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[bookmark: _Toc229347780]Abstract
Existing research on young adults with spina bifida commonly focuses on how the condition impacts their health outcomes rather than their lived experiences in key areas such as employment, social life and external support systems. The original research study aimed to gain a wider understanding of the lived experiences of 18–25-year-olds with spina bifida who attend an online support group. However, there was a lack of uptake and the dissertation was adapted. The dissertation now identifies the factors that can impact participation in online research on young adults with spina bifida. This will be achieved through a literature review and a semi-systematic literature review. As reflection, reflexivity and transparency are at the core of this dissertation, personal reflections will be included to apply the literature to the original research study. The findings demonstrate that there are multiple factors that can impact participation in online research with young adults with spina bifida such as power and positionality, trust, the chosen methods and acceptance of disability. This dissertation provides an insight into factors that may prevent research participation in young adults with spina bifida.
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The term ‘disability’ is one that is challenged (Nario-Redmond, Noel and Fern, 2013). For example, the understanding of the phenomenon disability has occurred in several ways (LoBianco and Sheppard-Jones, 2007). Throughout the last 50 years, there has been a development of social and medical models, and these models are central within disability theory (LoBianco and Sheppard-Jones, 2007). It is disabled individuals and their impairments that the medical model of disability addresses (Derbyshire et al., 2023). According to the social model, the issues disabling an individual is produced by society (Bunbury, 2019). Based on these definitions, this dissertation will implement the social model of disability. 

‘Emerging adulthood’ is an idea put forward by Arnett (2000) which focuses on 18–25-year-olds and the development of these individuals. Examples of the key elements of emerging adulthood include ‘identity explorations’ and ‘instability’ (Arnett, 2024, p.9). This life stage may be experienced differently as a result of having a disability. For example, a study on young adults with ongoing medical conditions discovered that, taking part in day-to-day activities and carrying out responsibilities as adults in the emerging adulthood life stage was difficult for these individuals (Rasalingam et al., 2023). This demonstrates the additional complexities that emerging adults may face when they have a disability.

The experience of disabled individuals during emerging adulthood as mentioned above could apply to individuals with spina bifida. In cases whereby there is a lack of development or complete closure of an area of the neural tube, a baby will have spina bifida (NHS England, 2026). In terms of symptoms, examples are incontinence, skin issues and impaired function in lower limbs (NHS Inform, 2025). In relation to research on individuals with spina bifida, there is a research gap particularly on young adults with the condition in the UK and their lived experience. Most research on individuals with spina bifida comes from a health perspective rather than focusing on key areas of life such as social life, employment and external support systems. Therefore, carrying out research on the experiences of 18–25-year-olds with spina bifida in the UK in relation to employment, social life and external support systems felt necessary to fill this research gap, and give these individuals a voice. 



The original research question, aim and objectives were as following;
Research Question;
‘What are the lived experiences of young adults with spina bifida in the UK today?’.
Research Aim;
‘To gain a wider understanding of the lived experiences of young people aged between 18-25 years old with spina bifida who attend an online support group run by an organisation’. 
Research Objectives;
1. To explore the opportunities and barriers that young adults with spina bifida experience in relation to their social life and employment opportunities
2. To explore the support systems in place for young adults with spina bifida and how they benefit from this support 

The proposed research intended to carry out a qualitative study focusing on young adults between the ages of 18-25 with spina bifida who were members of an online support group. However, I encountered a lack of uptake which meant that the research could not be carried out. This presented an opportunity to address why there was a lack of participation in the research study. Therefore, this dissertation has been altered to address the theoretical context of the research topic but also to identify factors that can impact participation in online research on young adults with spina bifida. This will be achieved through a literature review and a semi-systematic literature review. Personal reflections will be included to apply the literature to the context of the original research study. Overall, this dissertation will act as a learning tool for researchers including myself in relation to the different key elements to consider when designing future research studies to increase participation within this subject area.






The updated research question, aim and objectives for this dissertation is as follows;
Research question and title:
What are the lived experiences of young adults with spina bifida in the UK today and what can be learned from challenges in recruiting this group to online qualitative research? – Lessons from an unsuccessful qualitative online research study.
Research Aim:
To gain a wider understanding of the lived experiences of young adults aged between 18-25 years old with spina bifida in the UK, and to identify the challenges in recruiting this group to participate in online qualitative research
Research Objectives:
1. To explore the opportunities and barriers that young adults with spina bifida experience in relation to their social life and employment opportunities
2. To explore the support systems in place for young adults with spina bifida and how they benefit from this support 
3. To reflect on methodological and contextual factors that may contribute to low participation in qualitative research with this group 

In terms of my positionality, I am writing this dissertation with an insight into the research topic as a young adult with spina bifida myself. I am also a member of the online support group that was invited to take part within the original research study which means that I have communicated with other members on occasion. As a result, I could be considered an insider researcher. Being a disabled young adult has fuelled my passion to carry out research into this topic and to hopefully fill the identified research gaps. 

Due to its changing nature, a traditional dissertation structure will not be followed to demonstrate the iterative process of the research. This dissertation will be one of transparency, reflection and reflexivity meaning that the dissertation will be written in 1st person on occassion. Furthermore, the dissertation will include a literature review which will cover key themes on disability, emerging adulthood, social life, employment and external support systems. A semi-systematic literature review identifying factors that could impact participation amongst young adults with spina bifida will then be included. A conclusion will be drawn on the lessons that can be learnt from the challenges in recruiting young adults with spina bifida in the UK to online qualitative research.
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This section will highlight the existing literature that focuses on the lived experiences of young adults with spina bifida in the UK and will be divided into key themes. However, there is a research gap relating to UK-based sources on this topic which means that international literature has been included to help address the research question. There is also a research gap relating to spina bifida, which meant that the literature search had to be extended to include different physical disabilities.
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The term ‘disability’ is one that is challenged (Nario-Redmond, Noel & Fern, 2013). Despite this, an official definition is provided by the Equality Act 2010 (s.6).
A person (P) has a disability if a) P has a physical or mental impairment, and b) the impairment has a substantial and long-term adverse effect on P’s ability to carry out normal day-to-day activities. (Equality Act 2010, s.6).

When it comes to both defining and eliminating discrimination on the basis of disability, the theoretical models that endeavour to do this are the medical and social model of disability (Bunbury, 2019). Disability is deemed as a confidential matter by medical models that is an exclusive or main product of biological impairments (Beaudry, 2020, p.7). A person’s ‘health status’ is the focus of the medical model with its answer being to prevent, treat or for the purpose of rehabilitation (Connolly, 2023). A strength of this model is that mainstream culture and politics proceed to be to be influenced by components of the medical model regardless of its oppressive history (Beaudry, 2025, p.372). However, the authority possessed by both scientists and medical experts when it comes to the way disabled people are regarded in society is a key criticism (Haegele and Hodge, 2016). Another criticism to note is that certain negative emotions are commonly communicated by disabled individuals as a result of disability being understood medically such feeling disregarded (Goering, 2015).

The term ‘social model of disability’ was originally developed by Mike Oliver (Oliver, 1983, cited in Berghs et al., 2019). It was in answer to the medical model that the social model was created and it is through the construction of accessible locations that the social model bids for social inclusion (Beaudry, 2025, p.375). The difference between both disability and impairment is highlighted within each and every variation of the social model (Burchardt, 2004). Impairment is believed to be “an individual state of physical, motor, or sensory limitations” (Robertson and Jaswal, 2024, p.3). Generating complexities for individuals with impairments, social settings and environments are believed to cause disability (Robertson and Jaswal, 2024). 

With the purpose of trying to change the attitudes of disabled individuals, the social model has been utilised by both commentators as well as disability activists as a means of contesting the medical model (Bunbury, 2019). They claim that when it comes to the problems experienced by people with disabilities, the social model acts as the resolution (Bunbury, 2019). This could be considered a strength. Despite this, Oliver (2013) notes that within this model, disabled individuals are seen as being a single group. However, in actual fact, individuals’ lives are far more complicated, such as characteristics like race and gender (Oliver, 2013). These could be considered key criticisms of the social model. 

A critique demonstrating that both models have flaws is put forward by Imrie (2004) who notes that it is within a dialectical relationship that biology and society are connected, but both notions are problematic as there is a failure to acknowledge this relationship. Despite this, Imrie (2004) notes that elements of the lives lead by individuals with disabilities are represented by both theories. 

Opposing ideas regarding what should be set up can be caused as a result of these varying ways of understanding disability particularly in relation to “laws, policies, services and practices” (Bigby, 2024, p.9). According to Bunbury (2019), by utilising the medical or individual model, it is implied that attitudes can be unintentionally maintained as a result of the law which goes onto encourage discrimination instead of combating it. This demonstrates that the way disability is perceived can have a significant impact on the way disabled individuals live their lives. On the basis of the definition of the social model of disability, the dissertation will be written in a way that reflects this model.

