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Thesis Overview 

Individuals with intellectual disabilities are eligible for out of work and disability benefits 

within the United Kingdom (UK) welfare system. Research suggests that the welfare system causes 

psychological harm (Arie, 2018), which has been linked to work capability assessments (WCA; 

Barr et al., 2016). Existing studies on people who claim benefits (e.g. Allen et al., 2016) have not 

focussed on the experiences of people with intellectual disabilities. The aim of this project is to 

explore the experiences of people with intellectual disabilities who undergo WCA and provide 

insight into potential interventions to reduce any psychological distress related to claiming benefits.  

Stigma is experienced by people who claim benefits (Baumberg et al., 2016) and people 

with intellectual disabilities (Scior, 2016). Stigma has been linked to psychological distress in 

people with intellectual disabilities (Ali et al., 2015) and people who claim benefits (Thompson, in 

press). Self-stigma may be particularly harmful (Boyd et al., 2014). It has been suggested that self-

compassion may act as a buffer between self-stigma and distress (Wong et al., 2019). Therefore, 

Chapter One of the thesis comprises a systematic review of literature examining the relationship 

between self-stigma and self-compassion. The synthesis of twenty quantitative papers demonstrated 

consistent, inverse associations between self-compassion and self-stigma scores, suggesting that 

self-compassion could have potential benefits for reducing the impact of self-stigma.  

Chapter Two is an empirical paper exploring the lived experiences of eight people with 

intellectual disabilities in the UK, who were interviewed about their experiences of being assessed 

for welfare eligibility. Interpretative phenomenological analysis (IPA) suggested five closely related 

themes; living in fear; marginalisation; relationship with the assessor; others as a safe base; and 

finding value. The findings captured the distressing nature of the benefit assessment process for 

people with intellectual disabilities. Although this was an exploratory study, findings suggest that 

future research and interventions might be usefully targeted towards improving the experience of 

the assessment process, as well as clinically treating individual’s responses to the assessment 

process. Recommendations for change across individual, systemic and policy levels are included. 
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Chapter Two was prepared with consideration to journal submission (Journal of Applied Research 

in Intellectual Disability), however the thesis version exceeds the journal word count requirements 

to reflect the level of detail required for thesis submission.  
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Chapter I: Examining the relationship between self-stigma and self-compassion.  

 

Abstract 

Objectives: Self-stigma is thought to negatively impact on self-esteem and wellbeing. Self-stigma 

has been found in some individuals with stigmatised identities, but not everyone who experiences 

public stigma internalises stigma. Self-compassion has been hypothesised to reduce the risk of self-

stigma and the negative outcomes associated with it. This review examined the nature of the 

relationship between self-compassion and self-stigma and explored the evidence for Wong et al.’s 

(2019) model: Hacking Stigma by Loving Yourself. Method: A systematic review of published 

studies that reported the correlational relationship between self-compassion and self-stigma, using 

univariate or multivariate methods. Results: Twenty papers were included, with 21 data-sets that 

investigated self-stigma related to: weight, mental health, sexual minority status, help-seeking, 

affiliate stigma, and HIV. Self-stigma scores showed consistent, inverse associations with self-

compassion scores in univariate analyses (r= -.12 to r= -.68). Significant, inverse relationships 

were maintained with multivariate analyses (β= -.20 to β= -.43), although only a small number of 

studies utilised this approach. Conclusions: Findings suggest that self-stigma and self-compassion 

are inversely associated, which could have potential utility for improving the impact of self-stigma. 

The relationship is observed across all types of self-stigma investigated in the included papers. The 

included mental health self-stigma evidence was relatively more limited due to methodological 

limitations of the studies. More research is needed to investigate self-compassion as a mediator 

between self-stigma and wellbeing before interventions are developed and evaluated.  
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Introduction 

Stigma 

Goffman (1963) adopted the term ‘stigma’ from the Greek language, indicating an 

observable mark that infers something bad about an individual. He conceptualised social stigma as 

the shame an individual experiences when society discredits a personal attribute of theirs. Stigma 

research has spanned across different groups, such as such as those with mental health diagnoses 

(Livingstone and Boyd, 2010), those with intellectual disabilities (Ali et al., 2012) and those 

considered overweight (Puhl & Heuer, 2009). The definition of stigma varies widely, reflecting the 

wide application of the concept to different groups and individuals (Link and Phelan, 2001). Current 

conceptualisations of stigma consider individual cognitive processes such as labelling, attribution 

and stereotyping and pay increasing attention to social forces that sustain stigma, such as power and 

discrimination (Corrigan 2000; Corrigan et al., 2003; Herek, 2007, 2009; Link and Phelan, 2001).  

Stigma literature suggests there are four main stigma domains (Livingstone & Boyd, 2010; 

Corrigan et al., 2005; Herek 2009). Public stigma refers to behavioural manifestations of negative 

stereotypes, such as discrimination or prejudice, observed in the wider societal group. Perceived (or 

felt) stigma refers to the stigma an individual experiences or expects towards them from the public. 

Structural stigma refers to the policies and procedures that restrict the opportunities of those who 

are stigmatised. Internalised stigma (or self-stigma) is thought to be experienced at the individual 

level; stigma is accepted and applied by a stigmatised individual to themselves and others who 

share the attribute. This review focuses on self-stigma, which is thought to be the most harmful 

stigma domain (Ritsher & Phelan, 2004). 

Self-stigma 

 Self-stigma is thought to occur when a stigmatised individual applies stigmatising 

stereotypes to themselves, incorporating society’s negative evaluation of them into their own values 

and self-view (Corrigan et al., 2006; Corrigan and Rao, 2012; Corrigan & Watson, 2002; 

Livingstone & Boyd, 2010). Link (1982, 1987) proposed that stigma is internalised through 
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modified labelling, where stigmatised labels are learnt in early life and then applied to the self when 

one becomes part of a stigmatised group. This suggests that all of those who are stigmatised will 

automatically internalise stigma once they become aware of their stigmatised identity. However, 

research suggests that this is not the case; some who are stigmatised reject their stigmatised status, 

becoming angry, rather than accepting of stigma (Corrigan & Watson, 2002).  

Therefore, it is likely that there are mediating processes that affect whether stigma is 

internalised or rejected by those who are stigmatised. Cognitive processes, such as appraisal of 

stigmatised stereotypes, are theorised to be an important step between becoming aware of stigma 

and applying stigma to the self (Corrigan & Watson, 2002; Crocker & Major, 1989; Sheehan & Ali, 

2016). Within these social-cognitive perspectives it is recognised that the experience of public 

stigma does not always lead to self-stigma (Corrigan et al., 2006; Watson et al., 2007; Vogel et al., 

2013).  

When individuals do internalise stigma it can have a profound impact. Boyd et al. (2014) 

described self-stigma as the “psychological point of impact of societal stigma” (p.17). Research has 

indicated that self-stigma mediates the impact of public stigma on psychological distress (Feinstein 

et al., 2012), negative social outcomes (Munoz et al., 2011), and poor physical health (Livingstone 

& Boyd, 2010); in these studies, the presence of self-stigma was linked to higher levels of these 

deleterious outcomes.  

Mechanisms Associated with Self-stigma 

Considering the negative impact self-stigma appears to have, several researchers have 

sought to uncover mechanisms associated with self-stigma. For example, Hatzenbeuhler et al. 

(2009) attempted to explain why some individuals who identify as sexual minorities internalise 

stigma and experience negative effects; their model highlighted the mediating role of emotional 

regulation. They suggested that experiences of stigma-related prejudice can lead to elevated 

emotional dysregulation, social difficulties, and cognitive risk factors that in turn trigger the 

internalisation of stigma. This theory recognises that while self-stigma may in part be a reaction to 
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experiences of public stigma, there are likely to be other psychological processes involved. The 

model was based on sexual minority stigma literature; therefore, it may be less applicable to self-

stigma more broadly. 

Other research has focused on investigating the mechanisms associated with self-stigma 

related to experiencing mental health difficulties. Hassaon-Ohayon et al. (2012) observed shame as 

a mediating factor between a person’s insight into their mental health difficulties and self-stigma; 

higher shame-proneness was associated with increased self-stigma. Shame has also been observed 

as the main emotional component of stigma in people with substance dependencies (Luoma et al., 

2012). The role of shame in self-stigma is unsurprising considering the association between shame 

and beliefs that one is defective or flawed (Tangney et al., 2007), the latter being a hallmark of self-

stigma.  

Self-esteem may also play an important role in self-stigma; in their ‘why try’ model of self-

stigma, Corrigan et al. (2009) suggested that self-esteem and self-efficacy mediate the impact of 

self-stigma on reduced goal-related behaviour in those with mental health difficulties.. Link & 

Phelan (2001) found evidence to support the ‘why try’ model, demonstrating an association 

between higher self-stigma and lower self-esteem and self-efficacy. However, this relationship was 

correlational, therefore it is unclear whether low self-esteem leads to an increased risk of 

internalising stigma or whether self-stigma has a negative impact on self-esteem. 

For people who attract a diagnosis of psychosis, social anxiety was found to be associated 

with self-stigma (Lysaker et al., 2010). Birchwood et al. (2007) proposed that stigmatising 

experiences lead to the social devaluation of people experiencing psychosis, which in turn manifests 

in shame and social anxiety. These findings support Cassano et al. (1998), who proposed that 

internalised stigma may lead those with severe mental health difficulties to avoid social situations.  

Self-stigma Reduction Interventions 

Reducing public stigma remains integral to improving the wellbeing of those who are 

stigmatised (Wood et al., 2017). A systemic approach to public stigma reduction should emphasise 
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the role of power, with an anti-oppression approach that draws upon social justice and the 

intersectionality of stigma (Corrigan et al., 2005; Holley et al., 2012). However, while public 

stigma reduction strategies should undoubtedly continue to be explored and implemented, it is 

recognised that they often take an extended period to facilitate change (Rusch et al., 2005). 

Therefore, researchers have turned to reducing self-stigma and its impact on individuals who are 

stigmatised (Yanos et al., 2015).  

Self-stigma reduction interventions have focused on either altering an individual’s 

stigmatised beliefs and attitudes or developing acceptance and coping skills (Mittal et al., 2012). 

One such intervention is Acceptance and Commitment Therapy (ACT), a third-wave cognitive-

behavioural therapy that conceptualises suffering as an inevitable part of human experience, rooted 

in Eastern philosophy, such as Buddhism (Hayes, 2005). From this perspective, distress arises when 

one attempts to escape uncomfortable inner experiences with behaviours that lead to an 

inconsistency between actions and values (Tirch et al., 2014). Therefore, ACT aims to facilitate the 

development of acceptance towards unwanted inner experiences (Hulbert-Williams et al., 2015).  

Limited empirical research has demonstrated the potential value of ACT in reducing the self-

stigma for people who use substances (Luoma et al., 2008) and those who experience self-stigma 

due to their weight (Griffiths et al., 2018). Luoma and Platt (2015) suggested that self-compassion 

may be the active variable in ACT and could also enhance the impact of ACT in reducing self-

stigma and associated negative outcomes. Indeed, self-compassion has been found to be associated 

with better wellbeing in those who are stigmatised, including overweight individuals (Hilbert et al., 

2015), people with HIV (Brion et al., 2014) and people with eating disorders (Kelly & Tasca, 2016). 

Self-compassion  

Self-compassion describes a healthy, compassionate way of relating to oneself, including the 

desire to heal oneself from suffering with kindness (Neff, 2003). There are different models of self-

compassion that may relate to self-stigma differently. Neff (2003) conceptualised self-compassion 

as an interaction of three dimensions: 1) self-kindness, as opposed to self-judgement or self-
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criticism; 2) common humanity, the acknowledgement of suffering as universal as a human 

experience and a way in which we are connected to each other; and 3) mindfulness, the ability to 

accept suffering as inevitable while not over-identifying with it. When an individual is high in self-

compassion, they are considered to have the ability to accept and integrate negative experiences 

(Neff & Dahm, 2015). This model is primarily concerned with defining self-compassion and this 

definition has been used in further research where a framework to identify different elements of 

self-compassion is required (e.g. Wong et al., 2019).  

