Creswell, 2007; Patton, 2002). The above-mentioned 

techniques were followed to address the researcher’s biases to maintain a commitment to the 

subjective reflections of participants’ experiences at the end of the study. My own knowledge, 

experiences, and training as a public health researcher and a doctoral candidate offered me some 

integrity to acknowledge my personal biases and engage with participants by asking them the 

right questions and drawing my conclusions from participants’ constructions to address the 
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research questions. My expertise as a nurse allowed me to moderate the interviews in a friendly 

manner within a conducive environment that motivates participants to share their experiences of 

familial mental illness stigma with me for at least 45 minutes. Also, I was supported by my 

supervisory committee members who are highly experienced in all aspects of qualitative research 

techniques through their feedback on various proposal design drafts to enhance the 

trustworthiness of this study. My engagement with participants from the recruitment stages 

through interviews for a duration of at least 45 minutes granted me the chance to connect and 

learn from them to enhance the depth of the findings. The use of member checking allowed 

participants to verify subjective representations of their narratives. Guba and Lincoln (1989) 

identify member checking as one of the best approaches to ensuring credibility in qualitative 

research. Member checking offers opportunities for participants to agree or disagree with the 

direction that findings are taking. In this study, member checking was fulfilled by sending the 

final themes and subthemes to ten participants (five from each group) who accepted our 

invitation for feedback and approval. All selected participants agreed on the final themes. 

Peer review and debriefing is another technique employed to ensure credibility. Peer 

review and debriefing entails soliciting opinions from individuals whose expertise permits them 

to question the researcher’s findings to bring more clarity to the results. Peer review and 

debriefing involved the four professors who are members of my supervisory committee. The 

committee gave me expert advice on my interview guides prior to the data collection, and 

feedback on the written analysis. My primary supervisor first reviewed the analysis and invited 

me to a meeting to discuss the preliminary categories and themes. The themes were then revised 

and sent to the supervisory committee for comments. The constructive feedback from the 

committee members helped me to report on the experiences of my participants. Thick description 
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adds to the means through which qualitative studies can attain credibility. Thick description 

involves a rigorous illustration that includes culturally situated meanings, rich, and concrete 

detail of individuals’ experiences of a phenomenon (Bochner, 2000). The researcher’s 

experience, knowledge, and understanding of the phenomena under study within a given context 

are key to demonstrate thick description. Thick description was also ensured by providing 

adequate details regarding both the data and the conclusions made from the data. This included 

direct quotations from the participants’ narratives or linking anecdotes to back the findings of the 

study, which enables readers to draw meaningful conclusions for themselves.  

3.6.2 Transferability: Transferability is the degree to which results of an investigation are 

valuable to diverse groups in different settings but with similar experiences (Polit & Beck, 2014). 

That is, transferability is the extent to which the conclusions of one study apply to other similar 

situations. Transferability can be sought by giving a comprehensive account of the study 

background, settings, and participants for readers to determine how best those illustrations could 

be compared to other experiences elsewhere (Amankwaa, 2016; Connelly, 2016; Shenton, 2004). 

In this study, I pursued transferability through the provision of adequate details on the study 

background, context, and methods. The availability of thick description of the study procedures 

allows other investigators and readers to follow through with the study results to consider their 

broader relevance. This analysis could be of interest to policy-makers on social and community 

services, family members of persons living with mental illnesses, community mental and social 

workers, researchers in health and social services.   

3.6.3 Confirmability: Confirmability implies adequate steps taken to enhance the ability to 

trace back the findings to the words of participants (Connelly, 2016; Shenton, 2004). To ensure 

confirmability in qualitative research, the investigator should keep the raw data, field notes, and 
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transcripts for the qualitative study as evidence for other researchers (Nowell et al., 2017). 

Confirmability of this study was ensured by documenting in detail all data, including 

observational notes gathered from the field, per the ethical guidelines of the investigation. Most 

importantly, each step of the evolving analysis was documented so that the analysis process of 

moving from data to themes is evident. This includes multiple tables of codes, categories, and 

themes. 
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Chapter 4 

The Experiences of Familial Mental Illness Stigma Among Individuals Living with Mental 

Illnesses 

 

 

Abstract 

Persons with mental illnesses may experience stigma from their immediate family members in 

addition to other forms of stigma. Using semi-structured interviews, we investigated experiences 

of familial mental illness stigma among 15 people diagnosed with mental illnesses in a mid-sized 

city in Canada. We identified five themes that speak to participants' experiences of familial 

mental illness stigma and ways to reduce it. The themes include: diagnosis as a ‘double-edged 

sword,’ potential familial isolation, familial stigma as societal stigma localized, stories of 

acceptance, and confronting potential familial mental illness stigma. Participants’ narratives 

indicate that familial mental illness stigma is rooted in the broader social or public stigma, which 

sees its way into familial relations as well. This stigma takes various forms, including 

relationship bias or unfair treatment, breakdown in romantic relationships, loss of status, verbal 

and emotional abuse, exclusion from decision-making, and alienation within their immediate and 

extended families. Familial mental illness stigma experiences negatively impact participant’s 

psychological well-being and personal empowerment. However, participants also shared ways 

that family members create supportive environments or actively confront or prevent stigma. 

Overall, this study has contributed to knowledge on mental illness stigma, particularly familial 

mental illness stigma from the perspective of participants living with a mental illness in a high-

income country. Suggestions for future research include a focus on strategies to prevent ongoing 
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familial mental illness stigma, and large-scale studies to explore familial mental illness stigma to 

understand why families might perpetrate stigma. 

Keywords: Familial mental illness stigma, persons with mental health problems, interpretive 

phenomenology, qualitative research, thematic analysis 

4.1 Introduction and purpose 

  Mental illnesses are health conditions that involve changes in emotion, thinking, or 

behaviour that are associated with distress or problems functioning in social, work, or family 

activities (APA, 2018). While the World Health Organization (WHO) has prioritized mental 

health promotion as a key to global development, mental illnesses continue to impact overall 

well-being worldwide and are significantly related to years of life lost due to illness (WHO, 

2019). Unfortunately, in addition to the illnesses themselves, much of this negative impact is due 

to mental illness stigma (Livingston, 2013; Stuart, 2017). Therefore, it is important to find 

practical ways to reduce mental illness stigma through policy, programs, and best practices.  

This study investigates the lived experiences of individuals with a diagnosis of mental 

illness in terms of stigma from family members, and how they deal with potential familial mental 

illness stigma. We also look at the forms of familial stigma within the family system and how 

these impact individuals. Familial mental illness stigma herein denotes “stigma experienced by 

individuals from within the family or close relatives due to their mental instability or ailment: 

that is, families as perpetrators of stigma against their relatives with mental illnesses and not as 

those being stigmatized” (Adu et al., 2021, p. 3). 
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4.2 Overview of mental illness stigma 

  Stigma has been described as a mark of shame, or disapproval, that results in an 

individual being rejected, discriminated against, and/or prohibited from participating in several 

different aspects of society (Goffman, 1963; WHO, 2001). Link and Phelan (2006) have 

conceptualized stigma as the co-occurrence of five interrelated components (i.e., labeling, 

stereotyping, separation, status loss, and discrimination) in the context of social power. Stigma 

can involve labeling ─ a process whereby individuals are defined by a trait deemed socially 

undesirable such as certain health conditions (e.g., HIV/AIDS, some cancers, mental illness, 

leprosy, Tuberculosis, etc.). Labelling produces a social distance with a deliberate or implicit 

effort to prevent people from social interactions within their environment (Adu et al., 2022; 

Lucas & Phelan, 2012). Mental illness stigma is a priority concept in the extant mental health 

literature due to its harmful impact on individuals and society at large (Corrigan et al., 2014; 

Follmer & Jones, 2018; Lucas & Phelan, 2012; Mittal et al., 2012).  

The stigma of mental illness has been characterized as a multifaceted problem, owing to 

its hindrance to the global fight for mental wellness including in relation to economic 

development (Abbey et al., 2011; Knaak et al., 2017; WHO, 2019). Mental illness stigma often 

functions as a medium through which society exploits, rejects, isolates, and prevents persons 

with mental illnesses from enjoying their social and economic rights (Abbey et al., 2011; Stuart, 

2017; WHO, 2019). This, in effect, tends to separate persons with a diagnosis of mental illness 

from those without such diagnoses, and further excludes them from participating fully in 

activities within their communities (Knaak et al., 2017; WHO, 2019). It is also reported that the 

attitudes of the public towards persons with mental illnesses may prevent help-seeking from 

health and social supports, which can contribute to social and health problems such as 
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unemployment, substance use, and homelessness (Corrigan et al., 2014; Government of Canada, 

2020; WHO, 2019). Ongoing discrimination towards individuals with mental illnesses could 

result in status loss with negative impacts on self-esteem and self-efficacy, creating barriers to a 

positive recovery journey.  

Despite the known negative impacts of stigma on persons with mental illnesses globally, 

mental illness stigma continues to occur at every level of society, including institutions of public 

services (social, health, legal, prison, education, and other community services) and within 

families (Adu et al., 2022; Livingston, 2013; Nyblade et al., 2019; Stuart, 2017). People with a 

suspected or diagnosed mental illness may conceal their condition to avoid social harassment 

that perpetuates psychological distress (Public Health Agency of Canada, 2006; van der Sanden 

et al., 2016). Therefore, changes need to be made to prevent stigma and associated social 

exclusion experienced by persons living with mental illnesses to stop the cycle of impeded social 

interactions and aggravated health conditions. These changes are essential, particularly within 

the family system where mental illness stigma may operate more subtly. Literature to date has 

identified family mental illness stigma as a reality in many families (Adu et al., 2021; Aldersey 

& Whitley, 2015; O’Reilly et al., 2019; Östman & Kjellin, 2002; Paul & Nadkarni, 2017); 

however, these studies are comparatively scarce compared to other forms of stigma such as 

stigma by association, public or social stigma, and self-stigma. In our recent meta-synthesis of 

the empirical literature on familial mental illness stigma in high-income countries in the last two 

decades (2000-2020), we found 28 articles, with only 4 situated in Canada (Adu et al., 2022). 

The current study sheds light on the lived experiences of familial mental illness stigma and how 

it is confronted among persons with a diagnosis of mental illnesses in Ontario, Canada, and thus, 

adds to the extant literature on mental illness stigma, particularly stigma enacted by family 
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members towards their loved ones. The overall objective of this work is to create knowledge to 

be used in better addressing and reducing familial mental illness stigma.  

4.3 Methods 

4.3.1 Design 

An interpretive phenomenology design was adopted to understand the lived experiences 

of familial stigma among persons with mental illnesses, how it impacts familial relationships, 

and how individuals living with mental illness cope with this stigma. Martin Heidegger held the 

view that phenomenological investigation is interpretative, which allows researchers to analyze 

the experiences of others and connect them to their own interpretations and other forms of 

knowledge (Heidegger, 1962). Interpretive phenomenology is deeply connected with 

hermeneutics, or how we interpret communications, texts, or even pre-understandings. 

Hermeneutics has been explained as a process and method capable of revealing concealed human 

experiences and relations as well as delving deeper into a given phenomenon than a mere 

description of core concepts and essences to look for actual meanings rooted in normal life 

practices (Lopez & Willis, 2004; Spielgelberg, 1976). This is appropriate in the study context 

where there might be hesitation to discuss mental illness stigma occurring within one’s own 

family. Ultimately, there is an overlap between what is termed interpretive phenomenology and 

hermeneutic phenomenology, and herein the term interpretive phenomenology is used. The focal 

point of interpretive research is on what human beings experience rather than what they 

consciously identify with, which are often connected to sociocultural and political settings 

(Lopez & Willis, 2004). In this study, the phenomenon of familial mental illness stigma is 

explored with analysis into the social practices that construct, perpetuate, or prevent this 

phenomenon. 
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Interpretive phenomenology as a research methodology is suitable for describing and 

interpreting the lived experiences of familial mental illness stigma among persons with mental 

health problems. This study adopts van Manen’s (1997) six practical interactive approaches for 

interpretive phenomenological inquiry to understanding the phenomenon of familial mental 

illness stigma. The approaches consist of: “(1) orientating oneself to the phenomenon of interest 

and explicating assumptions and pre-understandings; (2) investigating experiences as lived 

through conversational interviews rather than as we conceptualize them; (3) reflecting upon and 

conducting thematic analysis which characterizes the phenomenon and interpretations through 

conversations; (4) describing the phenomenon through the art of writing and re-writing 

(rethinking, reflecting, and recognizing), which aims at creating in-depth writing; (5) maintaining 

a strong and oriented relation to the fundamental question about the phenomenon, and (6) 

balancing the research context by considering parts and wholes” (van Manen, 1997, p. 30). In 

keeping with van Manen’s (1997) practical interactive approaches, we offer herein a description 

of the lived experiences of people with familial mental illness stigma in the context of their 

everyday life and contributions to the social construction of stigma.  

Ethical approval for this study was obtained from the Western University’s Human 

Research Ethics Committee (#119602).  

4.3.2 Study setting 

The study was conducted in the London-Middlesex area of southwestern Ontario, 

Canada. The population of London-Middlesex was 515,114 in 2021 per the last population 

census of Canada (Statistics Canada, 2021), qualifying as a mid-sized city. Canada’s mid-sized 

cities were described as those with populations over 300,000 and under two million based on 

Statistics Canada’s definition of mid-sized Census Metropolitan Areas (Tassonyi, 2017). 
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London-Middlesex has several healthcare institutions that handle both physical and mental 

health conditions. In the area of mental health care delivery, the London Health Sciences Center 

focuses on managing acute cases, while St. Joseph’s Health Care (Parkwood Institute) and St. 

Thomas Provincial Psychiatric Hospitals focus on treating longer term mental health illness 

(Mental Health Commission of Canada, 2015; Velji & Links, 2016). Community mental health 

services are provided via primary care providers as well as specialized community mental health 

organizations, the largest of which is the Canadian Mental Health Association. 

4.3.3 Recruitment 

We employed a criterion sampling technique to recruit participants for this interpretive 

phenomenology study. This allowed us to engage a subset of the adult population living with 

mental illness who were interested in discussing familial stigma. The distinct experiences 

presented across different ages of participants offered an interesting variety, with participants 

representing differing lengths of time since initial diagnosis and variable times for families to 

adapt (or not) to conditions. This allowed us to understand the different dynamics of the familial 

stigma that may exist for individuals with a first onset versus long-term and recurrent illness. The 

target age for recruitment was aged 24 or older, recognizing that experiences of adults differ 

from those of youth and older adults. Recruitment was conducted with the assistance of key 

connections in the community such as family physician practice clinics, CMHA offices, and 

community health centers who work directly with the target population. The local organizations 

who support the target population posted the recruitment materials in their facilities.  

 The participants included 15 people living with mental illnesses in the London-

Middlesex area of Ontario, Canada. Inclusion criteria for participants for the in-depth interviews 

included: (1) being 24 years or older; (2) self-identifying as an individual living with mental 
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illnesses; (3) speaks and understands English; (4) being a current resident in London-Middlesex 

area; and (5) being willing to participate in the study for 45-60 minutes. The exclusion criteria 

for participants recruitment included: (1) persons with mental illnesses who were not residents of 

the London-Middlesex area; (2) persons with mental illnesses who were less than 24 years of 

age; (3) unable to communicate in and understand English; (4) unwilling to participate in the 

study for 45-60 minutes.  