Goffman (1990, p.13) describes a profoundly demeaning characteristic with reference to the concept of stigma. The ways in which stigmatisation typically manifests itself is “negative attitudes, discrimination, exclusion and inequality of treatment” (Crabtree et al., 2010, pp.554). According to Joachim and Acorn (2000) who looked at chronic and invisible conditions and how they are stigmatised, stress is the outcome of stigma which can cause certain impacts such as ignoring related pain. This demonstrates the impact that stigma can have on individuals with disabilities. Stigma in the context of the research study will be discussed further on. Overall, this section has provided an insight into the theoretical background of the concept of ‘disability’. 
[bookmark: _Toc229347784]2.2 Disability in a UK Context
At present time, the UK does not have a national record documenting individuals with disabilities (Stiebahl, Danechi, and Harker, 2025). However, according to the Family Resources Survey in the UK (Department for Work & Pensions, 2026a), one in four individuals had a disability in the year 2023 to 2024. The growing number of individuals disclosing a disability maintains this ongoing trend (Department for Work & Pensions, 2026a). An impairment relating to mental health was revealed by 48% of adults with a disability who were of employable age, and with 42% revealing an impairment relating to mobility (Department for Work & Pensions, 2026a). Specifically in relation to spina bifida, out of every 10,000 babies, approximately 6 will have the condition (NHS England, 2026).

Statistics from the 2021 Census show only 4.6% of individuals without disabilities were likely to have a lack of qualifications in comparison to 13.3% of disabled individuals (Office for National Statistics, 2022a). In contrast to 81.6% of 16–64-year-olds without a disability, only 53.5% of disabled individuals of the same age range were in employment in the UK in 2021 between the months of July and September (Office for National Statistics, 2022a). This highlights the complexity of getting a job for disabled individuals. A report by Joseph Rowntree Foundation (2026) explains the UK context of poverty, and states that an elevated poverty risk is experienced by disabled individuals. The barriers experienced by disabled individuals in terms of getting employment as well as the extra costs that come with having a disability or illness partially caused this (Joseph Rowntree Foundation, 2026). This demonstrates the intersection of disability and wealth status and how disabled individuals are disadvantaged.

The Disability Living Allowance (DLA), Personal Independence Payment (PIP) and Attendance Allowance (AA) are benefits provided by the Department for Work and Pensions with the goal of aiding with additional costs that come with an illness or disability (Stiebahl, Danechi and Harker, 2025). According to the Department for Work & Pensions (2025) by August 2024, PIP or DLA was being claimed by 4.8 million individuals. Davies, Evans, and Cross (2025) looked at the social welfare system in the UK and the stigma within it and found that the idea that benefits are being claimed by various individuals who do not require them is an example of a social belief that upholds stigmatised viewpoints towards those who claim benefits. However, a report on disabled individuals within the UK and their economic wellbeing found that the understanding of disability and its complicated reality is something that is not captured within the benefits system according to participants (Evans et al., 2023). The application process for benefits was described as a complex process by 92% of those who were in receipt of them in the study (Evans et al., 2023). This highlights how not only do some disabled individuals experience stigma in relation to claiming benefits but that the process of claiming them comes with difficulties.  

These negative attitudes and assumptions are also highlighted within a thematic review by Simmons et al., (2026) which found that limitations and impairments are commonly the basis of the attitudes of society when it comes to disability. This reflects the definition of the medical model provided by Derbyshire et al., (2023). In addition to this, the review (Simmons et al., 2026), found that it is from both healthcare experts and family members that stigma is commonly encountered by disabled individuals. A UK-based report on individuals with disabilities and their experiences noted that adverse behaviours and attitudes towards individuals with disabilities have a potential of impacting the confidence and self-worth of these individuals (Moss and Frounks, 2022). In relation to socialising, individuals aged 55+ with disabilities were 2x less likely than younger individuals with disabilities to avoid socialising (Moss and Frounks, 2022). This demonstrates the impact that these attitudes and behaviours can have on young adults with disabilities in terms of how they see themselves and their ability to participate in everyday life.
[bookmark: _Toc229347785]2.3 Spina Bifida 
A solitary structure known as the neural plate is the beginning of a developing baby’s nervous system during pregnancy in its initial phases (NHS England, 2026). The neural tube is developed when the neural plate folds over and seals itself at the 28th day of the pregnancy (NHS England, 2026). However, spinal cord and vertebrae defects occur in cases of spina bifida due to the lack of insufficient growth or closure in a section of the neural tube (NHS England, 2026). According to Shine (2021), there are different types of spina bifida that can be distinguished between open spina bifida and closed spinal lesions. It is important to note that when spina bifida is being discussed within this dissertation, it will encompass all types of the condition.

Standard ultrasound scans carried out within prenatal appointments is where the majority of spina bifida diagnoses are discovered (Sheffield Children’s NHS Foundation Trust, n.d.). However, NHS England (2026) notes how identifying closed spina bifida prior to the baby being born is complex. In terms of symptoms when the baby is born, it is dependent on where the spine is damaged as to whether the symptoms will be moderate or severe (Swansea Bay University Health Board, n.d.). Subject to positioning of the neural tube lesion, numerous difficulties can be experienced by young individuals who have spina bifida (Heller et al., 2016). Different symptoms that have been noted consist of impairment of lower limb function, bowel and bladder incontinence and spinal curvature (NHS Inform, 2025). Hydrocephalus will occur or develop in numerous babies who have spina bifida also (NHS England, 2026). Furthermore, mental health risks were identified among this group (Kritikos, Smith, & Holmbeck, 2020). These symptoms which could be seen as taxing could be a reason for a lack of participation in research. 

Despite the lack of knowledge around the cause of spina bifida, something which has been deemed a crucial risk factor prior to pregnancy and at the start of pregnancy is the insufficiency of folic acid (NHS, 2025). For example, Shine (2021) note that no less than 8 weeks before conception up until 12 weeks of pregnancy, there is a requirement for folic acid to be consumed each day. Another risk factor is the consumption of specific types of medication such as falproic acid throughout the pregnancy (NHS 111 Wales, 2023). In uncommon instances of spina bifida, a risk could be that it is inherited (NHS England, 2026).

A surgical procedure whereby the spinal cord is placed into the spine and the opening in the spine is sealed is required in cases where a baby is born with open spina bifida (NHS, 2025). Symptom management for spina bifida consists of mobility aids and assistive technology (NHS 111 Wales, 2023). Furthermore, irrigation as well as medication can aid with bowel problems alongside intermittent catheterisation and medication for problems with the bladder (Shine, n.d.). However, it was found within a study carried out by Adzick et al., (2011) that by 30 months, there was progress in motor function as well as a decrease in the requirement of a shunt where babies in the womb who had myelomeningocele were operated on. This demonstrates how there are treatment options for spina bifida. Overall, this section highlights the nature of spina bifida and how it can impact individuals with the condition.
[bookmark: _Toc229347786]2.4 Emerging Adulthood for Individuals with Disabilities 
Arnett (2000) puts forward an idea which he names as ‘emerging adulthood’ which focuses on 18–25-year-olds and their development. The qualities of emerging adulthood are as follows, ‘identity explorations’, ‘instability’, ‘self-focus’, ‘feeling in-between’, and ‘possibilities/optimism’ (Arnett, 2024, p.9). The qualities put forward by Arnett (2024, p.9) that will be focused upon based on the context of the research is ‘identity explorations’ and ‘instability’. When it comes to employment, love and perspectives, capacity for identity explorations within these areas is provided the most by emerging adulthood compared to other life stages (Arnett, 2000). An identity is developed by emerging adults during the explorations (Arnett, 2024, p.9). This is where their sense of self is affirmed in addition to their life’s wishes (Arnett, 2024, p.9). During adolescence and the twenties, a key developmental undertaking is developing an identity (Erikson, 1968, as cited in Luyckx et al., 2025). This demonstrates the importance of identity during this life stage.

Regardless of advanced societies, not every emerging adult encounters this life stage as a time of transformation and discovery (Arnett, 2000). Between the age range of 18-25, emerging adults experience differences in relation to martial and educational standing as well as living independently (Zukerman, Devine, and Holmbeck, 2011). When it comes to emerging adults and their development processes throughout this specific period of life, it can be greatly affected by chronic conditions (Woods et al., 2018). Educational accomplishment may be impeded as well as the progression into employment potentially being impaired as a result of having a chronic condition (Woods et al., 2018). However, it is essential that all individuals, which includes those with spina bifida, attain the markers of development associated with later adolescence and young adulthood (Liu et al., 2023). This shows how emerging adulthood can be experienced differently by emerging adults, but that having a condition can impact their ability to participate in key areas of life such as employment and education. 

As previously mentioned, for young individuals, a psychosocial undertaking of upmost importance is identity (Schwartz et al., 2013). However, individuals with disabilities, may find it complex to establish a positive one (Nario-Redmond & Oleson, 2016). In terms of disclosing a disability, Joachim and Acorn (2000) noted that stigma could be outcome of disclosure. This could explain why Steinberg (2020) found within their study that in an attempt to appear as if emerging adulthood is being accomplished in a way that is determined by cultural norms, emerging adults disassociate from their health condition. This is supported by findings of another study which discovered that when it comes to being labelled as ‘disabled’, participants disassociate themselves from this label (Gibson et al., 2014). As seen, some individuals want to be seen as ‘normal’ as possible. Therefore, this could provide a justification for why some disabled individuals do not wish to participate in research is based on their experience of their disability.

