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Abstract 

 

Adolescence, the transitional period from childhood to adulthood, is 

characterised by developmental tasks including an increased prominence of peer 

relationships, and the development of autonomy and identity. Despite a lack of 

consensus regarding its exact definition, many of the developmental processes 

which demarcate adolescence extend into the mid-20s, suggesting adolescence be 

defined as those aged 10 to 25 years old. In addition to normative developmental 

tasks, adolescents who experience chronic pain can face a range of additional 

developmental challenges. To address the lack of a comprehensive review, I 

conducted a scoping review of the literature covering the social developmental 

domains of autonomy, identity, and peer relationships in adolescents who 

experience chronic pain. This review identified 42 papers, the majority of which 

explore peer relationships, with fewer exploring autonomy or identity. Across all 

domains, there was a lack of detailed exploration, with many papers studying social 

development more broadly. Additionally, there was a dominance of cross-sectional 

and quantitative methods across all included papers. I addressed these literature 

gaps through two empirical studies, which together provide an idiographic 

exploration of the social development of adolescents who have chronic pain over 

time, and their perceptions of their future. The first of these was a longitudinal, 

qualitative study which used a combination of interviews and diaries to explore the 

experiences and perspectives of adolescents who experience chronic pain in relation 

to their social development, over the course of 12 months. The second empirical 

study used a novel first person, future focused story completion method to explore 

the future narratives of adolescents who have Complex Regional Pain Syndrome. 

Collectively, my results suggest that developmental trajectories are altered in the 

context of chronic pain. Additionally, my results suggest that such alterations involve 

both constriction and expansion of developmental processes, with the expansions 

appearing to be driven by the constrictions. The specific impact of the altered 

developmental trajectories varies between individuals, and also across 

developmental domains within individuals. These findings have important 

implications for future research and clinical practice, suggesting the importance of 

consideration of the relationship between clinical and developmental outcomes. 
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Chapter 1: Introduction  

 

1.1. Introduction 

Adolescence is a time of significant physical, psychological, and social 

change (Christie & Viner, 2005; Sawyer et al., 2018b), which can present a myriad of 

challenges and competing pressures for adolescents. The concept of teenage angst 

and the stereotypic grumpy teenager are often the subject of popular culture, with 

common difficulties experienced in adolescence so well known that they have 

become something of a cliché. However, the grumpiness and angst are far from a 

light-hearted caricature, and in reality, reflect the complexity of the challenges 

adolescents face, with such challenges potentially having a life-long impact (Clark & 

Lee, 2017). Interestingly, while being difficult to navigate, the ongoing changes that 

adolescents experience as part of normative developmental processes also present 

valuable opportunities for learning and development.  

Some adolescents also develop long-term health conditions which can further 

complicate their experience of adolescence (O’Donohue & Tolle, 2009). Chronic pain 

is a common long-term health condition that can be a condition in its own right, or be 

a key feature of long-term health conditions such as Crohn’s disease or Juvenile 

Idiopathic Arthritis (JIA) (Treede et al., 2019). Chronic pain can pose additional 

challenges directly, or indirectly via an adolescent’s development and ability to 

successfully navigate the path of adolescence (Warner & Hauser, 2009).  

In this introductory Chapter, I start with an overview of the definition of 

adolescence, before discussing the key developmental areas explored throughout 

this thesis, and the wider developmental context within which they are experienced. 

Following this overview, I discuss the additional challenges faced by adolescents 

who experience chronic pain. I conclude this Chapter by summarising the research 

around socio-developmental challenges faced by adolescents who experience 

chronic pain and outline the rationale for the research conducted in this thesis.  

 

1.2. Defining adolescence 

Adolescence is an umbrella term for the period of development from 

childhood through to adulthood, with no single clearly defined and universally agreed 

age range (Dahl et al., 2018). The age boundaries of adolescence are determined by 
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three factors; when the transition from childhood to adulthood is thought to start, 

when this process is thought to end, and what developmental markers indicate 

these. Therefore, as these developmental boundaries vary between cultures, 

adolescence is a sociocultural construct (Worthman & Trang, 2018). The research I 

present in this thesis was conducted in the UK, and although the results and 

intellectual arguments will have cross-cultural applications, I acknowledge there may 

be some elements which are culturally bound. Throughout this thesis, I aim to be 

reflective about such cultural boundaries. Below, I outline relevant legal 

considerations, and summarise the ongoing debate regarding the definition of 

adolescence, before setting out the definition of adolescence which I adopt 

throughout this thesis.  

 

1.2.1. Legal transition from child to adult 

The United Nations Convention on the Rights of the Child (1989) defines a 

child as any person under the age of 18 years old, and therefore anyone over 18 

years old as an adult. Laws vary between countries, but in the UK, individuals are 

legally considered an adult from their 18th birthday, with the rights and 

responsibilities that this brings. However, the law also recognises that individuals do 

not make the transfer from child to adult overnight. Therefore, the UK has numerous 

laws which provide individuals between the ages of 16 and 18 years old with a 

gradual progression towards full adult rights and responsibilities. For example, at 16 

years of age individuals are legally entitled to provide their own consent for 

healthcare (NHS, 2021) and at 17 years of age they are able to learn to drive 

(Gov.UK, 2021b). Such laws recognise that many individuals have developed the 

necessary skills to appropriately engage in such activities by these ages. However, 

such laws are unable to account for individual differences in the onset and tempo of 

adolescent development. Therefore, these laws may present difficulties for 

individuals whose development is slower or started later as they may not be at an 

appropriate developmental stage for such activities (e.g., Graber, 2013; Negriff & 

Susman, 2011). The incongruence between legal status and developmental stage is 

also present for some individuals past their 18th birthday. For example, some 

individuals may not be developmentally equipped for a long-term committed 

relationship until long after the age of 18 years old (Collins, 2003), the age at which 
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marriage is legal without parental consent (in the UK). Navigating this transition from 

child to adult requires support, with many individuals continuing to receive support 

from their parents into their 20s and 30s (Office for National Statistics, 2016, 2021). 

The need for support throughout this developmental process is recognised by the UK 

government, who provide support for young adults who were under the care of the 

state care system as children (Gov.UK, 2021a). 

 

1.2.2. Debates regarding the definition of adolescence 

Although adolescence can be broadly defined as the transition from childhood 

to adulthood, there is no clear consensus on the exact definition of when this 

transition begins and finishes. This is because adolescence is not a single, unified, 

process. Conversely, adolescence comprises a complex combination of different 

processes which occur at different times and tempos across individuals. 

