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[bookmark: _Toc225605626]Abstract
Juvenile idiopathic arthritis (JIA) is an autoimmune inflammatory condition characterised by chronic pain and inflammation, with onset before the age of sixteen. Due to JIA being an invisible condition, JIA individuals often experience stigma, which previous research has explored. However, there is limited research regarding the impact of stigma on the social and self-identity of JIA individuals. The present study aimed to investigate this by gathering publicly available data from the app Reddit, discussing the lived experiences of individuals with JIA. The present study adopted Braun and Clarke’s (2006, 2019) method of reflexive thematic analysis with an inductive approach. Four main themes emerged including: (i) delegitimisation and disbelief of JIA, (ii) institutional and relational impact on identity, (iii) identity protection, (iv) disruption and repair of identity. These findings demonstrate the diverse impact stigma may have on the social and self-identity of JIA individuals and support the social identity theory which highlights how negative societal values contribute to a distorted self-perception and social withdrawal. Practically, these findings illustrate the importance of supportive responses and promoting greater awareness of JIA. However, the small sample size (52 quotes) limits the depth of the findings.  









	
	
	




1

[bookmark: _Toc225605627]Introduction
A child’s development includes a series of biological, emotional, and psychological changes that occur from the birth of a child till the end of their adolescence (Likhar et al., 2022). After building basic self-knowledge in childhood, adolescents begin exploring different aspects of their identity in ways that help them increase their independence and connection with others (Cheng et al., 2024). Identity development can be shaped by significant life changes or experiences with the growth of healthy identity being formed through supportive relationships with peers and family as they encourage positive reflection (Branje, 2021). Hendry et al. (2022) reported that people with disabilities frequently experience prejudice and highlighted that there appears to be a lack of research focusing on the experiences of individuals with invisible disabilities, with research primarily focusing on the experiences of visible disabilities. However, they emphasised that there are more cases of invisible disabilities in the global population.
Juvenile idiopathic arthritis (JIA) is one invisible condition that may significantly affect an individual's daily life. JIA can be defined as an autoimmune inflammatory condition marked by chronic pain, and is a collective term for a group of arthritis conditions with no known cause and starts before the age of 16 (Martini et al., 2022; Wakefield et al., 2023). It is estimated that JIA affects over 1000 individuals in Ireland (O’Sullivan et al., 2018). Despite this prevalence there appears to be a lack of research on the psychological effects of this condition, specifically the impact of stigma on the social and self-identity of JIA individuals.
[bookmark: _Toc225605628]1.1 Juvenile Idiopathic Arthritis 
JIA individuals tend to experience more psychological challenges, resulting in lower confidence, negative self-image, increased anxiety, depression, and lower quality of life, compared to their peers (Bomba et al., 2013). Furthermore, Beaudoin et al. (2025) analysed the prevalence of documented mental health conditions in JIA adolescents and reported 16% of these individuals having a documented mental health condition. However, their study emphasised that this number likely underestimates the true prevalence, due to lack of documentation. Beaudoin et al. (2025) provided evidence of the psychological burdens that accompany JIA, however, due to the retrospective chart design it may lack reliability as the study was not aware of the timing of when adolescents were diagnosed with mental health conditions. Similarly, Fair et al. (2019) identified that depression and anxiety were significantly more common in JIA individuals in comparison with peers, with prevalence estimates ranging from 7-36% for depression, and 7-64% for anxiety. However, their study discontinued its search strategy in 2018, thereby excluding newer research on the psychosocial effects associated with JIA. 
Correspondingly, Brandelli et al. (2024) explored “internalising symptoms” in youth with JIA and the relationship between youth and parent perfectionism. Their study reported positive relationships between perfectionism, negative self-evaluations, and “internalising symptoms”. Their study also identified that youth who masked their condition had an increased chance of experiencing “internalising symptoms”, emphasising the vulnerability of JIA individuals. Their use of validated scales strengthened the reliability of the study. However, due to the questionnaires being self-reported there may be a potential of social desirability bias, particularly given the element of perfectionism in their study. Their study highlighted the processes of internalised stigma such as self-concealment, and fear of imperfection, which represents ways JIA individuals may manage the societal perceptions of their condition. Furthermore, Brandelli et al. (2023) reported that pain in JIA was consistently linked with anxiety and depression, negative beliefs, and lower confidence in children and their parents. However, their study focused on quantitative studies which overlooked rich qualitative data that may highlight the identity and stigma processes. 
[bookmark: _Toc225605629]1.2 Stigma associated with JIA
Stigma can be defined as the undermining, labelling and marginalization of a person due to the certain characteristics they possess (Subu et al., 2021). Many JIA children feel misunderstood or stigmatised, with their condition also undermining their feelings of normality, which impacts their ability in social engagement (Tong et al., 2012). Van Gulik et al. (2020) investigated how JIA adolescents perceive their schooling and anticipated work life. Their study identified JIA adolescents wanting to be treated like their peers, that they faced inconsistent support at school, and were uncertain about disclosing their condition to teachers or future employers.  Additionally, JIA adolescents reported preferring not to disclose their JIA due to fear of stigma or lowered expectations of them from others. The analysis of their study was transparent, with clear coding and peer checking which enhanced its credibility. However, the sample was small (n=22), which limits the transferability of their findings. 
Similarly, O’Sullivan et al. (2018) investigated the self-management needs of JIA individuals in Ireland. Their study reported that JIA individuals emphasised the importance of social support and their need for it to help manage their JIA.  O’Sullivan et al. (2018) also reported how JIA individuals had mixed feelings regarding support from teachers as they reported feeling they were “singled out” from their peers. These findings are consistent with Currie et al. (2023) who conducted interviews with JIA individuals, with these individuals emphasising the importance of good relationships, marked by trust and respect, in supporting them and their JIA. 
In addition, Irish et al. (2025) investigated how youth with JIA as well as their carers react to pain-related stigma and identified five overarching themes: counteracting the stigma and establishing authority, accommodating personal needs, avoidance behaviour linked to anticipatory stigma, significant influence on emotional health, and support and education. Their study focused on the experiences of both youth and their caregivers as well as both situational and enduring reactions which strengthened the credibility of their findings. However, the sample size was small(n=22), with most participants being in the older age bracket (15-19 years of age) and limits the generalisability of their findings. 
Similarly, Wakefield et al. (2023) explored the nature of pain related stigma experienced by JIA adolescents and their parents. Their study sought to investigate how these individuals perceive and experience stigma related to JIA, while comparing their results to Wakefield et al. (2021) who explored stigma in adolescents with chronic pain conditions. Wakefield et al. (2023) reported that all participants were subject to pain-related stigma which four main categories emerged for adolescents and five for their parents: felt stigma, internalized stigma, concealment/anticipatory stigma, contributors to stigma, and lastly parent guilt which emerged for the parents only. Additionally, Wakefield et al. (2023) reported that controllability did not appear in the categories, unlike their previous study, which found it as a category in adolescents with chronic primary pain (Wakefield et al., 2021). However, Wakefield et al. (2023) employed convenience sampling, with a small sample size(n=29), which limits the generalisability of the findings.
[bookmark: _Toc225605630]1.3 Social and self-identity 
The formation of self-identities is a central development stage of adolescence, however, the process is constantly evolving during this period and can be strongly impacted by a chronic condition (McDonagh et al., 2016). Social identity refers to how individuals recognise themselves as part of a group and the favourable, or unfavourable, values that are connected to that group belonging (Harwood, 2020). Social identity theory (Tajfel & Turner, 1979) is a useful framework for understanding how stigma can shape identity as it proposes that individuals gain part of their self-concept from the groups they belong to, with the status, or social value, of the group influencing the individual’s sense of belonging and self-identity. The theory also proposes how individuals position themselves within “in-groups” and exclude themselves from “out-groups” to enhance their self-esteem as they are motivated to maintain a positive identity which can lead to intergroup conflict (Tajfel & Turner, 1979). Social identity theory is relevant to the present study as JIA individuals may be placed within “out-groups” due to stigma, which may negatively impact the social and self-identity of these individuals. 
Regarding the impact of stigma on the identity of JIA individuals, Nicola et al. (2019) investigated the effect of dismissing pain towards people with chronic pain from individuals themselves, peers, family, and doctors. Their study reported that individuals faced stigma, identity loss, and damage to their self-concept and additional challenges. The large scale of literature reviewed provides a broad understanding of the effects of pain invalidations. However, their research mainly consisted of western literature and, therefore, limits the generalisability of the results, as it may not represent other cultural contexts. Similarly, O’Donnell and Habenicht (2021) explored the relationship between different forms of stigma and illness identity in individuals with invisible chronic conditions and reported a positive relationship between all forms of stigma and illness identity.  Their employment of validated stigma measures as well as the large sample size of 446 participants, enhanced the reliability of their results, however, there is a limitation in their employment of a self-report survey, as there may be a risk for social desirability bias. 