4.3.4 Data collection 

In-depth interviews were conducted with all participants between May and July 2022. In-

depth interviews allow for both specificity and flexibility of content (DeJonckheere & Vaughn, 

2019). This allowed us to explore participant experiences to a degree of depth not afforded via 

other methods. The researcher’s appreciation of participants’ lived experiences of familial mental 

illness stigma was essential to create a space where participants could share in-depth ab out their 

experiences; the lead researcher who conducted the interviews used years of nursing and social 

service clinical experience to engage respectfully with participants. The researcher helped create 

a positive environment by opening with general questions to get to know participants, using 

active listening, and regularly thanking participants for their discussion. With the permission of 

participants, all interviews were audio recorded and transcribed in the end of every session.  

All interviews were recorded on Zoom and transcribed. The confidentiality of 

participants was ensured, and all participants signed the informed consent form at the start of the 

meeting. Brief demographic information was collected from each participant, which was later 

anonymized via the use of pseudonyms to conceal their identity. While conducting the in-depth 

interviews, observation notes were taken regarding nonverbal communication cues that were 

used to supplement the verbal interactions audio recorded during the interviews. 
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Table 1: Interview Guide 

1. Can you tell me a bit about the history of 

your mental health? 

8. Can you tell me a bit about your family member who 

lives with a mental illness? 

2. When did you first feel that maybe your mental 

health wasn’t as good as it could be? 

9. How long have they been living with a diagnosis? 

3. Did others ever comment on your mental health? 10. What kind of support do they receive? How often 

do you see them? 

4. Thinking more about the experience of living with a 

mental illness, what has it been like for you? 

11. How would you describe your experiences of 

having a family member who lives with a mental 

illness? 

5. Have you ever felt discriminated against because of 

your mental illness? 

12. What have been the most important things you 

have learned through this? What have been the largest 

challenges they have faced? 

6. Have you ever experienced discrimination from a 

family member in particular? 

13. What have been the largest challenges for you 

personally? etc. 

7. [If yes] Can you tell me more about how that has 

felt? 

Demographic data 

 Participants unique identification numbers 

Age 

Gender 

Race and ethnicity 

Marital status 

 Occupation 

Level of education  

Diagnosis 

    

4.3.5 Data Analysis 

Data analysis for this study was guided by Braun and Clarke’s (2006) framework to 

produce textual accounts that reflect participants’ experiences of familial mental illness stigma. 

Braun and Clarke’s (2006) framework provides the following stepwise process: (1) familiarizing 

oneself with the data; (2) generating initial codes; (3) searching for themes; (4) reviewing the 

themes; (5) defining and naming themes; and (6) producing the report. The purpose of this 

interpretive phenomenology analysis was to extract key aspects of the participants’ experiences 

that answer the research questions. The interpretative process unfolded by engaging repeatedly 

with the transcripts and observation notes to understand participants’ lived experiences followed 

by detailed textual analysis. Line-by-line engagement with the transcripts led to proposing and 

then applying codes. This was followed by a more in-depth analytical or theoretical ordering 

while looking for linkages among codes and preliminary categories to form clusters and themes. 
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The various codes were organized into categories, from which initial themes emerged. 

Identification of themes was an iterative process of reviewing various sets of data with particular 

attention to how they pull together. Rigor was sought via discussion across the research team of 

codes, categories, and themes with associated illustrative quotes and continual revisions through 

analysis and writing. The research team had a post-analysis interaction as well as member 

checking with five selected participants who agreed to verify our final subthemes and themes to 

facilitate the trustworthiness and credibility of the findings. The ultimate review of themes was 

done by all members of the research team to confirm the study objectives. Themes and 

subthemes were supported by selected data excerpts as illustrated in the findings below. 

4.4 Findings 

Eleven participants were female, three were male, and one person identified as 

nonbinary. The mean age of the participants was 36 years. All 15 participants were of Caucasian 

descent in a mid-sized city in Ontario, Canada. All participants had at least high school diplomas. 

Five had graduate degrees.   

Table 2: Socio-demographic characteristics of study participants 

Participant ID Age 

Range 

Gender Marial Status Level of Education Race/Ethnicity  

PWMI_2 30-34 F Married  College  Caucasian 

PWMI_4 20-24 F Single  Graduate Caucasian 

PWMI_7 25-29 F Single College  Caucasian 

PWMI_8 40-44 M Divorce  College  Caucasian  

PWMI_9 35-39 F Common law 

partner 

High school  White Canadian  

PWMI_10 40-44 F Single College  Caucasian  

PWMI_12 40-44 F Common law 

partner 

Graduate White Canadian   

PWMI_16 35-39 F Married High school  White Canadian 

PWMI_17 40-44 F Married College  Canadian  

PWMI_20 35-39 F Single Undergraduate  Caucasian  

PWMI_22 30-34 F Single Graduate Caucasian  

PWMI_23 30-34 Non-

binary 

Single  Graduate White European  

PWMI_27 30-34 M Married Graduate Caucasian  

PWMI_28 30-34 M Separated College  Caucasian  

PWMI_31 30-34 F Married Undergraduate Caucasian  

Key: PWMI-Persons with mental illness 
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Analysis of participants’ presentations of their lived experiences resulted in five major 

themes: (1) diagnosis as a ‘double-edged sword’; (2) potential familial isolation; (3) familial 

stigma as societal stigma localized; (4) stories of acceptance; and (5) confronting potential 

familial mental illness stigma. 

4.4.1 Diagnosis as a ‘Double-edged Sword’ 

The combined narratives of our participants indicated both positive and negative effects 

after their formal diagnoses of mental illnesses. We have differentiated these experiences 

through the sub-themes of: ‘a huge relief’ and ‘unfair treatment’. 

A Huge relief: A diagnosis of a mental illness can be a relief, particularly if families are 

supportive and services are available. It can be a form of validation if the individual suspected 

what they were experiencing or was seeking a formal categorization of their experiences. Some 

participants felt liberated after their diagnoses, particularly if a diagnosis opened doors to 

treatment: 

I felt relieved and validated and understood the problem confronting 

me. I was able to prepare and implement tools that could alleviate 

outbursts or hyper-vigilance connected to my daily life. I went on to 

do some background research on my diagnosis and the best course of 

action to support myself and also be in a position to openly explain it 

to people. In this case, I will be able to know the risk factors 

connected to my condition to help reduce my symptoms (Participant 

2). 
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It was comforting to know that a name existed for what I have been 

experiencing and there was a path to pursue that could help make it 

more manageable. Felt quite good after my diagnosis. It felt good to 

have a diagnosis and a plan (Participant 27). 

Diagnoses could also be a relief where family members presented a degree of doubt about the 

validity of their experiences: 

My diagnosis was a huge relief for me because I had known it for 

many years. I was just waiting for a doctor to confirm it to enable me 

to look at treatment options for the borderline personality that are 

extremely limited.  So, for me, it was a relief from some fear. It's kind 

of a hopeless diagnosis but at that point, it was like okay, thank God, 

someone who's educated and knows what they're talking about 

confirmed it (Participant 7). 

Before my diagnosed with depression, one of my family members 

thought I was lazy which was really hurtful. Not understanding what I 

was going through at that time, but luckily after my diagnosis, my 

family came to understand me. However, one of my siblings recently 

became very judgmental toward me and he started saying things like, 

I was lazy and should work more and stuff like that. ….  Maybe, he 

will think I have a victim mentality so it is difficult to know what he 

would say if I informed him of the complex PTSD (Participant 9). 
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Unfair treatment: Conversely, some participants felt rejected by their families, particularly 

their parents, due to a diagnosis of mental illness. The insecurity experienced by these 

participants was not helpful for their mental health recovery due to the ongoing emotional 

conflicts within the immediate environment. Two participants stated how biased their fathers 

were toward them compared to the rest of the family members:  

I was devastated for being treated differently by my family, especially 

my dad because of a mental illness diagnosis. Dad hid sensitive issues 

from me when every other member of the family was aware of 

[family member’s health crisis] (Participant 7). 

I feel like my dad judges me a bunch more than my other siblings. I 

feel he looks down upon me due to my diagnosis hence he judges me 

differently than my sister which to me is discriminatory (Participant 

10). 

Persons with mental illnesses may experience stigma around their diagnosis in terms of 

differential treatment tied into perceptions of how personal character is linked to mental illness. 

One participant shared:  

My older brother and I have been diagnosed with mental health 

issues. And we are both seen as the black sheep of the family. Hence, 

we're considered less reliable and trustworthy (Participant 16). 

Also, the unfair treatment meted out to some participants made them feel helpless within their 

households. The negative attitude exhibited by family members contributed to the distress that 
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participants endured after their diagnoses of mental illnesses. A participant explained how they 

felt deserted by their family members due to a diagnosis:  

I felt more secluded and more rejected for being treated differently 

within my family because of my diagnosis. That was hard for me at 

that time when I needed the support of my family (Participant 17). 

4.4.2 Potential Familial Isolation  

A common implicit form of stigma was isolation. Participants discussed the potential for 

isolation from family members under the following subthemes: breakdown of romantic 

relationships and isolation/loneliness. 

Breakdown of romantic relationships: For some participants, their mental illness was 

perceived as a barrier having intimate relationships:  

Living with mental illness makes life unlivable. I can't work. I rarely 

go out and romantic relationships are basically off the table. 

(Participant 7). 

My ex-wife makes me feel that there is no care in the world. Yeah, 

she was very selfish and pessimistic with my diagnosis, and this 

created a lot of violent reactions in the form of arguments. …. 

(Participant 28). 

For others, it is the lack of understanding of their illness that leads to relationship breakdown:  

Oh boy, it's been a battle. I have had days, where I feel totally fine 

and others, where I feel like everything is wrong with me. I've had 
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relationships fall apart because my partners do not understand me 

(Participant 10). 

Another participant described: 

My past romantic relationships have been complicated because of the 

diagnosis… The false narratives around mental illnesses have 

corrupted the mind of the public and they don’t even believe if you 

are positive in a relationship in the mix of any ongoing symptoms 

(Participant 7). 

Isolation/loneliness: Apart from preventing or undermining intimate relationships, mental 

illness stigma was also perceived as isolating participants from their family members, 

contributing to increased feelings of loneliness. Without family members’ openness to 

discussing their health conditions, some participants internalized their experiences.  

Mental illness makes it difficult for me to relate to people. And it 

makes it difficult for others to relate to me as well. So, in my world, I 

internalize a lot of issues. As a working adult, I still have a lot of 

challenges when it comes to reaching out and making good choices 

because I am very self-conscious, and this affects my self-esteem…. 

(Participant 22). 

Another participant described their opinion on the turn of events within the family post-

diagnosis, where they lack the ability to share their needs with family members: 

I feel like I’m not included in a lot of stuff that happens in my family. 

Hence, I sometimes feel like an outsider within the family all because 
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of my diagnosis. Before my diagnosis, they were a little bit more 

open with asking me stuff, but now they just keep me out of it 

everything under the pretense of they don't want to worry me 

(Participant 10). 

Several participants identified a lack of knowledge of specific mental illnesses by family 

members as a factor that accounted for various discriminations and stigma against persons with 

mental illness. A participant commented: 

I think part of it is a lack of understanding, and even if one reads 

everything about borderline personality, until one has lived 

experience, one may not fully understand it. As well, people don't like 

to be around individuals who are constantly negative… (Participant 

7).  

Some family members were preferential towards other ‘healthy’ relatives while paying less 

attention to individuals with mental illnesses. Good family relationships devoid of any partiality 

could result in social support for persons with mental illnesses. However, several of our 

participants reported unfair treatment within the family, which negatively impacted their mental 

health. A participant commented:  

Um, …I've never been included for different reasons. I was the 

youngest in the family and because of my mental illness, my mom 

doesn't involve me in anything. My dad doesn't include me anymore 

since they split up. My brother is kind of living his own life and he's 
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getting married … but I've met his fiancée once. My brother just kept 

me out of his life (Participant 7).  

This participant also added:  

I have been discriminated against by family members in the sense that 

there's a feeling in my family that mental illness doesn't exist, but 

there are so many mental illnesses that run through the family 

(Participant 20). 

4.4.3 Familial Stigma as Societal Stigma Localized 

 In considering stigma experienced from their family members, or more generically 

speaking to their thoughts on familial stigma, participants noted that this form of stigma is 

inseparable from more general societal stigma around mental illness. That is, familial stigma is 

just one form by which more general mental illness stigma is enacted. Familial stigma as 

societal stigma localized is composed of four subthemes: ‘perceived dangerousness’; ‘loss of 

status or perceived incapability’; and ‘false narratives around mental illnesses.’ 

Perceived dangerousness: Participants noted that the general social narrative of people living 

with mental illness as “dangerous” was taken up uncritically by family members and applied to 

their own experiences:  

I think the family members are scared and unpredictable of their loved 

ones due to their mental illnesses. I think it also borders on the family's 

lack of understanding of mental illnesses. The family also does not 

take steps to do a lot of work to understand mental illnesses 

(Participant 16). 
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I think others are scared of persons with mental illnesses due to the 

way they behave. Some see them as dangerous within the family or 

persons capable of hurting others around them (Participant 2).                      

Loss of status/ perceived incapability: Another social perception of mental illness is that of 

decreased capability. Mental illness is sometimes seen as a social disability by some families 

which may result in loss of status:  

I think it's just a bad family dynamic that needs fixing. Family 

members may assess, fault finding or blame you for petty issues 

because of a diagnosis. It may just be jockeying for power where the 

affected person is always seen as incapable (Participant 8).   

One aspect of broader social stigma is the idea of mental illness as a “shameful” condition. One 

participant shared how this unfolded within their own family: 

I think sometimes family members discriminate against their loved 

ones with mental illnesses to deal with their shame. For example, my 

family members thought I was lazy before my assessment and 

diagnosis not knowing they had mental health issues that weren't dealt 

with. Also, I think a lot of the time it's intergenerational. After my 

depression diagnosis, I found out about the existence of depression 

within both sides of the family, but people didn't talk about it 

(Participant 10). 

False narratives around mental illnesses: Most of our participants reported that 

misinformation and lack of understanding of mental health issues at the family level continue to 
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be the driving force behind the discriminatory attitudes of family members against their 

relatives with mental illnesses. A participant remarked: 

I think there's a lot of misunderstanding about mental illness. A lot of 

people think someone who's mentally ill can’t do anything for 

themselves. Again, the family feels that there's too much to deal with 

especially when the affected person isn't trying hard enough to bring 

anything to the table. That is, a lot of it borders on misunderstanding 

and misinformation about mental health and mental illnesses 

(Participant 9). 

4.4.4 Stories of Acceptance 

While the focus was on experiences of stigma, several participants were also intentional 

in sharing the positive journeys they have had with their family members. They shared explicit 

ways in which family members showed acceptance, the opposite of enacting stigma. This 

included noting family members' understandings of mental illnesses that resulted in providing 

both practical and emotional support. Some participants stated: 

My family has been very supportive since my diagnosis. When I took 

a year off school to take care of my mental health, stayed with them 

for the entire period. They took me to all appointments and also 

engaged me in conversations. Anytime I felt upset and just needed to 

vent they will allow me a space to do so…. (Participant 23). 

Um, my family plays a very big role in my recovery. The family 

keeps observing me and usually keep me out of triggers when 
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necessary. If I feel threatened, they are in a position to redirect me. 

They always push me to seek more support when necessary 

(Participant 2). 

Some participants perceived their families as safety nets anytime they felt overwhelmed with 

emotions. Practical and emotional support from family members made some participants feel 

included within their families.  A participant noted: 

…, my mom has given me some financial support and she sometimes 

sent me groceries. Mom lives in a different city with my stepdad but 

any time they are in town, I am given a ride to pick up my 

prescriptions. Mom used to go to the doctor with me if I needed her 

support in listening to what the doctor discussed with me. Mom also 

picks me up anytime I am having a bad day to play hockey 

(Participant 7). 

Another participant outlined similar thoughts: “My husband has been supportive of anything 

that I needed to do. Be it conversational or going on medication when I was on that or talking to 

somebody else” (Participant 31). 