Gilbert (2014) developed a model of self-compassion more concerned with the relationship 

between self-compassion and emotional distress, developing thinking around the clinical utility of 

self-compassion in improving wellbeing. To do so, Gilbert (2009, 20014) drew upon neuroscientific 

evidence to develop an evolutionary model, based upon the recognition that historically evolved 

emotional and social processes may impact current experiences of emotional distress. For example, 

the environment in which the human brain evolved has led to a vulnerability to unhelpful cognitive 

biases, such as self-criticism (Baumeister et al., 2001). Furthermore, the relationship one has to the 

self seems to be a significant factor in the development of distress, with evidence to suggest that 

shame and self-criticism underlie mental health difficulties (Gilbert & Irons, 2005). Gilbert (2014) 

outlines three affective systems conceptualised as ancient, evolved mechanisms: the threat-

protection system, the drive or motivation system and the soothing system. Emotional distress is 

thought to be an outcome of imbalance between these systems and subsequent difficulties being 

self-compassionate (Gilbert, 2009).  

A wealth of research links self-compassion with wellbeing; meta-analyses have found that 

self-compassion is significantly associated with better psychological and cognitive wellbeing and 

lower levels of psychiatric diagnoses (MacBeth & Gumley, 2012; Zessin et al., 2015). Self-

compassion has been associated with; better physical health (Allen et al., 2012; Hall et al., 2013), 

the ability to cope with major life stressors (Vettese et al., 2011) and the effective management of 

chronic pain (Costa & Pinto-Gouveia, 2011). This has led to the clinical application of self-
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compassion enhancement within psychological interventions.  

Hacking Stigma by Loving Yourself (Wong et al. 2019) 

Wong et al. (2019) suggested that self-compassion might protect against the negative effects 

of self-stigma by allowing stigmatised individuals to accept their stigmatised identity and develop a 

more balanced view of the self. The authors developed their model (Hacking Stigma by Loving 

Yourself ) by drawing upon thinking from Hatzenbeuhler et al. (2009), who suggested that the link 

between self-stigma and negative outcomes is rooted in the emotional, social, and cognitive 

difficulties that arise following experiences of prejudice. Therefore, the model outlines how self-

compassion might be beneficial in each of these domains, protecting against cognitive biases, 

emotional dysregulation, and social difficulties (see Figure 1.1). The assumption that higher self-

compassion is associated with less self-stigma is a key aspect of the model.  

 

Figure 1.1 

Wong et al.’s (2019) Model: Hacking Stigma by Loving Yourself 

 

 

Wong et al.’s (2019) model is supported by literature that suggests self-compassion is an 

adaptive emotion regulation strategy due to its association with less rumination and enhanced 

emotion regulation capacity (e.g. Vettese et al., 2011). However, Wong et al., (2019) noted that 
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although the theoretical foundation is strong, more empirical research is needed to provide further 

evidence for their model of self-stigma and self-compassion. 

Aims 

 The current review aims to provide empirical evidence pertaining to Wong et al’s. (2019) 

model, Hacking Stigma by Loving Yourself, specifically the assumption that there is an inverse 

relationship between self-compassion and self-stigma (e.g., higher self-compassion is associated 

with less self-stigma). This review aims to systematically identify and synthesise the published, 

quantitative data that examines the relationship between self-stigma and self-compassion. If an 

association is observed, the overall direction and strength of the relationship will be discussed in the 

context of clinical implications. 

 

Methods 

Systematic Methodology 

 Systematic methodology encourages the objective synthesis of data from a group of primary 

studies, by aiming to minimise bias (Greenhalgh, 1997). Transparent and reproducible methods are 

achieved by reporting pre-determined parameters, such as inclusion criteria and quality assessment 

tools. This allows the review to be reliably replicated and accurately appraised by readers. The 

Centre for Reviews and Dissemination (Khan et al., 2008) outlined specific advantages of utilising 

systematic methods, including improved reliability and accuracy of conclusions, the provision of 

comprehensive overviews of specific areas and the assimilation of large volumes of information. 

Due to considerable heterogeneity across the methodology and outcome measures used in 

the eligible studies, meta-analyses will not be conducted. Popay et al. (2006) suggests that narrative 

synthesis aims to 'tell the story' of the data from studies included in the review. There is no 

standardised methodology for this approach to synthesis, however the current review will utilise the 

Economics and Social Research Council guidance (Popay et al., 2006). 
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Search Strategy 

 To reduce the potential for selection bias, a systematic search strategy was developed. A 

circular process was undertaken, whereby terms were informed by reviewing the literature and the 

research question was modified accordingly (Khan et al., 2008). This culminated in the following 

search terms: 

 

(1) “self compassion” OR self-compassion OR compassion* 

(2) stigma OR stigma* OR self-stigma OR “self stigma” 

 

The terms were combined using the Boolean ‘AND’ function across five databases: PsycINFO, 

CINAHL, PubMed, Scopus and Web of Science. The search took place in October 2020 and was 

limited to peer-reviewed articles and those written in English. 

 

Inclusion and Exclusion Criteria 

  Pre-determined inclusion and exclusion criteria were utilised to allow systematic decisions 

regarding the inclusion of papers. The following criteria were applied:  

 

1) Primary research papers that collected quantitative data (no limit on publication date). 

2) Participants were aged 18 or over. 

3) Included measures of self-stigma and self-compassion.  

4) Bivariate or multivariate analyses examined the relationship between the two variables.  

5) Published in peer-review journals, thus excluding unpublished thesis and other grey 

literature. 

 

Single case designs were excluded to ensure comparability between studies and increase the 

robustness of the findings. Papers where an English version was not available were excluded due to 
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the language limitations of the research team.  

Study Selection   

 Following the implementation of the above search strategy, the referencing software 

‘EndNote’ was utilised to store all the references the search returned. Titles and abstracts of the 

studies were screened against the inclusion and exclusion criteria and categorised as either ‘exclude’ 

or ‘review full text’. A 10% sample of the initial records were also screened by an independent 

researcher, to cross check the screening process, which confirmed that the inclusion criteria were 

robust. 

The papers for full text review were read thoroughly by the lead researcher and included or 

excluded based upon the inclusion and exclusion strategy. The reference lists of included studies 

were also reviewed by hand, to identify any other papers that were eligible for inclusion. Included 

studies were examined and relevant data was extracted and tabulated. 

Assessing Quality  

To assess quality and the risk of bias within each of the included study, the Joanna-Briggs 

Institute (JBI) critical appraisal checklist for analytical cross-sectional studies was utilised (see 

Appendix A). The JBI tool reflected the context of the included papers and effectively captured the 

cross-sectional nature of the studies. The lead researcher valued the concise items that considered 

the key areas of potential bias in cross-sectional studies. Furthermore, the JBI is recommended 

compared to the other tools that are designed to assess cross-sectional studies and is the most used 

in cross-sectional studies (Ma et al., 2020). A bespoke guidance tool (see appendix B) was 

developed to ensure a standardised approach to the quality assessment as some items seemed 

somewhat vague and subjective. The guidance tool also allowed a scoring system to quantify the 

methodological quality of the studies which allowed variations in methodological quality to be 

considered in the synthesis. 
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Results 

Study Selection  

Figure 1.2 summarises the study selection process. 1410 records were identified in the initial 

search and 826 unique citations remained following the removal of duplicates. After screening the 

titles and abstracts of these records against the inclusion and exclusion criteria, 79 potentially 

eligible papers remained. 20 papers were included in the current review. 

Figure 1.2 

 

PRISMA 2009 Flow Diagram 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Records excluded at 
abstract screening  

(n = 747) 
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Study Characteristics   

Table 1.1 summarises the main characteristics of the 20 included studies. The studies were 

published between 2015 and 2020 and conducted in various countries. 5953 participants were 

included, and mean ages ranged from 19.3 to 53.6. All but one of the studies were of cross-sectional 

design, with one utilising a naturalistic case control design (Dossing et al., 2015). The studies 

investigated a variety of self-stigma types and sampled a range of target populations.  

Five studies investigated internalised stigma relating to sexuality, recruiting either self-

identifying gay men (Beard et al., 2017), gay men living with HIV (Skinta et al., 2018) or sexual 

minorities more generally (Chan et al., 2020; Fredrick et al., 2019; Petrocchi et al., 2020).  

Of the five studies that focused on internalised weight bias, two studies sampled students 

(Huelleman & Calogero, 2020; Webb & Hardin, 2016), two recruited clinically obese and 

overweight people (Forbes and Donovon, 2019; Hilbert, 2015) and one sampled bariatric surgery 

candidates (Braun et al., 2020).   

Four studies investigated internalised stigma related to seeking psychological help, such as 

counselling. These studies all sampled student populations (Booth et al., 2019; Heath et al., 2017; 

Heath et al., 2018; Hilliard et al., 2019).  

Four studies looked at self-stigma related to the experiences of mental health difficulties and 

recruited participants with either current or remitted mental health difficulties (Chan et al., 2018; 

Collett et al., 2016; Dossing et al., 2015; Yang and Mak, 2017).  

Two studies sampled parents of children with ASD to investigate affiliate stigma 

(internalised associated stigma); one recruited from China (Wong et al., 2016) and the other from 

Australia (Torbet et al., 2019). One study investigated internalised HIV stigma, recruiting 

individuals living with HIV (Yang & Mak, 2017). Yang and Mak (2017) investigated two types of 

self-stigma with two corresponding samples, therefore 21 samples and datasets are synthesised.  
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 Table 1.1 

 

Summary of Participant Demographics & Study Design  

Authors 

(year), 

country 

Target 

population 

Type of 

Stigma  

 

 

Design  Sampling 

method 

Sample 

size  

(n) 

Age 

Mean (SD) 

Female 

N (%) 

Ethnicity 

N (%)  

Beard, 

Eames & 

Withers 

(2017), UK 

Self-identifying 

gay men 

Homophobia Cross-

sectional  

Self-selecting 

via community 

spaces (online 

and physical) 

139 38.3 (N/R) 0% Black or Black British Africa 

(0.72%) 

Other (5.04%) 

White British (84.2%) 

White Irish (3.56%) 

White European (6.47%) 

 

Booth et al. 

(2019),USA  

Male university 

students  

Help-seeking Cross-

sectional  

Self-selecting 

via targeted 

emails 

777 24.1 (N/R) 0% African-American Indian or 

Other or did not respond (3.5%) 

Alaskan Native (0.1%),  

American/Black (5.5%), 

Asian or Asian-American 

(15.5%) 

Hispanic/Latino (6.4%) 

Multiracial (5.7%) 

White (63.3%), 

 

Braun et al. 

(2020), USA 

Bariatric surgery 

candidates 

Weight Cross-

sectional  

Purposive 

sampling via 

sample pool of 

a prospective 

trial 

213 42.78 (12.0) 82.8% Asian (1%)  

Black/African American 

(18.3%) 

Native American/Alaska Native 

(1%) 

Multiracial (6.6%) 

Other/undisclosed (8.5%)  

White (64.8%)  
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Authors 

(year), 

country 

Target 

population 

Type of 

Stigma  

Design  Sampling 

method 

Sample 

size  

(n) 

Age 

Mean (SD) 

Female 

N (%) 

Ethnicity 

N (%)  

Chan, Lee & 

Mak (2018), 

China 

 

 

Individuals with 

psychiatric 

diagnoses  

Mental Health Cross-

sectional 

Self-selecting 

via community 

mental health 

centres 

311 43.61 (9.52) 65.9% N/R 

Chan, Yung 

& Nie 

(2020), 

China 

 

 

Sexual minority 

(lesbian, gay or 

bisexual) 

individuals 

Homophobia  Cross-

sectional  

Self-selecting 

via community 

spaces (online 

and physical)  

401 27.48 (6.5)  N/R N/R  

Collett et al. 

(2016), UK 

Individuals 

experiencing 

persecutory 

delusions  

 

Mental Health Cross-

sectional  

Recruited from 

clinical teams 

in an NHS trust  

21 45.6 (12.1) 52% N/R 

Dossing et al. 