In addition, Aussems et al. (2024) conducted a meta synthesis on three participatory action research projects focusing on different groups of disadvantaged young people, with one specifically on JIA. Their study was conducted by identifying themes and comparing them to Giddens’ (1991) theories of self-identity and politics.  Aussems et al. (2024) reported that participants felt caught between being seen as self-sufficient and incapable which led to these individuals having difficulties managing how they present themselves. Regarding individuals with JIA, this may include them either minimising or concealing their symptoms to avoid being seen as “seeking attention” while also having to demonstrate their challenges to access support.  Aussems et al. (2024) highlighted the tension JIA individuals feel when balancing the appearance of their condition and how it can cause a strain on their identity. A strength of their study is the use of Giddens’ (1991) theoretical concepts as it allowed Aussems et al. (2024) to connect the experiences of the disadvantaged individuals to a broader social context. However, the generalisability of their study may be restricted, as they focused on a small number of projects. 
Similarly, Hanghøj et al. (2016) investigated how JIA individuals construct their identities during adolescence and reported that most portrayed a “normal identity” outside of their home and their “illness identity” at home. The individuals “normal identity” consisted of them trying to present themselves as healthy and partaking in social norms to avoid drawing attention to their JIA due to fear of being labelled as “boring”. Their study highlights how JIA individuals may be at risk of experiencing stigma if they draw attention to themselves when presenting their illness identity outside of their own home. However, their study had a small sample size (n=14) that consisted mostly of girls (n=11) which may limit the generalisability of their findings. Their findings are consistent with Cartwright et al. (2014) who conducted in depth interviews with JIA individuals regarding their lived experiences and identified how individuals with JIA experienced difficulties balancing the disclosure and concealment of their JIA. Furthermore, Cartwright et al. (2014) also reported how JIA individuals internalised the external perceptions of others regarding arthritis being associated with “older age” which negatively impacted their social and self-identity as they believed their sense of youth was lost. 
Furthermore, Beneitez et al. (2020) investigated JIA adolescents social needs and their views about digital resources in accommodating them. Their study reported JIA adolescents frequently experienced disbelief and a lack of understanding from others regarding their JIA which influenced their decisions in whether or not to disclose their JIA due to fears that they would be seen as a “weirdo”. Overall, previous research highlights the vulnerability of JIA individuals and demonstrates the complex relationship between stigma and identity. However, there is limited research specifically examining how the stigma experienced by JIA individuals impacts their social and self-identity. 
[bookmark: _Toc225605631]1.4 The present study 
The present study aims to address the gaps in the literature regarding the impact of stigma on the social and self-identity of individuals with juvenile idiopathic arthritis. Hanghøj et al. (2016) and O’Donnell and Habenicht (2021) both reported how stigma may have an impact on the identity of individuals with invisible chronic conditions, however, they failed to investigate the impact of stigma on specific identities such as social and self-identity. The present study aims to investigate this through a qualitative analysis of publicly available narratives gathered from Reddit, with the employment of Braun and Clarke’s (2006, 2019) reflexive thematic analysis to identify themes from the data.  
[bookmark: _Toc225605632]1.5 Research question 
Does the stigma experienced by JIA individuals have an impact on their social and self-identity?
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[bookmark: _Toc225605634]2.1 Research Design
The present study employed a qualitative research design using reflexive thematic analysis to investigate how stigma impacts the social and self-identity of individuals with Juvenile Idiopathic Arthritis (JIA). Thematic analysis offers a systematic and flexible approach for the identification, analysis, and interpretation of patterns of meaning within qualitative data (Ahmed et al., 2025). The present study applied Braun and Clarke’s (2006, 2019) six phase steps for thematic analysis which includes (i) familiarisation with the dataset, (ii) generation of initial codes, (iii) searching for themes, (iv) refining and evaluating themes, (v) clarifying and labelling themes, (vi) and producing the final analysis. An inductive approach to thematic analysis was conducted by the researcher, which consists of themes being generated directly from the data (Proudfoot, 2023). The employment of the present research design was deemed appropriate as the study aimed to explore the lived experiences of JIA individuals, which reflexive thematic analysis allows, as it captures both explicit, and underlying meanings, within the participants’ narratives. 
[bookmark: _Toc225605635]2.2 Data Source and Collection 
The present study gathered publicly available data from Reddit, a publicly accessible web-based platform and app. Reddit was selected as the primary data source as it provides internally consistent data and facilitates access to a geographically diverse user base as it is not restricted by specific countries which some platforms are (Jamnik & Lane, 2017). Registration for Reddit is both free and anonymous with the ability to access and download publicly available data (Amaya et al., 2021). Due to this anonymity, individuals may be more likely to express their experiences more openly (Amaya et al., 2021). The present study identified narratives relevant to the research topic by searching for key words such as “JUVENILE IDIOPATHIC ARTHRITIS” or “STIGMA AND ARTHRITIS” or “IDENTITY AND JUVENILE IDIOPATHIC ARTHRITIS” or “JUVENILE IDIOPATHIC ARTHRITIS EXPERIENCES”. From this search process, three subreddits were identified as suitable sources to gather data from including: r/thritis, r/rheumatoid and r/rheumatoidarthritis. Subreddits are web-based communities on Reddit in which users can join, comment and post (Cauteruccio et al., 2020). Narratives that were deemed relevant, based on following the set of inclusion criteria, were compiled into tables on Microsoft Word to ensure that they were organised, and ready for analysis. Each table included a narrative, with an identifying label, and which subreddit it was drawn from. This structured format allowed the researcher to manage and analyse the data efficiently.  
[bookmark: _Toc225605636]2.3 Sample
The present study employed purposive sampling, as it gathered publicly available data from Reddit. Data was collected from three subreddits which directly discussed the lived experiences of individuals with juvenile idiopathic arthritis and the impact of stigma on their social and self-identity. Within these subreddits, the individuals asked for advice, expressed their opinions, and shared detailed experiences. The researcher followed a set of exclusion and inclusion criteria to ensure the collection of strictly relevant and meaningful data related to the present study’s research topic and question. This process included focusing on narratives that strictly discussed stigma and JIA, JIA and identity, and the impact stigma experienced by JIA individuals had on their social and self-identity. A total of fifty-two quotes were gathered once data saturation had been reached. Data is deemed to be saturated when no new themes emerge from the data (Naeem et al., 2024). Narratives that lacked relevance to the present study’s research question were excluded, to ensure no unrelated data was included. The purpose of each subreddit is outlined by the moderators of the community as well as the community guidelines (See Appendix A). 
[bookmark: _Toc225605637]2.4 Ethical Approval 
As the study gathered publicly available data and had no direct contact with participants, a Green Route application was submitted to IADT Psychology Ethics Committee(PEC);(See Appendix B). Ethical approval for the present study was granted by the PEC (See Appendix C). As the study discussed sensitive topics, the researcher provided a content warning on the cover page, to ensure readers experienced no emotional distress. The researcher adhered to the British Psychological Society (BPS) (2021) ethical guidelines for internet mediated research regarding confidentiality and anonymity. The researcher met these guidelines by using pseudonyms and rephrasing narratives to preserve the user’s anonymity and privacy while maintaining the narratives’ original meaning. 
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[bookmark: _Toc225605639]3.1 Overview of Results 
The present study gathered publicly available data from Reddit, specifically focusing on the lived experiences of JIA individuals regarding the impact of stigma on their social and self-identity. Braun and Clarke’s (2006, 2019) reflexive thematic analysis was employed in the present study. It is notable that Braun and Clarke’s (2006, 2019) six phase steps for thematic analysis has been updated as they changed the term to “reflexive thematic analysis”. Braun and Clarke (2019) established how this qualitative approach requires a careful and informed application of both theory and method, with reflexive practice being essential for recognising and critically evaluating assumptions. Additionally, they note how identifying these underlying assumptions and questioning the relevance of them to the research question, or aims, is considered important for qualitative research. The researcher of the present study acknowledged this and maintained reflexive awareness throughout the analytical process to ensure the transparency and rigor of the present study’s method and results. An inter-rater agreement test (IRAT) was conducted (See Appendix D) to ensure the transparency and consistency for how the themes were developed from the data. This reduced the risk of the data being misinterpreted (Cole, 2023). The IRAT was 83.3%, indicating a strong level of agreement between the researcher and second coder. 
The thematic analysis aimed to answer the research question of: Does the stigma experienced by JIA individuals have an impact on their social and self identity? Codes were applied to fifty-two quotes, gathered from Reddit, with four main themes emerging from the data set. All quotes have been paraphrased to preserve the anonymity of the JIA individuals, while maintaining the narratives' original meaning (See Appendix E). Pseudonyms have also been applied to promote anonymity, with a small sample of the codebook included in the Appendices (See Appendix F). A preliminary thematic map is provided in the Appendices (See Appendix G) along with a thematic map key (See Appendix H). The final thematic map is displayed in Figure 1 below with thematic maps of each individual theme displayed in Figure 2, 3, 4, and 5. Lastly, the findings from the reflexive thematic analysis are reported below. 