Where relationships were positive and free of stigma, family members were seen as part of the 

recovery journey: “In the long term, I see my family playing a supportive role in my recovery. 

Even when I eventually move out of their house, I can always talk to them if I'm having any 

issues or seek advice” (Participant 23).  
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4.4.5 Confronting Potential Familial Mental Illness Stigma 

 Participants were not passive in considering experiences of familial mental illness 

stigma. Rather, they shared ways in which they were confronting this stigma themselves or 

speculated on ways that stigma could be reduced. In this way, the experience of familial mental 

illness stigma was not simply one of disempowerment, but also one in which participants 

empowered themselves. Participants expressed strategies to confront familial mental illness 

stigma in four subthemes: ‘education’ (social contact-based education and familial education); 

‘normalizing the symptoms of mental illnesses’; ‘selective versus full disclosure’; and 

‘concealment’. 

Education: Because familial mental illness stigma is a function of broader social stigma, as 

noted in the theme above, participants saw public education as a pathway to reducing personal 

experiences of stigma. Participants saw ongoing public dialogue and understanding of mental 

illness as beneficial: 

We have to keep talking about mental illnesses more positively like 

what Bell Let’s Talk1 is doing of late. I think mental illnesses that are 

more severe need to be publicized more because we hear about 

anxiety and depression so much whereas, personality disorders are 

looked at more negatively… people with schizophrenia are 

misunderstood and considered dangerous in society… need for us to 

debunk a lot of myths and this will demand time and effort from 

people in the position of power with listening ears (Participant 7). 

 
1 Bell Let's Talk is a public health education campaign by the Canadian telecommunications company, Bell Canada, 

in their bit to raise awareness and combat stigma against mental illness. 
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Another participant centred the lived experiences of individuals in this type of education:  

I think there should be more people listening to persons with mental 

illness to understand their problems instead of just trying to get a 

response that…. I think listening is the biggest key that will lead to 

different good outcomes concerning reducing mental illness stigma 

(Participant 28). 

Many participants also highlighted the need for mass media to change their approach toward the 

presentation of mental health problems in the news. Participants questioned why news reporters 

and presenters often concentrated mostly on the negative aspects of persons with mental 

illnesses without showing the good things that some individuals with mental health issues had 

done or could do: 

I think a lot of mental illness stigma is from the media which needs to 

be checked. …, there are movies portraying persons with multiple 

personality disorders and one of the personalities was a serial killer 

and that was the plot; signifying that people with mental illness are 

bad or harmful, which adds to the wrong perceptions within the 

public space. The media should be more circumspect by showing 

more positive aspects of mental illnesses than the negatives. The 

media should help society to change their views on severe mental 

illnesses like schizophrenia and the like for people to know that 

persons with mental illness can live a normal life and are not crazy 

(Participant 23). 
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When it comes to family education in particular, participants noted that persons with mental 

illnesses (PWMIs) are often put in the position of needing to educate their own families to 

reduce stigma. They noted that this should be better done through formal support: 

Oh my God for anybody with a mental illness, I think the number one 

thing they want is empathy, especially from their family members.  

Better access to mental health services, including various 

psychotherapies is important for people to be able to individually 

work on themselves. There is also the need for support systems to 

better handle conversations with family members who might not be 

open to a mental illness diagnosis (Participant 31). 

Normalizing the symptoms of mental illnesses: Participants suggested anti-stigma campaigns 

to make mental health concerns part of everyday conversation. Several participants pointed to 

correcting the myriad of false impressions about persons with mental illnesses regarding their 

capabilities and inabilities. A participant requested society to pay more attention to the 

competencies of persons with mental illnesses than their challenges:  

I think society needs to stop treating people with mental illness as if 

they are incapable. I think society needs to change the language that is 

used toward people with mental illnesses. Society needs to change all 

preconceived notions about people with mental illnesses such that if 

one is in a manic stage, we would not consider that person crazy. 

Policymakers need to look at our healthcare system to understand the 

frustrations of persons with mental illnesses when it comes to seeking 
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help at every level be it access to therapy, hospitalization, or 

psychiatric assessment. …. (Participant 31). 

For some participants, the normalization of mental illnesses could be done by engaging the 

media to continue the talk about the positive contributions of PWMI. That is, emphasizing the 

acceptance of PWMI within the social realm will also pave way for family members to de-

stigmatize their loved ones with a diagnosis: 

I think more education and de-stigmatizing ‘it’ [mental illness]. More 

people talking about it..., for it to be a normal part of everyday 

conversations without judgment.  I think the media have done some 

great work and now people in high-status roles such as actors and 

sports are speaking about mental illnesses. This in a way will even 

normalize it more (Participant 17). 

Another participant made the same point: “I think there is a need for lots of public education to 

raise awareness of mental illnesses to reduce the stigma associated. The normalization process 

can be done through movies, advertisements, and even school curricula” (Participant 12). 

Disclosure: That is, leading the conversation. For some participants, being open about their 

experiences and driving the normalization of mental illnesses was a part of how they personally 

confronted stigma. For these participants, disclosure to family members gave them the 

opportunity to educate them or redirect them to mental health professionals for the best answers 

to difficult questions about their diagnosis. The participants believed full disclosure was an 

important step in reducing familial stigma:  
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I think there is a need to talk with professionals about ways to break 

the diagnosis to family members. Possibly, I will set aside time to 

have a conversation to educate family members on what professionals 

say about mental illnesses. If the family asks more questions or 

comments negatively, I will redirect them to talk with their family 

doctor or mental health professionals for more education. I will 

continue to educate them on the best ways to support me through this 

is… I will also tell my close friends about the diagnosis to get their 

support (Participant 17). 

Concerning the above strategy to confront potential familial mental illness stigma, other 

participants remarked:  

I sought out a diagnosis soon after I got to know about my problem 

and openly talk about my struggles and demystify it to my partner and 

my children. … as a frontline worker with a mental illness 

experiencing workplace trauma, moral injury, and the stigma that 

comes with being unwell in the workplace, I openly talk about it 

(Participant 2). 

Yeah, everyone who knows me is aware of my mental illness. I don't 

hide it by any means…. Sometimes you're talking to some people 

who have gone through the same problem, and although you don't 

know them, …, then you'll just go into a dialogue with them 

(Participant 8).  
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4.5 Discussion 

Persons living with mental illnesses can face ongoing stigma, including that enacted by 

their close relatives⸺ familial mental illness stigma. Our findings suggest that familial mental 

illness stigma is very much interconnected with the broader public mental illness stigma. Rather 

than being fully distinct, participants saw value in addressing mental illness stigma both within 

and beyond families. By using a phenomenological approach, we have centred the experiences of 

participants to understand the contextual relationships; for example, noting how for some having 

a formal diagnosis of mental illness creates clarity and understanding, and for others it is seen as 

increasing their risk of stigmatization within the family. 

We have proposed five aspects of familial mental illness stigma notable among 

participants. These included: diagnosis as a ‘double-edged sword (positive and negative effects 

following a diagnosis), potential familial isolation (possible exclusion once a diagnosis is 

confirmed), familial stigma as societal stigma localized (familial mental illness stigma engrained 

in broader social stigma), stories of acceptance, and confronting potential familial mental illness 

stigma (strategies to reduce familial mental illness stigma). Each of these domains was present in 

some stories of participants, although there were notable differences in levels of support and 

levels of stigma experienced by participants. Some participants shared directly about their 

experiences of stigma within their families. Others who had very positive personal experiences 

speculated more generically on the familial mental illness stigma encountered by others.  

Across the experiences there is a considerable potential compounded impact of familial 

mental illness stigma. Those whose symptoms were not understood in advance of diagnosis often 

encountered increased stigma at diagnosis, or hid diagnoses, and lived with ongoing challenges 

with family (such as isolation). In a Canadian context where family often plays a key role in 
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supporting ongoing recovery, stigma did not simply influence how participants felt about 

themselves but could also directly impede their recovery journey. These conclusions are 

congruent with the findings of previous studies that underscore the after-effects of persons 

labeled with mental illnesses to include the potential for loss of social status, poor housing or 

homelessness, unemployment, social isolation, and poor health care and suicidality (Link & 

Phelan, 2001; Mejia-Lancheros et al., 2021; Oexle et al., 2017, Rüsch et al., 2018). As well, 

isolation due to mental illness stigma can result in self-stigma and its social and psychological 

implications on the individual’s self-esteem and self-efficacy⸺ having validated their 

circumstances against the public perception of mental illnesses (Corrigan et al., 2009; Dubreucq 

et al., 2021; Rüsch et al., 2005). 

Another significant finding identified by this study was the risk of breakdown of 

romantic relationships. Romantic relationships are often the most important familial relationship, 

and participants spoke to both impediments and breakdown of relationships with partners due to 

mental illness stigma. While some of our participants were still married and receiving maximum 

support from their partners toward recovery, several others suffered divorce or separation that 

they attributed directly to their illnesses. This further impacted their mental health and impeded 

recovery. This observation is consistent with earlier studies which found that a diagnosis of 

mental illness can lead to breakdown in relationships, or concealment as a protective process 

capable of creating issues of credibility (Amankwaa, 2003; Ladd, 2018; Rivera-Segarra et al., 

2014; van der Sanden et al., 2015).   

Noticeably, familial mental illness stigma is entrenched in broader social stigma. Societal 

views on mental illnesses are not differentiated from individual families, as families are part of 

society. Therefore, the misconceptions connected with mental health problems within public 
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settings also diffuse to various families at the community level, which are then enacted in 

households. For instance, the perceived dangerousness of persons with mental illnesses reported 

by some participants in this study could be a cumulative effect of what exists within public 

narratives regarding serious mental illness. This can be very specific stigma related to exclusive 

conditions such as schizophrenia which are framed as “dangerous” within public narratives 

(Ghiasi et al., 2022; Gottfried & Christopher, 2017; Watson et al., 2001). The alleged 

dangerousness of affected individuals through media reporting can be attributed to why some 

family members might isolate PWMI within the family system.  

Exclusion from the circle of information within the family was another challenge that 

PWMIs faced. Several of our participants revealed that their families considered them as “lesser” 

due to their illness. The family, therefore, excluded them from family discussions, especially 

important matters that needed attention from all family members. Some individuals experience a 

loss of status at the family level, particularly where affected persons were highly positioned 

within the family structure before their mental illness diagnosis. Loss of status within one’s 

family can have cumulative effects on their self-worth and further deteriorate their ability to 

exercise autonomy in the family as they become mindful of the socially endorsed exclusions. 

This finding is consistent with a considerable body of evidence that loss of social status within 

the family unit among PWMIs leads to negative psychological effects (Iseselo et al., 2016; 

Larson & Corrigan, 2008; Umberson & Karas Montez, 2010; Rössler, 2016).  

The recovery of PWMIs is linked to the combined support of family members, social 

support services, and health professionals (Bjørlykhaug et al., 2021; Larson & Corrigan, 2008; 

O’Reilly et al., 2019; Public Health Agency of Canada, 2006). This documented evidence is 

paralleled to our findings that regardless of the difficulties confronting families when a relative is 
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diagnosed with one or more mental illnesses, continuous understanding and support (practical 

and emotional) within the family is vital to the recovery and rehabilitation of affected family 

members. Some participants saw this support as a safety net to rely on as part of a positive 

recovery journey. Likewise, some participants attested to the myriad of supports received from 

health professionals while taking steps to improve their mental health. This finding aligns with 

that of Larson and Corrigan (2008) that psychiatrists and other health professionals have 

contributed immensely to reducing the negative impact of family stigma. If there are available 

social support systems with commitments from family members of PWMIs, individuals will be 

able to better manage their recovery. 

Given the many roles played by the family unit in supporting PWMI, it could be difficult 

for affected individuals in their home environment if they are victimized by some family 

members with stigmatizing beliefs. Some study participants disclosed selective versus full 

disclosure and concealment as strategies to deal with familial mental illness stigma. Strategic or 

selective disclosure is a known approach used by persons with PWMIs to carefully identify 

whom to share their diagnosis with to sidestep the societal discrimination and devaluation that at 

times comes with full disclosure of mental health problems (Corrigan et al., 2018; Hyman, 2008; 

(Karnieli-Miller et al., 2013; Rüsch & Kösters, 2021; Thoits, 2011). In their quest to reduce the 

harmful consequences of familial mental illness stigma, some participants of this study employed 

strategic disclosure to share their mental health issues with a few reliable relatives for support. 

On the contrary, other participants fully disclosed their mental health diagnosis to family 

members for support and to prevent the psychological stress of having to hide their symptoms 

during critical periods. For these participants, educating family members about their conditions 

to correct any preconceived notions about mental illnesses before a disclosure helped in reducing 
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stigma at the family level. Although disclosure of a mental illness diagnosis in the social realm 

comes with both advantages and disadvantages (Evans-Lacko et al., 2012; Hyman, 2008; Quinn, 

2018; Rüsch et al., 2019), disclosure within one’s immediate environment has the likelihood to 

reduce stigma, strengthen intimate relationships, improve social support, and quality of life 

(Brouwers et al., 2020; Corrigan, 2022; Corrigan & Rao, 2012; Rüsch et al., 2019).  Despite the 

social benefits connected with the disclosure of a mental illness diagnosis within one’s family, 

some participants of this study adopted concealment to reduce familial mental illness stigma 

because they were unsure of the consequences of disclosure. This observation closely aligned 

with the findings of past studies that concealment in a stigmatizing environment is a realistic 

choice that is usually not driven by self-stigma or shame (Rüsch & Kösters, 2021). That said, 

irrespective of the environment of PWMIs, their previous experiences of stigma within the public 

space can play a role in hindering their ability to disclose a diagnosis (Bril-Barniv et al., 2017; 

Rusch et al., 2014). Further, concealment in this sense was a necessity to receive equal treatment 

and to prevent any conflict that their disclosure might bring to the family in the long-term (Bril-

Barniv et al., 2017). A few of our participants reported on familial-driven concealment, 

particularly where family members were aware of their mental health challenges and pressured 

them to conceal their illness to protect the family and the affected individual against the impacts 

of social stigma. This presupposes that stigmatizing behaviours of some family members against 

their loved ones may be well intentioned. That is, by concealing the mental illness, families may 

be striving to be supportive or to protect them from possible societal discrimination. While this 

strategy can help protect the family’s interest in keeping news of the illness among themselves, it 

could have ramifications for both the family and PWMIs in regard to access to support.  
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4.6 Research Implications  

  The findings of our study highlight the existence of mental illness stigma within family 

systems. Findings also point to issues confronting PWMIs concerning decision-making and 

information sharing within families, with implications for self-stigma and future concealment. 

Further, our findings—combined with those of previous studies—underscore disclosure and 

concealment as strategies to reduce familial and other forms of mental illness stigma. Both 

approaches have downstream impacts on PWMI and their relatives (Bril-Barniv et al., 2017; 

Rüsch et al., 2019). To help curtail these consequences, some participants recommended public 

education in the form of persuasive communication on serious mental illness using social 

contact-based education and familial education. For these participants, all forms of mental illness 

stigma start from social stigma; hence, transformative education to sensitize public perceptions 

could help reduce familial mental illness stigma. Therefore, we propose an increase in 

discussions around social contact-based education with intentionality, where persons with lived 

experiences of mental illnesses and those without will converge to have conversations on mental 

health issues and ways to reduce stigma. We also recommend that practitioners pay more 

attention to family members to understand their potential for stigmatizing beliefs while 

supporting affected persons in recovery. While future research should be focused on strategies to 

prevent the ongoing familial mental illness stigma for all mental health challenges, we 

recommend that future research also focus on understanding the nuances of why family members 

might continue to perpetuate stigma. 