A study on disclosure amid 18–21-year-olds with different conditions found that on account of disclosing these conditions, a worry was conveyed by the participants of rejection and negative appraisal (Kaushansky et al., 2017). This presents a potential justification as to why disabled individuals may not want to participate in research. However, Chalk (2016) notes that those within their study who encountered the lowest self-esteem were the participants who did not identify themselves as having a disability despite having one. This demonstrates the impact that disassociating from their disability can have on their mental health. In summary, this section has provided a detailed analysis of emerging adulthood and what this life stage involves for young adults in general as well as those with disabilities.
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Greater time spent on social interaction and making friends is had by young adults compared to other age categories (Pei and Zaki, 2025). In the lives of emerging adults’, as a result of certain milestones such as finding employment or moving out, there is a rearrangement of friend circles (McNamara Barry, Madsen and DeGdrace, 2015). Amid a difficult developmental stage, emerging adults with the support of friends have their sociocognitive and social requirements satisfied (McNamara Barry, Madsen and DeGrace, 2015). This demonstrates the importance of friendship during this life stage and how it can have a positive impact on emerging adults. 

When it comes to emerging adulthood and the prospects it offers in relation to numerous relationships of a romantic nature, a desire for these prospects is felt by emerging adults (Arnett, 2024, p.80). For individuals with physical disabilities, especially those in their teenage years, an element that is commonly ignored in relation to both health as well as development is sexuality (East and Orchard, 2013). Research looking into sexuality and relationships in young people with spina bifida and their partners found that, the nature of conversations with these young individuals’ partners regarding how their love or sexual relationship could be affected as a result of the condition was something that the young adults with spina bifida were concerned about (Heller et al., 2016). This shows the importance of romantic relationships during emerging adulthood but how there may be a lack of support for young adults with disabilities who are navigating these relationships.

Along with engagement with parents, a high level of reliance on parents is experienced by those between the ages of 18 and 25 (Fingerman and Yahirun, 2014, p.163). In relation to emerging adults and their psychological wellbeing, something which is instrumental is family (Mendoza, Queija, and Jiménez, 2019). However, in some cultures, demonstrating that they have the ability to control their lives on their own and being independent of their parents is how emerging adults regard emerging adulthood (Arnett, 2010, p.266). The study by Rasalingam et al., (2021) on young individuals with ongoing medical conditions discovered that parents continued to be firmly involved in the lives of young people despite an increase in independence. Parents evidently continue to be an important part of emerging adulthood particularly for young adults with disabilities who require ongoing support.

The Department for Culture, Media & Sport and Department for Digital, Culture, Media & Sport (2022) who looked at adults within England and loneliness, found that in comparison to individuals aged 65 years and over within England, those aged between 16 and 34 were 5x more likely to experience chronic loneliness. In a separate study by Department for Culture, Media & Sport (2025) which looked at loneliness among young individuals with disabilities, it was found that when social connections are being formed and sustained, various challenges are encountered by young individuals with disabilities. In addition, there was a higher likelihood that feeling lonely in the category of “often or always” would be communicated by 16–24-year-olds with disabilities than those with disabilities who were 65 years or older (ONS, 2022a). This demonstrates the loneliness that young adults with disabilities can feel and how this can impact different aspects of their lives.

A systematic review by Waldboth et al., (2016) revealed that discrimination at the hands of society in general as well as negative encounters within a place of work or in education challenged the development of communication skills and socialising in young people with different conditions. This links to how it was found that young individuals with disabilities were commonly limited or not permitted to social areas, activities and opportunities standard for this age group (Ingimarsdottir et al., 2024). A separate study found that when engaging in activities, an example of something which restricted their autonomy was inaccessibility of buildings (Rasalingam et al., 2023). This shows there are multiple barriers to young adults with disabilities being able to socialise such as discrimination and poor access to buildings. This section has shown the importance of socialising for emerging adults, yet disabled individuals experience multiple barriers that impacts their ability to do so.
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Many adults’ lives are determined by employment (Marshall and Butler, 2015). When commencing employment, various opportunities exist in addition to various possible issues for those entering emerging adulthood (Marshall and Butler, 2015). In the everyday lives of young individuals, a sense of meaning can be experienced as a result of paid employment, according to stakeholders (Department for Culture, Media & Sport, 2025). This demonstrates the significance of employment for young adults. However, on a global scale, various individuals endure the principal issue of obtaining jobs that are considered profitable (Abed, Abed, & Shackelford, 2024). This is particularly the case in relation to young adults because when it comes to the job market, older individuals have a higher engagement in comparison to individuals aged between 16 and 24 (Office for National Statistics, 2022b). As a result, younger individuals may be disadvantaged when looking for employment. 

In the context of disability, the Department for Work & Pensions (2026b) found that in comparison to young individuals without disabilities, those who have a 3x higher likelihood of not being in education, employment or training (NEET) in 2024-2025 were young individuals with disabilities (Department for Work & Pensions, 2026b). It is a result of the barriers that are enforced by society which impede the employment opportunities of individuals with disabilities that causes the unemployment disparity and employment gap to occur according to the social model of disability (Derbyshire et al., 2023). However, when disabled individuals are in employment, they may experience a pay gap because in the UK in 2023, there was a 12.7% pay gap on the basis of disability (Office for National Statistics, 2024). This shows that even when disabled individuals are in employment, they may still suffer financially because of the pay gap.

Discriminatory cultures within organisations that have developed from adverse attitudes is commonly stipulated as being a significant problem or obstacle when it comes to giving jobs to disabled individuals (Murfitt et al., 2018). For those with spina bifida, significant obstacles are introduced to these individuals during the progression to adulthood with one of these becoming employed (Van Mechelen et al., 2008). In this same study, employers’ hesitant attitudes relating to disabled individuals’ lack of productivity and increased absence due to illness were the typical issues encountered when looking for employment (Van Mechelen et al., 2008). These are examples of assumptions made by employers. The idea that the performance of employees without disabilities is more constructive than that of employees with disabilities is what is commonly believed by employers’ negative prejudices (Aichner, 2021). This demonstrates how disabled people are seen as non-constructive in the workplace even though there may not be any evidence of this.

The most prominent challenges faced by disabled workers was discussed within a study by Trades Union Congress (2025a) whereby obtaining the required reasonable adjustments was deemed as the largest problem according to 34% of participants. Furthermore, it was found within a separate study on employers that in relation to adjustments for disabled people, there were fears regarding the price and questions regarding the way in which disabled individuals can be efficiently employed and accommodated (Goodman et al., 2024). Yet according to Solovieva, Dowler, and Walls (2011) who looked at the advantages of adjustments within the workplace and found that numerous adjustments were of no charge. This demonstrates another example of assumptions being made by employers regarding disabled people in the workplace. 

The impact of these barriers is highlighted by Trades Union Congress (2025b) who noted that workforce disengagement or sick leave are examples of outcomes that can occur if unfair treatment at work is left unresolved, according to employees with disabilities. Linking to this is the study by Rasalingam et al., (2021) which looked at young individuals with ongoing medical conditions and found that although having an interest in alternative occupations, participants feeling they could do well in work environments is why they made the decision to study in specific areas. This would make sense considering the barriers within employment for individuals with disabilities that have already been highlighted. Overall, this section has demonstrated the multitude of barriers that young disabled adults will experience as they enter employment. 
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A study on young individuals with disabilities and loneliness found that having an awareness of how their condition impacts them as well as an awareness of how complex feelings can be managed is how some participants regarded charities as being helpful and knowledgeable supporters (Department for Culture, Media & Sport, 2025). Despite this piece of literature, there is a lack of research which focuses on the direct impact that charities have on young adults with disabilities, specifically spina bifida. However, there was a considerable amount of research on peer support and online support groups, which is particularly relevant due to the desired participants being within an online support group.

Providing a feeling of connection and meaning along with empirical knowledge with the purpose of disease management, peer support consists of individuals with first-hand experience of a health condition issuing support to individuals with the same conditions (Thompson et al., 2022). By means of video or audio calls, online peer support groups may be synchronous (Mills et al., 2024). Through discussion boards, social media sites or direct messages, they may be asynchronous (Mills et al., 2024). Something which is a part of the lives of young individuals and adolescents is the requirement of peer support and having the opportunity to build peer networks (Higginson et al., 2019). This demonstrates the benefit of peer support to this group of individuals. 