Figure 1
Final Thematic Map 
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Figure 2. 
[bookmark: _Toc225605641]Theme 1: Delegitimisation and Disbelief of JIA
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The first main theme, “delegitimisation and disbelief of JIA”, highlighted the ways JIA individuals experienced their condition as being minimised, questioned, or dismissed by others. Individuals reported others asking them to provide “proof” of their condition, with others comparing their condition to “regular” pain or minimising their condition, accusations of exaggeration and disbelief from others about their condition also were evident. Individuals who reported these experiences highlighted how their experiences led to feelings of exhaustion, isolation, invalidation, and frustration. This theme highlights how delegitmisation and disbelief of JIA impacts how JIA individuals perceive and present themselves in social situations, as their credibility seems to constantly be challenged. 
Subtheme 1: Accusations of Exaggeration and Disbelief:
This subtheme captured individuals' experiences of being accused of exaggerating their JIA or disbelief from others. Many individuals reported emotional distress, frustration, and feeling demoralised due to the authenticity of their condition being challenged. For example, Reddit User 16 shared how a doctor did not believe they had JIA: “Seeing him made me cry intensely as it seemed like no one actually believed me”, while Reddit User 21 shared: “It demoralises me when others question how bad my condition actually effects me and having to validate my condition”. Individuals also reported how their experiences contributed to feelings of internal doubt and isolation, demonstrating how repeated accusations of exaggerations and disbelief from others can negatively impact the social and self-identity of JIA individuals.
Subtheme 2: Minimisation and Comparison of JIA:
This subtheme concentrated on individuals who reported their JIA being minimized, through others comparing their condition to common aches, or giving unsolicited advice neglecting the seriousness of their condition. For example, Reddit User 10 stated: “I hate listening to people compare my condition to common pains in their body, it isn't the same and they don't understand how I really feel”, while Reddit User 21 stated: “My precision skills are damaged and they wanted me to draw something and when I said I couldn’t they compared my condition to their mothers condition and said that their mother could draw okay”. This minimisation and comparison of JIA as described by the individuals, negatively affected their social identity, due to the seriousness of their condition being ignored. This resulted in such individuals often reporting feeling misunderstood within social interactions. Such individuals questioned whether their JIA is worthy of acknowledging due to others constantly comparing and minimising it. It appeared to influence the way in which the individuals present themselves. 