4.7 Policy Implications  

Based on our findings, reducing familial mental illness stigma at the family level requires 

action by policy-makers to develop systems that ensure a transformative approach to curb 
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societal stigma against PWMIs. For instance, there is the need for some community and social 

service resources to be directed toward public education (transformative and social contact-based 

education) to reduce the known preconceived notions about mental illnesses within society at-

large, as seen in the work of the Mental Health Commission of Canada (MHCC) and Headspace 

in Australia. In this context, the experiences of PWMIs will be appreciated by society to help 

bridge the existing ‘we and them’ gap. We suggest that such anti-stigma campaigns should 

continue to be enhanced to make mental illness part of everyday conversation and continue the 

normalization process of mental illness symptoms in the social realm. Further, the normalization 

of mental illnesses could be achieved through continuous engagement of both traditional and 

social media providers to confront stigmatizing presentations of mental illness as they occur. 

4.8 Limitations 

Our study is limited by the age restriction (24 and above) which prevented us from 

including adolescents or children living with mental illnesses. The study is also narrowly focused 

in terms of gender, given that only three males participated in the study compared to eleven 

females, all of whom were Caucasian. The study, therefore, lacks diversity, as most of the 

findings were from English-speaking, adult, and white female perspectives. Data were collected 

through the Zoom platform owing to the Covid-19 restrictions which made it challenging to 

directly recruit more participants and to ensure diversity across participants. Future researchers 

wishing to build on the conclusions of this study should pay specific attention to the context in 

which these data were collected.  
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4.9 Conclusion  

This study has contributed to knowledge on mental illness stigma, particularly familial 

mental illness stigma among participants who live in a high-income country. Participants' stories 

indicated familial stigma experiences negatively affected their psychological well-being and 

personal empowerment. This study affirms the existence of familial mental illness stigma, even 

though it is often the most unspoken or unacknowledged form of stigma. Familial mental illness 

stigma at times results in relationship bias or unfair treatment within families, and further 

impacts some participants’ mental health and impedes their recovery. It is worth mentioning that 

not all family members stigmatized their relatives with mental illnesses per our participants’ 

narratives. Some participants had the full support of family members toward their mental health 

recovery, while others felt mistreated. Some of this mistreatment seemed explicitly ill-intended 

whereas other actions appeared to be attempts by family members to protect their loved one, but 

in doing so demonstrated how their condition was stigmatized or stigmatizing. Most notably, our 

study revealed familial mental illness stigma as a societal stigma localized at the family level. 

That is, family members’ fear of social stigma due to their association with relatives diagnosed 

with mental illnesses (associative stigma) may have compelled some of them to save face, but in 

doing so made their loved one feel more isolated. The findings help us understand the 

interconnected nature of different forms of mental illness stigma. The study participants 

recommended broader discussions on the future of mental illness and social stigma using social 

contact-based education. We propose further studies to include longitudinal research that 

comprises PWMIs, family members, and health professionals to explore the connections between 

associative stigma and familial mental illness stigma. 
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Chapter 5 

Negotiating familial mental illness stigma: the role of family members of persons living 

with mental illnesses 

 

 

Abstract 

This study explores the lived experiences of family members of individuals with mental illnesses 

and how they address potential familial mental illness stigma. Previous studies have concentrated 

on self, social, and associative stigma and its impacts on families and persons with mental 

illnesses. Far less work has considered family members as perpetrators of mental illness stigma 

towards their loved ones with mental health concerns. We conducted this study with 15 

participants who were family members of persons with mental illnesses using semi-structured 

qualitative interviews. The in-depth interviews were followed by inductive analysis using Braun 

and Clarke’s (2006) technique for thematic analysis. Participants’ views on familial mental 

illness stigma and ways to reduce this were reported in five key themes. The themes included: 

(1) layered perspectives of social and familial stigma; (2) family-related stigma; (3) complex 

interplay of family relationships and mental illness; (4) confronting stigma personally; and (5) 

envisioning a better future. The uncertainties connected with mental illnesses and the increased 

social stigma were conceptualized as contributors to familial mental illness stigma as ways to 

prevent potential associative stigma. Participants suggested the need for more social contact-

based education and positive media reporting to correct the ongoing fallacies around mental 

illnesses. This study highlights how higher-order reforms to social systems and services would 

support both families and those living with mental illnesses to have more positive experiences. 
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Keywords: familial mental illness stigma, social stigma, associative stigma, family members and 

persons with mental illnesses, interpretive phenomenology 

5.1 Introduction and purpose 
 

Untreated mental illness leads to significant morbidity and mortality outcomes (Liu, et 

al., 2017; Walker et al., 2015). In Canada, mental illnesses have been found to contribute 

significantly to disability, affecting 1 in every 5 people (Centre for Addiction and Mental Health, 

2019; Public Health Agency of Canada, 2019). Globally, over 70% of persons with mental 

illnesses do not have access to treatment, and much of this is attributed to stigma (Corrigan et al., 

2014; Evans-Lacko et al., 2012; Henderson et al., 2013). There is high social vulnerability and 

marginalization linked to mental illnesses (Compton & Shim 2015; Otten et al., 2021). Such 

social vulnerabilities can make life complex for individuals with mental health concerns, 

diagnosed or otherwise, as well as their immediate families, especially in situations where lack of 

access to mental healthcare services makes families struggle to meet basic health needs while 

searching for treatment for their loved ones (Knaak et al., 2017; Ngui et al., 2010). 

Individuals with mental health challenges often encounter multifaceted problems due to 

the ongoing stigma that is associated with their illnesses (NIMH, 2019; WHO, 2010, 2012). 

Goffman was one of the first to theoretically unpack stigma, describing it as a social construct 

that transmits stereotypes, which are deeply rooted in society. According to Goffman, such 

negative stereotypes lead to dishonor and avoidance in relation to the individual’s (race, 

ethnicity, and religion), physical deformities (e.g., deafness and blindness), and what Goffman 

termed at that time as blemishes of character (e.g., addiction and mental disorders) [Goffman, 

1963]. The social devaluation that the stigmatized person experiences reduces their full ability to 

participate in social life in their community (Goffman, 1963). As much as mental illnesses are 
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regarded as a personal problem (Malla et al., 2015), mental health problems are a familial 

experience as well, given that most regular support for individuals with mental illnesses is 

provided by immediate family members or partners (Canadian Mental Health Association 

[CMHA], 2007; 2018). Global research identifies mental illness stigma as a key contributor to 

the vulnerability and social exclusion of people with mental health concerns within their 

neighborhood or immediate environment (CMHA, 2018; Knaak et al., 2015; WHO, 2012, 2019).  

 The stigma associated with mental illness has been widely studied (Corrigan & Watson, 

2002; Knaak et al., 2017; Link & Phelan, 2001; Livingston, 2013). Nevertheless, many of these 

studies explored stigma from the public or from mental health professionals (Huggett et al., 

2018; O’Reilly et al., 2019; Park & Park, 2014; Paul & Nadkarni, 2017). Other studies have also 

focused on stigma by association, (i.e., stigma experienced by health professionals or the ill 

person’s close family members) (Kulik et al., 2008; Nyblade et al., 2019; O’Brien et al., 2015; 

Östman & Kjellin, 2002; van Der Sanden et al., 2013; 2015; 2016). What is very limited in the 

literature is consideration of the stigma perpetrated by the individual’s family members (familial 

mental illness stigma) towards their relative who has been diagnosed with a mental illness. The 

paucity of literature in familial mental illness stigma may limit tools in place to address this 

stigma.  

 Research has acknowledged that some individuals are stigmatized by family members, 

which results in emotional distress and lack of practical support (Adu et al., 2021; Koschorke et 

al., 2017; Mascayano et al., 2015). Experiences of discrimination and humiliation within the 

family system may compel affected individuals to conceal their mental health problems from 

close relatives, thereby hampering ongoing treatment and social support for these individuals 

(Adu et al., 2021; Koschorke et al., 2017; Larson & Corrigan, 2008; Park & Park, 2014). A 
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thorough understanding of familial mental illness stigma is crucial due to the potential existence 

of exclusionary behaviors towards persons with mental illnesses by their own families 

(Livingston, 2013; Mfoafo-M’Carthy, & Sossou, 2017).  

The complex role of family members in relation to both social support and perpetration of 

stigma has been explored among relatives of persons diagnosed with schizophrenia, including 

the lived experience of parents involved in caring for young people experiencing a first episode 

of psychosis (Aldersey & Whitley, 2015; Barnable et al., 2006; Clarke & Winsor, 2010; 

Hamilton-Wilson & Conroy, 2012). Though some of these studies focused on family experiences 

of mental illness-related stigma, there is still a lack of focus on the stigma that originates from 

within the family towards close relatives with mental illness. The role of the family in supporting 

relatives with mental illnesses in relation to social and emotional assistance is evident in the 

extant literature (Brackertz et al., 2018; Family Mental Health Alliance, 2006; Livingston, 2013; 

Pirkis et al., 2010; Public Health Agency of Canada, 2006). This notwithstanding, it is prudent 

for researchers to ponder on stigma enacted by some family members towards their close 

relatives with mental illnesses due to the multi-faceted nature of mental illness stigma. 

Familial mental illness stigma occurs when family members or close relatives enact 

stigma through labelling, stereotyping, prejudice, and discrimination against a family member 

with mental illnesses. In Canada, about 11 million (38%) Canadians aged 15 and above have at 

least one immediate or extended family member who lives with a mental health concern, 

diagnosed or otherwise (MHCC, 2012; Pearson, 2015; Pearson et al., 2013). Of Canadian 

families with a loved one living with a mental health concern, nearly 71% of them felt that their 

own livelihoods were impeded by their relatives’ illness (MHCC, 2012; Pearson, 2015; Pearson 

et al., 2013). Just like the other forms of stigma, familial mental illness stigma could also be 
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multi-faceted, warranting special attention in global research for scholars and practitioners to 

understand the unique experiences of both patients and family members. In this way, we could 

develop interventions to support families in addressing the stigma they knowingly or 

unknowingly may perpetrate against their relatives. This current study, therefore, explores the 

lived experiences of family members of individuals with a diagnosis of mental illness in Ontario, 

Canada and how they address potential familial mental stigma. The objective of the study is to 

help fill some notable gaps about familial mental illness stigma, contribute to the anti-stigma 

literature, and promote evidence-based practices and policies towards stigma reduction in our 

communities. 

5.2 Methods 

5.2.1 Design 

An interpretative phenomenological study was conducted with family members of 

individuals with lived experiences of mental illnesses. We pursued this study to unearth the 

essence, interpret, and describe the meaning of the phenomenon (familial mental illness stigma) 

among this population in Ontario (London-Middlesex area), Canada. The phenomenological 

research method allows for a “systematic, explicit, self-critical, and intersubjective study of its 

subject matter, of lived experience” (van Manen, 1990, p. 11). This method was chosen for the 

study because an interpretive phenomenology allows researchers to delve into and interpret 

language, lived experience, and social relationships of participants as well as the meanings 

ascribed to those experiences (Lopez & Willis, 2004).  

The study design enabled the researchers to establish an interpretative phenomenological 

stance to gain insight into the phenomenon while appreciating the participants’ narratives 

(Schoppmann et al., 2007). Interpretive phenomenology is also best enacted through the creation 
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of an enabling environment that allows both the investigator and research participants to co-

construct the meaning of the phenomenon through interactional processes including dialogue 

(Moustakas, 1994; van Manen, 1990; Smith, 2019). Ideally, interpretive phenomenology often 

moves beyond the recognition of the fundamental nature or outcome of the phenomenon 

(description) to unearth the meanings that humans ascribe to their lived experiences within a 

particular setting (Lopez & Willis, 2004). The interpretive phenomenology approach, together 

with interpretative phenomenology analysis, allowed the researchers and participants in this 

study the needed flexibility in the explanatory process of the phenomenon while the investigators 

observed the emergent themes as active members of the study as the interviews unfolded (Pringle 

et al., 2011; Smith et al., 2009). That is, the interpretive phenomenology analysis is a subjective 

process whereby the researcher co-creates knowledge with those who have experiences to share, 

then layers on interpretation to this knowledge in a form of reconstruction. The study was 

approved by the institutional review board of Western University (#119602). 

5.2.2 Participants 

  Fifteen adults living in a mid-sized city in Ontario, Canada were enrolled in the study via 

criterion sampling. The participants were family members or close relatives of persons with 

mental illnesses. All participants consented to partake in the study before the commencement of 

interviews. 

Recruitment: The research team placed advertisements in family health practices, community 

health centers, and educational institutions to canvass participants. The advertisement was also 

shared via flyers on various social media platforms including Facebook, Twitter, and LinkedIn.  

Inclusion/exclusion criteria. Participant selection was based on the following criteria: (1) being 

24 years or older; (2) self-identified as a family member or close relative of a person or persons 
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with mental illnesses; (3) spoke and understood English; (4) being a current resident in London-

Middlesex area; and (6) willingness to participate in the study for 45-60 minutes. We excluded 

all persons who identified as family members or close relatives of people with mental illnesses 

and were not resident in the London-Middlesex area to avoid anticipated variations in the 

availability of services and supports.  

5.2.3 Data Collection 

Participants were interviewed using a semi-structured interview guide. The interviews 

were recorded on Zoom and transcribed verbatim. Each participant was assigned a pseudonym 

by the interviewer to ensure confidentiality. Participants’ identities were further protected by 

ensuring that all voice files and transcripts were encoded and stored on a computer protected via 

encryption. The interview guide included questions related to participants' experiences, and their 

understanding of familial mental illness stigma (see Table 2 for sample questions from the 

interview guide). Each in-depth interview lasted between 45 and 60 minutes. Participants were 

given $20 in appreciation for their time.  

Table 1: Participants' demographic information 
Participant 

ID 

Age 

Range 

Gender Relationship to person 

with mental illness 

Marital Status Level of 

Education 

Race/Ethnicity  

FM_1 45-49 Female Daughter  Separated  Graduate  Caucasian  

FM_3 55-59 Female Sister  Married Undergraduate  Caucasian  

FM_5 25-29 Female Sister  Single Graduate Caucasian  

FM_6 50-54 Female Sister  Married Graduate Caucasian  

FM_11 50-54 Female Daughter  Married Graduate Caucasian  

FM_13 40-44 Female Daughter  Common law partner Graduate Caucasian  

FM_14 35-39 Female Daughter  Common law partner High school  White Canadian 

FM_15 25-29 Female Sister  Single Undergraduate Middle East 

FM_18 30-34 Female Sister  Married Undergraduate  White Canadian 

FM_19 70-74 Female Mother  Divorce Graduate Caucasian  

FM_21 40-44 Female Daughter  Married Undergraduate  Caucasian  

FM_24 30-34 Non-binary Daughter  Single  Graduate White European 

FM_25 50-54 Female Sister  Married  Graduate Caucasian  

FM_26 60-64 Female Sister  Common law partner Graduate Caucasian  

FM_30 45-49 Female Sister  Separated College  Caucasian  

Key: FM-Family members 
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Table 2: Interview Guide 

1. So, before we get into specifics, I want you to talk about 

mental illness stigma more generally. What kind of mental 

illness stigma do you think people experience in Canada 

today? 

5. How would you describe your experiences of having a 

family member who lives with a mental illness? 

a. What have been the most important things you have 

learned through this? 

b. What have been the largest challenges they have faced? 

c. What have been the largest challenges for you, personally? 

 

2. Do you think stigma has gotten any better in recent years? 6. Has this experience changed how you understand mental 

illness?  

a. [If yes] How so? 

3. What do you think causes mental illness stigma? 7. Now let’s talk specifically about stigma. Do you believe 

your [family member] experiences of stigma are because of 

their illness? 

a. What kinds of stigma do they experience? 

b. Have you ever been present when you saw them being 

discriminated against because of their illness? What was that 

like? 