(2015), 

Denmark  

‘Remitted’ bi-

polar disorder’  

patients  

Mental Health Naturalistic 

case control 

Purposive 

recruitment via 

a Mood 

Disorder Clinic 

in Denmark 

30 N/R N/R N/R  

Fredrick et 

al. (2019), 

USA  

Self-identifying 

sexual 

minorities  

Homophobia  Self-selecting 

via social media 

sites 

213 25.15 (8.86) 55.5% 

cisgender 

female 

.3% 

transgender 

female 

 

 

White (89.5%)  
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Authors 

(year), 

country 

Target 

population 

 

 

Type of 

Stigma  

Design  Sampling 

method 

Sample 

size  

(n) 

Age 

Mean (SD) 

Female 

N (%) 

Ethnicity 

N (%)  

Forbes & 

Donovan 

(2019), 

Australia 

Overweight and 

obese females 

Weight Cross-

sectional  

Self-selecting  147 30.74 (8.91) 100% N/R 

Heath et al. 

(2017), USA 

Male 

undergraduate 

students 

Help-seeking Cross-

sectional 

Self-selecting 

via university 

research pool 

284 19.68 (1.67) 0% African American 

(4.2%) 

Asian American/Pacific 

Islander (9.2%) 

European American (80.3%), 

Latino (2.8%), 

Multiracial (2.1%) 

Other (1.4%).  

 

Heath et al. 

(2018), USA  

Undergraduate 

students 

Help-seeking  Cross-

sectional 

Self-selecting  369 19.3 (1.7) 51.5% African American (1.9%) 

Asian American or Pacific 

Islander (5.4%) 

European 

American (81.0%)  

Latino/Latina American (5.4%)  

Multiracial 

American (1.9%)  

Other or no response (4.4%) 

 

 

 

 

 

 

 

 



24 

 

Authors 

(year), 

country 

Target 

population 

Type of 

Stigma  

Design  Sampling 

method 

Sample 

size  

(n) 

Age 

Mean (SD) 

Female 

N (%) 

Ethnicity 

N (%)  

Hilbert et al. 

(2015), 

Germany 

Overweight and 

obese men 

Weight Cross-

sectional  

Random-route-

assisted 

sampling from 

2012 

population 

survey 

1158 53.56 (16.22) 0% N/R 

Hilliard et al. 

(2019), USA  

College student 

athletes 

Help-seeking Cross-

sectional 

Self-selecting 

targeted via 

email 

243 19.38 (1.25) 39.91% Asian (2%) 
Black/African American (8%) 
Biracial (2%)   
Hispanic/Latino (4%)  
Native American (1%) 
Pacific Islander (3%)  
White/Caucasian (82%) 

Huelleman & 

Calogero 

(2020), 

Canada 

Undergraduate 

females 

Weight Cross-

sectional  

Self-selecting 

targeted via 

university 

participant pool 

177 19.3 (1.44) 100% Aboriginal (0.6%) 
Black (1.1%) 
Chinese (21.5%) 
Eastern (4.0%)  
Filipino (0.6%) 
Korean (1.1%) 
Latin (1.7%) 
Middle 
Multi-racial (5.6%) 
Other (2.3%) 
South Asian (13.0%) 
Southeast Asian (1.1%) 
White (47.5%) 
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Authors 

(year), 

country 

Target 

population 

Type of 

Stigma  

Design  Sampling 

method 

 

 

 

Sample 

size  

(n) 

Age 

Mean (SD) 

Female 

N (%) 

Ethnicity 

N (%)  

Petrocchi et 

al. (2020), 

Italy  

Italian people 

self-deined as 

gay, lesbian or 

bisexual.  

Sexuality Cross-

sectional  

Self-selecting 

via lesbian, gay 

and bisexual 

spaces and 

mailing lists 

327 Lesbians:25.7, 

(4.5); 

Gay men:  

27.8, (5.7); 

Bisexual 

women: 25.2, 

(4.2) 

Bisexual 

men: 27.1, 

(6.9). 

50.5 N/R 

Skinta et al. 

(2019), USA 

Self-defining 

gay men living 

with HIV 

Sexuality  Cross-

sectional 

Self-selecting 

via LGB spaces 

(physical and 

online) 

195 43.5 (11.7) 100% White 54.4 

Black 31.2 

Hispanic 12.2 

Asian 1.1 

Native Hawaiian/Pacific 

Islander 1.1 

 

Torbet et al. 

(2019), 

Australia 

Parents of 

children with 

ASD 

Affiliate   Cross-

sectional 

Targeted self-

selecting via 

autism specific 

services 

237 39.97 (7.12) 96.2 Caucasian  90.3 
Indigenous or Torres Strait 
Islander  2.1 
Asian  2.5 
Other 2 5.1 
 

Webb & 

Hardin 

(2016), USA 

Weight diverse 

college women 

Weight Cross-

sectional  

Self-selecting 

via University 

research 

participant pool 

362 19.4 (1.53) 100% 20.2% Black/African American, 

63.0% White/European 

American,  

5.6% Hispanic or Latina 

American, 

4.0% Asian or Asian American,  

5.9% Multi-ethnic or racial, and 

1.2% identified as Other. 
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Authors 

(year), 

country 

Target 

population 

Type of 

Stigma  

Design  Sampling 

method 

 

 

 

Sample 

size  

(n) 

Age 

Mean (SD) 

Female 

N (%) 

Ethnicity 

N (%)  

Wong et al. 

(2016), 

China  

Chinese parents 

of children with 

autism 

diagnoses 

 

Affiliate Cross-

sectional 

Targeted self-

selecting 

 

180 42.31 (7.20) 84.2% N/R 

Yang & Mak 

(2017). 

China  

People with 

mental health dx 

Mental Health Cross-

sectional 

 

Targeted self-

selecting 

169 42.7( (10.2) 47.4% N/R 

People living 

with HIV 

HIV Cross-

sectional 

291 41.8 (11.1) 5.2% 
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Assessment of Self-stigma and Self-compassion 

As shown in Table 1.2, self-compassion was measured using the Self-Compassion Scale 

(SCS; Neff, 2003) in all but one study. Fourteen studies used the original 26-item version of the 

measure, while six used the adapted 12-item version (Raes et al., 2011). One study used the Forms 

of Self-Criticizing and Self-Reassuring Scale (FSCRS; Gilbert et al., 2004) to measure self-

compassion. The scale is comprised of three subscales: inadequate self, hated self, and reassured 

self.  

Self-stigma was assessed with a range of measures, reflecting the diversity in the types of 

self-stigma being investigated. The studies that measured internalised sexual stigma each utilised a 

different scale. One study measured self-stigma content and process separately with two different 

scales (Chan et al., 2020). Similarly, each study measuring mental health self-stigma used a 

different scale, with two studies assessing self-stigma content and process separately (Chan et al., 

2018; Yang & Mak (2016).  

Two studies investigating internalised weight stigma used the 11-item Weight Bias 

Internalization Scale (WBIS; Durso & Latner, 2008) while three used the 9-item WBIS-Modified 

(WBIS-M; Pearl & Ruhl, 2014). The studies examining internalised help-seeking stigma all used 

the Self-Stigma of Seeking Help Scale (SSOSH; Vogel et al., 2006).  The two studies assessing 

affiliate stigma both used the Affiliate Stigma Scale (Mak and Cheung, 2008). HIV self-stigma was 

investigated in terms of both content (the cognitive subscale of the Self-Stigma Scale, SSS; Mak 

and Cheung, 2010) and process (Self-stigmatizing Thinking’s Automaticity and Repetition Scale, 

STARS; Chan and Mak, 2017). 
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Table 1.2 

Summary of Assessment and Results 

 

Authors SC 

Measure 

SS 

Measure 

Bivariate Analyses Outcome Multivariate Analyses 

 

Control Variables Outcome 

Beard et al. 

(2017)  

SCS IHI r = -.456, p<.001 

 

N/A N/A 

Booth et al. 

(2019) 

SCS SSOSH r = −.31, p<.001** N/A 

  

N/A 

  

Braun et al. 

(2020) 

SCS WBIS r = -0.54, p<0.01** N/A N/A 

Chan, Lee & 

Mak (2018) 

SCS-SF Subscale 

of the 

ISMIS  

Content: r = −.48, p<.001** N/A N/A 

STARS  

 

Process: r = −.59, p<.001** 

 

Chan, Yung 

& Nie 

(2020) 

SCS SSS-SF 

(content) 

 

 

r= −.38, p <.001**  Stigma stress 

 

β = −0.20, p <.001** 

STARS 

(process) 

Process: r  = −.53, p < .001** 

 

Stigma stress β = −0.43, p<.001** 

Collett et al. 

(2016) 

SCS SSMIS r = −.27 

 

N/A N/A 

Dossing et 

al. (2015)  

 

SCS ISMI-10 r = −.28 

  

 

N/A N/A 
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Authors SC 

Measure 

SS 

Measure 

Bivariate Analyses Outcome Multivariate Analyses 

 

Control Variables Outcome 

Fredrick et 

al. (2019) 

SCS-SF PSS r = -.28, p < .001** N/A 

 

 N/A 

Forbes & 

Donovan 

(2019)  

SCS WBIS r = −.68, p<.01** N/A  N/A 

Heath et al. 

(2017) 

SCS SSOSH r = −0.24, p<.001** Emotional Control 

Self-reliance 

Disclosure risks 

β = -0.23,p < .001** 

Heath et al. 

(2018)  

SCS SSOSH r = −0.30, p< .001** N/A 

 

N/A 

Hilbert et al. 

(2015) 

SCS WBIS r = −0.31, p<0.001** 

 
 

 N/A  N/A 

Hilliard et 

al. (2019) 

SCS-SF SSOSH  r = −.06 N/A N/A 

Huelleman 

& Calogero 

(2020) 

SCS-SF 

 

WBIS-M r = −0.43, p<0.001**  N/A N/A 

Petrocchi et 

al. (2020) 

 

 

 

 

FSCRS MISS-SF r = −0.12, p<.05** 

 

 

 

 

N/A  N/A 
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Authors SC 

Measure 

SS 

Measure 

Bivariate Analyses Outcome Multivariate Analyses 

 

Control Variables Outcome 

Skinta et al. 

(2019) 

 

SCS-SF IHS r = −0.37, p<0.001**  N/A N/A 

Torbet et al. 

(2019)  

SCS ASS r = −0.47. p<0.01** N/A N/A 

Webb & 

Hardin 

(2016) 

SCS WBIS-M r = −.45, p=<0.001**  N/A  N/A 

Wong et al. 

(2016)  

SCS ASS r = −.49, p=<0.01** N/A N/A 

Yang & Mak 

(2017) 

SCS-SF Content - 

SSS 

(cognitive 

subscale) 

 

Process- 

STARS  

Sample 1 (PMI)   

Content: r =−0.32, p<0.01** 

Process: r = −0.41, p < 0.01** 

N/A N/A 

Sample 2 (PLHIV)  

Content: r =−0.31, p<0.01** 

Process: r = −0.26, p < 0.01** 

N/A N/A 

 

SCS = Self-Compassion Scale; IHI – Internalised Homonegativity Inventory; SSOSH = Self-Stigma of Seeking Help Scale;  SCS-SF = Self-Compassion Scale 

(Short Form);  ISMIS STARS = Self-stigmatizing Thinking’s Automaticity and Repetition Scale; SSS-SF = Self Stigma Scale (Short Form); SSMIS ISMI-10 PSS 

WBIS = Weight Bias Internalization Scale; WBIS-M= Weight Bias Internalization Scale (Modified); FSCRS = Forms of Self-Criticizing and Self-Reassuring 

Scale; MISS-SF= Measure of Internalized Sexual Stigma for Lesbians, Gay, and Bisexual People—short version; HIS = Internalised homophobia Scale; ASS= 

Affiliate Stigma Scale; SSS= Self Stigma Scale; PMI= People with mental illness; PLHIV= People living with HIV.
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Critical Appraisal of Studies 

Table 1.3 summarises the critical appraisal, undertaken prior to data extraction. All studies 

were deemed of reasonable methodological robustness to be included in the review, demonstrated 

by their overall appraisal scores being over half of the total possible score (8). Appraisal scores 

ranged from 4.5 (Dossing et al., 2015; Chan et al., 2020; Forbes & Donovan, 2019; Yang & Mak, 

2017) to 7.5 (Huelleman, 2020). Average risk of bias scores across each self-stigma type were 

calculated, falling between 4.5 (HIV stigma) and 6.2 (weight stigma), where the highest possible 

score was 8.  