Subtheme 3: Burden of Validating JIA Legitimacy:
This subtheme focused on individuals reports regarding pressure received from others to “prove” the legitimacy of their JIA. Many of these individuals described having to justify their condition to people, with some even providing physical evidence and still being dismissed by others. For example, Reddit User 4 stated “ I showed others my damaged joints and even after that they say mean and dismissive things”. Individuals also reported how constantly having to validate the legitimacy of their condition led to emotional exhaustion and distress. For example, Reddit User 5 stated “I’m so tired from having to tell everyone the history of my condition in order for them to maybe understand me”. The burden of validating JIA legitimacy captured how the stigma experienced by JIA individuals can negatively impact their self and social-identity, as they may internalise the doubt of others and feel pressure to form an identity that focused on proving their condition.  
Figure 3. 
[bookmark: _Toc225605642]Theme 2: Institutional and Relational Impact on Identity
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The second main theme identified in the analysis, “institutional and relational impact on identity”, explored how stigma experienced by JIA individuals in their interpersonal relationships, and institutional environments, impacted their social and self-identity. Individuals reported stigmatising and unsupportive responses from family, peers, teachers, and medical professionals. These experiences shaped their sense of belonging in social situations and appeared to impact their self-identity, as they reported feeling internalised shame and disbelief of their JIA, due to facing constant dismissal in social environments. 
Subtheme 1: Family Blame and Minimisation:
This subtheme explored individuals' experiences of family blaming them for their condition, as if it was the individual’s fault they had developed it, as well as minimising comments from family. For example, Reddit User 17 stated: “I'm suffering as I feel like I'm at fault for getting JIA due to my family saying I'm to blame for developing it as I wasn’t more careful”, while Reddit User 9 shared: “it is extremely hard to receive minimising comments from family, especially when they are the ones we want the most support from”. These comments illustrate how the social and self-identity of JIA individuals can be impacted as they reported feeling misunderstood and isolated by the ones they most wanted support from, while internalising their families' negative comments. 
Subtheme 2: Medical Dismissal:
This subtheme highlighted individuals' experiences of being dismissed within healthcare environments, specifically when medical professionals questioned and dismissed their JIA diagnosis due to age-based stigma. Individuals noted how dismissive experiences contributed to emotional exhaustion, and that internalised doubt caused them to question their JIA. For example, Reddit User 14 stated: “ I went to a healthcare professional and they told me that I was too young to have arthritis, I believed them and thought I made it all up”, while Reddit User 16 shared: “They made me think I was being dramatic as I wasn’t like their regular older clients”. These experiences convey how medical responses can impact the self-identity of individuals with JIA. 
Subtheme 3: Unsupportive Responses from Peers and Teachers:
This subtheme explored how unsupportive responses from peers and teachers may impact the social identity of JIA individuals. Many of these individuals reported experiencing “mocking” in times of need,  with peers and teachers seeming to fail to understand their JIA and provide support. For example, Reddit User 11 stated: “a group of people decided it would be funny to take a video of me struggling to pull my bag rather than coming to help me”, while Reddit User 7 stated “teachers informing the class to be kind didn’t help me at all and I don't understand how they thought that would”. These comments highlight what impact it may have had on their social identity, including the challenges and pressures associated with maintaining healthy peer relationships while having JIA. 



Figure 4.
[bookmark: _Toc225605643]Theme 3: Identity Protection 
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The third main theme of the present study, “identity protection”, illustrates strategies JIA individuals use to protect their identity from stigma. These individuals' frequent experiences of disbelief, age-based invalidation, minimisation, and dismissal seemed to have resulted in them adopting certain strategies to minimise their exposure to stigma. That said, while the individuals reported how these strategies helped them cope and manage apparent stigma, it impacted how they navigated their social identity, such as suppressing their thoughts in social situations and isolating themselves, which may have a negative impact on their self-identity. 
Subtheme 1: Strategic Silence to Avoid Stigma:
This subtheme focused on the way individuals use strategic silence to avoid stigma. The strategic silence, adopted by these individuals, involved them choosing to not disclose their JIA or hold any conversations surrounding the topic, unless they were certain that the person they were speaking to would respond with compassion. For example, Reddit User 2 shared: “I stopped speaking about anything to do with my condition unless I was certain the person I was speaking to was kind and asking out of care”, while Reddit User 21 reported “ I have to constantly hold back my feelings and when I attempt to speak to others about my JIA they don't understand”. While limiting their disclosure of their JIA protected themselves from negative comments, this strategic silence highlighted that JIA individuals were often unable to express their “true selves”, illustrating how even protective strategies from stigma can shape individual social identity. 


Subtheme 2: Social Withdrawal to Preserve Identity:
This subtheme explored how individuals chose to withdraw socially, in order to preserve their identity. JIA individuals' experiences of being misunderstood, judged, and minimised influenced how many of them withdraw from social interactions. They often seem to only associate with individuals with a condition like themselves and avoided certain environments. For example, Reddit User 26 shared: “I may only hang out with people who have conditions as well”, while Reddit User 12 discussed “I have to use the lift now if I feel like I have to after others had given out about me using the stairs too slow”. These comments demonstrate how JIA individuals often withdraw themselves from certain situations and people, as a strategy to protect their identity. However, it may impact their individual social identity, as it can lead them to being isolated from others.
Figure 5.
[bookmark: _Toc225605644]Theme 4: Disruption and Repair of Identity
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The 4th main theme, “disruption and repair of identity”, focused on various ways JIA individuals’ identity may have been damaged and how they may have repaired it. Such individuals reported how recurring experiences of stigma influenced the way they perceived themselves and how they presented themselves in social situations. These individuals discussed how their experiences caused loss of youth identity, distorted self-identity, isolation, and psychological distress. Despite this, JIA individuals highlighted experiences where they received validation and support from others, which helped restore aspects of their social and self-identity. 
Subtheme 1: Distorted Self Perception:
This subtheme captured how stigma experienced by JIA individuals impacted the way they perceived themselves. These individuals discussed how frequent negative comments from others, such as saying they were at fault for developing JIA or that they were exaggerating, led them to internalise these negative comments and believe that they were the problem. For example, Reddit User 28 shared: “most colleagues didn't show empathy and told me that they wouldn’t give me the job as they see me as a liability, it really disrupted how I saw myself and it was weakening”, while Reddit User 17 discussed: “ I feel isolated and not the same as others my age”. These comments illustrate the impact of stigma on JIA individuals’ self-identity. These individuals discussed how others’ attitudes towards them began to impact their self-perception, such as lacking confidence and feelings like they do not belong. 
Subtheme 2: Loss of Youth Identity:
This subtheme highlighted how many JIA individuals discussed feeling a lost sense of youth, due to being excluded from typical childhood activities and experiences which their peers were able to have. These exclusions led to the individuals reporting feelings of embarrasment, and that their youth had been “stolen from them”. For example, Reddit User 8 discussed: “I felt embarrassed having to quit sports when in school, my peers mocked the way I stood”, while Reddit User 21 shared: “I believe my youth was taken from me and it messed me up mentally and personally”. These comments demonstrate a negative impact on the social and self-identity of these individuals, as their sense of belonging in social situations was disrupted, and how it could alter their sense of who they were as a person.  
Subtheme 3: Age-Based Invalidation of JIA:
Age-based invalidation of JIA was a prominent experience reported by JIA individuals. Individuals reported how they repeatedly received comments that they were “too young” to have JIA emphasising the stereotype that arthritis is only associated with “old age”. This societal stereotype could affect the individuals' social identity, as they reported feeling dismissed in social environments, that could lead to feelings of isolation and frustration. For example, Reddit User 1 shared: “It's so frustrating receiving the amount of negative comments I get due to being young with arthritis”. These individuals also internalised this societal stereotype which may negatively impact their self-identity, such as reporting feelings of embarrassment. For example, Reddit User 8 stated: “I felt ashamed when I had to walk to my home from my vehicle as I viewed it as an old person's condition and it made me feel so embarrassed and different from others”. 