 

4. You’ve been invited to this study because of being the 

family member of a person diagnosed with a mental illness. 

Can you tell me a bit about your family member who lives 

with a mental illness? 

a. How long have they been living with a diagnosis?  

b. What kind of supports do they receive?  

c. How often do you see them? 

 

8. In this study we hypothesize that family members 

themselves might stigmatize their loved ones with a mental 

illness. Personally, do you feel like anyone in your family has 

acted in ways that are discriminatory towards your loved one 

with a mental illness? 

(a) How supportive have your family members been towards 

the care of your relative through their illness?  

b. [If you provide a lot of direct support yourselves] What 

kind of activities do your family members help you with?  

c. How do you feel about the help they give you? 

 

9. Thinking honestly about your experiences through this all, 

do you think your attitude towards your loved one has 

changed since they started experiencing symptoms of mental 

illnesses?  

a. How was your relationship with your relative before their 

diagnosis?  

b. How close are the two of you now?  

 

10. If you were ever to notice family members treating your 

loved one poorly because of their mental illness, how do you 

think you would address these negative behaviours?  

a. Is [family member] involved in family decision-making? If 

so, how often do you seek their opinion on important matters 

that need attention from all family members?  

 

11. What is your opinion about other extended family and 

friends knowing about the diagnosis of your relative?  

a. Do you ever [yourself] feel embarrassed about their 

illness? 

 

12. Has your relative’s diagnosis had any impact on you in 

terms of your relationships with others? How comfortable are 

you discussing your relative’s diagnosis with close friends?  

 

13. In conclusion, what do you think can be done to reduce 

negative behaviours towards people with mental illnesses? 

Do you have any questions or comments for me? 

Demographic data 

 Participants unique identification numbers 

Age 

Gender 

Race and ethnicity 

Marital status 

 Occupation 

Level of education  
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5.2.4 Data analysis 

Braun and Clarke’s (2006) technique for thematic analysis was employed to organize the 

data for the study. The approach involves six stages: (a) familiarizing oneself with the data; (b) 

generating initial codes; (c) generating themes; (d) reviewing the themes; (e) defining and 

naming themes; and (f) producing the report. In keeping with the analytic techniques, two 

members of the research team listened to the audiotapes of all interviews repeatedly and 

transcribed them verbatim into word processor files. We confirmed the accuracy of the earliest 

transcriptions by replaying the audio recordings and double-checking with the transcripts. We 

continued to reflect on the data by listening to the audiotapes and re-reading the transcripts while 

reflecting on each participant at the time of the interview to appreciate and interpret the context 

in which they spoke. This allowed us to account for the full, detailed, and thick description of the 

data. Having familiarized ourselves with the data, we manually started the coding process, 

underpinned by the research objectives, by assigning meaningful labels to segments of each 

transcript pertinent to the study using words and short phrases. The various initial codes were 

prearranged and organized logically into higher-level categories for thematic linkages or nexuses 

which paved the way for theme development. Three researchers sorted the codes and mapped the 

various patterns into probable themes while combining all key coded data extracts within the 

identified themes. Having re-read the categorized data and recognized the commonalities and 

connections within the data, we formed the subthemes. All five co-authors reviewed and 

commented on the potential subthemes and themes to ensure both relevance of the findings to the 

research questions as well as maintaining and uniquely representing participants’ voices or 

opinions. The analytic report was drafted by two team members and the full research team read 

and made changes to ensure succinct logical accounts of the data supported by substantial 
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evidence and using direct quotes. In addition to the post-analysis interactions by the research 

team to establish the validity of the findings, five participants accepted our invitation to review 

and comment on the final themes with these comments taken into consideration for the final 

interpretation. 

5.3 Findings 

Themes were organized inductively from the study data to understand the lived 

experiences of familial mental illnesses stigma and how it can be reduced among family 

members. The participants' views are articulated through five themes generated in our analysis. 

These included: (1) layered perspectives of social and familial stigma; (2) family-related stigma; 

(3) complex interplay of family relationships and mental illness; (4) confronting stigma 

personally; and (5) envisioning a better future. 

5.3.1 Layered Perspectives of Social and Familial stigma 

Participants’ viewpoints of their lived experiences demonstrate that they acknowledge the 

existence of such intricate connections between social and associative stigma. Familial mental 

illness stigma appears to have a link with social stigma. Familial mental illness stigma could 

exist when social stigma is at work within a social interaction. Family members often try to 

avoid social stigma, but in the end, may perpetrate familial mental illness stigma which could 

further result in self-stigma. Layered perspectives of social and familial stigma comprised three 

subthemes: public/social stigma; social exclusion or abandonment; and labeling and social 

distancing. 

Public/social stigma: The World Health Organization (WHO) has explained public or social 

stigma in the context of health as a bias against people who may live with the diagnoses or 

symptoms of certain illnesses, and are treated negatively alongside their caregivers, family, and 
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friends in every fabric of society (WHO, 2020). Persons with mental illnesses are known to be 

socially stigmatized within their communities. Participants in this study reiterated the existence 

of social stigma in Canada against persons with mental illnesses. They noted the avoidance and 

/or discrimination of such people from certain employment opportunities as well as from 

performing certain key roles within society, which has further contributed to widening the 

inequality gaps in society. A participant expressed: 

I think general ostracization, they are not included socially. It's really 

hard for people with mental illness to get jobs and find housing in 

Canada. And sometimes it's hard for persons with mental illnesses to 

get proper medical care (Participant 14). 

Participants also contended that the ongoing stereotypes of persons with a diagnosis of mental 

illnesses are often extended to their family members. A participant recounted their ordeal with 

social stigma while caring for the younger brother living with schizophrenia: 

“But with us, people just like wanting to stay away like nobody 

wanted to touch... My brother himself was so ashamed as he lost all 

his friends. I remember one time when my brother was released from 

the hospital and his roommate came in with us to support him, his 

family didn't want him to be with my brother, because he had been in 

the psychiatric hospital. And other young people didn't want to be 

around him. My brother died without any empathy from his friends” 

(Participant 6). 

Social exclusion: Social exclusion in this study denotes an individual with mental illness's 

inability to participate fully in activities within their family due to ongoing discriminatory 
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behavior from relatives. Some participants reported the difficulties associated with their family 

members being diagnosed with mental illnesses in relation to interactions with their in-laws. A 

critical observation by a participant shows that their in-laws did not want to engage willingly 

with the brother living with mental illnesses compared with other members of the family: 

My in-laws sometimes struggle to communicate with my brother 

diagnosed with mental illness. I sense the feeling of almost holding 

back from really getting to know him, and it feels like a very forced 

conversation when they're talking to him, so … (Participant 18). 

Analysis of our data also revealed that some participants cut links with family members 

diagnosed with mental illnesses to save themselves from the psychological anguish often 

experienced by family caregivers. Other close relatives excluded affected family members to 

avoid the many hurtful reports about their relatives by others. One participant stated: 

They [family members] have been hands-off. …, hurtful things have 

been said about my mom since her diagnosis. My sister said she did 

not want to be told how many times mom had been saved by laying 

on train tracks. I think she couldn’t allow that trauma constantly to 

disturb her. It’s too much. To maintain her own sanity and stability so 

that she is not in a constant state of panic and worry, you have to let 

her go, hence my sister deserted mom (Participant 1). 

Labeling and socially distancing: Socially distancing in this context implies family members or 

close relatives of persons living with mental illnesses avoiding them and not wanting to have any 

close association with them, especially when in a social context. Living with a mental illness 

without a good family network could be impairing and ultimately delay recovery. Participants 
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reported that some families avoided their loved ones and also dissociated themselves after their 

diagnoses instead of embracing and supporting them toward recovery. For instance, one 

participant narrated how their mom was labeled and isolated by the immediate family members 

because her presence at social events caused some members of the extended family to lose 

interest in the occasion:  

During the family get-together, Christmas, or any other occasion 

people wouldn’t come; many will immediately ask if mom is going to 

be there. And if she was, no one else was going to attend. That’s 

clear… and my ex-partner would not like my mum any time his mom 

is around. … we try to have both mums together and of course, under 

normal circumstances having two mothers-in-law together in one 

place is often tenuous. Too very dominant… but they would never sit 

at the same table together (Participant 1). 

The labeling of persons due to a mental illness within their family could lead to a lack of social 

support and low self-esteem as well as loneliness and social distancing within the immediate 

environment. A family member described how their mom labeled her son and kept calling him 

names due to a diagnosis of mental illness:  

My mom has always labeled my brother as sick because of his mental 

illness diagnosis. She has always used that term, he's sick. He has an 

illness, and it's a very deficit, ... And it took me a long time to realize 

that and to sort of try and counter that a little bit, and only in my later 

years have I been able to do that (Participant 11). 
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5.3.2 Family-related Stigma 

Familial stigma herein is simply the extension of stigma to other family members by their 

own relative's experience. In this study, the fear of stigma from the public due to their 

relationship with the family member (stigma by association) resulted in some families excluding 

their relatives with mental illnesses from social events or socially distancing themselves. In 

hindsight, a participant stated vividly their discriminatory behaviors toward their brother due to a 

diagnosis. They failed to invite them to their wedding reception for fear of causing a scene 

during the celebration, which could lead to a loss of social status within the family. The brother’s 

exclusion from the wedding could also impact their mental health and validate any related self-

stigma:  

Yes, I have discriminated against my brother because I excluded him 

from my wedding. I was just thinking about this the other day, I got 

married at 25 years, and I didn't invite him because he wasn't 

mentally stable. I didn't want him to cause a scene or require any 

energy that I didn't have or didn't want others to be distracted. I didn't 

want him to ruin my perfect day (Participant 11).   

A participant expressed their views in relation to familial mental stigma using the following 

statements: “Yeah, my brother definitely experienced stigma within his nuclear family since the 

whole family did not want anything to do with him because he uses substances. And he was 

subsequently sent out of the house by our parents” (Participant 5). While some participants 

demonstrated close relationships with their family members with a mental illness, their children 

discriminated against them by refusing to have dinner together:  



181 
 

   

In terms of discrimination, I think sometimes maybe my kids at 22 

and 25; are not so enthusiastic to have a family dinner with their 

uncle. I think they might be if he did not have mental illness right 

because there's not a lot of talk about and just his appearance going 

on…. that's funny (Participant 3). 

5.3.3 Complex Interplay of Family Relationships and Mental Illness 

 The relational interactions families have around mental illnesses sit within the context of 

already frequently complex familial relationships. Family members subjectively perceived that 

complex relational experiences are intertwined with their perspectives on mental illnesses. These 

subjective experiences of family members were discussed under the following subthemes: loss of 

social status within the family; exclusion from family decision making; divorce/loss of romantic 

partners; neglect due to difficult behaviors; and compassion. 

Loss of social status within the family: Some participants felt their loved ones were deserted by 

family members at a time they needed affection and support from them to improve their mental 

health. They described how some close relatives with mental illnesses were devalued leading to 

the loss of their social status within their family following a mental illness diagnosis. Some of 

the family members did not even consider their sick relatives as part of the family anymore:  

Yes, within our extended family only a minority of people would ever 

ask about my brother because of his mental illness diagnosis. 

Otherwise, he was just not brought up or he was not mentioned, and if 

you mentioned him, people would just try to change the subject. So, 

they never offer any help being it emotional or practical until he died 

(Participant 6). 
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Positive relationships, together with good social support networks within one’s family are well-

documented with respect to mental health recovery. However, several participants in this study 

reported that their loved one’s mental illnesses brought conflicts within the family. The severity 

of their illness compelled some relatives to cut contact with the affected person. A participant 

described how their husband who was supportive of the relative’s care also complained severally 

about the in-law’s exaggerations: 

Mental illness is ingrained in our family and most of my mom’s 

sisters have suffered from it. They've had periods of conflict and not 

spoken so... I’m sure my cousin doesn't speak to my mother anymore. 

They have no close relationship though they were somewhat close in 

my younger years. My husband who supports me has said many times 

that my mom exaggerates. I think … we all move through ups and 

downs in life. But the chronicity of my mom's sort of helplessness… 

(Participant 25). 

Exclusion from family decision making: The exclusion of persons with mental illnesses from 

family decision making after a diagnosis could be tantamount to loss of status within one’s 

family, especially if the affected persons were consulted on important family matters before their 

diagnoses. Some study participants discussed how their family members were excluded from all 

family decision-making due to a diagnosis of substance use disorders, a move that can affect 

one’s self-esteem:  

My brother is not involved in any decision-making in the family. He's 

cut off from all family activities. Even his own mother’s care in the 

nursing home, the mother obviously just doesn't prefer him to be 
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involved. I suppose or trust that he can make those decisions, but he's 

definitely not involved at all (Participant 5). 

Several family members shared their views on the exclusion of persons with lived experiences of 

mental illnesses from family decision-making and indicated how these family actions can further 

inhibit them from improving their mental health. A participant stated:  

My brother is often involved in family discussions, not decisions. We 

had a death in my family a couple of years ago and he was involved 

in those discussions. For sure, just to make sure that everyone was on 

the same page and understanding but when it came down to decision-

making, he was not involved in that process (Participant 18). 

Divorce/loss of romantic partners: If an individual has a romantic partner, their support can be 

key to managing health challenges, including mental illnesses. Nevertheless, some participants' 

stories in this study indicated that their partners mistreated them while struggling with a mental 

illness. A family member mentioned:  

Mom was divorced after 35 years of marriage in 2005 and dad 

deserted her because of her mental illnesses. I assisted her by 

purchasing clothes, setting up things like a meal on wheels, 

essentially just talking to her every day, and later became her 

advocate and got her into community services until she went into in-

patient care due to frequent relapses (Participant 1). 

Another participant expressed this concerning divorce issues connected with family relationships 

and mental illnesses:  
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Mom was beautiful… and I had a very positive regard for her as a 

child. Mom was divorced by my dad due to her mental illness 

diagnosis. I started to have a different opinion of her when she was 

hospitalized (Participant 25). 

Neglect due to difficult behaviors: This subtheme describes how persons with mental illnesses 

were deserted by some family members due to their atypical behaviors or inability to keep 

boundaries. A family member stated:  

I was about 20 years when I left home to start my own life. My 

brother started living on the street by the time I returned. I lost track 

of him for a little while and then found him in an apartment. I moved 

out West … and I didn't have a lot of contact with him for several 

years. My mom told him to leave because they started having a lot of 

conflicts and just my mom as a single mom and my brother became 

very difficult, very delusional partying all night with drugs. He was 

not helping around the house, and he dropped out of school. My mom 

received advice from the therapist or somebody that she should kick 

him out of the house for her own preservation (Participant 11). 

The increased neglect of persons with mental illnesses by family members can further worsen 

their already weakened mental health due to a lack of social support and emotional stress. 

Participants’ accounts showed that such actions protect families from psychological stress and 

prevent family members from developing mental health problems themselves:  

I was seeing my mom about once a week. There was a period of about 

four years after her diagnosis when we did not have any contact and 
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that was a time when I have two kids, and they were small, and 

mom’s behavior was dramatic, unpredictable, and demanding. And it 

was happening over some time like a couple of years where there was 

a growing concern. And we had an argument, and she was very mean 

to me, and rude to me verbally, and hung up on the phone on me, and 

I just decided that I needed to set a boundary for my own well-being, 

and I didn't reach out to her, and it was very difficult. One of the 

hardest things I have gone through, yeah and then I decided to 

reconnect and wrote a letter, and we began to reconnect again 

(Participant 25). 

Other participants disclosed how their loved ones’ difficult temperament and abusive nature 

caused them to stay apart: 

I normally see my dad a few times every year. I haven't seen him at 

all since the pandemic, but... Dad has anxiety and anger problems, so 

it is really hard to deal with him. And even though he did go for anger 

management, he still struggles with his anger. Dad was abusive in the 

past and he still sometimes does not agree with you (Participant 14). 