Being unaware of somebody else’s identity is a factor within online support groups (Barak, Boniel-Nissim and Suler, 2008). When it comes to engagement within online support groups and confiding in them, individuals feel more secure in cases whereby their real-life identities can be protected in the group (Barak, Boniel-Nissim and Suler, 2008). This is supported by the results of the study carried out by Stetten et al., (2019) whereby it is implied that in relation to conversations regarding subjects that are often taboo and stigmatising, participation in these types of conversations could be encouraged through a digital environment that is both anonymous and secure. This is particularly relevant in the context of disabled individuals as they are known to disassociate themselves from the ‘disability’ label (Gibson et al., 2014) as previously mentioned.  

By uploading messages digitally, it emerged that members within an online support group for Parkinson’s appreciated and also made use of engaging in conversations (Attard & Coulson, 2012). This was also the case in relation to looking at the experiences of other individuals (Attard & Coulson, 2012). A sense of motivation in relation to maintaining self-management, altering their behaviours and taking on new behaviours was reported by those within the study having read the experiences or guidance of other individuals (Mills et al., 2025). Despite this, it was noted by Wilson and Stock (2021) that something which could potentially cause despair is reading negative experiences. This highlights how there are benefits to online support groups for certain individuals with disabilities but that it could have a negative impact on other individuals also.

A study by Kingod et al., (2017) found that in terms of thoughts and emotions that could be considered difficult for relatives, they could be voiced through the use of a forum. To aid in the decrease of social isolation and a sense of loneliness, various people engage with online support groups (Barak, Boniel-Nissim, and Suler, 2008). For those whose unique identity is not approved by society such as individuals with a mental or physical condition which is commonly stigmatised, this may be particularly appropriate (Barak, Boniel-Nissim, and Suler, 2008). Supporting this idea is the findings within the study by Mo and Coulson (2014) on HIV and AIDS associated online support groups which indicated that by aiding in the decrease of feeling a sense of loneliness and social isolation, it is allegedly advantageous to interact with others who have related worries. This shows that online support groups can have a significant impact on those with disabilities when it comes to their experiences of loneliness. To summarise, this theme has highlighted the benefits of online support groups particularly for individuals with disabilities. 
































[bookmark: _Toc229347790]3 Methodology 
This section provides a detailed explanation of the changing nature of this dissertation, and how the lack of uptake of the original research study led to this dissertation with reflection, reflexivity, and transparency at its core. As already stated, the original research plan consisted of carrying out online semi-structured interviews via Microsoft Teams with 18–25-year-olds with spina bifida who were a part of an online support group for individuals with spina bifida and/or hydrocephalus. Participants were also given the choice to complete a self-completion questionnaire. A recruitment poster was sent to the online support group. 

When it came to recruiting participants, there was a lack of uptake. I was given six months by the university to plan, design and carry out the research. However, the first 3 months consisted of applying for approval from the ethics committee at the university, requesting the approval of the chosen organisation who monitored the online forum, and then awaiting their response. By the time that these approvals were obtained and research invitations forwarded to the group, it was leading up to the Christmas period which is known to be a busy period. As I had received no response from the group, a reminder was sent out after the Christmas period. However, nobody decided to participate in the research which meant that the dissertation had to be altered. 

In qualitative research, a vital indicator of quality is sincerity which can be accomplished via different means such as transparency (Tracy, 2010). Honesty regarding research is what transparency alludes to (Tracy, 2010). Transparency was demonstrated by deciding to reflect on the reasons behind the lack of participation from individuals within the online support group. According to Finlay (2002, p.532), “reflection can be understood as “thinking about.””. This allowed me to identify the different external factors that might have had an impact on participation. In addition to this, I also carried out reflexivity which “taps into a more immediate, continuing, dynamic, and subjective self-awareness” (Finlay, 2002, p.533). According to Beigi (2026), the researcher critically analysing their role during the entirety of the research is the continuous process of reflexivity. Therefore, this allowed me to identify how I might have impacted the research outcome personally. 

Something which I found particularly useful when being transparent and carrying out both reflection and reflexivity was the use of a journal. For example, Matthews and Ross (2010, p.199) notes that there is the capacity when keeping a journal to pinpoint ways to progress and to reflect candidly on the entirety of the research. A diary can also be used for reflexivity as demonstrated by Nadin and Cassell (2006). The journal was of use to me particularly as I struggled to accept the fact that the original research study was unsuccessful and I was unsure of how to proceed with my research. Also, being a member of the online support group myself, I felt hurt that nobody wanted to participate. Therefore, I found that the journal allowed me to challenge these negative emotions. In addition to this, writing within the journal allowed me to identify the various external and internal factors that may have impacted the lack of participation within the planned research study. It also allowed me to conclude the importance of addressing these different identified factors and how future research can learn from my findings. 

The dissertation evolved to include a literature review but also a semi-systematic literature review. For example, the purpose of the initial literature review was to look at how disabled young adults experience ‘emerging adulthood’ (Arnett, 2000) particularly in relation to social life and employment but also the external support systems available to them. The semi-systematic literature review identifies key factors that can have an impact on participation in research, particularly in the context of young adults with spina bifida. With the purpose of establishing gaps in knowledge in existing literature or for listing themes, an effective approach can be to use a semi-systematic review (Snyder, 2019). This is particularly relevant as the following section has been organised into themes and through these themes, gaps in knowledge are recognised. Furthermore, the semi-systematic literature review will take an interpretivist standpoint. The way in which social phenomena and the social world is perceived by individuals is what interpretivism is concerned with (Matthews and Ross, 2010, p.28).

To discover relevant sources for both literature reviews, a search strategy template was completed (SEE APPENDIX). When searching for sources on spina bifida, there was a lack of existing research. As a result of this, there were instances whereby the search had to be expanded to include other types of physical disabilities. Similarly, there was a lack of UK-based research on this topic which meant that the search also included sources from other countries around the world. When searching for literature, their credibility was analysed through the use of the CRAAP Test (Meriam Library, California State University, Chico, n.d.). 

Linking to this is the fact that the search strategy doesn’t solely look at academic research. Due to the lack of sources that are deemed to be academic, grey literature also formed a part of the search strategy which refers to information that corporate publishers have not generated (University of Leeds, n.d.). This was an iterative process which is highlighted by the fact that I had not originally planned to carry out a literature review initially. As my understanding of this topic grows through researching into this topic, additional search terms have been added to the search strategy. 
	
Positionality is something that has been considered throughout the research process. Being aware of my positionality felt particularly important especially since I am a member of the group and have similar experiences to those who would have potentially participated within the research. When defining an insider researcher, Dwyer and Buckle (2009, p.55) refer to “sharing the characteristic, role, or experience under study with the participants”. Being a member of the group meant that I could be classes as an insider on the basis of this definition. However, despite no longer carrying out an empirical study on this group, being aware of my positionality has continued to be of importance whilst selecting different pieces of literature to include within both literature reviews. For example, the way data is gathered and perceived is significantly affected by the positionality of the researchers (Rinchen, Banham, and Pelden, 2025). 












[bookmark: _Toc229347791]4 Literature Review on Factors Impacting Participation Among Young Adults with Spina Bifida in Research 
Within this section, a semi-systematic literature review will be carried out which will identify different factors that can impact participation in research, particularly in relation to the research study I had intended to carry out with 18–25-year-olds with spina bifida in an online support group. In doing this, different themes have been collated. Existing research will be discussed within these themes predominantly in the context of young adults and those with disabilities as there was a lack of literature on individuals with spina bifida and their participation in research. In addition, there was also a lack of UK-based literature which means that this semi-systematic literature review will look at sources from different countries. Researching into this is particularly important because when it comes to the improvement of engagement within research as well as the construction of people-centred research, something which is key to this is heeding the lived experiences of individuals and also being aware of the obstacles relating to research engagement (University of Bath, n.d.). 

This literature review will also include my own reflections on the original research study and how I believe these factors may have impacted the outcome of the study. Something key to mention which forms the basis of multiple themes is the lack of time that I experienced in carrying out the planning and designing of the research study and the fact that I believe this is the main contributor to why I received a lack of uptake. Overall, this semi-systematic literature review hopes to address the third objective of this dissertation which reflects on methodological and contextual factors that may contribute to low participation in qualitative research with this group. 

[bookmark: _Toc229347792]4.1 Involvement of Participants
One of the main reasons as to why my research study may not have been successful is the fact that I did not involve participants in the design of the research. Due to the lack of time which has already been highlighted and the guidelines set by the University, I was unable to communicate with those within the online support group prior to receiving ethical approval from the university and approval from the organisation. Therefore, I was unable to involve these individuals in the research design. The importance however of this involvement is highlighted by Benz et al., (2024) who notes that there can be a beneficial effect on research studies, organisations and collaborators as a result of co-design. Research can be improved through the range of individuals, viewpoints, notions and knowledge that is generated by people who are enthusiastic about the project (UK Research and Innovation, 2025). 

In the context of young adults, Kealy et al., (2026) notes that during each and every process, active cooperation should be included in co-production that is concentrated on youth. Despite its importance, it was found in their study that in a singular co-production stage are young individuals in many pieces of research usually involved (Kealy et al., 2026). This suggests that some researchers do not see the benefits associated with the involvement of participants throughout. However, young people between 16-24 years old who were members of the TRIUMPH Youth Advisory Group formed by the UK Research and Innovation highlighted benefits of including young people in research, such as transforming research culture and broadening the plan of the research (UK Research and Innovation, 2026).