Traditionally, the age boundaries of adolescence have encompassed the second 

decade of life, spanning age 10 to 19 years old (Unicef, 2011; Viner, 2012). 

However, recent research has shown that many developmental pathways 

characteristic for adolescence continue into the mid-20s, leading to calls for 

adolescence to be conceptualised as covering ages 10 to 24 years old (Sawyer et 

al., 2018b). This extended definition of adolescence has been embraced by many 

researchers, with several hundred citations since its publication, including within 

adolescent pain research (e.g., Heathcote et al., 2020). However, this definition has 

not been universally welcomed with some expressing their disagreement with this 

extended definition and a preference towards the use of more general terms such as 

‘young people’ to reflect this period between childhood and adulthood (McDonagh et 

al., 2018). Despite this disagreement regarding terminology, there is consensus 

regarding two issues; 1) development continues into early adulthood, and 2) there is 

a need to disaggregate data for groups within this 10 to 24 age range (Kinghorn et 

al., 2018; Sawyer et al., 2018a).  

 

1.2.3. Definition of adolescence used in this thesis 

In this thesis, I adopt the definition of adolescent as set out by Sawyer et al., 

(2018b), and therefore use the term adolescent to refer to those aged 10 to 24 years 

old. The studies included in this thesis focus on this 10 to 24 year old age range, 
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although due to input through the peer review process, the published studies 

presented in Chapters 2 and 4 use the term “young people”. In addition to using the 

term adolescent, I will use the term child/childhood to describe anyone under the age 

of 10, and the term adult to describe anyone 25 and over. The only exception to this 

is where I refer to the relationship between individuals, for example parent and child. 

 

1.3. Adolescent development 

As mentioned above, at its most basic definition, adolescence is the transition 

from child to adult. Within this transition, there are many areas of development, 

including social, biological, and psychological development. These over-arching 

developmental areas exist within a broader social context which includes factors 

such as socio-economic status, education, family circumstances, and wider culture. 

Additionally, these developmental areas have bidirectional relationships with this 

broader social context. Therefore, although this thesis focuses specifically on social 

development, it is important to consider the influence of the other developmental 

areas and the broader social context. In this section I will outline the specific socio-

developmental domains under investigation, before going on to consider the 

relationships between these domains and the wider developmental context.  

 

1.3.1. Key socio-developmental domains of adolescence 

Within the socio-developmental area, there are several key domains, 

including the development of autonomy and identity, and an increase in the 

importance of peer relationships. These three key socio-developmental domains 

form the core of my thesis.  

 

1.3.1.1. Autonomy 

The development of autonomy involves the transfer from parents to child of 

responsibility regarding choices and decision-making (Tilton-Weaver & Marshall, 

2017). In childhood, parents or carers hold responsibility for the decisions regarding 

their child, ranging from smaller, day-to-day decisions such as what to wear and eat, 

to larger scale decisions such as educational choices and medical treatment 

choices. Although the child may be included in the decision-making process and will 

likely be able to make some choices themselves, the responsibility for decisions 
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rests with the parents. When that child is an adult, their parents may continue to 

provide advice and support, but they no longer hold the responsibility for decision 

making as it is then held by their (adult) child. This transfer of responsibility from 

parent to adolescent is a gradual, dyadic process which occurs over time through 

reciprocal relationship changes and interactions between parents and adolescents 

(Tilton-Weaver & Marshall, 2017). During this process, parents may offer differing 

degrees of autonomy support or control depending on the context or issue at hand 

(Grolnick et al., 2017). Parents may adopt an overall approach which is out of sync 

with their adolescent’s optimal developmental pathway, by providing them with more 

or less control than they are ready for (Tilton-Weaver & Marshall, 2017). 

The overall concept of autonomy can be broken down into two constituent 

concepts of independence (the freedom and ability to make decisions) and volition 

(regulation of behaviour on the basis of core values) (Soenens et al., 2017). These 

constituent concepts of autonomy emphasise the importance of maintaining 

connection with others, rather than being able to do things alone. Such connections 

include relationships with parents during the negotiation of a new parent-(adult) child 

relationship, and the development of positive peer and romantic relationships 

(Kansky et al., 2017). The importance of such new connections with peers is also 

reflected by how adolescent’s desire for, and perception of, autonomy is strongly 

influenced by their growing peer relationships (Grolnick et al., 2017), with research 

suggesting that adolescents overestimate their peers’ level of autonomy (Daddis, 

2011). Beyond this overlap between autonomy and peer relationships, the volitional 

aspect of autonomy also links with identity development, as volitional behaviour 

requires understanding of, and alignment between, one’s core values, sense of self, 

and behavioural choices (Assor, 2017). Interestingly, despite choice being related to 

autonomy, it is neither necessary nor sufficient for autonomy. This is due to a variety 

of reasons including the relative importance of the choice, the competence an 

individual has to make the choice, and whether or not they endorse any of the 

choices available to them (Patall & Hooper, 2017). For example, an individual may 

feel more autonomous in decisions regarding what to wear if they are choosing 

between two options they like, than if they are choosing between many more options 

which they dislike. 
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1.3.1.2. Identity 

Identity can be defined as a unified sense of self (Lichtwarck-Aschoff et al., 

2008; Waterman, 1982). A well-established theory of identity is that of Erikson, who 

discussed identity in his work on psychosocial development in the 1950s and 1960s 

(Zhang, 2015). This theory has been developed far beyond Erikson’s original work, 

with the current iteration consisting of four stages of identity development; diffuse, 

foreclosure, moratorium, and identity achieved (Kroger, 2015). These stages are 

each characterised by the relative level of various features such as conformity to 

authority and peer pressure, self-direction, moral reasoning, and self-esteem (Kroger 

2003). Eriksonian identity theory suggests that individuals tend to move through 

each stage in turn during adolescence, however research has shown that many 

individuals do not reach the identity achieved in adulthood or take different pathways 

through the stages (Cramer, 2017). Such findings suggest that Erikson’s identity 

theory is more a way of categorising individuals’ identity based on a few specific 

features, rather than a theory which outlines developmental stages. Although 

Erikson’s identity theory has received criticism over the years, it still dominates much 

of the literature and research today (Kroger, 2015; Kroger et al., 2010; Sorell & 

Montgomery, 2001). However, Erikson’s identity theory does not consider how 

individuals feel about and define themselves, how this sense of self changes during 

adolescence, and the impact of factors such as chronic pain.  