The further impact of the critical appraisal on the narrative synthesis is included in the discussion 

section.  

 The most common methodological limitation across the studies was not reporting the 

sample size calculation; only five studies reported this (Beard et al., 2017; Collett et al., 2016; 

Heath et al., 2017; Huelleman & Calogero, 2020; Webb & Hardin, 2016). Lack of these calculations 

means readers cannot discern if sample sizes are adequate to allow results to be generalised across 

the target population, therefore reducing the overall validity of the studies. The included studies are 

mostly cross-sectional in design and analysed correlational data. This means that causality cannot 

be inferred as there were no indicators of temporality. Therefore, the reader cannot assume the 

direction of the relationship between the constructs; more self-compassion may lead to lower self-

stigma, however lower self-stigma may lead to higher levels of self-compassion.  

There was limited reporting and exploration of missing data, with just six studies clearly 

reporting missing data and how it was explored (Booth et al., 2019; Braun et al., 2020; Heath et al., 

2017; Hilliard et al., 2019; Huelleman & Calogero, 2020; Webb & Hardin, 2016). A further three 

studies reported missing data but did not explore it (Petrocchi et al., 2020; Skinta et al,. 2019; Wong 

et al., 2016). Two studies appeared to not have any missing data, as they reported corresponding 

figures of the number of participants and the amount of full data sets they analysed (Chan et al., 

2018; Collett et al., 2016) The remaining studies did not clearly indicate incidents of missing data.  
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 Six studies sampled student populations (Booth et al., 2019; Heath et al., 2017; Heath et al., 

2018; Hilliard et al., 2019; Huelleman & Calogero, 2020; Webb & Hardin, 2016). Concerns have 

been raised about the use of student samples in psychological research due to not being 

representative of a target population and varying from the general-public, thus impacting 

generalisability and the ability compare results (Heinrich et al., 2010; Hanel & Vione, 2016). This 

suggests the validity of these studies may be negatively affected by this sampling method.   
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Table 1.3 

 

Critical Appraisal and Risk of Bias Summary  

 

Authors (year) Defined 

participant 

eligibility 

criteria? 

 

Sample 

demographics 

adequately 

described?  

 

Recruitment 

setting 

adequately 

described? 

 

Sample size 

calculation 

reported? 

 

Valid and 

reliable 

measures? 

 

Missing 

data 

reported 

and 

explored? 

 

Confoundin

g factors 

considered 

in the 

analyses? 

 

Statistical 

methods 

appropriate?           

 

Total Score 

 

Affiliate stigma 

Torbet et al. 

(2019) 

Yes  Yes Yes No Yes No Yes Yes 6 

Wong et al. 

(2016)  

Yes Partial Partial No Yes Partial Yes Yes 5.5 

       Total Average Score 5.75 

Help-seeking stigma 

Booth et al. 

(2019)  

Yes Yes Partial No Yes Yes No Yes 5.5 

Heath et al. 

(2017) 

Yes Yes Partial Yes Yes Yes No Yes 

 

6.5 

Heath et al. 

(2018) 

Yes  Yes Partial No Yes No No  Yes 4.5 

Hilliard et al. 

(2019)  

Yes Yes 

 

Partial No Yes Yes Partial Yes 5.5 

       Total Average Score 5.5 

HIV stigma 

Yang & Mak 

(2017) 

Yes Partial Partial No Yes No Partial Yes 4.5 
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Authors (year) Defined 

participant 

eligibility 

criteria? 

 

Sample 

demographics 

adequately 

described?  

 

Recruitment 

setting 

adequately 

described? 

 

Sample size 

calculation 

reported? 

 

Valid and 

reliable 

measures? 

 

Missing 

data 

reported 

and 

explored? 

 

Confoundin

g factors 

considered 

in the 

analyses? 

 

Statistical 

methods 

appropriate?           

 

Total Score 

 

Mental health stigma  

Chan et al. 

(2018) 

Yes Partial Partial No Yes  Yes No Yes 5 

Collett et al. 

(2016) 

Yes Partial Partial Yes  Yes Yes Partial Yes 6.5 

Dossing et al. 

(2015) 

Yes Partial Partial No Yes No Partial Yes 4.5 

Yang & Mak 

(2017) 

Yes Partial Partial No Yes No Partial Yes 4.5 

       Total Average Score 5.13 

Minority sexuality stigma 

Beard et al. 

(2017) 

Yes Yes Yes Yes Yes No 

 

Yes Yes 7 

Chan et al. 

(2020) 

Yes Partial Partial No Yes No Partial Yes 4.5 

Fredrick et al. 

(2019) 

Yes Partial Yes No Yes No Partial Yes 5 

Petrocchi et  

al. (2020)  

Yes Partial Partial No Yes Partial Yes Yes 5.5 

Skinta et al. 

(2019) 

Yes Yes 

 

Yes No Yes Partial Yes Yes 6.5 

       Total Average Score 5.7 
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Authors (year) Defined 

participant 

eligibility 

criteria? 

 

Sample 

demographics 

adequately 

described?  

 

Recruitment 

setting 

adequately 

described? 

 

Sample size 

calculation 

reported? 

 

Valid and 

reliable 

measures? 

 

Missing 

data 

reported 

and 

explored? 

 

Confoundin

g factors 

considered 

in the 

analyses? 

 

Statistical 

methods 

appropriate? 

 

Total Score 

 

Weight stigma  

Braun et al. 

(2020) 

 

Yes Yes Yes No Yes Yes Partial  Yes 6.5 

Forbes & 

Donovan 

(2019) 

Yes Partial  Partial  No Yes No Partial Yes 4.5 

Hilbert et al. 

(2015) 

Yes Partial Yes No Yes No Yes Yes 5.5  

Huelleman 

(2020) 

 

Yes Yes Yes Yes Yes Yes Partial Yes 7.5  

Webb & 

Hardin (2016) 

 

Yes Yes Partial Yes Yes Yes Partial Yes 7  

       Total Average Score 6.2  
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Main Findings 

The included studies examined associations between self-compassion and self-stigma 

using univariate analyses. 18 studies found significant negative correlations, with Pearson r 

correlation values ranging from -0.12 to -0.68. Using Cohen’s (1988) parameters, these can 

be considered small to large effect sizes. Three studies observed a non-significant relationship 

(Collett et al., 2016; Dossing et al., 2015; Hilliard et al., 2019).  

All five studies investigating the relationship between internalised sexual stigma and 

self-compassion found a significant relationship, with small to large effect sizes; values 

ranged from -0.12 to -0.53. In terms of internalised weight stigma, all five studies found a 

significant relationship, with effect size values ranging from medium (-0.31) to large (-0.68).  

Three studies investigating self-stigma related to seeking help found significant 

correlations, with small to medium effect sizes; values ranged from -0.24 to -0.31. One help-

seeking study did not find a significant relationship (Hilliard et al., 2019).  

Of the four studies examining internalised mental health stigma, two found positive 

correlations with medium to large effect sizes, where values ranged from -0.32 to -0,59. Two 

studies did not observe a significant relationship between mental health self-stigma and self-

compassion (Collett et al., 2016; Dossing et al., 2015).  

Both studies investigating affiliate stigma found significant large effect correlations 

with self-compassion, ranging from -0.47 to -0.49. The study examining HIV self-stigma also 

observed a significant relationship, with a medium effect size.  

Two studies examined the relationship between self-stigma and self-compassion using 

multivariate analyses. After controlling for potential covariates, both Chan et al. (2020) and 

Heath et al. (2017) found significant inverse relationships between the variables. Chan et al. 

(2020) found that self-compassion was more strongly related to self-stigma process (β = 

−0.43) than self-stigma content (β = −0.20).  
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Discussion 

This review identified bivariate and multivariate relationships between self-stigma 

and self-compassion in the existing literature. Across a range of self-stigma types, most 

studies found a significant, inverse, bivariate relationship between the variables. Observed 

effect sizes ranged from small to large but the majority were within the medium to large 

parameters (Cohen, 1988). When multivariate analyses controlled for potential covariates, 

significant relationships were maintained. These findings offer support to Wong et al’s. 

(2019) Hacking Stigma by Loving Yourself model, which suggested that self-compassion may 

buffer the negative effects of self-stigma, by confirming that there does appear to be an 

inverse relationship between self-compassion and self-stigma, across a range of stigmatised 

groups.  

The average critical appraisal scores across the studies grouped by self-stigma typed 

were varied. The most methodologically robust group was the internalised weight stigma 

studies, followed by the affiliate stigma group and then the internalised sexual stigma group. 

Less robust were the studies in the internalised HIV, mental health, and help-seeking stigma 

groups. In the context of the correlation ranges, this suggests that the medium to large effect 

sizes observed in the weight self-stigma group are relatively robust. In comparison, the 

medium effect size observed in the HIV self-stigma groups group may be less reliable. 

Of the three studies that did not find a significant relationship, two investigated 

mental health self-stigma (Collett et al., 2016; Dossing et al., 2015). Collett et al. (2016) was 

one of the few studies to report a sample size power calculation, however the sample size 

(n=21) reported did not meet this figure (n=26). Dossing et al. (2015) also reported a 

relatively low sample size (n=30). These sample sizes are low in comparison to the mean 

sample size of the included studies (n=297) and may have reduced the likelihood of finding a 

significant relationship between the variables.  
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The other study that did not observe a significant relationship investigated internalised 

help-seeking stigma (Hilliard et al., 2015). Of the four studies investigating help-seeking self-

stigma, Hilliard et al. (2015) was the only study to utilise the short form version of the Self-

Compassion scale (SCS; Raes et al., 2011); the other studies used the original version SCS 

(Neff, 2003). There is a possibility that if the original SCS was used it may have been more 

sensitive and thus more likely to demonstrate a significant relationship.   

One study demonstrated a significant, but notably lower effect size in the analyses 

(Petrocchi, 2020). This was the only study to utilise The Forms of Self-Criticizing and Self-

Reassuring Scale (FSCRS; Gilbert et al., 2004) rather than a variation of the SCS. Gilbert and 

colleagues initially developed and validated the FSCRS in relation to depressive symptoms in 

a sample of female undergraduate students; the final measure included scales related to the 

‘inadequate-self’, the ‘hated-self’ and the ‘reassured-self’ (Gilbert et al., 2004). The 

reassured-self subscale was extracted in the current review as a measure of self-compassion 

and demonstrated the lowest effect size across the significant relationships observed. This 

may be due to the measure not measuring the same range of elements of self-compassion as 

the SCS and its short form version. 

While there was support for the assumption that more self-compassion is associated 

with less self-stigma, as asserted in Wong et al.’s (2019) model, we cannot conclusively infer 

that self-compassion leads to a reduction in self-stigma from the reviewed data. However, this 

is a feasible hypothesis in relation to some theories of self-compassion. For example, Gilbert 

& Proctor (2006) suggest that self-compassion deactivates the threat system (associated with 

autonomic arousal, feeling unsafe and the fight or flight response) and activates the soothing 

system (associated with parasympathetic responses, safety, and connection). As the literature 

suggests that stigma is a social threat, self-compassion may play a role in mediating an 

individual’s experience of stigma by facilitating both less threat activation and increased 
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soothing activation. This may foster an emotional resilience to stigma and reduce the risk of 

public stigma being internalised.  

Limitations 

This review reflects a general shift from sociological to psychological research in the 

field of stigma, focusing on individual experiences and underlying cognitive processes 

(Holley et al., 2012). However, the review does not consider the wider context of stigma, 

such as power and social justice. It has been argued that these key constructs in stigma 

research have been underexplored (Corrigan, 2005; Link & Phelan, 2001) and further 

examination would improve our understanding of the structural processes that perpetuate 

inequalities and contribute to stigma. 