Compassion: Whereas some participants in the study expressed disappointment regarding the 

challenging behaviors of family members with mental illnesses, others were compassionate 

towards their loved ones after diagnosis. Certainly, some participants at times got frustrated at 

the turn of events, but they remained committed to the care of their family members: 

I don't think my attitude toward my daughter has changed since her 

diagnosis. I’ve always been supportive and continue to do my best for 
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her. I'm sure I get frustrated sometimes, but I don't know if that's 

really a change. Her brother probably is more engaged with her than 

before. Because she does reach out to him more and I believe he 

understands that she needs the support (Participant 19). 

Another family member revealed:  

…my attitude towards my brother has changed over the years since 

his diagnosis because it's been so long. It's been many decades and 

I've changed and grown as an adult. And he hasn't gone through the 

same life phases and ‘normal’ life phases (Participant 11). 

Participants’ accounts also pointed to compassion towards the affected person with mental 

illnesses within the family because family members show maturity and understanding of relatives’ 

mental illnesses. Some family members also engaged their loved ones in an open conversation to 

restore hopes and aspirations in life despite the diagnosis:  

As I got older, and his mental health got more severe and leading up 

to his bipolar diagnosis it changed completely. The biggest thing that 

changed for me was when he first attempted suicide. That was a huge 

awakening really for all of us because we always took him seriously 

but once that happens like we became very alert. It was scary and so 

we realized that we needed to support him in any way that we could. 

… as I've gotten older, and I've had more open and honest 

conversations with him (Participant 18).  
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5.3.4 Confronting Stigma Personally  

Many participants shared ideas about how familial mental illness stigma could be 

confronted at the family level knowing that family members and close relatives can be the 

perpetrators of stigma. Participants discussed confronting stigma personally under the following 

subthemes: familial education on mental illness; initial concealment/strategic disclosure; 

selective versus full disclosure; non-discrimination; and advocacy against familial prejudice. 

Familial education on mental illness: Some participants underscored the importance of family 

education on mental health problems in reducing familial mental illness stigma. These family 

member participants noted that in-depth knowledge of mental illnesses is the way forward to 

understanding the lived experiences of their loved ones with mental illnesses and appreciating 

them within the family. A participant indicated how this could be achieved through social 

contact-based education:  

Persons with mental illnesses deal with stigma by educating their 

family members and themselves. They find good support and ensure 

that they are confident in themselves. Stigma is a lack of education on 

mental illnesses… understand that mental health problems are 

something we all experience, and we can accept it and help one 

another (Participant 15). 

Several family members in this study proposed family education by persons with mental 

illnesses. This approach acknowledges the expertise of those living with mental illnesses in their 

own experiences and as educators of others. Awareness was seen as a pathway towards reduced 

stigma: 
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I think it is challenging for individuals diagnosed with mental illness 

to deal with stigma, including familial stigma. I think they first need 

to understand their illness and know that their illness is no different 

than cancer or diabetes. They need to understand their illness so they 

can explain it to others. I think they need to be opened to talking 

about their illness and perhaps find the people in their lives and 

family that are more understanding, empathic, and willing to support 

them. Not everyone in your circle or … but some family members 

will try to listen and try to understand them … I think the more 

awareness we have about mental illness and stigma in general the 

more we can change the stigma. I think it takes a lot of learning, 

listening, and empathy to understand someone with a mental illness 

(Participant 21). 

Initial concealment/ strategic disclosure and full disclosure: While stigma may be directly 

confronted, other approaches of avoidance were noted. Limited disclosure was one means of 

avoiding stigma. Most participants in our study revealed both selective and full disclosure of a 

mental health problem of their relatives to other family members or the public as a form of 

coping with their loved ones’ illnesses as well as the associative stigma at the family level. 

Selective disclosure implies that not all persons within their social space or family will be 

informed about the mental health problems of the affected family member. Participants’ views 

show that they used selective disclosure to reduce the stigma connected with mental illnesses. 

One of the participants said:  
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There are levels of privacy I would say depending on who I am 

interacting with and ways that I would deal with someone’s attitude 

towards my family. If it is a distant person at a social event, for 

example, I would just be very factual describing briefly that my 

brother lives with a chronic disability, I might say schizophrenia, but I 

might not depend on whether I want that person to judge me or not, 

or…I make an in-the-moment decision about whether the person is 

trustworthy, meaning whether they will think negatively of me, or… 

some base factual knowledge themselves (Participant 11). 

Another participant recounted: 

I am still not very comfortable talking with extended family members 

about my brother’s mental illness. But I think with friends, we may 

talk about it. That is, with really close friends. I don't think that I 

would want to talk about it with anybody at my workplace. 

Colleagues may sometimes see something in the news like a mother 

losing a child or something, right, and they'll make a comment, and I 

might need to remind them that my mother lost a child, and they don't 

seem to equate it in the same way (Participant 6).   

Some participants also adopted full disclosure as an approach to reducing mental illness stigma. 

Some participants were fully opened about their loved ones’ mental health conditions by 

discussing them with friends and other family members. A family member disclosed how being 

open about their relative’s illness offered them the opportunity to reduce stress by sharing their 

problems with others, allowing for advice and support when need be: 
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 I was kind of embarrassed 30 years ago… anything about it, and I 

thought that he would recover at some point or get better. I’m pretty 

open about his diagnosis even though I don't go talking about his 

diagnosis. I think it's much better now than it was 30 years ago I can 

say to people I have one sibling, and this is his situation. And he's not 

able to work and I'm his caregiver and I do not hide it (Participant 3). 

Some participants noted that talking about mental health conditions within families was an 

opportunity to educate other people on mental illnesses and psychotropic medications. The 

participants emphasized how beneficial disclosure was to their mental health as it relieved them 

of the pressure and psychological stress of having to conceal their family member's condition 

from other relatives, close friends, and co-workers. A participant mentioned: 

I’ve gotten a lot less shy about telling people that my brother had 

paranoid schizophrenia… you know I have a brother who lives with 

paranoid schizophrenia. He lives in a special housing situation for 

people who were on the street, and now he's not, and when people 

who will often say, well, if they just take their medication… Then I 

pipe up and say you know, and I say that's not the way… I will try to 

educate people to inform them that it's not just about taking 

medication. Taking medication is not a complete solution for anybody 

or everybody who has mental health challenges (Participant 26). 

Non-discrimination: Some family member participants expressed how they developed expertise 

in understanding mental illnesses. Their understanding of mental illnesses led to the provision of 

social and practical support to affected family members without any form of prejudice. The 
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absence of prejudice within the family environment brought inclusiveness among households 

which was good emotionally to improve their mental health. This valuing of non-discrimination 

was expressed by one of the participants: 

No, I don’t think she experiences any stigma within the family. I 

think generally her perfect family seems to have an open mind and 

understanding of her condition. I think we’ve all become more 

informed throughout the process now compared to perhaps the early 

stages when we had some misconceptions about it. I know that my 

son has concerns about the medications, but I don’t know if there may 

be some stigma associated with that (Participant 19). 

Some participants were more explicit in sharing their views on the open-minded or unbiased 

attitude of family members toward relatives with mental illnesses. It was noticeable that several 

participants were well-informed about their relatives’ diagnoses and agreed to support them on 

the path to recovery: “I don’t think anyone within our family will stigmatize her because of the 

diagnosis. As a family, we've been educated about her diagnosis, and everyone knows what to do 

to support her. We really understand the problem at hand” (Participant 15). 

In the same vein, a participant narrated how their loved one was treated by the family post-

diagnosis: 

I would say nobody in our family stigmatizes my brother because 

mom was still alive when he was first diagnosed, and she spent quite 

a bit of time with him... My sister, a nurse practitioner, was very good 

about dealing with him. My other sister who suffered from mental 

illness herself was very open and took him to live with her for 10 
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years. I would… but he and I were closest growing up. We've 

continued to communicate, and I haven't had as much direct contact 

with him. Our in-laws and children have been fine and comfortable 

with him. He came home for our mom's funeral and people 

approached him and talked to him (Participant 26). 

Advocacy against familial prejudice: Some participants discussed strategies they used in dealing 

with the unfair treatment of family members, whereas others suggested approaches they will 

employ in avoiding maltreatment of their loved ones should it arise. Many participants planned 

to intercede on behalf of their loved ones by calling out stigma and taking the opportunity to 

educate others on mental illnesses and the associated misconceptions. According to a participant, 

the involvement of family members in public education initiatives should be a way to bridge the 

‘we and them’ gap within the public sphere: 

If [I] found any family member abusing my mom because of her 

diagnosis, I would call them out on it. And I would try and educate 

them on what I know about depression and bipolar disorder as well as 

mental illnesses, in general, to help reduce the ‘we and them’ gap 

(Participant 13). 

Similarly, another participant explained how they supported their family member against familial 

prejudice within the household: 

…I called my sister who deserted mom for 20 years for us to deal 

with mom’s belongings. After a long struggle, my sister did come 

with her husband and one of their sons, at 19, who has never seen 

mom before…they all had something negative to say about mom. I 
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quickly jumped in and defended mom by telling them that mom had 

been in psychosis for the last two years, so her home is in disarray. 

Please, as you enter the apartment and all things that come out of your 

mouth need to have a lens of empathy. As mom was sick and didn't 

have the needed support hence, I was having to address this very 

firmly with my sister. That is, I didn't want to hear snide remarks that 

she was not part of the last 20 years of, you know, being a part of her 

life…. (Participant 1). 

5.3.5 Envisioning a Better Future 

 

While narrating their lived experiences with mental illnesses over the years in the care of 

impacted relatives, family members noted that transforming services would reduce the social 

harms that may be translating into stigmatizing actions of family members. The resulting themes 

included: reforms in access policies to mental healthcare and free access to quality support 

services. These suggestions by family members, however, were contingent on adequate funding 

for quality mental health programs at all levels to support persons with mental illnesses. 

Reforms in access policies to mental healthcare: Transformations in access to mental healthcare 

included recommendations that policy-makers should ensure the availability of care to all who 

need it. Participants considered free access to care as a key step to improving the well-being of 

individuals with mental illnesses and the de-stigmatization process, which could lead to better 

health and social outcomes. For instance, a participant stated: 

I think policymakers/governments could do a better job. There is the 

need to do more public education around it [mental illnesses]. In 

terms of policies, I think my daughter has received very good care 
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and it's never been a case where she hasn't been able to access it. She 

can have access to the crisis team, which is working for her… lots of 

people may be having challenges with access hence policy-makers 

could improve access to care for people with mental illnesses 

(Participant 19). 

Another participant reflected on the lack of diversity of available support services for persons 

with mental illnesses with respect to both older and younger populations, which to them, tends to 

benefit the younger generation with more interventions. The participants believed there should 

be more outreach and less confined ways to ensure diversity in terms of who can access service: 

…there's an older generation of individuals like my brother, who have 

been living with a diagnosis for so long and they're caught between 

worlds. People who are more newly diagnosed are getting the benefit 

of the changing approaches to care which are becoming more 

compassionate and becoming more trauma and violence informed. 

But people like my brother have gone too far into being discriminated 

against and mistreated and excluded to the point where there are no 

real programs that can help them. …. (Participant 11). 

Free access to quality support services: The provision of adequate and free mental health 

support services in our communities was advocated by several participants. During the 

interviews, participants advocated for more creativity in mental health-related system design as 

well as adequate funding for mental health programs. One participant explained:  

…. challenging to figure out how to deliver services. Better and more 

person-centered, but I think that there's room for more creativity in 
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how those policies roll down the programs they run. And I think we 

need more funding for people's mental well-being. I think people 

need access to key publicly paid-for short and brief interventions 

(Participant 25). 

Likewise, other participants proposed: “I think policy-makers can do more to support persons 

living with mental illnesses in our communities. There should be more free quality support that's 

accessible” (Participant 24). Another participant intimated: 

I believe that policy-makers should do more to help people with 

mental illnesses who are struggling with a disability. Checks are very 

limited, so if my brother didn't have a house that my mother bought 

him, he would have been in the worst condition by now (Participant 

30). 

5.4 Discussion 

We conducted this study to explore the lived experiences of family members of persons 

with a diagnosis of mental illness and how they enact or address potential familial mental illness 

stigma. Findings of this research revealed both the potential for existence of familial mental 

illness stigma at the family level perpetrated by some family members or close relatives towards 

their loved ones, along with actions taken to prevent or reduce this stigma. It is worth noting that 

the high educational levels of participants might have influenced their perspectives of familial 

mental illness stigma as high education can relate to high income, and therefore access to 

additional private supports. Participants’ stories showed that familial mental illness stigma is 

interconnected with other social sources of mental illness stigma. Blame was also pointed 

towards healthcare systems wherein inadequate services were rebuked for increasing the types of 
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stressors that might lead to discriminatory behaviours. The more that individuals were forced to 

depend on their immediate families for daily needs, the more tension was felt within some 

families. In the end, participants of this study underscored potential policies and interventions 

necessary to transform the existing services to make persons with mental illnesses more 

independent. Our study adds to the existing body of literature on various forms of stigma, filling 

in some of the gaps, specifically how family members themselves navigate familial mental 

illness stigma (Adu et al., 2021, 2022; Chen et al., 2013; Corrigan, 2022; Frieh, 2020; Suto et al., 

2012; van Der Sanden et al., 2015). 

Stigma within families does not sit apart from other family dynamics, but rather the 

multi-layered interconnectivity of family relations pre-dates diagnosis and the accompanying 

symptoms of mental illness. These complexities sometimes add to both positive and negative 

existing familial relationships. For instance, some families responded to symptoms and 

diagnoses with compassion, and in most cases, family members provided resources to support 

the mental health of their relatives; however, it was noted that at times this support was focused 

on family members protecting themselves from associative mental illness stigma. Where these 

concerns were the greatest, some family members isolated their loved ones living with mental 

illnesses. This might have unintended harms related to the prevention of access to support. These 

findings are analogous to those on the fear of associative stigma that compels some family 

members to reduce social contact with their relatives with mental health issues and in the end, 

stop supporting them both emotionally and practically (Suto et al., 2012; Stuart et al., 2014a, 

2014b; van Der Sanden et al., 2015). Some family members engaged in concealment, which may 

have had negative implications for access to care. This social exclusion was also extended to 

other social events within their local communities. These observations align with other findings 
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that most persons with lived experiences of mental illnesses are excluded to some degree from 

family and community participation (Adu et al., 2022; Rössler, 2016; van Der Sanden et al., 

2013, 2015). Such exclusions have implications on the self-worth and personal empowerment of 

the affected individual, which in turn, could prolong their recovery.  

The study participants acknowledged frustrations and stressors connected to the care of 

persons with mental illnesses as part of the complex interplay within family systems and situate 

blame for mental illness stigma within this experience. The frustrations included blaming the 

individual experiencing an illness for the symptoms of their condition. This reproach is felt by 

the individual and can become a barrier to recovery as they hide their challenges from family 

members. In this context, disclosure is challenging, often “a double-edged sword” as those living 

with mental illnesses navigate the potentials of either support or stigma from their loved ones 

(Corrigan et al., 2010; Umberson & Karas Montez, 2010).  

Our findings revealed that if family members lack knowledge or carry societal 

misconceptions about mental illnesses, they can perpetuate social isolation and emotional 

distress of their loved ones. Our participants highlighted other family members who would 

exclude those with mental illnesses from opportunities to exercise autonomy or power within the 

family unit. This exclusionary approach parallels experiences that persons living with mental 

illnesses encounter devaluing stereotypes in other social contexts such as school or workplaces 

(Link & Phelan, 2001; Lucas & Phelan, 2012; Rössler, 2016). Therefore, there is no guarantee 

that all those who face exclusion in broader society will find solace within the family unit.  