Although there are alternative theories of identity, none are as well-

established as Erikson’s identity theory. However, there is a growing body of 

literature using such alternative theories and moving away from considering the 

Eriksonian notion of identity status, instead exploring individuals’ sense of self.  Such 

research has reinforced the connections between identity and autonomy outlined 

above with evidence that identity formation is connected with being able to make 

autonomous choices regarding, for example, engagement with social media (Shifflet-

Chila et al., 2016). There is also strong evidence for a link between identity 

development and peer relationships. Specifically, an individual’s sense of self 

appears to be influenced by how they perceive their position within their peer group 

(Tanti et al., 2011).  
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1.3.1.3. Peer relationships 

During adolescence, peer relationships take on a greater meaning and the 

dynamics of friendships change. For example such friendships become more 

intimate and varied, with mixed sex friendships and romantic relationships becoming 

commonplace (De Goede et al., 2009; Poulin & Chan, 2010). These shifts in social 

relationships during adolescence are part of a lifelong pattern of changes in social 

focus. For children, parents and direct family tend to be the centre of their social 

world, through adolescence this shifts towards peers, and in adulthood, this further 

shifts towards romantic relationships and having children of their own (Lam et al., 

2014; Poulin & Chan, 2010). This increased importance and influence of peers 

during adolescence is not a simple stepwise transition from child to adult and is 

instead a unique feature of adolescent development.  

An important feature of the increase in peer influence during adolescence is 

the increase in risk taking behaviour (Spear, 2000), although we still lack a detailed 

understanding of the mechanisms and pathways underlying such behaviours. One 

possibility could be that adolescents occupy a potentially dangerous mid-point where 

they have more autonomy than younger children but have yet to develop adult-level 

risk-assessment skills (Halpern-Felsher et al., 2016). However, research has shown 

that adolescents may understand the risks of a behaviour such as smoking, and still 

choose to engage in the behaviour (Sunstein, 2008), suggesting the risks associated 

with potentially losing peer acceptance may be more important than the physical 

risks of the behaviour (Smith et al., 2013). Interestingly, despite risk-taking behaviour 

being a key focus for research on peer relations during adolescence, the impact of 

peers on behaviour during adolescence appears to be more universal, with evidence 

suggesting similar peer influence effects on positive behaviours (van Hoorn et al., 

2016). Therefore, research is needed to explore the mechanisms through which peer 

influences take place, rather than focusing on the common end result of an increase 

in negative behaviours.  

Related to the increasing importance of peers during adolescence is the 

emergence of romantic relationships, which is driven by various biological, social, 

and psychological factors. For example, pubertal changes trigger sexual desires 

(Berenbaum et al., 2015), peer pressure from both potential partners and the overall 

peer group, and a desire for emotional closeness (Kindelberger & Tsao, 2014). 
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Burgeoning sexual desire which adolescents may be unsure how to navigate, 

combined with peer influence and a tendency towards increased risk taking, may 

result in unhealthy sexual behaviours and relationship choices (Widman et al., 2016). 

As sexual practices during adolescence tend to continue throughout adulthood 

(Shulman et al., 2017), these behaviours may not only put the individual’s wellbeing 

at risk during adolescence but also throughout their lifespan. 

 

1.3.2. Wider developmental context  

The three key tasks of adolescent development outlined above exist in an 

ever-changing context involving biological development, psychological processes, 

and a wider socio-cultural context. Although these aspects of adolescent 

development are not the focus of this thesis, this wider context impacts the key 

domains of autonomy, identity, and peer relationships. It is therefore important to 

consider this wider social and developmental context when examining the specific 

developmental domains. 

 

1.3.2.1. Biological development 

The biological discourse around adolescence has mostly focused on puberty; 

the process through which individuals reach reproductive maturity. Puberty is not a 

single event or threshold and ages vary with girls starting puberty anywhere between 

the ages of 8 and 13, and boys 1 to 2 years later (Archibald et al., 2003). This range 

in timings of puberty means that a group of 13-year-olds can include individuals at all 

possible developmental stages from pre- to post-puberty. During puberty, individuals 

experience a variety of internal and external physical changes (Dorn & Biro, 2011) 

which occur in a set, predictable series of steps and culminate in sexual reproductive 

maturity (Berenbaum et al., 2015). Although the order of these steps are universal, 

there is wide variation in both the timing of pubertal onset, and the speed at which 

the steps take place (Berenbaum et al., 2015). The age of onset of puberty is 

normally distributed, with those who experience early or late onset facing two 

specific challenges (Christie & Viner, 2005). Firstly, early or late puberty presents 

social challenges as such development deviates from the social norm, creating a gap 

between the individual and their peers. Secondly, early or late puberty may place 

physical maturation out of sync with other developmental areas, creating negative 
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psychosocial outcomes (Graber, 2013; Negriff & Susman, 2011). The impact of 

pubertal timing is further complicated by differences in pubertal tempo (Berenbaum 

et al., 2015), with both the timing of pubertal onset, and pubertal tempo being 

influenced by a number of factors such as genetics, nutrition, weight, family 

environment, and life stressors (Negriff & Susman, 2011). These different 

mechanisms of influence on pubertal timing and tempo demonstrate the complex 

interplay of biological, psychological, and social factors (Joos et al., 2018). In 

addition, puberty development can impact other areas of development, for example 

the bodily changes associated with puberty can impact identity development 

(Natsuaki et al., 2015). 

In addition to the sexual maturation that occurs during puberty, the biological 

aspects of adolescent development are also characterised by significant neurological 

changes (Foulkes & Blakemore, 2018; Mills et al., 2016). Adolescent brains are 

distinct from the brains of children and adults, with no simple, stepwise growth 

process through which an individual’s brain moves from that of a child to that of an 

adult (Dumontheil, 2016; Mills et al., 2016). Rather, the neurological development in 

adolescence is a substantial qualitative shift, which can be viewed as some of the 

most dramatic and significant neurological changes that occur during the lifespan, 

mirroring changes observed in early childhood (Casey et al., 2008; Steinberg, 2010). 

During both early childhood and adolescence there is a significant amount of 

synaptic pruning, a process where the number of synaptic connections in the brain is 

reduced, which is not seen at other times during the lifespan. This process is key to 

effective and efficient neurological functioning (Blakemore & Choudhury, 2006).  

These neurobiological and pubertal processes have been associated with 

changes to emotional state and ability to process information. Such changes interact 

with peer relationships and make adolescents more prone to emotional deregulation, 

risk taking behaviour, impulsivity, and distractibility (Spear, 2000; Steinberg, 2008). 

Although there is evidence of a causal relationship between these biological and 

behavioural changes, such research has tended to be conducted on neuro-typical 

adolescents, whereas the increases in problem behaviours are often concentrated 

around individuals with a complex life history of risk factors (Bjork & Pardini, 2015). 