These benefits of involving individuals in the research design can also be linked to disabled young adults. For example, The Office for Disability Issues (2011) note that, through guaranteeing that the most significant obstacles experienced by individuals with disabilities are considered, the research standard can be improved through the engagement of disabled individuals. This is particularly important because when it comes to the cultural and social contexts that disabled individuals function in, these contexts “disregard, dismiss, and devalue them” (Olney and Brockelman, 2003, p.35). This demonstrates the importance of including disabled young adults in the design of the research and therefore suggests that the involvement of those within the online support group could have increased participation. However, being a member of this online group also, meant that I already had an insight into what mattered to the members and the types of challenges they experienced. I believe that my original research aims and objectives reflected these.

Another reason which could justify why I received a lack of uptake could be that I did not highlight to the potential participants the benefits associated with their participation, such as improving services offered by the organisation. Wang et al., (2025) whose study looked at recruitment and retention in young adult health research, found that through understanding how their engagement can influence research and society as a whole, the involvement of participants is more probable. In the context of disabled individuals, Christensen et al., (2025) noted that having issued information in past research yet not seeing their involvement have concrete merits, it is possible that participants could doubt research efforts because of this. This demonstrates the significance of making participants fully aware of the benefits associated with their participation. On reflection, this information should have been provided on the recruitment poster. 

Shared interest, understanding and support is what a relationship is founded on according to the definition of rapport provided by Horsfall et al., (2021). Few opportunities arose to develop a rapport with members within the online support group prior to sending out the poster invitation. The main reason being that I had to wait for approval from the organisation and university prior to being able to communicate with the potential participants. However, when the opportunity arose to discuss my research during a monthly meeting, there was poor attendance. The benefit of rapport is highlighted by Ellard-Gray et al., (2015) who notes that fostering a rapport with possible candidates is a great concept in cases where it is feasible to do so. Getting involved with the community is necessary within this process (Ellard-Gray et al., 2015). 

It was found in a study involving adolescents and young adults that something which was deemed as significant in relation to research participation was building a relationship with researchers (Jong et al., 2023). When it comes to research with an unknown researcher whereby vulnerable candidates are expected to discuss their views and experiences, these participants could be left with distress and a lack of safety in doing so because of poor rapport (Schmid, Garrels, and Skåland, 2024). This can be applied to the context of the original research as participants within the online support group who could be deemed as ‘vulnerable’ were expected to discuss themes of a sensitive nature with someone that they may not consider knowing very well. If I had more opportunities to speak with those in the group, I feel that a rapport could have been developed and could have resulted in increased participation within the study.

This theme has demonstrated how the lack of involvement of participants in the research can impact participation. From this, it is evident to see that there were certain things that could have been done differently such as involving individuals in the research design, highlighting the importance of the research study, as well as building a rapport with the participants. However, I feel that the lack of time I experienced meant that I could not carry out these tasks and therefore could be justifications as to why individuals within the online support group did not want to participate.

[bookmark: _Toc229347793]4.2 Emerging Adulthood and Disability 
A factor that I believe had a significant impact on the lack of uptake that was experienced in was the fact that I had chosen 18–25-year-olds with spina bifida as my sample. These groups are known to be difficult to recruit. For example, Harris et al., (2015) notes how researchers, specifically in cases whereby young individuals are being recruited, continue to experience a significant barrier that is recruiting candidates. In addition to this, Banas et al., (2019) note that a population which poses issues with recruitment are disabled individuals regardless of how common disability is within society. This suggests that there could be an increased difficulty in recruiting individuals who are both a young adult and disabled. Despite the difficulty in recruiting this group, the importance of doing so is highlighted by Mirick (2016) who notes that when it comes to various fields of practice and widening and reinforcing its body of knowledge, something which is critical in doing so is carrying out research with not easily accessible populations. This supports the fact that although I am not carrying out the original planned research study with this group, I am still adding to existing research by looking at factors which could impact their participation in research. 

However, something else to consider is what this life stage looks like for young adults and how this might have had an impact on their ability to participate within the research. For example, emerging adulthood is deemed as being intense (Arnett, 2024, p.12). As a result of the developmental undertakings that emerging adulthood presents to young adults, taking part in research may not be deemed a priority (Hays et al., 2020). In the context of young disabled adults, Rasalingam et al., (2023) found within their study on participants with long-term conditions that taking care of the duties that come with emerging adulthood as well as taking part in everyday tasks was difficult for these individuals. This demonstrates the difficulties that those within the online forum may be experiencing not only as a young adult, but also as a young adult with a disability. Therefore, it could be that the potential participants with spina bifida did not have the time or desire to participate whilst going through this life stage as a young adult with a disability.

Identity is something else to consider when looking at why those within the online forum may not have wanted to participate. According to Lewis and Taylor (2026), there is a chance that participants with a lack of contentment or positivity towards their identity will be experienced by researchers because when it comes to individuals who are both stigmatised and marginalised, an increasing amount of research is being carried out with them. In a study looking at children with various ongoing medical conditions, it was found that leading a typical life was endeavoured by children (Lambert and Keogh, 2015). This can be seen within disabled young adults as it has been previously mentioned that in some cases, being labelled “disabled” is a term they disassociate from (Gibson et al., 2014). It could be argued that individuals within the online forum did not want to participate as they did not wish to address their disability, which would have been the case regardless of whether they chose to complete the online interview or the written response instead.

The way an individual devotes their time is limited as a result of a physical disability (Hammermesh and Myck, 2025). Rasalingam et al., (2023) found in their study that living with a condition that is both erratic and progressive meant that engaging in daily life was particularly complex for the young adults in this study. As has already been highlighted, spina bifida can cause pain which may impact standard of living significantly (Spina Bifida Hydrocephalus Scotland, n.d). This could suggest that due to the symptoms that can be experienced by those with disabilities, particularly those with spina bifida, individuals within the online forum may not have participated in the research on the basis of this. Having spina bifida myself, I am aware of how difficult it can be to commit to different activities whilst experiencing the symptoms that come along with the condition such as when completing this project.

Something else to consider is how I did not issue potential participants with incentives to participate. According to Grant and Sugarman (2004, p.720), “An incentive is a benefit designed as a motive or incitement to action”. Research looking at incentives and their value for research engagement discovered how due to financial incentives, the amount of those who would consent and take part were multiplied (Abdelazeem et al., 2022). However, accessing health benefits was found within the study by Synn et al., (2023) on young adults to be a widely applicable instigator in relation to engagement within research. This could be applied to the context of disabled people as they might deem these health-related benefits as worthwhile due to having issues with their health. However, mitigating fears regarding utilisation of data and its confidentiality is not achieved by financial and non-financial incentives despite it being a potential motivator for participation (Williams et al., 2007). These concerns will be discussed further on. In my opinion, it did not feel ethical to offer incentives with the purpose of increasing participation.

In summary, this theme has demonstrated the unpredictability of the lives of emerging adults particularly those with disabilities and therefore is a key factor in why participants may not engage in research. It could be argued that a different population could have been selected, 
but I believed that research with this age group would have been the most beneficial due to the existing research gap. However, a consideration could be that participants did not have the time to take part in the research rather than the participants not wanting to participate. 

[bookmark: _Toc229347794]4.3 Recruiting via Online support groups
Various virtual communities have come into existence as a result of modern technologies (Amichai-Hamburger et al., 2016). Research carried out by Allen et al., (2016) found that due to a requirement for moral support and/or information that had not been met in everyday life, virtual communities were contacted by those with long-term conditions. This is evidently a benefit of online groups. However, there are also certain negative aspects of online groups highlighted within different studies which could provide a justification as to why individuals did not participate within the planned research study. Therefore, it is essential to analyse these.

It was found by Wilson and Stock (2021) within their study on young adults possessing ongoing health issues and the utilisation of social media, that something which was upsetting to read according to participants within the study was the negative experiences posted on virtual communities by other individuals with ongoing health issues. In line with this is a separate study carried out by Mills et al., (2024) who looked at the experiences of online support groups amongst adults with Long Covid, and found that as possible complexity of symptoms became prominent, participants communicated a greater sense of concern. Something else to consider in relation to this is that problems throughout the night may be encountered due to fears and concerns being encouraged as a consequence of the all-day access to the experiences of individuals stated online (Ziebland and Wyke, 2012). For example, Mills et al., (2024) noted that with the purpose of partaking at their own speed, online groups were silenced or unfollowed by some overwhelmed members of the group as a result of the ongoing supply of information. Due to the supportive nature of the chosen online group and the experiences that are shared, it is possible that some individuals do not engage with the group to avoid reading these experiences. Therefore, it is possible that some of the individuals within the group may not have been aware of the request to participate in the planned research study. 