Subtheme 4: Validation and Support Restoring Identity:
Despite the previous subthemes discussing the different damages done to JIA individuals identity, this subtheme captured the individuals' discussions of experiences where they received validation and support from others, and how it helped restore aspects of their identity. These experiences included being accepted by friends and receiving support from others with similar experiences or from medical professionals. For example, Reddit User 19 shared: “My doctor told me that I did everything the right way and that I wasn’t to blame which helped the way I feel”, while Reddit User 21 noted: “It felt nice that they accepted me and my JIA”. These comments demonstrate how being supported and accepted for their JIA may help restore self-confidence in their identity and promote more positive feelings. Feeling understood by others seems to improve individuals' self-perception and sense of belonging in social situations, highlighting the importance of validation and support in restoring identity after it has been damaged from stigma. 
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[bookmark: _Toc225605646]4.1 Overview 
The present study aimed to investigate how the stigma experienced by JIA individuals can impact their social and self-identity, by employing reflexive thematic analysis of publicly available narratives on Reddit in order to identify recurring themes. Four main themes emerged from the data analysis: (1) Delegitimisation and disbelief of JIA, (2) Institutional and relational impact on identity, (3) Identity protection, (4) Disruption and repair of identity. Overall, the present study's findings illustrate that stigma experiences are commonly prevalent among JIA individuals, and that they may shape their social identity, including how they present themselves, how they navigate interactions with others, and their sense of belonging, as well as potentially shaping their self-identity, through internalising this external stigma, and that contributing to a distorted self-identity.   
[bookmark: _Toc225605647]4.2 Delegitimisation and Disbelief of JIA
The theme of delegitimisation and disbelief of JIA focused on the numerous experiences identified by JIA individuals regarding their JIA being questioned, dismissed, minimised, and compared. This finding aligns Nicola et al. (2019) who demonstrated how individuals with chronic pain often experience disbelief and invalidation from others. This may increase the risk of identity loss (Nicola et al., 2019). Similarly, Wakefield et al. (2023) identified how JIA individuals often reported “felt stigma” including age-based stigma, accusations of exaggeration, disbelief, and dismissal from others. The theme of delegitimization and disbelief of JIA also highlights how these experiences may negatively impacted the self-identity of JIA individuals as it can influence the way in individuals perceive themselves, due to internalising others' doubts. This also aligns with Wakefield et al. (2023) who identified “internalised stigma” as commonly being reported as experienced by JIA individuals, further supporting the present study's findings.
The theme of delegitimization and disbelief of JIA demonstrates how accusations of exaggeration, disbelief, minimisation, and the burden of validating JIA may have an impact on the identity of JIA individuals. Individuals' reports of being accused of exaggerating, or lying, about their JIA illustrated how their credibility is often challenged in social environments, which may negatively impact their social and self-identity. They reported internalising these doubts and being left feeling isolated from others. This finding supports O’Donnell and Habenicht (2021) findings that indicate a positive relationship between stigma and illness identity, with the present study's findings providing a deeper insight into the relationship between stigma and identity of JIA individuals

[bookmark: _Toc225605648]4.3 Institutional and Relational Impact on Identity
The theme of institutional and relational impact on identity highlighted the important role peers, healthcare professionals, families, and teachers may have in shaping JIA individuals’ identity. Individuals discussed experiences of blame from family, dismissal from doctors, and unsupportive reactions from peers and teachers, aligning with Tong et al. (2012), who reported how JIA individuals emphasised the importance of support in social, institutional, and medical environments as their sense of normality was disrupted. Similarly, Van Gulik et al. (2020) identified how JIA individuals expressed wanting to be treated “the same as others” in their school and work environments. They expressed uncertainty about disclosing their JIA condition due to anticipated stigma. This further aligns with the present study’s findings regarding the role of institutional environments in shaping the social and self-identity of JIA individuals.  

[bookmark: _Toc225605649]4.4 Identity Protection 
The theme of identity protection highlighted the strategies JIA indivdiuals used to protect their identity from stigma. Some individuals described engaging in social withdrawal and strategic silence to limit their experiences of stigma from others. These present study’s findings align with Irish et al. (2025) who reported that individuals often engage in avoidance behaviour in order to avoid future stigma experiences. Similarly, Aussems et al. (2024) further support the present study’s findings. They identified that JIA individuals may conceal their symptoms in order to avoid the negative reactions of others.  Strategic silence can restrict an individual's social identity, as it can limit the way in which they express themselves to others, while social withdrawal may cause isolation. These findings are consistent with Hanghoj et al. (2016), who report JIA individuals often present a “normal” identity in social environments and their “illness” identity at home, as a strategy to avoid stigma and to protect their social identity. The present study's findings add to the existing literature as they demonstrate the implications of these coping strategies on the social and self-identity of JIA individuals and how they may be motivated by the previous stigma they have experienced. 
[bookmark: _Toc225605650]4.5 Disruption and Repair of Identity
The theme of disruption and repair of identity illustrated the extensive impact stigma has on the identity of individuals with JIA, as well as the potential to restore it. Individuals discussed experiences of ageism, lost sense of youth, disrupted self-identity, as well as helpful moments of validation and support. This finding regarding loss of youth identity aligns with McDonagh et al. (2016), who highlight how the formation of self-identities can be disrupted by chronic illnesses. Disrupted self-identity and age-based invalidation emphasised how individuals may internalise others’ negative beliefs of their JIA leading to a lack of confidence and internal doubt.  These findings are consistent with Cartwright et al. (2014), who reported how JIA individuals associated their JIA with ageing due to others' perceptions. This can result in these individuals perceiving themselves as “different” from their peers and may contribute to fears of their youth being taken away from them forever. 
These present study’s findings also highlights the importance of validation and support in restoring aspects of JIA individuals’ identity. Some individuals emphasised how their JIA being accepted, and hearing from others with similar experiences, helped restore their self-confidence and promoted positive feelings, which aligns with Irish et al. (2025) who discussed the significance of awareness of JIA in order to promote healing and prevent future stigma. 