In addition to data regarding neurological changes and behavioural changes coming 

from different populations, there is evidence suggesting problem behaviours such as 

alcohol use may be the cause, not the result, of neurological changes (Squeglia et 
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al., 2015). These limitations within the literature have led some to argue that we 

cannot be certain that the neurological changes seen in the research account for the 

behavioural changes observed in adolescents (Bjork & Pardini, 2015). Future 

research is therefore needed to address these concerns and provide more robust 

exploration of the complex factors which influence behavioural changes during 

adolescence.  

It is clear from the current literature that key pubertal and neurological 

changes occur during adolescence. These may influence behaviour and 

psychological functioning directly, and also have indirect influence by leaving 

adolescents more sensitive to social changes, such as increased importance of 

peers (Dahl et al., 2018). Although these biological changes are important, they 

alone are not able to fully explain all aspects of adolescent development. 

Additionally, adolescents often manage these changes better than they are 

perceived to by wider society (Rodgers & Bard, 2003). It is therefore important to 

consider wider perspectives beyond biological approaches, with research 

investigating the psychological and social aspects of adolescent development adding 

to our understanding of how adolescents navigate socio-developmental milestones. 

 

1.3.2.2. Psychological processes 

In addition to the key developmental domains of autonomy, identity, and peer 

relationships, there are numerous other psychological processes which develop 

throughout adolescence. Cognitive development, including perspective-taking, 

selective attention, inhibition, and flexibility have all been shown to develop during 

adolescence (Tousignant et al., 2017). Such cognitive development has often been 

linked with the neurological changes outlined above (Blakemore & Choudhury, 

2006). Although cognitive and neurological development are undoubtedly linked, 

adolescent cognitive processes are also influenced by a range of other factors. For 

example, decision making processes are linked with abilities around risk assessment 

and abstract thinking, and also social processes such as peer influence (Halpern-

Felsher et al., 2016). Cognitive processes also need to be well developed prior to 

autonomy and identity as competent decision making and establishing a clear sense 

of self require a wide range of cognitive processes. 
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In addition to cognitive development, adolescents develop substantial 

emotional skills, such as the ability to recognise others’ emotional state (Thomas et 

al., 2007), and the ability to identify and regulate their own emotions (Ahmed et al., 

2015). Such emotional development is linked with greater intimacy within friendships 

(Poulin & Chan, 2010), and the desire and ability to develop romantic and sexual 

relationships (e.g., Williams & Russell, 2013). Such emotional intimacy with others is 

also related to the increased importance of peer relationships, and pubertal 

development in relation to sexual maturity and desires. Emotional development is 

also connected with cognitive development in relation to comprehension and control 

of emotional states (Schweizer et al., 2020). 

 

1.3.2.3. Social and educational context 

During adolescence, an individual’s social context is highly changeable due to 

the variety of developmental processes they experience, and the significant changes 

they face on their 18th birthday when they legally become an adult (in the UK). 

Moreover, adolescents experience a range of changes to their social and 

educational context, with such changes interacting with developmental processes. 

The exact nature of these changes varies both across countries, and between 

individuals within each country. In the UK, adolescents are in compulsory education 

until 16 years old, and between the ages of 16 and 18 years old must either be in 

full-time further education, an apprenticeship, training, or working (Gov.UK, 2021d). 

At 18 years old, around 28% of adolescents go on to higher education, with around 

50% participating in higher education by the age of 30 years old (Department of 

Education, 2019). Such changes in the educational context of adolescents can 

present substantial challenges which may further complicate their development. For 

example, many adolescents experience difficulties in negotiating the transition from 

school to university (Winstone & Hulme, 2019). Specifically, such transitions have 

substantial impact on peer relationships through changes to peer groups, and 

autonomy development as adolescents become responsible for managing their day-

to-day life.  

In addition to these changes to educational context, adolescents also 

experience changes to their social context in relation to their family life. This may 

coincide with changes to educational status (e.g., moving out of the family home to 
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attend university), or may be related to changes within the family itself (e.g., the birth 

of a sibling). Such changes may be substantial, and potentially stressful, but overall 

positive. However, some adolescents will experience more traumatic experiences, 

such as parental separation, which can interact with various detrimental domains 

(e.g., Bernardi & Boertien, 2016; Corrás et al., 2017). The specific impact of familial 

circumstances on socio-developmental tasks depends on the exact circumstances of 

each family. However, it is clear that families are highly influential across the three 

domains under investigation in this thesis. For example, having younger siblings has 

been associated with more advanced identity development (Wong et al., 2010). 

Additionally, positive sibling relationships are associated with more positive peer 

relationships possibly due to such sibling relationships supporting the development 

of interpersonal skills (Buist et al., 2013). 

Finally, advances in technology mean that an adolescents’ social context has 

now extended to include virtual spaces in addition to the physical world, with the 

speed of technological advancement meaning that adolescent’s social contexts are 

changing faster than ever before. Social media has been linked to changes in 

identity and peer relationships due to the opportunities it provides in relation to 

accessing different social spaces and choosing how to present oneself (Eleuteri et 

al., 2017). The impact of this new social context is hard to assess due to the rapid 

rate of change, however research suggests that for some adolescents the virtual 

world provides positive new opportunities, whereas for others it can create new, or 

exacerbate existing, social concerns (Beyens et al., 2020; O’Reilly, 2020). In addition 

to the specific challenges social media may present, the rate of technological change 

has also widened the knowledge gap between today’s parents and adolescents 

(Shifflet-Chila et al., 2016). 

 

1.3.3. Summary of adolescent development 

Adolescence encompasses many areas of development, each of which have 

their own timescales, defining features, and contributing factors. These different 

developmental domains also interact with one another, resulting in a complex web of 

adolescent development which includes a wide range of individual differences. 

Therefore, although there are many features common across the development of 

many adolescents, each individual has their own unique developmental pathway. In 
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addition to the developmental areas and social context outlined above, for many 

adolescents, these unique developmental pathways are influenced by long-term 

health conditions.  

 

1.4. Long-term physical health conditions 

There are many additional challenges which individuals may experience 

alongside the normative difficulties of adolescent development. Long-term physical 

health conditions are one example of such additional challenges, and they can both 

exacerbate the difficulties faced during adolescence, and present specific additional 

difficulties (O’Donohue & Tolle, 2009). Long-term health conditions often require 

specific care or treatment, and when they occur in adolescence, it is important to 

consider the interaction they will have with an adolescent’s developmental tasks and 

milestones. For example, the physical changes that occur in adolescence can 

interact with long term health conditions, making both more difficult to manage 

(Warner & Hauser, 2009). For instance, the hormonal changes in adolescence have 

been found to create complications for those with Sickle Cell Disease (Mandese et 

al., 2019). One common long-term health condition, which will be the focus of this 

thesis, is the experience of chronic pain. 