Something else to consider is the fact that it is shown within research that virtual conversations are participated in by a low percentage of people regardless of user involvement within virtual groups being a requirement (Amichai-Hamburger et al., 2016). Most group members within virtual groups are made up of lurkers who are labelled as being the silent groups within these groups (Sun, Rau, and Ma, 2014). Responses are produced by a small number of participants within various groups that are both active and accomplished (Preece, Nonnecke, & Andrews, 2004). Various individuals will avoid engaging despite reading and others may engage sporadically (Preece, Nonnecke, and Andrews, 2004). In terms of why this could be the case, Kucuk (2010) who looked at the lurking of students online and found that “just reading/browsing is enough” is the reason behind lurking in nearly half of the participants. Preece, Nonnecke, and Andrews (2004) found that when joining health support groups, a strong reason for doing so among the sample of lurkers and posters was receiving help. This suggests that individuals within the online support group may prefer to lurk than get involved. In addition, individuals might also see the group as a form of support rather than a means of participating in research. Therefore, these could be potential reasons for why participants within the original research study may have not chosen to participate.

This theme has highlighted the various issues associated with the use of online support groups particularly among individuals with disabilities. As a result, it could be argued that recruiting a sample via an online support group may not be the most suitable, particularly as this is somewhere where these individuals seek support. However, recruitment via the online support group was the easier option particularly due to my membership within the group and familiarity with the organisation. On reflection, I should have considered other methods of recruitment.

[bookmark: _Toc229347795]4.4 The method
The planned research study intended to carry out online semi-structured interviews via Microsoft Teams, but with the option to complete the same questions in the format of a self-completion questionnaire. I felt that providing this choice was important as I thought this might encourage more individuals within the online support group to participate. Through stating that the study would involve an interview with the option to complete a written response, it is possible that it could appear to potential participants that I had a preference towards interviews rather than the alternative. Therefore, the lack of uptake could have been due to the participants not wanting to participate in an interview. 

However, it is important to consider that the methods that were chosen whether that be the online interview or completing a self-completion questionnaire, come with its disadvantages and could therefore have impacted the uptake of the planned research study also. For example, a prominent issue in the context of online interviews as well as written responses relates to the use of the internet. In the context of online interviews, there could be a complexity in carrying out this type of research if there is poor internet (Thunberg and Arnell, 2022). For example, in cases where there was limited internet, offering to participate in a virtual conversation was not an option for certain possible participants within a study carried out by Deakin and Wakefield (2014). This could apply to the method of participants writing their responses as this form of data collection would also involve using the internet. In addition to this, technology issues can be an issue as was found in a study by Archibald et al., (2019) who looked at the use of Zoom. For example, the types of issues encountered by those taking part within the study consisted of poor internet and dated devices (Archibald et al., 2019). This suggests that if participants are already aware of technological issues which could impact their ability to complete the research study, then they are unlikely to sign up to the research study.

Another important consideration is the sensitivity of the research topic and how this might have impacted the participants’ desire to engage with either of the methods. This is supported by Westland et al., (2025) who noted that when it comes to individuals prepared and have the capacity to discuss a sensitive subject and/or those with experience of it, there may be challenges in coming across these individuals. There is a justification behind secrets being kept by individuals (Clay, 2025). The reasoning for this could be related to having a secret become common knowledge and the worry of this occurring or it could also be the result of shame or stigma (Clay, 2025). This would especially relate to individuals with disabilities as it has already been highlighted within a study that stress is the outcome of stigma (Joachim and Acorn, 2000). In some cases when research is based on a sensitive subject, there is a requirement for close contact with the purpose of consoling participants (Irani, 2019). This would be the same if the participants were to complete the research in the written format as there would also be a lack of contact. Overall, the sensitive research topic could have resulted in the potential participants having no desire to disclose personal experiences, particularly if there is an inability to provide them with comfort during the research.

As already been mentioned, there was a lack of rapport between the potential participants and I because of the insufficient time to develop this relationship. However, in the context of online interviews, Carignani and Burchi (2022) makes reference to the fact that developing a rapport within online interviews is of little capacity. The same issue is presented in relation to self-completion questionnaires because by means of written communication, forming relationships is difficult (Schwab-Reese et al., 2024). As a result, rapport was not only impacted by insufficient time but also the methods chosen. This is an issue as in cases where sensitive subjects are being spoken about, a sense of security should be experienced by participants (Topping, Douglas, and Winkler, 2021). Due to the nature of the research and it being based on their experiences around disability, it is evident that rapport should have been established allowing participants to feel comfortable in participating in the research.

Something else to consider in relation to both online interviews and the written responses revolves around anonymity and the confidentiality of the data. According to Roberts et al., (2025), for those normally excluded from participating in qualitative research, their involvement can be moderated through remote qualitative methods, allowing participation from a secure location and increased anonymity. However, despite this, within little communities whereby members are familiar with each other, anonymity and confidentiality are restricted (Ellard-Gray et al., 2015). This can be applied to the online support group forming the chosen sample as the group has a limited number of individuals who all share similar conditions. Potential participants may not have wanted to participate in the research due to the fear of being identified within the research. 

Linking to this is the fact that it is possible that potential participants may have had concerns with the idea of their interview being recorded. Worries regarding being identified within video data that has been recorded as well as this data being watched by unfamiliar audiences could be related to the initial fear that was expressed by certain participants towards video recordings of their data (Okon, Dolgin, and Schober, 2025). In a study by Yateem (2012), when being recorded, the discussions which occurred were not as relaxed. A reason as to why some participants may not feel comfortable being recorded is the fact that due its simplicity for transportation and distribution as well as its inherent lack of anonymity, particular risks are associated with data from video-based research (Parry et al., 2016). There is a potential that the tracking of an IP address could occur despite the camera being disconnected by a participant or if a pseudonym is utilised by this individual (Thunberg and Arnell, 2022). On the basis of this, some participants may not have wanted to participate in the research due to concerns of their data being shared and their identities not remaining anonymous. Despite these concerns, it was necessary for the research to be carried out via Microsoft Teams due to the participants living around different parts of the UK.

There are also existing disadvantages associated with the use of responses in a written format which would have been acquired if participants had chosen to carry out a self-completion questionnaire. In relation to written communication, a lack of security may be experienced by certain candidates (Opara, Spangsdorf, and Ryan, 2021). For example, uncertainties regarding taking part were communicated by dyslexic students (Opara, Spangsdorf, and Ryan, 2021). Guaranteeing their accessibility to the intended population, online surveys required attention to detail (Christensen et al., 2025). Participants may feel fatigued and therefore not complete a questionnaire if there is an extreme amount of questions (Cesarei and Baldaro, 2015). This shows that some participants may not have considered the questionnaire accessible or that completing a questionnaire was too long of a process. In the context of emerging adults, this would be particularly relevant since there is instability during this life stage (Arnett, 2024, p.9).

This theme has demonstrated how the chosen methods came with numerous disadvantages that may have impacted participants’ desire to participate in the research study. It also demonstrated the issues with online research. However, carrying out the research in this manner was deemed as the best way to recruit as many participants as possible from the online support group due to the geographical context. On reflection, I should have considered other online methods that may have encouraged participation. 

[bookmark: _Toc229347796]4.5 Power and Positionality
The final theme to identify when discussing factors that could have impacted participation within the original research study is my positionality in addition to the role of power. As noted previously, I was also a member within the online support group that were invited to take part in the original research study. As a result of this, I would have therefore considered myself as an insider researcher. The way the researcher and participant perceive each other makes the power relationship between both individuals more complex (Nelson, 2020). The quality and amount of information that is divulged with the researcher can be impacted by the views or expectations of participants in relation to researchers (Asselin, 2003). For example, it is possible that a researcher could be seen as an outsider by participants despite deeming themselves as an insider (Yip, 2024). Due to my membership within the same online support group as the desired participants, I considered myself as an insider and believed at the time that this would have a positive impact on the uptake. However, in a study by Rinchen, Banham, and Pelden (2025), the participants deemed the researcher as an outsider whose goal was academic development. This could suggest that participants did not see me as an insider researcher but as a student having to complete a dissertation, and therefore impacted their desire to participate in the research study.

The preparedness of participants in participating in the research is relied on by the researcher throughout the phase of gathering data (Karnieli-Miller, Strier, and Pessach, 2009). In relation to the data at this point and its governance, it is seemingly controlled by participants  (Karnieli-Miller, Strier, and Pessach, 2009). This was the case in the context of the original research study as I was reliant on their want to participate in the research or otherwise it could not be completed. On the other hand, inequality and power dynamics represents the context of an interview (Kvigne, Gjengedal, and Kirkevold, 2002). This is particularly relevant as interviews was one of the chosen methods therefore giving me the power the dictate the way the research is carried out. It could be argued that participants did not want to participate in the research due to the power that I possessed within this context.