The included studies focused on single aspects of participants’ identities that the 

researchers considered stigmatised. This may have excluded important complex interactions 

between social categories and how they relate to the experience and internalisation of stigma. 

Intersectionality is an increasingly helpful framework for understanding how systems of 

oppression, such as race, class and gender, interlock and interact to contribute to 

discrimination (Simien, 2007). Stigma research has begun to apply these ideas. For example, 

Himmelstein et al. (2017) proposed an intersectional model that accounted for the findings 

that women reported more weight self-stigma than men, however black men and women 

reported less weight self-stigma than white men and women.  

The included studies spanned a range of target populations and investigated several 

different types of self-stigma. While this might suggest that the inverse relationship between 

self-stigma and self-compassion is robust enough to be demonstrated across groups, there is 

the potential that variations in the relationship within specific populations are lost in this 

review. It is highly likely that these constructs interact differently across different groups. 

Furthermore, the range of types of self-stigma meant that there were many different measures 



40 

 

of self-stigma utilised across the studies. This may impact the comparability of the data and 

while population specific measures may increase the validity of self-stigma as a construct, it 

also has the potential to reduce the likelihood of reliably measuring self-stigma across 

different populations. 

A major limitation of the studies included in the review is that they only demonstrate 

cross-sectional, correlational data. This means that causality cannot be inferred as there are no 

indicators of temporality. Subsequently, there is no evidence to suggest that increasing self-

compassion would reduce self-stigma. Some of the included studies do go on to look at self-

compassion as a mediator or moderator variable within the inverse relationship between self-

stigma and wellbeing, however these analyses were beyond the scope of the current review 

and research question.  

Research Implications 

While the current review demonstrates a potential relationship between self-

compassion and self-stigma across groups, some of the studies’ methodological robustness 

suggests more research is needed before firm conclusion are drawn. In particular, the 

relationship between HIV, mental health and help-seeking self-stigma requires more robust 

research to conclude the relationships with self-compassion currently observed are in fact 

reliable. 

 The current review cannot determine the temporal direction of the inverse 

relationship between self-stigma and self-compassion; while it supports an existing 

theoretical model that asserts increasing self-compassion might lead to reduced self-stigma 

(Wong et al., 2019), future research should explore this relationship empirically and 

determine the direction of the relationship between the variables by utilising prospective and 

experimental designs. 

Furthermore, none of the included studies examined which factors might mediate the 
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relationship between self-stigma and self-compassion; this would highlight the specific 

elements within the constructs that contribute to the associations observed. 

Additionally, more research examining self-compassion as a mediator or moderator to 

the relationship between self-stigma and wellbeing would increase our understanding of how 

the observed relationship can be utilised. Understanding these relationships would strengthen 

the rationale for designing and evaluating interventions that utilise self-compassion to reduce 

the detrimental effects of self-stigma evident in some stigmatised individuals. Qualitative 

research may also be valuable to further our understanding of how people experience self-

compassion and self-stigma, which is likely to be a rich and multi-faceted relationship that 

varies between people.  

While self-compassion appears to play some role in self-stigma, other mechanisms 

that might reduce the likelihood of stigma being internalised should continue to be explored. 

For example, self-esteem and self-efficacy may be important constructs associated with self-

stigma (Livingstone & Boyd, 2010). Furthermore, other elements of ACT and self-

compassion warrant further investigation, such as mindfulness and psychological flexibility.  

Clinical Implications  

It is important to continue to consider ways in which the damaging outcomes 

associated with self-stigma can be reduced. The current review demonstrated an association 

between self-stigma and self-compassion that warrants consideration in this context. Figure 

1.3 summarises multiple levels of intervention where the relationship between self-

compassion and self-stigma may have some clinical utility in improving wellbeing in those 

who self-stigmatise. The ‘gold-standard’ for reducing the negative impact of self-stigma 

would be reducing or eradicating public stigma. In Wong et al’s., (2019) model, self-stigma 

and the negative outcomes associated with it would decrease if public stigma was to decrease.  
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However, large-scale public stigma reduction strategies can take a long time to 

facilitate any change (Corrigan et al., 2005). Furthermore, theorists are beginning to suggest 

that interventions to reduce a specific type of public stigma (e.g., mental health) are only 

meaningful if they improve attitudes towards everyone within the group, even if individuals 

belong to other stigmatised social groups (e.g., those who are homeless or use substances), in 

line with intersectional frameworks (Oexle et al., 2018).Therefore, other levels of 

intervention are needed to support the wellbeing of those who self-stigmatise, while work on 

public stigma reduction continues.  

The next level of intervention outlined in Figure 1.3 refers to systemic and 

organisational interventions. Gilbert and Woodyatt (2017) suggested that compassion is 

inherently social, so thinking beyond individual interventions may be beneficial when 

exploring a self-compassion intervention for self-stigma. For example, taking these ideas out 

of the therapy room and into the communities of stigmatised groups. Many stigmatised 

groups are already supported by national and local third sector organisations who aim to 

reduce stigma and promote social inclusion (e.g. The Royal Mencap Society for people with 

intellectual disabilities, Rethink Mental Illness for those experiencing emotional distress and 

Stonewall for members of the LGTBQ+ community). Staff involved in these types of 

organisations are likely to have direct contact with stigmatised individuals and thus may 

benefit from understanding the link between self-stigma and self-compassion. This could be 

facilitated by compassionate leadership, creating an ethos of self-compassion.  

If these organisations can provide a relationship and environment that facilitates self-

compassion, it might go some way to reducing either the negative impact of self-stigma, or 

the likelihood of stigma being internalised at all. This would also be in line with Wong et al. 

(2019), whose model proposed that one of the ways self-compassion might buffer against 

self-stigma is through social processes, such as social support.  
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There are also potential interventions at the individual level, as outlined in Figure 1.3. 

The studies in these groups comprise of subclinical populations of marginalised groups, 

suggesting that they may not need, or have access to, specific psychological therapy such as 

Compassion Focused Therapy (CFT; Gilbert, 2009) which is focused on individuals with 

clinical needs. Mindful Self-Compassion (MSC; Neff & Germer, 2013) is more focused on 

improving skills in the general population, however the 8-week workshop requires attendees 

to pay for the intervention. Furthermore, it is important to note that applying specific 

therapies to negative outcomes associated with self-stigma holds some tension. It could be 

argued that employing individual interventions suggests that the onus is upon the stigmatised 

person to change their cognitive, emotional, and social processes to build resilience against 

internalising self-stigma or the impact of self-stigma. Instead, a systemic approach is more 

able to locate the problem in the system, as opposed to the individual.  

Figure 1.3 

Potential multi-level interventions to reduce self-stigma  
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Conclusion 

The current review explores the relationship between self-stigma and self-compassion 

across a range of diverse samples. Findings suggest that higher levels of self-compassion are 

associated with lower levels of self-stigma. While there is potential clinical utility for 

applying self-compassionate approaches to work with stigmatised groups, more research is 

needed with prospective designs and multivariate analyses. Furthermore, the role of self-

compassion as a mediator between self-stigma and well-being is an important area for future 

research. 
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CHAPTER II 

“They don’t understand people with learning disabilities”: Exploring the experiences of 

people with intellectual disabilities who undergo welfare assessments. 

 

This article is prepared with consideration to submission to the Journal of Applied Research 

in Intellectual Disability. Please see Appendix C for author guidelines. 
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Abstract 

Many people with intellectual disabilities in the UK are in receipt of welfare benefits. The 

UK Welfare Reform Act (2012) has been criticised for causing harm to welfare claimants, 

particularly regarding work capability assessment processes. The unique experiences of those 

with intellectual disabilities who undergo these assessments is not well-researched. 

Qualitative interviews were conducted with eight participants with intellectual disabilities, 

aiming to explore their experiences of the welfare assessment process. Interpretative 

phenomenological analysis suggested five superordinate themes in the participants accounts: 

‘living in fear’; ‘marginalisation’; ‘relationship with assessor’; ‘others as a safe base’; and 

‘coping’. Interventions to improve the experience at individual, structural and policy levels 

are discussed.  
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Introduction 

 

It is estimated that 2.16% of adults in the UK have an intellectual disability (Office 

for National Statistics, 2019) and around 95% are unemployed (Hatton, 2019). Those who are 

unemployed are likely to rely on financial support from family or state welfare benefits. The 

modern welfare state is rooted in the Beveridge Report (1942), which aimed to tackle the 

social consequences of the 1930s economic depression and the Second World War, such as 

unemployment and sickness (Deeming, 2019). The ‘Beveridgean’ welfare model was based 

on fixed tax contributions and designed to meet the welfare needs of the poorest people, 

through a universal offer (Titmuss, 1974).  However, the financial crises of the 1970’s put 

strain upon the welfare state, as Conservative leadership heralded a new period of austerity, 

where levels of payments for sickness and unemployment continued to increase (Deeming, 

2019; Gregg, 2008).  

In the 1990’s, ‘New’ Labour governments tackled high rates of welfare payments with 

their ‘New Deal’ scheme, aiming to reduce welfare dependency by conceptualising welfare as 

an incentive to work (Deeming, 2019). Welfare reform became more radical as Conservative 

leadership introduced austerity measures in response to the budget deficit, including reduced 

welfare spending (Page, 2015).  

The evolution of the welfare state highlights some important differences between the 

initial aims and current operationalisation of the welfare system. While welfare was intended 

to support the poorest and sickest, the current neoliberal political agenda seems to have 

sought to justify the removal of the welfare state, by stigmatising the claiming of welfare 

benefits (Baumberg et al., 2016; Garthwaite, 2015). 

The current impact of claiming welfare benefits is an emerging area of interest 

following the most recent UK Welfare Reform Act (2012), which included increased 

conditions that must be met for benefits to be received (Department for Work and Pensions; 
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DWP, 2010). Increased conditionality has been criticised for causing harm to claimants (Arie, 

2018), including increasing psychological distress (Wickham et al., 2020) and exacerbating 

mental health conditions (Cheetham et al., 2018). Moth et al. (2020) argued that welfare 

reform has heralded a punitive approach to welfare that should be seen as a form of social 

harm. 

A key change following welfare reform was the introduction of work capability 

assessments (WCA), aiming to assess an individual’s ability to work (DWP, 2010). 

Baumberg et al. (2015) argued that WCA fail to consider opportunities for work or the 

support individuals might require in employment. WCA have been associated with increased 

suicides, mental health symptoms and antidepressant prescribing (Barr et al., 2016). 

Claimants report exacerbation of existing health issues (Dwyer et al., 2016) and deterioration 

in mental health, including thoughts of suicide (Marks et al., 2017).  Distress has been linked 

to completing forms, errors in reports and lack of assessor expertise (House of Commons, 

2018).  

Researchers have explored the potential mechanisms underlying the link between 

welfare reform and distress. Cheetham et al. (2018) suggest WCA negatively impact self-

esteem and evoke feelings of helplessness and despair. Moth & Lavalette (2017) explored the 

experiences of people with mental health difficulties who underwent WCA and found an 

exacerbation of psychological distress; a summary of mechanisms their data suggested might 

underlie this is provided in Table 2.1.  

 

 

 

 

 



61 

 

 

Table 2.1 

Summary of Mechanisms Underlying Exacerbation of Mental Health Difficulties Related to 

Claiming Benefits (Moth & Lavalette, 2017) 

Mechanism  Description 

Re-traumatisation Disclosing intensely personal and sensitive experiences was as highly 

distressing. Some participants felt forced to disclose and relive traumatic 

experiences and were not offered specialist or therapeutic support. 

Invalidation  Participant’s felt their experiences were disregarded and undermined in the 

assessment. The credibility of their experiences was questioned. 

Fear Participants described fear triggered by invitation to assessment and fear of 

sanctions (e.g. benefits being stopped if not meeting eligibility conditions).   

Mistrust Participants felt that the assessment process was designed to trip them up and 

trap them through misrepresentation of their experiences, which led to not 

trusting the system.  

Double Binds A type of ‘trap’ experiences by participant’s characterised by contradictory 

injunctions and conflicting messages (e.g. requested to travel for WCA but 

presentation at location cited as invalidation for their claim to be incapacitated 

due to ability to travel).  