[bookmark: _Toc225605651]4.6 Strengths and Limitations
A strength of the present study is that it addressed a gap in the literature regarding the impact of stigma on the social and self-identity of JIA individuals. While previous research has explored stigma regarding JIA, there appears to be a lack of detailed qualitative literature investigating how stigma impacts the social and self-identity of JIA individuals. Reflexive thematic analysis, adopting an inductive approach, was employed as the chosen method for the present study. This provided the present study with rich descriptive findings, as the themes emerged directly from the raw data and captured the lived experiences of JIA individuals in depth. As the present study gathered publicly available data from Reddit, which is a platform that promotes anonymity, individuals may have been more likely to express their experiences openly, reducing the risk of social desirability bias. Quotes were paraphrased to preserve anonymity of JIA individuals whose narratives were gathered, with pseudonyms also being applied by giving individuals ID numbers (Ex. Reddit User 1). An IRAT was conducted, which had an 83.3% agreement level. This strengthened the present study, as it strengthened the credibility of the analysis and it minimised the risk of data being misinterpreted. 
However, it is important to note several limitations of the present study. It involved gathering publicly available data online. Therefore, demographics of JIA individuals were unavailable, which limits the generalisability of the findings, as social and economic factors may have influenced individuals’ experiences of stigma (Link & Phelan, 2001). Additionally, the sample is not representative of all JIA individuals, as the present study only involved gathering English quotes, and only a small amount of JIA individuals may engage in online platforms such as Reddit. Another limitation of the present study is its small sample size. A total of fifty-two quotes were included based on the present study’s inclusion criteria, once data saturation had been reached. 
[bookmark: _Toc225605652]4.7 Theoretical and Practical Implications
The present study has some theoretical implications in relation to social identity theory (Tajfel & Turner, 1979). It suggests that individuals obtain part of their self-identity from group membership, and that social value, associated with groups, influences both individual self-identity and self-worth. Additionally, it proposes that individuals categorise themselves into “in-groups” and “out-groups” leading to intergroup conflict. The findings of the present study support this theorys framework as many JIA individuals were placed in a negatively perceived social group which may negatively impact their social and self-identity, resulting in social withdrawal and a distorted self-perception. 
Regarding practical implications, the findings of the present study emphasise the need for increased awareness of JIA, as a lack of understanding from others was consistently identified throughout data analysis. The results illustrate that much of the stigma experienced by JIA individuals appeared to be due to others being uneducated about JIA, due in part to stereotypes of arthritis being often associated with older people. These findings highlight the importance of creating interventions aimed at reducing stereotypes, in order to prevent future damage to the social and self-identity of JIA individuals. By promoting awareness, JIA individuals could experience a safer social environment, where they feel comfortable disclosing their condition without facing judgement from others. 
[bookmark: _Toc225605653]4.8 Suggestions for Future Research
With the limitations of the present study noted, future research could aim to employ a larger and diverse sample, accounting for demographics, to improve the generalisability of the findings, and to explore if social and economic factors differed in stigma experiences and identity formation. Future research should also employ a mixed methods approach, using interviews combined with quantitative questionnaires, to investigate both the lived experiences of JIA individuals and to identify any patterns across these datasets. Future research could further focus on testing the effectiveness of education programmes in increasing awareness of JIA and improving people's understanding of JIA. 
[bookmark: _Toc225605654]4.9 Conclusion
To conclude, the present study highlighted how stigma may play a significant role in shaping the social and self-identity of JIA individuals. Experiences of disbelief, comparison, age-based invalidation, and minimisation were consistently identified throughout the included data and may indicate a negative impact on identity, while strategies including silence and social withdrawal seemed to be used as an attempt to protect identity. While the present study had a number of acknowledged limitations, it did address a gap in the JIA literature and emphasised the importance of promoting a better understanding of JIA.  Future research could explore the creation of awareness and education programmes to foster a safer environment in which JIA individuals can develop their confidence and a better sense of belonging in social environments.
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	Code 
	Description
	2nd coders assigned code 
	Agree/Disagree

	Strategic silence to avoid stigma

	Individual with JIA discloses information conditionally to protect themselves against stigma 
	Not Disclosing JIA to protect themselves
	Agree 

	Burden of validating JIA Legitimacy

	The burden of having to explain or prove their JIA to others 
	Burden of validating JIA legitimacy 
	Agree

	Minimisation  and Comparison of jia  

	Individuals JIA is compared to common aches and minimised 
	Dismissal of JIA through comparison and minimisation 
	Agree

	Unsupportive responses from peers/teachers

	Unsupportive responses from peers or teachers in social settings in times of support 
	Lack of supportive responses from society 
	Agree

	Social withdrawal to preserve identity

	Individual withdraws socially by avoiding certain environments and people to protect their identity
	Burden of JIA 
	Disagree

	Medical dismissal

	Individuals with JIA diagnosis is  dismissed by doctors 
	Lack of medical support 
	Agree

	Distorted self-perception

	Individuals with JIAs self-perception is disrupted from stigma 
	Distorted self-perception 
	Agree

	Validation and support to restore identity

	The role of validation and support in helping restore individual with JIAs identity
	Impact of support systems for JIA 
	Agree

	Loss of youth identity

	Individuals sense of youth is lost due to JIA and stigma 
	Loss of youth identity 
	Agree

	Accusations of exaggeration and disbelief

	Individuals with JIA receive accusations of exaggeration and disbelief from others regarding their JIA 
	Lack of societal knowledge on JIA 
	Disagree

	Family blame and minimisation

	Individual with JIA receives comments from family that they are at fault for developing it and minimise their JIA. 
	Family blame and minimisation 
	Agree

	Age based invalidation of JIA

	Individual with JIA receive age based stigma comments regarding their JIA due to societal stereotypes of it being associated with older age 
	Age based invalidation of JIA 
	Agree
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[bookmark: _Toc225605662]Appendix F- Sample Codebook Process

	Data Extract                 Samples              
	Preliminary Coding       
	Semantic Coding     
	 Latent Coding

	Most colleagues didn't show empathy and told me that they wouldn't give me the job as they see me as a liability, it really disrupted how I saw myself and it was weakening

I now know that when people say comments like “but you’re so young” is a red flag






	Being viewed as a liability due to illness which results in the participant affecting the way they see themselves.