 

1.4.1. Chronic pain  

Pain is defined by the International Association for the Study of Pain as “An 

unpleasant sensory and emotional experience associated with, or resembling that 

associated with, actual or potential tissue damage.” (Raja et al., 2020). For most 

people, pain is an unpleasant but an occasional and necessary part of life. It usually 

signals injury or illness, meaning that we are better able to keep ourselves from harm 

and seek the appropriate medical attention (Raja et al., 2020). However, for some 

people, pain is a significant problem in their life and a primary cause of distress and 

disability. A review of 19 studies found that between a third and a half of adults in the 

UK experience some form of chronic pain (Fayaz et al, 2016). Pain is not only a 

highly prevalent condition but is also hugely costly to the UK economy. The 

healthcare costs of chronic pain are substantial, with estimates of the cost of NHS 

pain relief prescriptions exceeding £500 million. Estimates of the burden on primary 

care suggest that there are 4.6 million appointments each year for chronic pain 
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related issues, or the equivalent of nearly 800 full time GPs (Phillips, 2006). In 

addition to the direct healthcare costs, chronic pain also results in indirect economic 

cost to the UK economy through loss of productivity, unemployment, and other 

related costs. These costs are difficult to calculate, but best estimates suggest that it 

is in the tens of billions of pounds (Phillips, 2009). Obviously, this financial cost does 

not capture the human experience which can include not only the unpleasant 

experience of the pain itself, but also depression, anxiety, social isolation, and 

negative impacts on relationships and achievements. However, such cost estimates 

are based on research into chronic pain in adult populations, and do not account for 

the chronic pain experienced by younger populations.  

 

1.4.2. Paediatric chronic pain  

As in adults, chronic pain is a highly prevalent concern in adolescents, with 

research suggesting that more than a third of adolescents regularly experience pain 

(Gobina et al., 2019; King et al., 2011). Evidence highlights how the prevalence of 

adolescent chronic pain increases with age, is a gendered experience with higher 

prevalence rates in girls (Gobina et al., 2019; King et al., 2011), and is associated 

with psychological variables such as anxiety and depression (Noel et al., 2016; 

Soltani et al., 2019). Experiencing chronic pain during adolescence means that 

individuals have to negotiate the challenges of adolescence and their health 

condition simultaneously, which may mean they are developmentally behind their 

healthy peers (O’Donohue & Tolle, 2009; Pinquart & Pfeiffer, 2015). Unfortunately, 

although the literature exploring the development of adolescents who have chronic 

health conditions includes pain as a common symptom of those conditions, such 

literature often neglects chronic pain as a condition in its own right. Research which 

has examined chronic pain conditions suggests that while developmental disruption 

also occurs for individuals with chronic pain conditions, a more complex combination 

of developmental enhancement and limitations may occur (Eccleston et al., 2008; 

Forgeron et al., 2010; Jordan et al., 2018). More recently, research has shown that 

adolescent chronic pain conditions are associated with long-term outcomes such as 

lower educational attainment and vocational functioning, and poorer relationship 

quality than those without pain (Murray et al., 2020). 
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1.4.3. Models of adolescent chronic pain 

As discussed, chronic pain is related to many aspects of an adolescent’s 

psychological, behavioural, social, and familial context, which contribute to the 

development and maintenance of pain and the accompanying functional disability 

and distress. Models of adolescent chronic pain attempt to untangle the complexities 

of these interactions to explain how chronic pain is maintained, and so suggest 

potential methods of treatment.  

 

1.4.3.1. Fear-avoidance model 

The fear-avoidance model of paediatric pain (Asmundson et al., 2012; Simons 

& Kaczynski, 2012), is an extension of the fear-avoidance model of pain which was 

developed in adults (Vlaeyen & Linton, 2000, 2012). The fear-avoidance model 

suggests that the functional disability and distress related to pain, as well as the pain 

itself, are maintained by, and in part created by, maladaptive psychological and 

behavioural factors (Vlaeyen & Linton, 2012). The original model was extended in 

the paediatric version through the inclusion of parental psychological responses and 

behaviour (Asmundson et al., 2012). The paediatric fear-avoidance model provides a 

structure for understanding the research outlined above, such as adolescents’ 

tendency to distance themselves from friends (Forgeron et al., 2013). For example, 

the fear of over-exertion may lead adolescents to avoid social interactions, which in 

turn leads to them being socially isolated and reduces their capacity for increasing 

tolerance and coping with their pain. Recently, studies have explored the adolescent 

fear-avoidance model in more detail, with specific focus on parent and adolescent 

intolerance of uncertainty (Neville et al., 2021) and parental health (Birnie et al., 

2020). Although the fear-avoidance model provides valuable insights into many of 

the factors which contribute to the cause and maintenance of adolescent chronic 

pain, it is not a developmentally informed model. 

 

1.4.3.2. Family and parent influences model 

 To address this lack of developmentally informed models, Palermo et al., 

(2014) proposed a model of the parental and familial factors involved in adolescent 

chronic pain, which adopted a developmental perspective. This model provides a 

structure for understanding the complex interactions between the different familial, 
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parental, and adolescent-level variables which impact adolescent chronic pain. 

However, this model does not include variables external to the family, nor does it 

provide a detailed explanation of the impact that chronic pain may have on 

development.  

 

1.4.3.3. Critical evaluation and application of models 

The fear-avoidance model and the developmental model are valuable models 

for considering aspects of adolescent chronic pain, and provide robust structures for 

understanding the mechanisms involved in the development and maintenance of 

adolescent chronic pain. As such, these models also provide a useful starting point 

for understanding how and why adolescent social development may be different in 

those who experience chronic pain. However, as neither model provides a thorough 

exploration of adolescent social development in the context of chronic pain, their 

application in this area may be limited. Despite this limitation, the combination of a 

lack of more appropriate models and the relevance of these models, means that the 

fear avoidance model and developmental model are often applied to the exploration 

of social development. Therefore, this thesis draws upon these models, with an 

emphasis on the developmental model, to interpret research findings. Although the 

literature lacks specific models of adolescent development in the context of chronic 

pain, there is a growing body of literature exploring this area. 