Shaming and 

Blaming 

Participant’s described experiences of shame directly linked to welfare policy. 

They felt they were stigmatised as useless compared to working people.  

 

Those with disabilities are thought to be disproportionately impacted by welfare 

reform (McGrath et al., 2016; Garthwaite, 2014). High levels of uncertainty and anxiety have 

been found in the experiences of those claiming disability benefits (Baumberg, 2014) which 

may be linked to feelings of powerlessness around the outcome of the assessment (de Wolfe, 

2012; Ploetner et al., 2019). 
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For people with intellectual disabilities, Redley (2009) argued that WCA did not 

acknowledge restricted opportunities for employment and failed to address the lack of 

services that support their self-development. Therefore, people with intellectual disabilities 

are at risk of being socially excluded, being unable to fulfil the responsibility of employment 

that constitutes mainstream citizenship within neoliberal politics (Hall, 2010; Goodley, 2016).  

In 2012 the Disability Living Allowance (DLA) was replaced with Personal 

Independence Payment (PIP), including the addition of a WCA conducted by private 

companies (DWP, 2016). Multiple inquiries have raised concerns after finding PIP claimants 

did not feel listened to or understood during the assessment (Gray, 2014; United Nations, 

2016; Gray 2017). The British Psychological Society (BPS, 2016) suggested the PIP 

assessment failed to recognise the highly individualised nature of people’s experiences, 

reflected in PIP claimant’s experiences of WCA as dehumanising, difficult to understand, and 

complex (Allen et al., 2016). Furthermore, disabled claimants report experiences of 

humiliation and shame in relation to claiming welfare (Garthwaite, 2014; Ploetner et al., 

2019). While there are no identified sources that provide the specific questions asked within a 

PIP assessment, Appendix D outlines the general assessment and dispute process, as well the 

details of eligibility and payment processes.  

People with brain injuries have also reported that undergoing WCA to claim PIP was a 

negative experience; they felt assessors did not consider the hidden impact of their injuries 

and lacked empathy and patience (Headway, 2018). There are currently few suggested 

interventions or approaches to support claimants; the main source of accessible advice and 

support currently comes from activist and pressure groups such as Disabled People against 

Cuts (DPAC, 2017), Recovery in the Bin (Recovery in the Bin, 2019) and Mencap (nd). 

Stigma 

Benefit stigma is an emerging field, as researchers attempt to understand the 
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mechanisms that underlie the impact of welfare reform. Stigma refers to widely endorsed 

negative stereotypes held by those with social power, resulting in discrimination and loss of 

status for specific groups (Link and Phelan, 2001). Evidence suggests claiming benefits is 

stigmatising (Baumberg et al., 2016; Garthwaite, 2015). Saffer et al. (2018) argued that the 

media promotes a discourse of ‘benefit scroungers’, including televisions shows such as 

‘Benefits Street’ (Channel 4) where receiving benefits is characterised as a lifestyle choice. 

Claimants have reported verbal abuse related to a ‘scrounging’ narrative (Pemberton et al., 

2016) and feeling looking down on by others (Garthwaite, 2015). The stigma of claiming 

benefits has been linked to a negative impact on self-esteem (Pemberton et al., 2016), shame 

and social withdrawal (Garthwaite, 2015), and psychological distress (Patrick, 2016).  

As the welfare system exists within a political context, some argue that 

unemployment has been positioned as an individual and personal failure, rather than a 

product of socio-economic factors, to better serve current dominant neoliberal approaches 

(Friedli and Stern, 2015). This is maintained by behavioural approaches such as surveillance, 

deterrence, sanctions, and stigma (Wacquant, 2009, as cited in Moth et al., 2020). Scambler 

(2018) coined the term ‘weaponising stigma’ to describe how this narrative of unemployment 

as an individual failure, has been used as a political tool to justify the limitations of the 

welfare state to the public.  

People with intellectual disabilities are already a highly stigmatised group (Scior & 

Werner, 2016; Redley, 2009). Research suggests that those with intellectual disabilities are 

perceived as severely cognitively and socially impaired and childlike (McCaughey & 

Strohmer, 2005; Gilmore et al., 2003). Roth et al. (2016) found that people with intellectual 

disabilities felt ridiculed by others, often not understanding why they are treated differently to 

others. People with intellectual disabilities’ perception of stigma has been linked to low self-

esteem (Paterson et al., 2012) and psychological distress (Ali et al., 2015; Dagnan & Waring, 
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2004).  

Low rates of paid employment for people with intellectual disabilities in the UK 

(5.9%; Hatton, 2019) may be in part due to stigma; Shaw et al. (2004) found evidence that 

the public believe people with intellectual disabilities to be mostly unemployable. 

Unemployment may also perpetuate stigma, due to current neoliberal ideologies that 

emphasise an individual’s responsibility to work to gain citizenship and eligibility for rights 

(Redley, 2009; Goodley, 2016). This serves to exclude people with intellectual disabilities 

from employment and means many people with an intellectual disability in the UK rely on 

the welfare system. 

There is emerging evidence suggesting welfare reform such as WCA have a negative 

impact on claimants. However, our current understanding of the impact of welfare 

assessments for people with intellectual disabilities is under-researched and the unique 

intersections of having an intellectual disability and claiming benefits remains to be explored. 

Accordingly, the current study will explore how people with intellectual disabilities make 

sense of their experience of welfare assessments.  

Method 

Design 

Semi-structured virtual interviews were conducted. Data analysis was conducted in 

line with interpretative phenomenological analysis (IPA; Smith, 1996; Smith & Osborn, 

2003; Smith et al., 2009).   

IPA 

IPA aligns with the researcher’s epistemological stance (see Appendix E) as it seeks 

subjective and unique understanding, rather than objective reality (Flowers et al., 1999; 

Smith & Osborn, 2003) and represents both the participant’s experience and the researcher’s 

position (Smith & Osborn, 2003). Rose et al. (2019) concluded that IPA is appropriate for 
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research concerning the experience of people with an intellectual disability. Furthermore, the 

research area is novel and complex, for which IPA is considered particularly useful (Smith & 

Osborn, 2008).  

Participants 

Eight participants chose pseudonyms to maintain anonymity. Participants included 

four males and four females and ages ranged from 28-54. All participants lived in the 

community. Table 2.2 summarises participant demographics.  

Procedure  

 Ethics. Liverpool University ethical approval was granted prior to recruitment and 

data collection (see Appendix F).  

Recruitment. Participants were recruited in the North-West via two independent 

Mencap charities who both promote equality for people with intellectual disabilities. Staff 

distributed information to Mencap members who satisfied the participant inclusion criteria 

(see Table 2.3). Those who expressed interest were invited to a pre-meeting via online video-

conference platform ‘Zoom’ to learn more. Eight people attended a pre-meeting with a 

Mencap staff member and all decided to take part. 

Informed consent. An accessible participant information sheet (PIS) and consent form 

(see Appendix G and H) were developed based on guidance from the Department of Health 

and National Research Ethics Service (DH, 2010; NRES, 2011) and consultation with people 

with intellectual disabilities. During the pre-meeting, the PIS was shared via Zoom’s screen-

share function and read through by the researcher, who answered any further questions. Six 

participants agreed to participate during the pre-meeting, while two contacted Mencap staff 

the following week to confirm participation. Consent was audio-recorded following review of 

the consent form at the beginning of each interview.  
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Table 2.2 

Summary of Participant Demographics 

Pseudonym Conditions Current Welfare 

Benefits 

Current 

Employment  

Length of 

Interview 

AJ Intellectual 

disability; 

autism 

 

 PIP  Employed part-

time 

45 mins 

Bob  ID  

   

 PIP, ESA  None  52 mins 

Dave  ID   PIP, ESA  None  57 mins 

Jonathan Intellectual 

disability; 

autism 

 PIP  Volunteer 38 mins 

Louise  ID   PIP, ESA Volunteer 

 

47 mins 

Miss 

Moneypenny  

ID  PIP, ESA Employed part-

time 

34 mins 

Natasha  ID & autism   ESA Employed part-

time 

55 mins 

Sue ID  PIP  None 47 mins 

 

Interviews. Due to COVID-19 restrictions all interviews took place virtually via Zoom, 

between February and April 2021. They lasted between 34 and 57 minutes. Participants were 

interviewed once, and seven people opted to have a Mencap staff member present (on Zoom) 

for the interview. An interview schedule was developed in consultation with research 

supervisors to ensure it was congruent with IPA, with revisions made following a pilot 

interview with a person with an intellectual disability (see Appendix I). As varying levels of 

communication were expected within the sample, prompts were devised. Questions were 

generally open-ended and exploratory, and the schedule was intended as a guide only. 

Following consultation with people with intellectual disabilities, an easy read interview 
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schedule was produced for those who required visual aids (see Appendix J). This was offered 

to participants but none felt they required it. 

Table 2.3 

Summary of Inclusion and Exclusion Criteria  

Inclusion Criteria Exclusion Criteria 

 Self-reported intellectual disability 

 Aged 18+  

 Capacity to consent (if concerns 

flagged by Mencap staff or 

researcher) 

 Experience of a welfare eligibility 

assessment in the last 30 months. 

 Communication skills required for 

participating in an interview. 

 English as first language 

 High distress levels as indicated by 

self-report, information from staff or 

carers or observation of the 

researcher.  

 

 

 

 Participant wellbeing. Mencap staff who had an ongoing relationship with the 

participants were available through their virtual presence at the research interviews. For the 

one person who did not require support of Mencap staff, a member of staff agreed to be 

contacted if the researcher had concerns regarding the participant’s wellbeing. The researcher 

had a list of local services that offer wellbeing support and welfare advice. Interviews ended 

by asking participants about their immediate wellbeing. One participant showed signs of 

distress and was offered information about wellbeing services, however opted instead to 

arrange a follow-up call with Mencap staff, during which they reported no further distress 
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related to the interview.  

 

 Reflexivity in IPA. Heidegger (1994) asserted that we are never free from our 

assumptions. In IPA, the researcher collects and interprets data with awareness of their own 

experiences, pre-conceptions, and prejudices. This contributes to the double hermeneutic 

element of IPA, which refers to the researcher making sense of and interpreting the 

participant’s sense-making (Smith et al., 2009). An examination of the researcher’s personal, 

professional, and political identity is provided to contextualise the data analysis (see 

Appendix E). The statement was drafted prior to the commencement of any interviews, 

allowing reflection on potential preconceptions. Reflexivity in IPA is argued to be dynamic, 

complex, and interactional (Engward & Goldspink, 2020); therefore, the researcher kept a 

reflective diary to record their responses to the research process and the impact of personal, 

societal, and cultural events, relevant to the research (see Appendix K for excerpts).  

 Data analysis. IPA does not prescribe a single method of data analysis (Smith et al., 

2009); the current analysis was informed by Smith et al. (2009) and Smith & Osborn (2008). 

The transcripts were re-read while listening to the audio recordings before in-depth line by 

line coding took place; descriptive, linguistic and conceptual features were noted, which 

informed emerging themes (see Appendix L for sample coding).  Qualitative data analysis 

software NVivo was used to store emerging themes and quotes. For each participant 

emerging themes were re-organised into relevant clusters, until each participant had a list of 

themes stored in NVivo (case by case analysis; see Appendix M). The themes were then 

considered together iteratively, to explore patterns within the data set (cross-case analysis), 

producing a set of superordinate themes and subthemes. Analysis was circular and dynamic, 

exploring different patterns in different ways (see Appendix N) before completion.  

 Quality Assurance. An audit trail (see Appendices L, M, and N) ensured analysis 
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could be traced to the original data as suggested by Yin (1989). The researcher considered 

their own position in relation to the analysis, evidenced in the position statement (see 

Appendix E) and reflective journal (see Appendix K). The analysis was grounded in the data, 

as encouraged by Smith (2011) to ensure credibility; all themes were evidenced by direct 

quotes and themes required representation from at least half of the sample (see Table 2.4). As 

suggested by Elliot et al. (1999) credibility checks were maintained through frequent 

discussions with supervisors. 