Age based stigma and learning to notice when people make those comments that it is a red flag   

	Lack of understanding from others, self-perception affected, 







Society stereotypes of arthritis associated with older age, age related stigma      
	Self-identity distorted due to illness being overlooked and receiving no support or understanding from others. 




[bookmark: _Int_gk3LuU8R]Social identity impacted as individual has learned to note when individuals aren’t being compassionate in social situations. Individual feels the need to spot certain characteristics of people in social situations in order to preserve their identity   


	[bookmark: _Int_2YqYislU]“It demoralises me when others question how bad my condition actually effects me and having to validate my condition”


It felt nice that they accepted me and my JIA
	[bookmark: _Int_R8ce63tY]Receiving comments minimising their illness results in them feeling discouraged and harder for them to cope.




Being accepted for their illness in their friendship helping them

	Minimisation of JIA









Social validation and support
	Social identity impacted as they feel they have to portray themselves a certain way to prove their illness and leads to them feeling isolated and demoralised   

Participant receiving acceptance beneficially impacted their self and social identity   


	My doctor told me that I did everything the right way and that I wasn’t to blame which helped the way I feel 
	Struggling with self-blame, however, medical staff providing support that they did everything right helped.   

	Medical validation and support
	Self-identity distorted as participant believed they were the cause of getting arthritis however receiving reassurance beneficially impacted their social and self-identity showing how much of an impact stigma/support has on the individual's social and self-identity


	
	
	
	

	I'm suffering as I feel like I'm at fault for getting JIA due to my family saying I'm to blame for developing it as I wasn't more careful

	Feeling distress and self-blame due to being told by family that it is their fault they got the illness   

	Family blame and internal blame

	Participants self-identity distorted as they struggle internally with emotional distress and self-blame due to being told by others that they are at fault for getting JIA


	
	
	
	

	
	
	
	


(All quotes have been paraphrased to protect the anonymity and privacy of the users)
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R/thritis: “This community welcomes anyone who is seeking information or support for
any form of arthritis. This is a place for both patients and caregivers to discuss living with
arthritis. Feel free to post personal stories, ask questions, and participate in discussions!”
R/theumatoidarthritis: “Welcome! This sub is a safe space for people living with RA and
related autoimmune diseases to connect. We’re not physicians and won’t provide medical
advice for you or your loved ones. If you experience trolling or bullying, contact mods
immediately! Please review the SUB WIKI before joining the conversation. Also check
1/RA_memes because chronic illness is hard and we need fun”

R/rheumatoid: “Support group for autoimmune arthritis sufferers. Please read the pinned
FAQ post and rules before posting anything. The same questions get asked a lot, so
searching the sub can give you a lot of info. Do some research before posting.”
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Section 1: Project Information

Student Name: Eabha Nic Lochlainn
Student Email Address: N00221223@iadt.ie

Supervisor Name: Dr. Olivia Hurley

Working Project Title: Investigating the impact of stigma on the social and self-identity of

individuals with juvenile idiopathic arthritis: A thematic analysis (of publicly available data).

Main Variables Being Investigated: N/A
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Section 2: External Agencies

Does your project involve recruitment from any external agency (e.g. a N/A v-
school, sports club, medical centre, voluntary organisation, or any other
organisation outside of the IADT)?

* You must include a letter from a senior manager of each organisation stating that you have
approval to collect data within that organisation. Include copies of each of these letters in the
Appendices to your application. If the organisation has its own ethical review board (which is very
common in some settings, such as hospitals), then you are also required to get ethical approval
from that board prior to starting data collection, and to submit notice of this approval to your
supervisor so that it can be forwarded on to the ethics committee. Some online forums also
require permission to post requests for participants — make sure to check the relevant
forum/organisation’s code of conduct or terms and conditions. You do not need to include
approval letters if you are conducting recruitment using mainstream social media routes (e.g.,
Twitter, Instagram, Facebook, Snapchat, TikTok) to your own followers, and/or snowball
sampling/word of mouth recruitment.
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Section 3: Project Methodology — Please tick which type of project you are seeking approval from
the PEC for. If your project involves mixed methods, then tick all which apply.

Route Type

Methodology Tick
here

Green Route
(no direct
contact with
participants
required, and
no data is
collected/recor
ded which could
identify
participants)

Theoretical paper / systematic literature review / Rapid Structured
Literature Review (RSLR)

Novel analysis of an existing dataset gathered by another researcher
or group which you are certain has abided by appropriate ethical
procedures for the relevant discipline

Observation of participants in a public place in which they could
reasonably be expected to be observed by strangers or in an online
space which does not require users to log in to access.

Content analysis of material which is publicly available and does not
require users to log in to access content.

Other method without direct contact with participants **
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Section 4: Checklist of Attached Appendices and Other Completed Sections

Applicable
Project Ethics
Route Colour

Guide

Section / ltem
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Section 1

Section 2

Section 3
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Section 4

SNYY S
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with my
supervisor and
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that this
item/section is
not relevant to
my project
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Letters of permission from any
external agencies to be used for data
collection

N/A

Statement of approval from ethical
review boards in external agencies

N/A

Section 5 (Green Route Projects only)
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Section 5: Declaration of a Green Route project

I hereby declare that all of my project involves no direct interaction between me and any research
participants, and that having checked with my supervisor, that | do not need to seek informed
consent from those whose data | use in my research. In addition, | will ensure that all data which | do
gather is held in a manner which is compliant with GDPR, and will be deleted once it is no longer
required (and definitely within 6 years of collection). At all times my study will be conducted in
adherence to the ethical policies of the Psychological Society of Ireland and the British Psychological
Society.

Student Signature: Eabha Nic Lochlainn Date: 13/11/25
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a Liam Challenor © < Reply « Replyall ~ Forward B

To: ® Eabha Nic Lochlainn (Student) Mon 15/12/2025 08:00
Cc: ® Olivia Hurley ‘ 2
Dear Eabha,

Thank you for your submission to the Psychology Ethics Committee. Your Green route project has been approved.
Good luck with your research.