 

1.4.4. Developmental domains and chronic pain 

Research from Eccleston et al., (2008) exploring the social development of 

adolescents who have chronic pain found that participants rated themselves as 

behind their peers in relation to school progress and independence, but ahead of 

peers in relation to problem solving skills. Recent research has also found evidence 

of a combination of developmental gains and restrictions (Jordan et al., 2018). 

Despite this mixed evidence on how chronic pain impacts adolescents’ development, 

most research has focused on the limitations associated with adolescent chronic 

pain. To date, research has focused on three main areas which are outlined below: 

education and cognition, peer relationships and friendships, and family functioning. I 

will outline the current literature below, however when considering this literature, it is 

important to note the lack of research related to autonomy and identity. Additionally, 
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although there is research attention focused on the peer relationships of adolescents 

who experience chronic pain, this literature often lacks a clear focus on the 

developmental concerns related to adolescent peer relationships, rather using such 

relationships as a proxy measure for social functioning.  

 

1.4.4.1. Education and cognition 

Adolescent chronic pain is related to reduced school functioning and high 

absence rates (Chin et al., 2005), with research suggesting such individuals may 

have average absence rates of around 20% (Logan et al., 2008; Norton & Southon, 

2020). Interestingly, adolescents and their parents appear to drastically 

underestimate the level of absence, and attendance rates do not correlate with pain 

intensity or duration (Logan et al., 2008). Studies exploring the impact of chronic pain 

on educational functioning tend to focus solely on attendance as a measure of 

school functioning (Gorodzinsky et al., 2011). Although attendance is important, 

other factors such as cognitive functioning and school engagement, are also related 

to the educational functioning of adolescents who have chronic pain (Alsaggaf & 

Coyne, 2020; Dick & Pillai Riddell, 2010). Therefore, focusing solely on attendance 

neglects key factors related to the educational functioning of adolescents who have 

chronic pain (Caes & Logan, 2019).   

Literature exploring cognitive functioning in adults who have chronic pain 

suggests that cognitive impairments are common (Berryman et al., 2014; Landrø et 

al., 2013; McCracken & Iverson, 2001). Such impairments are likely to be due to the 

distracting nature of severe pain, and cognitive biases towards pain related 

information (Crombez et al., 2013; Eccleston & Crombez, 1999; Schoth et al., 2012). 

Compared to the body of literature exploring cognitive functioning in the context of 

chronic pain in adults, such research in adolescent populations is in its infancy. 

However, the cognitive functioning of adolescents who have chronic pain has 

received recent research attention, with current research suggesting that such 

adolescents exhibit similar pain-related biases in the context of chronic pain (Beck et 

al., 2011; Brookes et al., 2018; Lau et al., 2018). Research also suggests that pain 

may have indirect relationships with cognitive impairments, and school functioning 

overall, through factors such as sleep disturbances, anxiety, and depression. Sleep 

disturbances in adolescence are associated with lower educational functioning 
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(Dewald et al., 2010), and such sleep disturbances are common in adolescents who 

have chronic pain (Long et al., 2008). Sleep disturbance and pain also appear to 

have a bidirectional relationship, with poor sleep appearing to contribute to increased 

pain in addition to pain contributing to poor sleep (Badawy et al., 2019; Christensen 

et al., 2019). In addition to sleep disturbances, anxiety and depression have also 

been associated with lower educational functioning (Fröjd et al., 2008; Mazzone et 

al., 2007) and are commonly experienced by adolescents who have chronic pain 

(Eccleston et al., 2004; Simons et al., 2012).  However, further research is needed to 

fully explore the relationship between pain, sleep, emotional wellbeing, and 

educational functioning (Badawy et al., 2019; Evans et al., 2017). 

Finally, educational institutions also provide a crucial social context for 

adolescents (Wrzus et al., 2013) and therefore any disturbances to educational 

functioning may also impact social functioning and development. Health-related 

school absence can impact friendships and peer relationships regardless of the type 

of illness or injury (Igler et al., 2020). However, Logan et al. (2017) found that those 

with chronic pain not only had poorer self-concept than their pain-free peers, but also 

than their peers who had disease-based pain, suggesting the ‘unexplained’ or 

‘invisible’ nature of many pain conditions may be particularly damaging.  

 

1.4.4.2. Peer relationships and friendships 

As outlined above, problems with educational functioning may have a 

negative impact on the peer relationships and friendships of adolescents who have 

chronic pain. Research which has explored such friendships in more detail has found 

that the management of friendships appears to be difficult for adolescents who 

experience chronic pain (Forgeron et al., 2010; Jordan et al., 2017; Kashikar-Zuck et 

al., 2007). There appear to be several mechanisms through which such difficulties 

with friendships are created and maintained, with research suggesting that a 

reduced ability to engage in social activities is one such mechanism. Pain may limit 

an adolescent’s ability to engage in social activities directly, and also indirectly 

through their pre-emptive attempts to protect themselves from over-exertion, future 

pain, and the negative reactions to their pain from others (Forgeron et al., 2013). 

Research also suggests that chronic pain may be difficult for friends and peers to 

understand, creating a sense of separation between them and the adolescent who 
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has chronic pain (Jordan et al., 2017). In addition, adolescents who experience 

chronic pain may interpret friendships and peer interactions differently to their peers 

who don’t experience pain. For example, adolescents with pain may perceive their 

friendships to be going better than their friends do (Forgeron et al., 2011, 2018). 

However, recent research exploring interactions between pain, peer relationships, 

and emotional functioning, has found evidence that the relationship between pain 

and peer relationships may be impacted by covariates such as depression (Chan et 

al., 2017; La Buissonnière-Ariza et al., 2018). Interestingly, positive peer 

relationships also appear to have a protective effect against many of the poor 

outcomes associated with adolescent chronic pain such as emotional functioning (La 

Buissonnière-Ariza et al., 2018). Such research helps to explain the mechanisms 

underlying the unique challenges chronic pain appears to pose to adolescent 

friendships, and crucially, how we may be able to address them. However, there is 

limited longitudinal research exploring the peer relationships of adolescents who 

experience chronic pain, and so we currently lack an understanding of the 

developmental trajectories of such individuals with regards to their peer 

relationships. In addition to the current literature being mostly cross-sectional, it is 

also dominated by quantitative methods and therefore lacks an idiographic 

understanding of adolescent’s experiences of their peer relationships over time.  