Results 

Data analysis resulted in five closely related superordinate themes: ‘living in fear’; 

‘marginalisation’; ‘relationship with assessor’; ‘others as a safe base’; and ‘coping’. Each 

theme had several subthemes. Table 2.4 lists the themes and their occurrences across 

participants; each theme occurred in at least half of the participant’s analyses. Each theme is 

described below, supported with direct participant quotes. Quotes are rich but quite short, 

which is not unusual for an IPA focussing on people with intellectual disabilities (Rose et al., 

2019).  

Living in Fear: ‘I was nervous and scared’ 

A strong, visceral sense of fear was dominant across seven of the participant’s accounts, 

expressed in two main subthemes described below.  

Fear of the Assessment: ‘I just couldn't wait to get out of there’. Seven 

participants described feeling scared and anxious about the assessment. Their fear responses 

ranged from acute panic (‘Very scared and panicky’ Jonathan) to stress (‘I was almost pulling 

my hair out at times with the stress’ Bob), and anxiety (‘I was anxious and all’ AJ). 

Interpretation of participant’s language supported this theme. For example, Sue 

described the assessment as ‘horrible’ throughout her interview; the etymology of the word 

horror is from the Latin word horrere, meaning to shudder and tremble in fear. Therefore, 
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Sue’s language suggested fear or dread:  

‘That's my experience and... (pause) and horrible experience actually’ (Sue).  

Jonathan described an embodied experience of anxiety during the assessment; he 

‘couldn’t sit still’ and felt like he had ‘run a marathon’, interpreted as a physical fear 

response. Sue’s language suggested she was angry during the assessment (‘pissed me off’), 

potentially indicating a ‘fight’ response to fear. Analysis suggested Dave wanted to escape the 

assessment, interpreted as a ‘flight’ response to fear (‘I just couldn't wait to get out of there’). 

Louise’s response to assessment was severe and upsetting: 

‘I do have meltdowns, when I go to [welfare] appointments’ (Louise). 

The unpredictability of the assessments was interpretated as contributing to fear and anxiety:  

‘I think it just makes me nervous: you don't know what they're gonna ask you, who 

you're gonna see, how long your appointment's gonna be’ (Natasha).  

There was also fear related to getting the questions wrong: 

‘Like things where you don't know the answer to, don't know how to say, things that 

make you feel nervous makes and you wanna leave the room’ (Jonathan).
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Table 2.4  

Occurrence of Themes Across Participants 

Themes Participants 

Superordinate 

Theme 

Subtheme AJ Sue Natasha Louise Bob Jonathon MMP Dave 

 

Living in Fear 

 

Assessment 

 

x x x x x x - - 

 Financial survival 

 

 

x x - x x x - - 

 

 

The System Is 

Marginalising 

Learning Disability Stigma 

 

x x x x x x x x 

Benefit Stigma - - - x - x x x 

Disempowerment 

 

 

x 

 

x x x x x x x 

 

Relationship 

with Assessor 

Humiliation and Dismissal x x x x x x x x 

Not Understanding Me 

 

 

- x x x - - x x 

 

Others as Safe 

Base 

Support from Others x x x x x x x x 

Degrees of Independence 

 

 

- x x x x  x x 

 

Coping 

Finding Value - x - x x - x - 

Resistance - x x x - - - x 
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Fear related to financial survival: ‘How am I gonna live?’. Five participants discussed fear in the 

context of survival, including the fear of losing their benefits and thus their ability to meet their 

basic human needs: 

‘How am I gonna live? How I'm gonna feed and clothe myself’ (Bob). 

Jonathan named his biggest fear as becoming homeless, which suggested that financial security felt 

fragile and fleeting:  

‘I always saw like a homeless person on the street and I was just had a massive fear that I 

don't wanna end up like that’. 

Bob described how the stress of financial insecurity impeded his ability to live his life:  

‘If you're struggling with money and, like I have been, you, you can't really have a life, cos 

you're stressing about everything else’. 

Analysis suggested that Bob’s mood was significantly impacted, leading to depression:  

‘I've felt depressed because things weren't going the way I had hoped or having to go 

through [the assessment process] all over again’.  

 

The Process is Marginalising: ‘Other people are better than me’ 

Analysis suggested that the welfare assessment process was experienced as marginalising by all 

participants. This included the assessment process reinforcing stigma and disempowering 

participants by removing their sense of agency. 

Reinforcing intellectual disability stigma: ‘I feel stupid’. Across all participants’ 

accounts, the assessment process appeared to reinforce a stigmatised view that people with 
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intellectual disabilities are inadequate. Inaccessible DWP correspondence highlighted cognitive 

difficulties related to the participant’s intellectual disabilities: 

‘It's horrible. And especially when you got, get letters from benefits and you don't know 

what the hell they're talking about’ (Sue). 

Dave felt hurt to be reminded of his perceived inadequacies, which seemed to be linked to how he 

understood the assessor to feel about him. Here, a shaming, accusatory voice is attributed by Dave 

to the assessor, who is inviting an imagined other to join in the humiliation of him when Dave’s 

difficulties with reading become apparent:  

‘It was horrible… oh you can't read or write, look at him, you know… it hurt me a lot…It 

does hurt me a lot now’.  

Miss Moneypenny described a sense of shame grounded in comparison of herself with others when 

she was unable to understand DWP letters, which suggested she had internalised the stigma related 

to having an intellectual disability: 

‘It feels horrible, cus really, God, erm, I feel stupid because other people are better than me, 

because they’ve gone through school and done better than me, so I feel terrible’. 

AJ and Bob understood that they had lost their benefits due to performing well and focusing on 

their strengths in the assessment, which was interpreted as a ‘lose-lose’ situation where rejecting the 

stigma of inadequacy could lead to loss of welfare:  

‘I still didn't get [benefits] because the woman said I answered every question without 

difficulty’ (Bob) 

Reinforcing benefit stigma: ‘Pretending to be disabled’.  Four accounts suggested the 

system reinforced benefit stigma in a variety of ways. Louise described proving her entitlement to 

benefits during the hostile questioning of the assessment:  



74 

 

‘This is why I've come, because I've got learning disabilities, I've got health conditions as 

well… why do they have to interrogate people?’. 

Dave described not being believed about his health condition during his assessment, interpretated as 

perceiving the assessor as stigmatising by questioning the legitimacy of his benefit claim:  

‘She said, can you move it? I said yeah, I can move it. Well it's not sore is it? So you've lied 

about that and everything.’ 

It is important to note that this is reported speech, therefore we cannot be certain of the conversation 

between Dave and his assessor. However, interpretation of this quote suggests that Dave 

experienced the conversation as invalidating and accusatory, even if the assessor was not as leading 

as this reported speech suggests.  

Miss Moneypenny appeared to justify the scrutiny and judgement of the assessor, suggesting she 

may have internalised negative stereotypes linked to benefits:  

‘They gotta ask those questions and make sure that the person is not doing wrong and 

pretending to be disabled.’ 

Disempowerment: ‘You've got to do it though’. Analysis suggested that all participants 

experienced powerlessness. Agency appeared tied to the risk of losing welfare:  

‘You've got to do it though, it's important or they'll cancel your benefits’ (AJ) 

Passivity was interpreted as powerlessness: 

‘They sort of sort it out for me they sort all me money out’ (Miss Moneypenny).  

Personalised attributions framed the assessor as powerful within the assessment, with them 

specifically being referred to as the decision maker by Louise: 

‘Then might give you money, might not give you money. We have to do whatever they say’ 
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AJ appeared to feel forced to answer personal questions during the assessment, suggesting a sense 

of powerlessness in this situation: 

‘It's quite scary and worrying… I didn't wanna answer them’  

Relationship with the Assessor: ‘His attitude fucking stunk’ 

All participants discussed their relationship with the assessor during their assessments. The 

analysis suggested that it reflected the fear and marginalisation of the assessment process. The 

relational consequences of these mechanisms are discussed here. 

Humiliation and dismissal. ‘I felt humiliated in front of her’. Analysis suggested all 

participants experienced the assessor as humiliating and felt socially inferior during interactions 

with the assessor (‘He spoke to me like shit’ Sue; ‘I thought she was a bit of a snob’ Miss 

Moneypenny). Miss Moneypenny clearly stated she felt humiliated and how this negatively affected 

her mood: 

‘I felt humiliated in front of her… I got a bit down in the dumps over it really cus to be asked 

those kinds of questions, it’s not nice.’  

The participants descriptions of the assessor being impersonal were interpretated as being 

dismissive of the potential emotional impact of the assessment: 

‘They'll just go through the questions and they'll be like can you do this, can you do that… 

they're that busy asking the questions they're not seeing how like you're reacting’ (Natasha).  

Louise described how her assessor did not stop when she became distressed and requested a break, 

interpreted as dismissal of emotional experience (‘the lady who's interviewing me she was like no 

we're just best to carry on’).  

Only Jonathan described a helpful interaction with an assessor, who he felt attempted to be friendly 
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by ‘trying to be like, act like my buddy’ and help his understanding (‘dumb the questions down for 

me’). However, Jonathan’s language was interpreted to suggest a stigmatised, rather than 

reasonable, adjustment. Jonathan’s perception of this as helpful may imply internalised stigma. 

Not understanding me: ‘They don't understand me’. Analysis suggested five participants 

felt their needs were not understood by assessors (‘They don't understand me’ Louise). There was a 

sense that assessors didn’t understand people with intellectual disabilities more generally: 

‘They don't really understand people with learning disabilities’ (Natasha). 

Furthermore, analysis suggested that assessors did not explore what it meant to have an intellectual 

disability: 

‘But I can't remember them asking me how I actually deal with my disability’ (Bob). 

 

Others as a Safe Base: ‘Someone there that you know, and you trust’ 

 All participants discussed the supportive role of others in relation to the benefit process. 

This was expressed in a sub-theme related to different types of support and a sub-theme 

highlighting different levels of independence. 

Support from others: ‘I just love what they done for me’. All participants discussed 

helpful support from the 3rd sector (‘MENCAP was supporting me’ AJ) and family (‘Mum and my 

auntie… was always there to help me’ Jonathan). Multifaceted support included filling in forms 

(‘She do'ed the sign… you know, tick the things’ Dave), helping with understanding (‘Some of the 

staff… are brilliant, cos they will help me read the letters off the Job Centre’ Louise),  emotional 

support (‘I had my family and friends trying to calm me down and not panic as much’ Bob) and 

financial support (‘I got some money off my family’ Dave).  
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Personal In(ter)dependence Payment: ‘When I'm on my own I panic’. Analysis 

suggested independence, dependence and interdependence were important to the experience of six 

participants. A consequence of their scary and marginalising experiences appeared to be increased 

dependency on others to navigate the system safely: 

‘Don't like interviews anymore… I have to take either someone from MENCAP or another 

person with me (Louise). 

There was also the risk of financial dependency when benefits are stopped: 

‘If next year I get my PIP stopped, I've got to live on [spouse's] money’ (Sue). 

Dave highlighted how support increased his confidence to do things independently, rather than 

promote dependence:  

‘When I've got people around me. I'm ok. If I'm all on my own or something like that, or on 

the phone, I have to get someone else to erm speak to them’.  

Support appeared to improve participant’s experiences (You're gonna be more relaxed at, erm, 

you're gonna be more like confident with yourself with someone there that you know and you trust’ 

Louise). In contrast, the negative impact of being alone was discussed by Jonathan:  

‘Because when I'm on my own I panic, feel like I'm, my chest is about to pop out’. 

Sue appeared to seek reassurance and support from her spouse and carer who was present at her 

interview (‘I get my PIP now don't I baby?’) which initially suggested dependency. During the 

interview he fell, and Sue responded by care-giving (‘Are you alright? You ok? You cut yourself… 

You ok, you alright?’ Sue). This was interpreted as interdependency, highlighting a mutual and 

reciprocal relationship. Louise described how she supports Mencap, also suggesting a reciprocal, 

supportive relationship, as opposed to what might be the expected support dynamic within this 

relationship: 
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‘I always help MENCAP out a lot… I can't say no to them’ (Louise).  

 

Coping: ‘That's where I really shined’ 

Seven accounts suggest participants found ways to cope with the assessment process. These 

fall into subthemes of resistance and finding value.  