Kind regards,
Liam

Dr. Liam Challenor,

Chartered Psychologist, C.Psychol., Ps.S.I

Lecturer - BSc (Hons) in Applied Psychology, MSc in Cyberpsychology
Programme Chair - MSc Cyberpsychology

Chair of the Psychology Ethics Committee (PEC)

PSI: M6789C

Dept Technology and Psychology
IADT
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Age Based Invalidation of JIA
“It’s so frustrating receiving the amount of negative comments I get due to being young with
arthritis”

“I felt ashamed when I had to walk to my home from my vehicle as I viewed it as an old persons
condition and it made me feel so embarrassed and different from others”

“I despise hearing comments saying “oh you're too young

“I'went to a healthcare professional and they told me that I was too young to have arthritis, I
believed them and thought I made it all up”

“I still hear comments from every doctor except my rheumatologist saying that I'm too young to
Dbe seen by rheumatology, I'm so sick of it”

“They made me think I was being dramatic as I wasn’t like their regular old patients”

“The comments saying “oh but you're too young” are so frustrating I understand how unfair it
is I don't need a reminder”

“I now know that when people say comments like “but you're so young” is a red flag”
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Strategic Silence to Avoid Stigma

“At this point, I feel like it's better to stay silent when others are ignorant”

“I stopped speaking about anything to do with my condition unless I was certain the person I
was speaking to was kind and asking out of care”

“I've been forced to learn and accept what others think because even if I attempt to educate
them they most likely won’t have a different opinion unless they have experienced it themselves”

“I stopped speaking to people while my JI4 was flaring up, and when I had to I would tell them
it was about me and not them”

“I have to constantly hold back my feelings and when I attempt to speak to others about my JIA
they don't understand”
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Accusations of Exaggeration and Disbelief

“I feel like others minimise my JIA and think that I'm being dramatic or lying”
“Seeing him made me cry intensely as it seemed like no one actually believed me”

“It demoralises me when others question how bad my condition actually effects me and having to
validate my condition”

“So many of us have had to let our condition deteriorate for years for someone to finally not
dismiss us”

“I'm tired of others looking at me weird saying that it's the right diagnosis, some of them don't
even believe the medication I'm on”
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Unsupportive Responses from Peers and Teachers

“Some of my colleagues believed I had advantages and that it was unfair as my schedule was more
Sflexible”

“Teachers informing the class to be kind didn’t help me at all, I don't understand how they thought that
would”

“So many different people like new friendships and colleagues view me as lazy as they don't understand
and it's an invisible illness”

“My peers in school mocked my posture like the way I stood and sat”

“I was struggling to get a delivery, and a group of people thought it would be nice to laugh at me instead
of helping”

“A group of people decided it would be funny to take a video of me struggling to pull my bag rather than
coming to help me”

“I'm trying not to hit people when they mock my limp and laugh in front of me”
“The only fiiend I had was embarrassed to be friends with me as I got bullied due to my JIA”

“One of my friends compared their frustration of having to go to work on their birthday to me not being
able to get around my house safely due to my arthritis”

“Most colleagues didn't show empathy and told me that they wouldn't give me the job as they see me as a
liability”
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Social Withdrawal to Preserve Identity
“I have to use the lift now if I feel like I have to after others had given out about me using the
stairs too slow”

“At this point I may only hang out with people who have a condition as well”

“I keep to myself and don't make any friendships or connections with others”
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Medical Dismissal

“I went to a healthcare professional and they told me that I was too young to have arthritis, I
believed them and thought I made it all up”™

“I still hear comments fiom every doctor except my rheumatologist saying that I'm too young to
be seen by rheumatology, I'm so sick of it”

“They made me think I was being dramatic as I wasn't like their regular old patients”

“So many of us have had to let our condition deteriorate for years for someone to finally not
dismiss us”
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Burden of Validating JIA
“I'm so tired from having to tell everyone the history of my condition in order for them to maybe
understand me”

“I showed others my damaged joints and even after that they say mean and dismissive things”

“I show all my scars and joints to others when they label me as lazy to prove all the damage that
has been done to my body”

“I'm so exhausted from defending myself and being doubted by others”
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Minimisation and Comparison of JIA
“It's so invalidating when others compare their normal aches and pains to my body attacking

itself”

“People think they know everything about arthritis however they always just invalidate my pain
with telling me to push through it or trying to offer advice like I haven't seen so many doctors”

“I hate listening to people compare my condition to common pains in their body, it isn't the same
and they don't understand how I really feel”

“My precision skills are damaged, and they wanted me to draw something and when I said I
couldn’t they compared my condition to their mother's condition and said that their mother could

draw fine”
“4 man told me to wait till I was his age after I had only made one small comment”

“The amount of unwarranted advice from others such as nutrition etc. when I'm the one that has
been dealing with for years and already tried everything”




image25.png
Family Blame and Minimisation

“I'm going to lose it if another person from my family says to exercise or tough it out”

“I've spent a lot of time isolating myself in my room and crying as my family wont deal with me
being sick”

“My mother would get angry with me and shout at me when I tried to speak about my pain and it
was so upsetting to deal with that as she gave me no comfort”

“Sometimes my parents understand me, but they also say that my JIA is psychological pain or
not exercising enough which is extremely hard to hear since they are the ones we want the most

support from”

“Members of my family always try to tell me they have arthritis in a certain body part and to
suck it up and making it all about themselves”

“I'm suffering as I feel like I'm at fault for getting JIA due to my family saying jm to blame for
developing it as I wasn't more careful”

“My family would tell me during my flareups that it my fault for not being careful enough and
being lazy”
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Distorted Self-Perception

“I feel isolated and not the same as others my age”

“Most colleagues didn't show empathy and told me that they wouldn't give me the job as they see
me as a liability, it really disrupted how I saw myself and it was weakening”

“I'm suffering as I feel like I'm at fault for getting JIA”

“I feel so disconnected and like I don’t care about anything, it feels like I'm losing control of my
Iife but I'm just standing and watching it happen”

“I think it messed me up mentally and personally”
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Loss of Youth Identity

“I believe my youth was taken from me like I am stuck there with my JIA and it messed me up
mentally and personally”

“I felt embarrassed having to quit sports when in school, my peers mocked me”

“I feel isolated and not the same as others my age”
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Validation and Support Restoring Identity

“It felt nice that they accepted me and my JI4”

“My doctor told me that I did everything the right way and that I wasn’t to blame which helped
the way 1 feel”

“It was the doctor who was at fault as they thought age determined whether you had arthritis or
not, don’t blame yourself”




image29.png




image30.png
Main Theme

Subtheme
indicates which subtheme
belongs to each theme

... indicates which themes
interact with each other
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The researcher of the present study has JIA which is what motivated them to pursue this
topic. Therefore, the researcher has an in-depth understanding of JIA and the challenges associated
with it. This position may have provided a valuable insight into these experiences, however, it had
the potential to influence interpretation of the data due to the researchers lived experience. This
influence was addressed as the researcher maintained reflexive practice throughout the study. An
inter-rater agreement test was also conducted to mitigate this. |