 

1.4.4.3. Family functioning 

Adolescents tend to live within the family home, and therefore their family life 

is a key component of their social context, with parental and familial factors being 

highly influential in an adolescent’s experience and management of chronic pain 

(Palermo et al., 2014). Witnessing your child experiencing ongoing pain and being 

unable to alleviate their pain can be a distressing experience for a parent. High 

parental distress and catastrophising are associated with poorer child mental health, 

higher levels of functional disability, and poorer school functioning (e.g., Caes et al., 

2012; Chow et al., 2016). Conversely, parents who exhibit a high level of 

psychological flexibility have a beneficial impact on their child’s levels of depressive 

symptoms and functional disability (Wallace et al., 2015). Therefore, parental 

behaviour can be beneficial or detrimental depending on the approach taken, 

however parents may find it difficult to know exactly how behave to have the desired 
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beneficial impact. Dunford et al., (2014) observed several different parenting 

approaches which all appeared to have the aim of supporting the child but had either 

a positive or negative impact depending on the exact context and manner in which 

they were displayed. To help parents to understand how best to support their child, 

parental and family interventions have been developed, with such interventions 

having a significant positive impact on parental behaviour at post treatment and 

follow up (Law et al., 2014).  

Despite a large body of literature around families in the context of adolescent 

chronic pain, such research has a relatively narrow focus, with the focus being on 

parental impact on adolescent functioning, and with parent participants being nearly 

exclusively mothers. The focus on adolescent functioning is clearly important, 

however such a focus has resulted in the literature neglecting to consider the 

experience of parents, and the impact of their experience on their own functioning. 

Recently, research has started to address the question of parental experience and 

functioning in the context of adolescent chronic pain. Such studies have identified 

the lack of a clear diagnosis to be one of the most difficult aspects of their child’s 

chronic pain, with parents concerned there may be an underlying condition yet to be 

identified (Brekke & Brodwall, 2020; Brodwall et al., 2018; Neville et al., 2019; Pincus 

et al., 2018). Such concerns can leave parents anxious about their child’s health 

through fear of a serious illness, and hope that a diagnosis could lead to effective 

pain-relieving treatment (Neville et al., 2019).  

The research focus on mothers is often not a deliberate choice of 

researchers, rather it is due to methodological difficulties, as mothers are more 

available to researchers recruiting participants to such studies. To date, only one 

study has specifically focused on fathers, finding that although much of their 

experiences mirror that of mothers, fathers re-evaluated what it means to be a good 

father (Jordan et al., 2016). Further research is needed to explore fathers’ 

experiences of parenting adolescents who have chronic pain, with a particular focus 

on the differences between their experience and those of mothers. Similarly to 

fathers, siblings also have a significant influence on an adolescent’s life, and on the 

overall family dynamic, however they have mostly been neglected in research 

(McHale et al., 2012; Noller, 2005). Studies which have included siblings have 

tended to use them to explore the genetic factors involved in chronic pain, with some 

research exploring their influence on the adolescent who has pain (Schinkel et al., 
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2017). More recent research exploring family functioning more holistically has found 

that siblings may be concerned about the health of their sibling, and tend to receive 

less attention from parents than their sibling who experiences pain (Brekke & 

Brodwall, 2020; Brodwall et al., 2018). Therefore, to ensure that their wellbeing is 

appropriately supported, more research is needed to explore the impact of 

adolescent chronic pain on siblings. 

 

1.5. Summary 

Adolescence is a time of transition from child to adult that involves many 

developmental pathways, each with their own timescales and trajectories, and all 

interacting with each other to create a unique and ever-changing experience. 

Adolescence can therefore be a hard path to navigate. However, with the 

appropriate support and resources, individuals can grow into happy, healthy, and 

functional young adults, with the skills they need to face new challenges and 

continue their development. In contrast, if individuals are unable to successfully 

navigate their way through the developmental tasks of adolescence, they can be left 

behind, entering early adulthood without the tools to tackle new challenges. In 

addition to these normative challenges of adolescence, those who experience 

chronic pain face the additional complications that pain and associated disability can 

bring. Such chronic pain may increase dysfunctional and maladaptive personal and 

familial mechanisms for managing the challenges posed by adolescence, which can 

combine with developmental factors to create a potent mix that can lead to long term 

distress and disability. Appropriate treatments can help adolescents and their 

families to move away from an unhelpful focus on the elimination of pain, and 

towards building a functional life despite the presence of pain.  

To date, research has provided a wealth of evidence regarding the myriad of 

psychosocial factors involved in the maintenance and functional impact of 

adolescent chronic pain. However, we know relatively little about how these are 

experienced by those individuals, and how this impacts the adolescent’s 

developmental trajectories over time. In this thesis I aim to explore the socio-

developmental experiences of adolescents who experience chronic pain. In Chapter 

2, I present a scoping review of the current research in this area, and consider the 

research in relation to the developmentally informed model of adolescent chronic 
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pain. Building on the results from the scoping review, in Chapter 3 I go on to outline 

the rationale for the qualitative methods I use in Chapters 4 and 5. In Chapter 4, I 

present a longitudinal diary and interview study, providing a detailed exploration of 

the experiences of adolescents who live with chronic pain in relation to their socio-

developmental trajectories over time. In Chapter 5, I examine the future narratives of 

adolescents who have Complex Regional Pain Syndrome (CRPS) using a story 

completion method. Through this novel method I provide analysis of what 

participants imagine their socio-developmental trajectories will be in the future. In 

Chapter 6, I outline the concerns regarding data integrity in online qualitative 

research and how I addressed these in the study in Chapter 5. Finally, in Chapter 7, I 

conclude this thesis with a summary of my findings, contextualising them within the 

wider literature, and discuss the implications of this work for future research and 

clinical practice. Together, the work presented in this thesis addresses my aims and 

objectives as shown in figure 1.1.  

 

Figure 1.1. Mapping thesis aims onto studies  
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Chapter 2: Scoping Review 

 

2.1. Overview 

In the previous Chapter, I provided definitions and explanations of key terms 

and concepts covered in this thesis and outlined an overarching summary of why 

social development in the context of adolescent chronic pain is an important area of 

research. The study presented in this Chapter builds on this by applying a rigorous 

scoping review method to provide a comprehensive review of the literature. Within 

the field of adolescent chronic pain, there are several reviews exploring 

developmental concerns such as cognitive functioning and schooling (Dick & Pillai 

Riddell, 2010; Gorodzinsky et al., 2011; Lau et al., 2018) and family functioning 

(Hynes et al., 2019; Lewandowski et al., 2010). However, prior to the review 

presented in this Chapter, the only review specifically exploring elements of social 

development in adolescents who experience chronic pain, focused solely on peer 

relationships (Forgeron et al., 2010). More recently, another review regarding peer 

relationships has been published, but the focus of this was on peer support in 

treatment for chronic pain (Tolley et al., 2020). Therefore, with social development 

receiving increasing research attention across the three developmental domains of 

autonomy, identity, and peer relationships, a review of the literature is timely. This 

review builds on the work of the aforementioned reviews, and draws on the 

developmental perspective on family and parental influences on pain proposed by 

Palermo et al. (2014).  