 Resistance: ‘You're not getting away with it’. Four participants described resisting 

powerlessness. Two participants appeared to self-advocate: 

‘I said you do not speak to me like you're speaking to me, you're not getting away with it’ 

(Sue).  

Natasha appeared to want empowerment though leaving feedback and holding the system 

accountable: ‘I think they should send you a letter the week after with like smiley faces on or sad 

faces on and say what do you give this appointment.’  

Finding Value: ‘Confidence and belief in myself’. Analysis suggested value found in other 

circumstances was important in four participant’s experiences of welfare assessment. Jonathan 

discussed the things he valued about employment: ‘I think, I think I enjoyed the erm, going around 

[local area], seeing all the new places, making new friends’. Louise described feeling valued in her 

volunteer role, about which she felt ‘very good… pleased with myself’. Jonathan discussed how 

specialist college attendance helped him to value himself (‘That's where I really shined’) and said 

his experience of employment, volunteering, and college ‘brought me confidence and belief in 

myself.’ 

Two participants spoke with pride about their achievements (‘I’ve got loads [of certificates]. 

Two files, one in grey and one in maroon… not only that I’ve got good attendance certificates’ Sue) 

as well as their personal attributes (‘My, my kindness. And [Name] can vouch for that’ Louise). Sue 
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is clear about her moral code and her commitment to it, which appeared to help her find value in 

herself: ‘I don't, if they treat me with respect, I'll treat them with respect.’ 

Discussion 

This research explored the experience of people with intellectual disabilities, who have been 

subject to welfare assessments related to their welfare benefit eligibility. Five superordinate themes 

were generated through analysis of the participant’s narratives: (1) Living in fear; (2) 

Marginalisation; (3) Relationship with assessor; (4) Others as a safe base and (5) Coping.  

The themes living in fear and marginalisation support literature that suggests the eligibility 

assessments in the UK welfare system are experienced by claimants as largely negative (Headway, 

2018), due to being difficult to understand (Allen et al., 2016) and claimants not feeling listened to 

(Gray, 2014; United Nations, 2016; Gray, 2017). The analysis provides empirical evidence to 

expand some of Moth & Lavalette’s (2017) findings from people with mental health difficulties 

who claimed benefits to those with intellectual disabilities who are subject to welfare assessments. 

Their mechanisms of fear, invalidation, double binds, and ‘shaming and blaming’ were also present 

in the current study within the themes living in fear and marginalisation. This suggests some 

experiences of welfare assessments are similar across different groups, however group and 

individual differences are evident. 

In the current analysis, the reinforcing intellectual disability stigma sub-theme was present 

in more participant’s accounts than the reinforcing benefit stigma sub-theme, suggesting that the 

assessment process was more likely to reinforce stigma associated with having an intellectual 

disability. This supports Scior’s (2016) argument that having an intellectual disability remains 

highly stigmatising, as this experience appeared to be more salient to the participants than benefit 

stigma. This may suggest that the generally negative experience of undergoing welfare assessments 

that is documented in the literature, not only applied to the participants, but was compounded by 

their experience of having an intellectual disability. In the context of literature that demonstrates 

people with intellectual disabilities feel stigmatised and powerless across multiple spheres of their 
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live (e.g., Scior, 2016), the welfare assessment may be a microcosm of people’s general experiences 

of having an intellectual disability. 

Within this analysis, the theme of marginalisation illustrates how the welfare assessment 

process reinforces stigma and disempowers those with intellectual disabilities, serving to socially 

marginalise them. Disempowerment was demonstrated across all participants, which fits with 

literature that suggests UK welfare claimants experience feelings of powerlessness (de Wolfe, 2012; 

Ploetner et al., 2019).  The reinforcing stigma sub-themes suggested some participants internalised 

stigma while some did not. This supports literature that suggests not all stigma is internalised 

(Corrigan and Watson, 2002; Trumball, 2008).  

More participants discussed the protective factor of others within the others as a safe base 

theme than they discussed finding value or resistance as forms of coping. Analysis suggested that 

support from others could promote independence, reflecting critical disability literature that 

challenges the traditional ideology of independence (e.g., Morris, 2004). Interdependency was 

demonstrated in the Personal In(ter)dependence Payment theme; this reflects current thinking 

around independence that highlights the importance of building mutual relationships between 

people with intellectual disabilities, their carers, and services (Giri et al., 2021).  

Some participants expressed feeling valued in employment and education settings in the 

finding value subtheme. They discussed having opportunities to travel around, make new friends, 

and feel equal to peers during employment. This might reflect research that suggests that 

meaningful roles can reduce the emotional consequences of stigma (Dagnan & Sandhu, 1999). 

However, for meaningful employment to be an option for people with intellectual disabilities, it is 

argued that the welfare system would need to address their restricted employment opportunities and 

support their self-development (Redley, 2009). Furthermore, other roles may be just as beneficial, 

as illustrated in the Personal In(ter)dependency sub-theme. 
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Reflections 

The research team consisted of like-minded academics, who shared political views and 

incorporated elements of social justice activism into their work. This will have led to a left-aligned, 

activist perspective permeating the research. While the team focused on the harm caused by the 

welfare state, it is important to acknowledge how those with alternative perspectives may have 

affected the research. For example, a more neutral academic may have highlighted the value of 

providing some sort of state assistance to people with learning disabilities, thus interpreting some of 

the data differently.  

The double hermeneutic required in IPA aligned with the researcher’s value of considering 

what they bring to the research process (see Appendix E). As a politically engaged professional who 

values social justice as a form of therapeutic intervention, the data will have inevitably been 

analysed through this lens. It is likely that another researcher with a different political position 

would have interpreted the data differently; see Appendix E for further discussion. 

During the interviews, when participants discussed the negative emotions associated with 

being oppressed and marginalised, the researcher tended to respond with validation and 

containment. Supervision highlighted that occasionally direct questions about negative experiences 

were avoided to ‘protect’ the participants from emotional distress. This could be viewed as an 

enactment of the researcher’s implicit assumptions associated with their own privilege and power; 

that people with intellectual disabilities need support and to be protected. The impact of this bias 

may have disempowered some participants by not giving them as much space to share their 

negative experiences and therefore limited the data. 

Limitations 

The findings are based upon the experiences of people with intellectual disabilities who 

were recruited via two independent Mencap charities, both of which promote equality and social 

inclusion for people with learning disabilities. While this contributed to homogeneity within the 

sample, which is beneficial for IPA, it is important to consider how being involved with Mencap 
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may have influenced how the participants made sense of their experiences of welfare assessments, 

as they were likely exposed to social models of disability and advocacy-based support. Future 

research might consider the potentially very different experiences of people with intellectual 

disabilities who are not members of Mencap.  

During the recruitment stage no formal assessment of intellectual disability was utilised and 

diagnosis was assumed through Mencap’s service eligibility criteria, which requires the presence of 

an intellectual disability. This means there is a small chance that some participants may not have 

met formal diagnostic criteria for an intellectual disability. However the subjective experience and 

self-disclosure of having an intellectual disability was congruent with IPA principles and reflected 

the epistemological stance of the researcher (see Appendix E).  

The interviews were conducted in the presence of a Mencap staff member in all but one 

instance to safeguard the wellbeing of the participants. However this may have impacted the 

participant’s emphasis on the 3rd sector as a supportive and safe base, due to potential desire to 

please and unwillingness to criticise the support they received in front of Mencap staff. The position 

of the researcher will have impacted the data collection through the open-ended and explorative 

style of the interview and the double hermeneutic process of data analysis. The final superordinate 

themes were very closely related, and it is acknowledged that a researcher with a different 

background and position may have interpreted the data differently. While people with intellectual 

disabilities were consulted throughout the research process, having a member of the research team 

who has an intellectual disability may have strengthened the analysis by broadening the 

interpretations made about the data. 

The current research was conducted in the context of the global COVID-19 pandemic. 

Interviews took place virtually, which increased recruitment bias as only people who were able to 

access an online interview were included in the sample. Both the participants and the interviewer 

were living in a period of uncertainty, where fear and anxiety were experienced by most people to 

some degree. This may have impacted the way the interviews were conducted, the things that felt 
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important to the participants and the interpretations made by the researcher. In terms of relational 

experiences, many people were not able to have contact with their support network during this time, 

which again may have impacted the research by highlighting the importance of social connections. 

Furthermore, the participants had reduced contact with the DWP within this timeframe as all 

assessments were suspended in line with restrictions.  

Multi-level Interventions 

Figure 2.1 summarises recommended interventions based on the analysis. Individual-level 

therapeutic interventions could be employed by clinicians working in clinical services for people 

with intellectual disabilities, to understand and target the distress and stigma experienced in relation 

to welfare assessments. At a systemic level, clinical psychologists could support the work already 

being doing by 3rd sector and advocacy groups, who provide a safe base for people with intellectual 

disabilities undergoing welfare assessments and facilitate empowerment and self-advocacy.   

Clinical psychologists could also utilise their power to advocate for change within the 

welfare system, by lobbying for psychological thinking within the system. The changes outlined in 

this level of intervention in Figure 2.1 would serve to reduce the fear of losing benefits, improve the 

relationship between assessors and those being assessed, make information more accessible, foster a 

sense of achievement and facilitate a person-centred approach. Clinical psychologists often have 

transferable organisational and leadership training that could support them to make effective 

arguments for this psychological approach to those in power. Recent research by Catrell, 

Weatherhead and Higson (2021) explored clinical psychologists experiences of working in the 

context of the benefit system. They found that participants believed they could and should influence 

higher-level change in the welfare system, however emphasis was placed on the need for 

professional support and leadership to feel able to engage in this macro-level work. 

Recently, The Social Security (Scotland) Act 2018 established a devolved welfare system in 

Scotland, intending to frame social security as a human right (O'Cinneide, 2019). Changes will 

include only utilising welfare assessments where necessary and ensuring assessments are carried out 
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by members of public bodies, as opposed to private contractors (O'Cinneide, 2019). These changes 

are likely to encompass some of the policy recommendations made here and could make a 

significant difference to the experience of people claiming benefits. The DWP should closely follow 

the impact of these changes and consider policy changes to the rest of the UK. 

 

Figure 2.1 

Multi-level Interventions for Clinical Psychologists to Support and Improve the Experience of 

People with Intellectual Disabilities Undergoing Welfare Assessments 
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Dissemination  

To support the multi-level interventions described above, this research will likely be 

disseminated to different audiences. Firstly, a participatory approach will be utilised in partnership 

with Mencap, to ensure people with intellectual disabilities and those who work with them are able 

to decide how and where the research is disseminated. It is hoped that this partnership will 

culminate in co-produced feedback to the welfare system and policy decision makers to outline the 

changes that need to be made to safeguard the wellbeing of those with intellectual disabilities who 

claim benefits. Secondly, the research will be submitted for publication in journals where clinical 

psychologists and other professionals working with those with intellectual disabilities can access the 

findings and the suggested interventions to support wellbeing in this context.  

 

Conclusion  

People with an intellectual disability who are subject to work capability assessments in 

relation to claiming UK welfare benefits experience the system as scary and oppressive. The 

process and the assessor reinforced the stigma associated with having an intellectual disability and, 

to a lesser extent, claiming benefits. The participants interactions with both the system and the 

assessor maintained a power imbalance. Participants coped with their experiences using self-

protection strategies, however their relationships with safe and supportive others were the most 

beneficial in improving their experience. From this analysis, systemic approaches to improving the 

benefit assessment process for people with learning disabilities seems more likely to be helpful that 

individual interventions to cope with disempowerment or stigma. This might include making 

changes to the claiming process and benefit system and the facilitation of meaningful relationships 

within and beyond the benefit system.  
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Appendix D – Personal Independence Payment Context 
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Appendix H: Consent Form 
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Appendix I – Proposed Interview Schedule  
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Appendix J: Easy-read Interview Schedule 
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Appendix K – Reflective Diary Excerpts 
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Appendix L - Sample Coding 
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From Sue’s Interview 
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Appendix M: Examples of NVivo Case by Case Theme Clusters 
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Appendix N: Previous Analysis Iterations  

 

 
 

 
 