Trust is another element to consider as NHS Health Research Authority (2024) notes how distrust in the researcher or the justification behind carrying out the research could be felt by individuals. A minimal amount of information is divulged by researchers about who they are, yet it is requested that participants disclose their vulnerabilities (Smith, 2006). It was thought by participants in a study by Asselin (2003) that through requesting their participation, the researcher could an ulterior motive. According to Yip (2024), there is a higher likelihood that researchers who are seen as being both compassionate and informed of the participants’ situation will have access to information disclosed by those taking part within the research due to them being more inclined. As a result, trust is clearly valued by participants and suggests that the participants may not have been trusting of me or the research itself. This links back to a previous reflection which was that I should have made participants aware of the benefits of their participation. In turn, this could have increased their trust in the research.

Overall, this theme has highlighted the impact of power and my positionality on participation amongst individuals within the online support group. It has also demonstrated the importance of trust throughout the research. As I considered myself as an insider researcher, I initially believed that this would have worked in my favour and increased their trust in me as a researcher. However, this is clearly an assumption that I made based on no real evidence. This is something that I could have challenged when addressing my positionality within the research.




































[bookmark: _Toc229347797]5 Discussion
Within this section, findings from this dissertation will be discussed to highlight the key points that were identified throughout. As previously stated, this dissertation has been written from the perspective of the social model of disability. However, it has been highlighted that the existing literature on the research topic comes from a health and medical perspective rather than a social perspective, such as the employment and social life of disabled individuals, which were key themes of the literature review. This demonstrates that existing research tends to focus on the medical model as an individual’s ‘health status’ is focused upon (Connolly, 2023). 

Arnett’s concept of emerging adulthood (Arnett, 2000) has formed the basis of this dissertation. Emerging adulthood has been shown to be a period of life that is experienced differently by young adults (Arnett, 2000; Zukerman, Devine, and Holmbeck, 2011). However, having a chronic condition can have a negative impact on the development of emerging adults during this life stage (Wood et al., 2018). For example, identity has been identified as being significant during this period (Schwartz et al., 2013) yet for individuals with disabilities, they may find it complex to establish a positive one (Nario-Redmond and Oleson, 2016). This results in the disassociation of conditions by young adults (Steinberg, 2020). Overall, this shows the additional pressure that emerging adults with disabilities experience particularly during this life stage in comparison to emerging adults without disabilities.

Emerging adults with disabilities may be negatively affected within key areas of this life stage such as their social life or their employment experience. For example, the impact that friendships can have on emerging adults was demonstrated (McNamara Barry, Madsen and DeGrace, 2015), yet high levels of loneliness were disclosed by 16–24-year-olds with disabilities (ONS, 2022a). This suggests that they may experience difficulties in forming friendships. Furthermore, sexuality was neglected in teenaged individuals with physical disabilities (East and Orchard, 2013) despite relationships of a romantic relationship being desired by emerging adults (Arnett, 2024, p.80). This highlights the complexities disabled individuals experience during this life stage when it comes to social prospects.

Employment was demonstrated as a key part of many adults’ lives (Marshall and Butler, 2015) and has been known for giving young individuals a sense of meaning (Department for Culture, Media & Sport, 2025). However, in the context of disabled individuals, when in employment, they could experience a pay gap (Office for National Statistics, 2024), discriminatory cultures within organisations (Murfitt et al., 2018), and negative assumptions (Van Mechelen et al., 2008; Aichner, 2021). This demonstrates the difficulties that disabled workers experience when in employment. Furthermore, obtaining reasonable adjustments was an identified issue experienced by disabled workers (Trades Union Congress, 2025a) with the price of these adjustments being a potential justification for this (Goodman et al., 2024). However, it was found that numerous adjustments were of no charge (Solovieva, Dowler, and Walls, 2011). Therefore, this demonstrates how some employers do not cater to the needs of disabled individuals within the workplace. 

These points highlight the difficulties that emerging adults with disabilities may experience during emerging adulthood but also the barriers that they may encounter in relation to their experiences of social life and employment. This poses the question as to whether the potential participants in the original research study possessed the time amongst their various other obligations to participate in the research. Therefore, this could provide a justification as to why I received a lack of uptake. 

The final theme of the initial literature review highlighted benefits of online support groups for disabled individuals such as being able to discuss their thoughts and emotions as well as reading other members’ experiences (Attard & Coulson, 2012). They were also beneficial in relation to helping with loneliness (Barak, Boniel-Nissim, and Suler, 2008; Mo and Coulson, 2014). This highlights the usefulness of these support groups in helping individuals to cope with the challenges they face because of their disability.

The semi-systematic literature review allowed me to carry out reflexivity and reflection when considering the external and internal factors that may have had an impact on participation within the original research study. A key factor which was highlighted was that participants were not involved when designing the research. This occurred in various ways such as the fact that participants were not involved during the design of the research yet it’s importance particularly in relation to individuals with disabilities is something that was highlighted by The Office for Disability Issues (2011). Participants were also not made aware of the benefits associated with their participation despite Christensen et al., (2025) noting how this can lead to participants not trusting research efforts. Lastly, a rapport was not built with the participants which is something that is encouraged by Ellard-Gray et al., (2015). 

Reflecting on this theme, it is evident that the lack of involvement of participants had an impact on the uptake of the research study. However, time acted as a significant barrier as I had to wait for approval from the university and the organisation before I could communicate with participants about the research. In addition to this, I had initially assumed that due to my insider status of being a member of the online support group, I was aware of the issues that need to be addressed in research in the context of spina bifida.

Another theme identified was emerging adulthood and disability and how this could have had an impact on participation. It was found within the literature that there are difficulties with the recruitment of young individuals (Harris et al., 2015) and disabled individuals (Banas et al., 2019). This could have significantly impacted the lack of uptake I experienced as the desired sample consisted of young adults with spina bifida. Potential reasons for these difficulties in recruitment were also explored within this theme. 

Emerging adulthood can present a period of instability as a result of identity explorations (Arnett, 2024, p.9) which could suggest that young adults did not have the opportunity to commit themselves to the research study. Linking to this is the fact that disabled young adults have been known to avoid being labelled as disabled (Gibson et al., 2014) thus implying that the potential participants may not have wanted to acknowledge the fact that they have a disability. Despite this, having a condition, such as spina bifida can result in an individual’s quality of life being severely impacted because of experiencing pain (Spina Bifida Hydrocephalus Scotland, n.d.) which could mean that the symptoms of the condition may have prevented participants from being able to take part. The use of incentives was considered as it has been known for incentives to increase engagement in research (Abdelazeem et al., 2022) but it did not feel ethical to offer this to the group.  Reflecting on the recruitment difficulties associated with this group of individuals, it could be argued that selecting young adults with disabilities was not a wise idea. However, due to the lack of the research on these individuals and also the fact that I am both a young adult and disabled, I felt highly motivated to carry out the research study.

Recruitment via online support groups was another theme addressed within the semi-systematic literature review as within the original research study, I attempted to recruit participants from an online support group. Although virtual communities have been known for providing information and/or moral support (Allen et al., 2016), the constant feed of information can lead to online groups being silenced or unfollowed by group members (Mills et al., 2024). This could mean that participants did not receive a notification of my request to participate in research and therefore were unaware of the research study. However, a strong case for becoming a member of health support groups can be to receive support (Preece, Nonnecke, and Andrews, 2004) which suggests that it might not be that participants did not see the invitation, but rather they might only use their participation in the group for support purposes. Therefore, this poses the question as to whether a different recruitment method should have been considered. 

The semi-systematic literature review identified different issues associated with the methods chosen for the original research study. In reference to online interviews and self-completion questionnaires, literature pointed towards technology issues (Thunberg and Arnell, 2022; Deakin and Wakefield, 2014; Archibald et al., 2019) which is particularly relevant due to the online nature of the original research. The sensitivity of the research topic and the impact on participants’ desire to engage with the methods was another consideration as they might not wish to discuss sensitive matters (Westland et al., 2025). This links to rapport and how its importance has already been established (Ellard-Gray et al., 2015) yet it is difficult to develop within interviews (Carignani and Burchi, 2022). It is also difficult through writing to form relationships (Schwab-Reese et al., 2024). Therefore, this suggests that participants may not have felt comfortable in discussing personal information without a rapport.

Confidentiality and anonymity was another consideration particularly as this is known to be an issue within little communities whereby members are familiar with each other (Ellard-Gray et al., 2015). This is highly relevant due to the nature of the online support group chosen as it is a little community. Issues associated with interviews being recorded were also found within the literature (Okon, Dolgin, and Schober, 2025; Parry et al., 2016) suggesting that the idea of having their interview recorded may have prevented potential participants from wanting to take part in an online interview. Finally, reference was made to the accessibility of online surveys (Christensen et al., 2025) as well as the design of questionnaires such as the fact that participants can become fatigued from a significant amount of questions (Cesarei and Baldaro, 2015). This means that participants may have deemed the research as being time-consuming and therefore impacting participation.

Taking into consideration these various issues associated with the chosen methods, it is possible that participants did not want to participate in the research on the basis of these reasons. However, online research was the best option under the circumstances as individuals within the online support group were based in different parts of the UK. Reflecting on this, other methods should have been considered to potentially increase participation. 