 While participants noted the ways that their loved ones are stigmatized within their 

families, they also provided recommendations for how society can do a better job at creating a 

supportive context. Some of them focused on individual level interventions such as increasing 
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understanding of mental illnesses within families. The family members also suggested 

transformative education with a focus on social contact-based education to correct some common 

fallacies and fears about mental illnesses. This is grounded in the idea that erroneous beliefs 

regarding mental health issues have contributed to the persistence of public stigma as well as 

stigma within families. Using positive media stories and social contact-based education with 

intentionality is promoted, where persons with lived experiences are given platforms to exchange 

ideas with members of the public on mental illnesses to reinforce societal understanding of 

mental health problems. This approach is evidence-based and tends to reduce the rising social 

stigma in public spaces which could have a ripple effect on other forms of stigma (Adu & 

Oudshoorn, 2022; Stuart et al. 2014a, 2014b; The National Academies Press, 2016). Participants 

noted that addressing broader social stigma of mental illnesses should translate positively into 

family interactions as well. 

 A focus on recommendations for improving understanding was related to the ideas of 

diagnosis, familial education, and disclosure. Participants’ reports on strategic disclosure or 

selective versus full disclosure are consistent with previous studies, which revealed that strategic 

disclosure allows individuals to find safest ways to tell their story (Adu et al., 2021, 2022; Rüsch 

et al., 2017; Üçok et al., 2011). If individuals have the luxury to educate their family members 

before a full disclosure is made, it can create a safer context (Brouwers et al., 2020; Corrigan, 

2022; Evans-Lacko et al., 2012; Reavley & Jorm, 2015), including the prevention of familial 

mental illness stigma. Family members' understanding of their loved one’s mental health 

challenges through familial education by the affected individuals could potentially lead to both 

practical and emotional support within their immediate environment.  
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5.5 Policy implications 

While the aforesaid approaches look to reducing stigma at the individual level, 

participants highlighted that transformation of healthcare systems would create a better context 

for stigma to be mitigated. Unfortunately, the social stigma of mental illnesses continues to be 

present in the fabric of society, including across high-income countries. Reducing social stigma 

is an ambitious but necessary endeavor to support families and their relatives with mental 

illnesses. 

Further, participants in this study identified the need for health systems reforms where 

equal attention will be given to curative and preventative services. Participants felt reforms in the 

mental health systems could be fundamental to reducing the wait time for initial assessments to 

avoid undue complications before a diagnosis is determined. Early detection and treatment have 

been found to result in a good prognosis. Good policies with adequate funding for programs to 

support persons with mental illnesses in the management of their symptoms will be vital in 

bridging the existing ‘we and them’ gap within the social realm.  

5.6 Limitations 

Our findings represent the perspectives of family members (particularly women) of 

persons with mental illnesses in a single mid-sized city in Ontario, Canada. Data were collected 

through the Zoom platform due to the Covid-19 restrictions which made it difficult to do any 

direct recruitment of participants to increase diversity of experiences. Therefore, there are 

potential limits to the transferability of these findings to other social contexts. Also, since the 

researchers sought to recruit only persons who could speak and understand English, there are 

limitations related to diverse cultural experiences of stigma, a culturally mediated phenomenon.  
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5.7 Conclusion  

Our findings confirm the existence of familial mental illness stigma from the viewpoints 

of family members of persons with mental illnesses in a high-income country and add to the 

growing body of literature on mental illness stigma. While the presence of familial mental illness 

stigma is acknowledged in current literature, the particularities of how this is lived and navigated 

have received little study. Family members largely situated familial mental illness stigma within 

broader stressors of limited services as well as broader social stigma. Confronting stigma both 

directly and at these root causes should improve the well-being of those living with mental 

illnesses, including openness of access to services. Participants suggested the need for more 

social contact-based education and positive media messaging to correct ongoing misconceptions 

around mental illnesses. The study participants also recommended reforms in health service 

access and community services to better equip individuals with lived experiences of mental 

illnesses to meet their needs and ultimately optimize empowerment and independence. 

Therefore, transformation of familial mental illness stigma sits within other calls for enhancing 

mental health and social services across Canada.  
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Chapter 6: Summary, Conclusions, and Recommendations 

 
This chapter summarizes the findings, conclusions, and limitations of the study. It also 

provides recommendations for policy, practice, education, and further research.  

6.1 Thesis Overview 

This study explored the experiences of familial mental illness stigma among individuals 

living with mental illnesses and their close relatives. Familial mental illness stigma is simply 

family members or close relatives perpetrating stigma against their loved ones with mental 

illnesses or mental health problems. This thesis is comprised of three analyses, each represented 

by a chapter herein that covered a portion of the overall objectives of the study. Familial mental 

illness stigma is rooted in societal stigma, hence this scholarly work has the potential to 

contribute to the development of strategies that broadly counter stigma, while also particularly 

addressing mental illness-related stigma within the family system.  

Study 1 explored the scope of qualitative peer-reviewed literature that has contributed to 

the understanding of familial mental illness stigma in high-income countries for the past two 

decades. The outcome of the meta-synthesis showed that some family members or close relatives 

of persons with mental illnesses who have stigmatizing beliefs perpetrate stigma against their 

loved ones to ‘save face’. Again, the analysis pointed to familial mental illness stigma as harmful 

due to the likely alienation it brings within the home environment of affected persons. Study 2 

looked at the experiences of familial mental illness stigma among individuals living with mental 

illnesses, and study 3 included perspectives of their family members.  



213 
 

   

6.2 Summary of Findings  

Study 1. The goal of this study was to explore the existing literature on familial mental 

illness stigma among individuals with mental illnesses in high-income countries, with a focus on 

peer-reviewed papers, to understand the breadth of current literature. While the stigma connected 

to mental illnesses is considered universal, high-income countries were selected for this meta-

synthesis as a springboard to familial mental illness stigma research in Canada. The focus of this 

meta-synthesis was peer-reviewed qualitative literature to understand the human experiences of 

familial mental illness stigma. The analysis produced seven themes that spoke of various forms 

of familial mental illness stigma and ways to reduce them. For instance, nondisclosure of mental 

illness was revealed to be risky due to possible hostility or isolation within the immediate 

environment of the affected person. Safe disclosure of mental health problems and social contact 

within the family system were found to be fundamental to ensuring emotional support for 

persons with mental health issues. Findings echo those of Adu et al. (2022) that familial mental 

illness stigma is one of the most hidden and particularly taboo forms of stigma enacted within 

some families.  

The scarcity of empirical studies focused on familial mental illness stigma within the last 

two decades underscored the necessity for more primary research to inform policy and practice 

to create enabling environments for persons with mental health challenges and their families. 

Familial education was identified as a vital step for close relatives to appreciate the complexities 

of mental illness-related stigma and the need for them to support their loved ones with a 

diagnosis to prevent isolation and loneliness within families. As has been noted by the APA 

(2020) and Adu et al. (2022), the willingness of families to reduce stigma toward their relatives 

with mental illnesses is crucial for reducing the social exclusion accompanying mental illness.  
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Study 2. The goal of this study was to understand the experiences of familial mental illness 

stigma among individuals living with mental illnesses. Some persons living with mental illness 

may experience stigma from both their close relatives and extended family members, which 

could be influenced by public and associative mental illness stigma. The design for this study 

was interpretive phenomenology. The data analysis produced five themes elucidating 

participants' experiences of familial mental illness stigma and ways to confront them. The stories 

of participants demonstrated the existence of familial mental illness stigma in some families. 

Although enacted within the family unit, familial mental illness stigma is entrenched in broader 

societal stigma, which may influence the stigmatizing beliefs of some family members. The 

findings of this primary study also corroborated those of the meta-synthesis (Study 1), including 

unfair treatment, risk of divorce, loss of social status, emotional abuse, loneliness, and 

isolation⸺ with social and health implications for both family members and affected individuals. 

It is worth noting that regardless of the mistreatment and exclusion reported by some participants 

with mental illnesses, many family members fully support their loved ones toward recovery, 

devoid of any noted incidents of stigmatization. Pirkis and colleagues (2010) as well as the 

Public Health Agency of Canada (2006) have similarly noted the key role that families can play 

in mental health support. Some participants also described disclosure and concealment of a 

mental illness or diagnosis as strategies they employed to confront familial mental illness stigma. 

The exclusion of persons with mental illnesses from decision-making and information sharing 

within families was identified as a challenge by some participants. This led to self-stigma and its 

related problems, including concealment.  

Study 3. The purpose of this study was to explore how family members or close relatives of 

individuals with a diagnosis of mental illness address potential familial mental illness stigma. A 
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critical look at the extant literature showed a paucity of primary research that examined family 

members as potential perpetrators of stigma against their loved ones with mental illnesses. While 

this study complements the findings of Study 2 in the same research setting, data were collected 

from family members. The purpose was to understand family members’ perspectives and 

potential differences in the narratives put forward by their relatives living with mental illnesses. 

This adds layers of understanding for a complex social process. Family members’ viewpoints on 

familial mental illness stigma and ways to reduce stigma yielded five themes. For example, it 

was noted that the misgivings or difficulties associated with mental health problems and the 

compounded public stigma may create a context for familial mental illness stigma to occur. 

Social stigma was influential in the ongoing family dynamics of people living with mental illness 

within the family system. Familial mental illness stigma can be worrisome due to the tendency to 

produce alienation within the affected person's home environment, hence, family members 

recommended social contact-based education (see for example Adu et al. 2022a, b; Adu & 

Oudshoorn, 2022) and positive media messages to reverse the increasing myths connected to 

mental health concerns (Robinson et al., 2017).  

Family members of this study suggested promising approaches, including transformative 

education to openly confront all forms of mental illness stigma within public consciousness. 

These approaches are contingent on the provision of good social systems and health systems 

reforms. Some family members saw transformative education as a positive persuasive 

communication tool that could change societal attitude toward mental illness-related symptoms 

and correct some of the lingering misconceptions about mental health problems. Normalizing 

mental illness-related symptoms in the public realm was seen as vital to the creation of enabling 

environments at the societal level to foster belonging. 
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6.3 Strengths and Limitations 

All three studies contribute in a complimentary manner to the overall story of the 

experiences of family mental illness stigma that evolved through this project. The experiences of 

mental illness stigma are understood through the existing literature, those who encounter the 

stigma, and those who are the potential enactors of stigmatizing views. While this approach lends 

an in-depth description of the experience of familial mental illness stigma, there are still some 

limitations to the approach taken. Data collection and analyses were limited to the perspectives 

of those living in a single city in a high-income country. Because stigma is social and cultural, 

there is no guarantee that Canadian experiences of mental illness stigma is translatable across 

other cultural contexts. Additionally, the qualitative design of the research does not allow for any 

conclusions regarding the scale at which familial mental illness stigma is occurring, and the 

presence or absence within our sample size cannot be extrapolated quantitatively. The location of 

data collection may also have influenced results, as recruitment was primarily of those living 

within a mid-sized urban environment with acute, tertiary, and community mental health 

services. Overall perspectives on mental illness may differ, for example, in more rural 

environments or environments where mental health services are not readily available. 

Data collection was limited by the COVID-19 restrictions in place within the research 

setting. Public health protocols to control the spread of COVID-19 infections at the time did not 

permit in-person data collection. This impeded the ability to intentionally recruit to enhance 

diversity across social locations, for example, recruitment to ensure gender diversity, as reliance 

was on social media recruitment rather than recruitment within on-site mental health services. 

Data for this study primarily involved the views of women, with only three men and one gender-

diverse person. All participants were White Caucasians with exception of one person who 
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identifies a racialized person from the Middle East. Therefore, findings will miss out on 

important cultural nuances of different families and different perceptions of mental illness as 

stigma experiences may differ across different ethnic and cultural groups within Canada. The 

COVID-19 protocols in health institutions within the research settings also caused delays in 

obtaining ethics approval for the recruitment of health professionals as a potential third group of 

participants. Health professionals may have interesting perspectives to add regarding how they 

see familial mental illness stigma enacted in the families they support. Unfortunately, the 

perspective of health professionals was excluded as recruitment was not deemed feasible during 

the intensity of the pandemic. Lastly, in terms of diversity of the sample, this study focused on an 

adult population. We suspect that experiences of children and youth with familial mental illness 

stigma would differ from the experiences described by our participants.  

6.4 Implications for Policy 

Implications from the stories of participants as they relate to policies are two-pronged: 

one focusing more upstream on overall services, and one focusing more directly on mental 

illness stigma reduction. In terms of looking upstream, an underlying consideration throughout 

the stories of participants was the challenge to access sufficient and timely support for treatment 

and management of mental illnesses. Participants noted that stigma is often tied to behaviours 

connected to illness, and that if resources were sufficient to manage illness, these challenging 

familial interactions would be reduced. Therefore, this work emphasizes the need for health 

systems reforms to ensure adequate attention to both curative and preventative mental health 

services that has been called for by many others (Adu et al., 2022c; Corring et al., 2016; Kirby & 

Keon, 2004; Wiktowicz, 2005). Timely assessment and treatment are required for quality mental 

health care, and participants noted barriers to access. Broader support services based in 
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communities that can walk people through challenges, such as working with their family around 

management of their illness, is an example of a systems approach that would create a better 

context to protect individuals. Beyond primary and acute care services, access to affordable 

psychotherapy and counseling can support medical treatment approaches (Mental Health 

Commission of Canada, 2017).  

Secondly, in considering policy approaches to address mental illness stigma at a societal 

level, participants noted that familial stigma is often a broader social stigma being enacted 

locally. Non-discrimination policies are an appropriate starting point to consider how to reduce 

mental illness stigma, yet stigma continues to be seen in sensationalized presentations of serious 

mental illness (Rüsch, 2022; Thornicroft et al., 2022). Those living with mental illnesses and 

service providers can be advocates to enhancing non-discrimination policies that include familial 

mental illness stigma. 

6.5 Implications for practice  

Health care professionals’ ability to advise family members on their potentially 

stigmatizing beliefs during service delivery is critical to reducing the ongoing familial mental 

illness stigma and other forms of stigma (Shamsaei et al., 2018; Sunderland & Mishkin, 2013). 

That is, a typical clinical practice can focus on family-centered care (Skundberg-Kletthagen et 

al., 2020; Ward et al., 2017), where persons with mental illnesses, family members, and service 

providers play key roles in promoting health and well-being of the affected individual. Through 

this approach, service providers may be able to uncover any hidden distress within the family 

connected to their clients' illnesses. Having identified the needs of both affected persons and 

families, health providers can then advise them based on their strengths and weaknesses. Persons 

with mental illnesses and their families should also have opportunities to be involved in the 
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planning and development of mental illness-related stigma education and training programs. 

Including the voices of lived expertise is the best approach for stigma reduction (Adu et al., 

2022b; Pietrus, 2013; The National Academies Press, 2016; Thornicroft et al., 2022).  

Overall, our findings highlight once again that family members are a key source of 

support for persons with mental illnesses, but this is nuanced as they can also discriminate 

against their loved ones. Ideally, health professionals and other service providers should assess 

and understand how patients want family members to be involved in their care, what family 

member knowledge and understanding of mental illnesses are, and where they can facilitate 

access to the right resources for learning. In this case, health professionals might educate families 

on mental illnesses, particularly their loved one’s diagnosis, to mitigate ongoing anxieties 

regarding their prognosis. Family members understanding of their relatives’ conditions and ways 

to manage them helped in reducing familial mental illness stigma in some families, as has been 

found in other studies (Adu et al., 2022b; Ong et al., 2021). 

Another aspect of mental health practice is public education to reduce stigma. As 

educators, health professionals can play a role in supporting high quality public messaging about 

mental illnesses more generally, as well as targeted stigma reduction. These messages contribute 

to the ongoing normalization of mental illnesses (Bayar et al., 2009; Pietrus, 2013; Stuart, 2016) 

via the provision of evidence-based knowledge about mental health. This could include more 

localized approaches such as a community-based stigma reduction programs whereby persons 

with mental illnesses are given a platform alongside their families to share experiences and 

connected at a personal level with those who may not have had these experiences. This social 

contact-based approach is congruent with evolving evidence regarding stigma reduction (Adu et 
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al., 2022a; Adu & Oudshoorn, 2022; Griffiths et al., 2014; The National Academies Press, 2016). 

Health professionals can play a role in facilitating these approaches.  

6.6 Implications for Education 

 Findings from this study have practical implications for the education of health care 

professionals and how this informs their interactions with persons living with mental health 

concerns and their family members. While most health professional students will presumably be 

familiar with mental illness stigma more broadly, stigma occurring within families might be an 

overlooked consideration. Through this research we have shown how familial mental illness 

stigma can increase what is already a high risk of social isolation. Students should be educated 

on all forms of stigma, including stigma by association, self-stigma, and familial stigma. While 

family-centred care is already a primary focus on many health professional education programs, 

educators should be sure to note that not all families are a positive source of support, or within 

families there are often varying perceptions and degrees of support. 

6.7 Directions for Future Research 

A major finding from this thesis is that familial mental illness stigma as ingrained in the 

broader societal stigma. The fight against familial mental illness stigma depends partly on active 

reduction in broader social mental illness stigma. Further research is needed to critically explore 

the connections between familial, public, and associative stigma to ascertain a baseline to inform 

anti-stigma programs seeking to reduce familial mental illness stigma in high-income countries 

and beyond. Researchers in high-income countries should undertake longitudinal studies that 

include persons with mental illnesses, family members, and health professionals to investigate 

the relationships between stigma by association and familial mental illness stigma, unpacking 
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potential intervention points both within and beyond the family system. Consistent with the 

extant literature is the role of social contact-based education as transformative education in 

reducing mental illness stigma at the family and societal levels⸺ researchers in high-income 

countries should continue exploring this possibility to assess its effectiveness in various 

modalities.  

In the future, I hope to expand on this research by combining the knowledge of mental 

health professionals, individuals with lived experiences of mental illnesses, and family members 

in more intervention-based work that transforms stigma and enhances recovery experiences. I 

will expand this study to continue abroad, specifically in Ghana where I have practiced as a 

nurse and a hospital administrator, to understand differential cultural factors that influence 

familial stigma, and potentially differential intervention approaches. The long-term goal of this 

research program is to create knowledge to drive policy and practice and ensure the positive 

inclusion of persons with mental illnesses in their families and beyond.  

6.8 Conclusion 

This qualitative study reported on the findings from 15 persons with mental illnesses and 

15 family members or close relatives of persons with mental health problems, as well as a review 

of current literature, to understand lived experiences of familial mental illness stigma and how it 

could be confronted within families. The study captured diverse forms of familial mental illness 

stigma that are often the most hidden types of stigma. Some family members in this study 

blamed the increasing stigma within the family system on the limited social and community 

services available to support the well-being of their loved ones, alongside public stigma. Familial 

education by persons with mental health problems was considered imperative to family members 

understanding of the complex interplay of mental illness stigma and the need for both emotional 
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and practical support toward their recovery. Family members’ perceptions of familial mental 

illness stigma in this study will be useful in shaping existing policy interventions to create 

supportive environments necessary to sustain families and permit the inclusiveness of all 

persons. Apart from the diverse perspectives on familial mental illness stigma that family 

members brought to the study, their involvement helped create knowledge and understanding of 

the phenomenon to inspire future research-to-action and bridge existing gaps within services and 

education. 

Familial mental illness stigma can negatively impact psychological well-being and 

personal empowerment of persons living with mental illness. Many participants in this study 

experienced relationship breakdowns and divorce, which they perceived as prolonging their 

recovery. The fear of public stigma was identified as one of the causes of families themselves 

isolating their loved ones. However, participants’ accounts showed that not all persons with a 

mental illness reported being mistreated or stigmatized by their family members. Several 

participants suggested reforms in health service access and community social services to 

adequately support and empower persons in Canada. Policies, interventions, and programs 

toward solutions to curtail familial mental illness stigma are needed to ensure inclusiveness at the 

family and societal level.  
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Appendix B: Letter of Information and Consent 
 

Title of Study: Familial Mental Illness Stigma Study 

 

Principal Investigator:     Co-Investigator: 

Prof. Abe Oudshoorn       Joseph Adu 

Arthur Labatt Family School of Nursing                                Health and Rehabilitation Sciences 

Western University      Western University 

London, ON       London, ON 

N6A 5B9       N6A 3K7                                                   

 

1. Invitation to Participate 

You are invited to participate in a research project titled the ‘Familial Mental Illness Stigma 

Study’. The study is being conducted by investigators from Western University, Canada. This 

study will include those living with a mental illness and their family members or close relatives. 

The purpose of this letter is to provide you with information needed to make an informed choice 

about your potential participation in the study. 

2. Purpose of this Study 

The study aims to explore familial mental illness stigma as experienced by individuals living 

with a mental illness or mental illnesses.   

3. Inclusion & Exclusion Criteria 

Eligibility to participate in this study includes being: 

1. An individual living with a mental illness or mental illnesses or a diagnosis of a mental 

illness 

2. An individual aged 24 years and older 

3. Family members/close relatives of an individual diagnosed of mental illness/ living with 

mental illnesses 

4. All participants should reside in London-Middlesex 
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4. Exclusion Criteria 

1. All individuals who are 24 years and older who do not have symptoms of mental 

illnesses or a diagnosis of a mental illness within London-Middlesex 

2. All individuals who are 24 years and older who have symptoms of mental  

illnesses or a diagnosis of a mental illness and live outside London-Middlesex 

3. All individuals living with a mental illness or mental illnesses or a diagnosis of a 

mental illness, and are below 24 years of age within London-Middlesex 

4. Family members/close relatives of individuals without a diagnosis of mental illness  

5. Study Procedures and duration 

If you agree to partake in the study, you will be asked open-ended questions about mental illness, 

mental illness stigma, and experiences of living with mental illness or caring for those living 

with a mental illness. The interview guide will be given to you during the interview so you know 

the questions to be asked. The in-depth interview will take approximately 45-60 minutes to 

complete and will be audio recorded per your consent for transcription after the interview.  

You will also complete a short socio-demographic information such as age, gender, race and 

ethnicity, marital status, occupation, and level of education to allow us to further describe our 

research. 

6. Possible Risks and Harms 

There are no physical risks related to participation in the study. However, issues regarding 

mental illness stigma may arouse negative emotions. Therefore, there is the potential of some 

emotional and psychological discomforts occurring while sharing your experiences during the 

interview.  

7. Possible Benefits 

Sharing your unique lived experiences of familial mental illness stigma provides helpful 

subjective data to understand what we can do to further reduce stigma. Findings from this study 

could benefit society more generally through guiding practical policies to reduce familial stigma 

in our communities.   
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8. Voluntary Participation 

Participation in this study is completely voluntary. It is your own choice to contribute to the 

study. Participants are at liberty to exit the interview or study at any time without any penalty or 

consequences. You may also choose to skip any questions that you find uncomfortable to 

answer.   

9. Confidentiality 

Through participation you will be providing researchers with personal information such as name, 

age, occupation, level of education, and email address as well as your signature on the informed 

consent. Your personal information will not be revealed to anyone outside the research team. All 

data pertaining to this research will be saved and backed up on an encrypted personal computer 

and encoded hard drive intended for the study. The data will be kept for seven (7) years in 

agreement with Western University’s policy. Confidentiality and anonymity of all participants 

will be assured by the researcher and his team. This will be done by asking all who might assist 

with data management to sign a confidentiality agreement to protect the views of respondents, 

and no participant’s name will be included in any presentations, policy briefs, and publications 

per the study for the sake of privacy. Participants names will, therefore, be replaced by 

pseudonyms and unique identification numbers used to conceal your identity. To ensure data 

security, all information gathered for this study will be kept in a secured, locked room at Western 

University. All files that pertain to data will be secured using passwords that are known to only 

the investigators. Hard copy records will be protected in cabinets within the locked room and 

shredded at the end of the period specified as directed by the university ethics board. With your 

consent, direct quotes may be used in reporting the study findings. Any information identifying 

yourself or others will be removed from these quotes.   

10. Compensation 

Although we do not intend to pay participants for contributing to our study, persons with mental 

illnesses and family members/close relatives will be given an incentive of $20 CAD as a stipend 

for their time if they consent to participate in the interview.  
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11. Rights as a participant 

Participation in this study is voluntary. You may decide not to be in this study at any given time.  

12. Contacts for Further Information: 

If you have further questions regarding this research study please, contact the co-investigator, 

Joseph Adu at or the Principal Investigator, Prof. Abe Oudshoorn. Furthermore, if you have any 

questions about your rights as a research participant or the conduct of this study, you may 

contact The Office of Research Ethics at (519) 661-3036, 1-844-720-9816, email: 

ethics@uwo.ca. This office oversees the ethical conduct of research studies and is not part of the 

study team. Everything that you discuss will be kept confidential.   

13. Consent form 

Q1. After reading the letter of information on the study, have you understood the scope of the 

study and agreed to participate?  

[  ]  YES [  ] NO 

Q2. From the information letter, have all questions been answered to your satisfaction? 

[  ]  YES [  ] NO 

Q3. Do you agree that your responses be audio-recorded in this study?  

[  ]  YES [  ] NO 

Q4. Do you agree to the use of anonymous quotes obtained during the study in communicating 

our findings? 

[  ]  YES [  ] NO 

I consent that I have understood the study and I am willing to participate in the research. 

Participant signature: My signature indicates my informed consent to participate in the research 

study 

__________________________________            _________________        ______________ 

Print name of participant                         Signature          Date (DD-MM-YYYY) 

 

__________________________________            _________________        ______________ 

Print name of person obtaining consent     Signature          Date (DD-MM-YYYY) 

This letter is yours to keep for future reference. 

mailto:ethics@uwo.ca


234 
 

   

Appendix C: Participants Recruitment Script 
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Appendix D: Interview Guide for Persons with Mental Illnesses 
Demographic 

Participants unique identification numbers   

Age 

Gender 

Race and ethnicity 

Marital status 

Occupation 

Residing in owned home, rented accommodation, no fixed address – living alone or with others – 

if yes, whom 

 Diagnosis 

 Level of education  

Interview questions  

1. You’ve been invited to participate as a person who has experienced a mental illness. Can 

you tell me a bit about the history of your mental health? 

a. When did you first feel that maybe your mental health wasn’t as good as it could 

be? 

b. When did you first seek help? 

c. Did others ever comment on your mental health? 

2. [If diagnosis and hospitalization were separate events] When did you first receive a 

diagnosis? 

a. How did you feel at this time? 

b. What supports did you receive 

3. Tell me about the process of being hospitalized? 

a. Were you in favour of going to hospital? 

b. Did you have supports from family while in hospital? 

4. Thinking more about the experience of living with a mental illness, what has it been like 

for you? 
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(a) Have you ever felt discriminated against because of your mental illness? 

(b) Have you ever experienced discrimination from a family member in particular? [If 

yes] Can you tell me more about how that has felt? 

(c) [If yes] In your own view why do family members discriminate against their relatives 

with mental illnesses? [If no] Not with your experience in particular, but why do you 

think in other cases family members might discriminate against their loved one with a 

mental illness? 

(d) Overall, how supportive have your family members been toward your care since your 

diagnosis and/or your hospitalization? What kind of activities do your family 

members help you with? How do you feel about the help they give you? 

5. In terms of how you feel about yourself, do you feel different from other members of 

your family? How is it like? 

(a) Do your family members involve you in family decision-making? Do your family 

members seek your opinion on issues that relate to the well-being of all family 

members?  How often do they seek your opinion on important matters that need 

attention from all family members?  

(b) Could you describe how you feel about your involvement in family matters; before 

and after your diagnosis of a mental illness? 

6. Do you tell others outside your family about your mental illness? 

a. Have family members or professionals ever encouraged you to speak publicly or 

not to speak publicly about your mental health? 

7. Tell me about your relationship with your friends? Do your friends know about your 

diagnosis? [If yes] How do they behave towards you after knowing about your diagnosis? 
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8. Do you have any close siblings? [If yes] How is your relationship with your siblings? 

How do they behave towards you after your diagnosis? 

9.  Are you currently in a romantic relationship? [If yes] How has your partner reacted to 

your diagnosis?  

10. Do you receive any ongoing support for your health and well-being on a daily basis? [If 

yes] Do you feel like you have sufficient decision-making authority in your daily care? 

11. [If they noted in the demographics, they live with family members] Is living with family 

members your ideal living arrangement? How do you see your relationship with your 

family moving forward? 

12. Thinking over the long term, in your own opinion, what role do you think family 

members play in your ongoing mental health recovery?  

13. What do you think can be done to reduce negative behaviours and beliefs towards people 

with mental illness? What do you expect policymakers and civil society organization to 

do to prevent negative behaviour towards persons with mental illness from happening in 

our communities? 

14. Do you have any questions or comments for me?  
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Appendix E: Interview Guide for Family Members (Close Relatives) of 

Persons with Mental Illnesses 
Demographic 

 Participants unique identification numbers 

Age 

Gender 

Race and ethnicity 

Marital status 

 Occupation 

Level of education  

 

1. So, before we get into specifics, I want you to talk about mental illness stigma more generally. 

What kind of mental illness stigma do you think people experience in Canada today? 

2. Do you think stigma has gotten any better in recent years? 

3. What do you think causes mental illness stigma? 

4. You’ve been invited to this study because of being the family member of a person diagnosed with 

a mental illness. Can you tell me a bit about your family member who lives with a mental illness? 

a. How long have they been living with a diagnosis?  

b. What kind of supports do they receive?  

c. How often do you see them? 

5.  How would you describe your experiences of having a family member who lives with a mental 

illness? 

a. What have been the most important things you have learned through this? 

b. What have been the largest challenges they have faced? 

c. What have been the largest challenges for you, personally? 

 

6. Has this experience changed how you understand mental illness?  

a. [If yes] How so? 

7. Now let’s talk specifically about stigma. Do you believe your [family member] experiences of 

stigma is because of their illness? 

a. What kinds of stigma do they experience? 
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b. Have you ever been present when you saw them being discriminated against because of 

their illness? What was that like? 

8. In this study we hypothesize that family members themselves might stigmatize their loved ones 

with a mental illness. Personally, do you feel like anyone in your family has acted in ways that 

are discriminatory towards your loved one with a mental illness? 

 

(a) How supportive have your family members been toward the care of your relative through their 

illness?  

a. [If you provide a lot of direct support yourselves] What kind of activities do your family 

members help you with?  

b. How do you feel about the help they give you? 

9.  Thinking honestly about your experiences through this all, do you think your attitude towards 

your loved one has changed since they started experiencing symptoms of mental illnesses?  

a. How was your relationship with your relative before their diagnosis?  

b. How close are the two of you now?  

10.  If you were ever to notice family members treating your loved one poorly because of their 

mental illness, how do you think you would address these negative behaviours?  

a.  Is [family member] involved in family decision-making? If so, how often do you seek their 

opinion on important matters that need attention from all family members?  

11. What is your opinion about other extended family and friends knowing about the diagnosis of 

your relative?  

a. Do you ever [yourself] feel embarrassed about their illness? 

12. Has your relative’s diagnosis had any impact on you in terms of your relationships with others? 

How comfortable are you discussing your relative’s diagnosis with close friends?  

13. In conclusion, what do you think can be done to reduce negative behaviours towards people with 

mental illnesses?  

14. Do you have any questions or comments for me? 
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