The final theme addressed within the semi-systematic literature review was positionality and power. This was a particularly important theme to address due to my positionality of being a young adult with spina bifida and a member of the online support group. I considered myself as an insider researcher as a result of this. However, research suggested that in some cases, an insider researcher is seen as being an outsider by participants (Yip, 2024) who only wishes for academic development (Rinchen, Banham, and Pelden, 2025). Therefore, this implies that the way participants perceived me as a researcher could have impacted their want to participate in the original research.

Power was also highlighted as a factor impacting participation such as participants having the power to decide whether or not to participate (Karnieli-Miller, Strier, and Pessach, 2009). This was evident as there was a lack of uptake in the original study. However, it was also demonstrated that the researcher can dictate the way the research is carried out in the context of interviews thus giving them power (Kvigne, Gjengedal, and Kirkevold, 2002). This links to how participants may distrust the researcher (NHS Health Research Authority, 2024). On the basis of this, it could be argued that participants did not want to take part in a study where they could not place trust in the researcher especially one in possession of power. Therefore, this was deemed as being a potential factor impacting research participation. Overall, this section has discussed the key findings of this dissertation to help address the research question. 








































[bookmark: _Toc229347798]6 Strengths and Limitations
The completion of this dissertation has highlighted various strengths and limitations. A key limitation of this dissertation is the fact that it is reliant upon secondary research. This means that the dissertation is being written through my own interpretation of the selected literature. Another limitation to consider is that, as a result of the research gap in relation to research in the UK, the dissertation uses sources that were based in different countries. The findings had to be generalised to a UK context. This links to how there was also a research gap in relation to spina bifida, which meant that the dissertation widened the search to include other disabilities. These were key limitations of the dissertation. 

The first strength to acknowledge is the fact that this dissertation fills a research gap on the participation of young adults with spina bifida in research. This research gap is being addressed through a dissertation that is transparent, reflexive and reflective and has applied identified factors within existing literature relating to participation in research to the context of a research study that could not be carried out due to lack of uptake. Therefore, this could be seen as a strength. Finally, another strength of the dissertation is that through the completion of this dissertation, guidance is being provided for future researchers when carrying out research of a similar nature and how to increase participation.



















[bookmark: _Toc229347799]7 Implications
This dissertation demonstrates that there is a requirement for more lived experience research on young adults with spina bifida in the UK, particularly being written in the context of the social model of disability.  Furthermore, the dissertation highlights how emerging adulthood can be a chaotic time for young adults particularly those with disabilities. This links to how it is suggested that the experiences of young adults in relation to employment or their social life are impacted when they have a disability. A need for research on how charities can support young adults is also highlighted within the dissertation. However, the usefulness of online support groups for individuals with disabilities in general is shown. 

The fact that the research study I had originally planned to carry out did not go ahead as planned demonstrated that there was a need to carry out reflection, reflexivity and transparency to identify what went wrong and what could be done differently. Linking to this is that the semi-systematic literature review within this dissertation highlighted that there is a need for more research looking into research on participation amongst young adults with disabilities, particularly spina bifida. However, the level of involvement that participants have in the research could be seen to impact participation in research. For example, a lack of rapport with the participants was deemed as a potential factor that could have hindered participation in the research. Another consideration is the fact that it is highlighted within this dissertation how emerging adulthood is a stressful life stage for disabled young adults which could affect their ability to participate in research. Online support groups were concluded as having advantages and disadvantages which could impact participation. This relates to the methods of the research and how it was demonstrated that there are numerous disadvantages associated with the chosen methods which could have impacted participation. The final factor identified was power and positionality and it was demonstrated that a lack of trust in the researcher could impact participation.







[bookmark: _Toc229347800]8 Recommendations
Based on these implications, various recommendations have been identified for future research and researchers relating to the context of this dissertation such as;
· There is a necessity for more lived experience research on young adults with spina bifida in the UK to be carried out to help fill the existing research gap on this topic. 
· There is a requirement for more research on the direct impacts that UK-based charities can have on young adults with disabilities as this was an identified research gap. 
· There is a requirement for researchers to plan for any setbacks that the research process may present to ensure the successful completion of the research
· More research looking into participation in research amongst young adults with disabilities, particularly spina bifida is required as this was an evident research gap identified within this dissertation. 
· In cases where it is possible to do so, participants should be involved in designing the research study so that their voices can be heard and therefore, will be less reluctant to participate in research. 
· Rapport should be built between the researcher and participants if possible so that participants feel comfortable in taking part in the research. 
· When recruiting participants, they should be made aware of the benefits of taking part in the research so that they understand the importance of their participation. 












[bookmark: _Toc229347801]9 Conclusion
The purpose of this research was to gain a wider understanding of the lived experiences of young adults aged between 18–25-years-old with spina bifida in the UK, and to identify challenges in recruiting this group to participate in online qualitative research. This has been achieved through the completion of a literature review discussing the lived experiences of young adults with spina bifida in the UK particularly in relation to employment, social life and external support systems. This has also been achieved through a semi-systematic literature review which has identified factors that can impact participation in research amongst this group of individuals. Reflexivity, reflection and transparency have been at the core of this dissertation to help understand why I experienced a lack of participation in a research study I had planned to carry out. Findings from the literature review have demonstrated the difficulties that young adults with spina bifida experience in relation to employment and their social life but also the support that is offered by online support groups for disabled individuals. Furthermore, findings from the semi-systematic literature review provided an insight into key factors which could have an impact on participation and therefore explain the lack of uptake I experienced in the original research study. Examples of these identified factors consist of power and positionality and how this may impact trust, the issues presented by recruitment via online support groups, challenges presented by the chosen methods, the unpredictability of being an emerging adult, and finally how individuals have issues with acceptance of their disability.

The completion of this dissertation has challenged what I already knew of the research topic and has enabled me to establish a new understanding of the lived experiences of young adults with spina bifida. Furthermore, the lack of uptake in the original research study has demonstrated that other opportunities can arise to help develop a specific research area, such as participation in research. This dissertation has helped fill a considerable research gap on the lived experiences of young adults with spina bifida in the UK. It has also provided a learning tool for future researchers when carrying out research of a similar nature so that they can design a research study that is more appropriate for disabled young adults. Overall, this dissertation has provided an insight into the complexities experienced by young adults with spina bifida but also the factors which may prevent their participation. 
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SEARCH STRATEGY FOR MA by LITERATURE REVIEW
Attach to Appendices

1. Define your topic. Write your research question below.
	What are the lived experiences of young adults with spina bifida in the UK today? – Lessons from an unsuccessful interview method.






Now try brainstorming. In the blank box below write any words, phrases and authors that come to mind regarding your assignment. The words don’t have to be in any order:
Spina bifida, myelomeningocele, spina bifida occulta, young adults, emerging adults,18-25, 18-25 year olds, early adulthood, lived experiences, life experience, personal narratives, qualitative, Scotland, Northern Ireland, Wales, England, UK, Great Britain, Britain, employment, job, career, workplace accommodations, workplace, social life, social connections, support systems, external support, support structures, external support structures, social participation, relationships, identity, stigma, disability rights, mental health, anxiety, depression, self-esteem, interviews, online interviews, remote interviews 


Group your terms together. Look at the most important idea in your assignment. Do you have more than one word for that idea (e.g. fruit or banana or orange)? Place the words in the 1st row of the grid below. Take the words you have thought of for the 2nd idea and write them in the 2nd row. If you have an additional idea, write this in the 3rd row


Pick out the main keywords from your question and identify alternatives such as synonyms, or subject specific words you have found. 


2. Consider alternative spellings and acronyms, as well as synonyms and antonyms. (expand this search if needed)
	Keyword 
	Keyword 
	Keyword 

	
Spina bifida 

	
Young adult 
	
Lived experience

	
Stigma
	Negative Experiences
	Mental Health

	

	
	

	

	
	

	Alternative terminology (Remember to use wildcards and truncation to find alternative spellings and endings of words).

	
Method

	
	

	
Life domains

	
	



3. Combine your keywords using Boolean Operators. 
Boolean operators are words and symbols, such as AND or NOT, that let you expand or narrow your search parameters when using a database or search engine. When you search using these operators, it is known as a Boolean search.



· AND: Use this operator to narrow your search. It retrieves articles that mention both of the searched topics.
· OR: Employ this operator to broaden your search. It finds articles that mention either of the topics.
· NOT: Exclude specific terms or concepts using this operator.

	(Spina Bifida OR Physical Disability) AND (Young Adults OR Emerging Adults NOT Older Adults NOT Children) AND (Lived Experiences OR Employment OR Social Life OR Support Systems)









4. Choose suitable databases you have access to for your subject area and record below.
Note: You will need to search more than 1 to ensure a comprehensive search. 
	Database Name e.g. Academic Source Complete

	Google Scholar 

	CINAHL


	
PubMED

		
PROQUEST

	UWTSD Library 



5. Filters: Consider which filters could help limit your search.
	5-10 years study limit, Young adults aged between 18-25, Western young adults, Physical disabilities
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