The protocol for this review is available on the Open Science Framework (see 

https://osf.io/6sz82/). The inclusion criteria for the review presented here have been 

refined from those in the protocol. Originally, I had intended on including papers if 

they reported findings on any participants within the adolescent age range (10 to 24 

years old) even if these were aggregated with other age groups. This criterion 

ensured the inclusion of all papers which reported results relevant to adolescents. 

However, due to feedback through the peer review process, I decided to amend the 

criteria to only include papers which disaggregated the results for adolescents from 

other age groups. Therefore, some papers were excluded due to presenting 

aggregated results, despite such papers potentially providing useful insights. 

Notably, the strict inclusion criteria added to the rigour and quality of the review 

https://osf.io/6sz82/
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design by ensuring all included findings related to adolescents rather than older or 

younger groups. Another strength of this review is that I included a quality 

assessment of the included papers, although as such quality assessments are not 

standard practice within a scoping review method, it is not a core focus of the study.  

As mentioned in Chapter 1, this review uses the terminology of ‘young people’ 

rather than ‘adolescents’ due to input through the peer review process. This is 

indicative of the inconsistencies and disagreements regarding terminology within the 

wider literature. However, despite this change in terminology, the age range and 

developmental processes under investigation are aligned with the definition of 

adolescence adopted in this thesis.  

The review presented in this Chapter has been published and the following is 

the accepted manuscript for:  

Jones, A., Caes, L., McMurtry, C. M., Eccleston, C., & Jordan, A. (2021). 

Sociodevelopmental Challenges Faced by Young People with Chronic Pain: A 

Scoping Review. Journal of Pediatric Psychology, 46(2), 219–230. 

https://doi.org/10.1093/jpepsy/jsaa101 

  

https://doi.org/10.1093/jpepsy/jsaa101
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Abstract  

 

Objective – Map the current literature investigating autonomy development, identity 

development, and peer relationships in young people aged 10 to 24 years with 

chronic pain. 

 

Methods – A scoping review method was used to systematically search four 

databases (APA PsycNET, PubMed, Web of Science, and Cinahl) for peer reviewed 

articles. Search results were screened against inclusion and exclusion criteria to 

ensure they met the objective. Eligible papers were assessed for quality, their data 

relating to the objective were extracted, and results synthesized.  

 

Results – Searches returned 3815 papers after removal of duplicates, with 42 

papers included in the full review. The majority of papers investigated peer 

relationships (86%). Fewer papers investigated autonomy (43%) and identity (21%) 

development. Included papers were mostly quantitative (64%), with fewer qualitative 

(34%) and mixed-methods papers (2%). Overall, we found bi-directional 

relationships between chronic pain in young people, their social development, and a 

range of functional outcomes. However, the mechanisms underlying these 

relationships remain relatively unexplored.  

 

Conclusions – Review results are mapped onto the model proposed by Palermo et 

al. (2014). Guided by this model, clinical treatment for young people with chronic 

pain should consider social development. The model also sets out a future research 

agenda focused on exploring: 1) identity development, 2) the mechanisms 

underlying the relationships between social developmental domains, pain, and 

outcomes, 3) a variety of participants and populations, and 4) a variety of methods, 

including longitudinal study designs.  
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Introduction 

The World Health Organisation (WHO) defines young people as those age 10 

to 24 years old (World Health Organisation, 2014). This developmentally crucial time 

marks the transition from childhood to adulthood, and encompasses three key social 

developmental domains; the development of autonomy, personal identity, and 

changes in the dynamics and importance of peer relationships (Kroger, 2015; 

Smetana, 2017; Wrzus et al., 2013). Autonomy concerns the ability to make choices 

and exercise control over one’s life (Grolnick et al., 2017), and is developed through 

the transfer of responsibility from parent to young person (Tilton-Weaver & Marshall, 

2017). Personal identity can be defined as a unified sense of self (Kroger, 2015). 

Peer relationships have a greater influence on the behavior and attitudes of young 

people than at any other time of life (Smith et al., 2013; Wrzus et al., 2013). These 

developmental domains are important in their own right, but also interact and 

influence each other (Daddis, 2011).  

Beyond normative social development, some young people face additional 

challenges posed by living with long-term health conditions (O’Donohue & Tolle, 

2009), such as chronic pain. Chronic pain is defined as pain that lasts for more than 

three months and can be classified as either primary or secondary pain (Treede et 

al., 2015). Chronic pain conditions are commonly reported by young people (Gobina 

et al., 2019), and they report judging themselves to be developmentally behind their 

peers in many areas, and ahead in other areas (e.g., Eccleston et al., 2008). 

Specifically, chronic pain appears to be related to developmental delay in 

educational achievement (Logan et al, 2017; Logan et al, 2008), autonomy 

(Eccleston et al., 2008), and peer relationships (Forgeron et al., 2010), compared to 

developmental enhancement in problem-solving (Eccleston et al., 2008) and 

emotional maturity (Jordan et al., 2018). These negatively perceived developmental 

outcomes appear to be associated with long term consequences (Murray et al., 

2020).  However, there are no reviews which synthesize the literature on the social 

development of young people who have chronic pain. Therefore, a review of the 

literature which explores the autonomy, identity, and peer relationships of young 

people who have chronic pain is needed to provide a clear overview of the current 

evidence, and identify gaps for future research.  

In this scoping review we aim to identify what is known about the development 

and maintenance of autonomy, identity, and peer relationships in young people who 
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experience chronic pain across qualitative and quantitative research approaches, 

including cross-sectional, longitudinal, and interventional designs. The protocol for 

this review was uploaded to Open Science Framework prior to starting the search 

and is available here: https://osf.io/6sz82/. Cancer pain will not be included in this 

review due to a differential in the literature which represents cancer pain’s unique 

presentation and associated challenges. Romantic relationships will not be 

addressed in this review as they are explored in detail in a separate ongoing scoping 

review (see https://osf.io/7bkvm/).   

 

Methods 

Scoping Review 

Scoping reviews are appropriate when one aims to map the literature and 

provide an overview of the evidence in a given field (Munn et al., 2018). 

Consequently, a scoping review was deemed most appropriate for our aims. In this 

scoping review we were guided by Arksey and O’Malley (2005) and Peters et al. 

(2017) and employed a three stage-process: search strategy, paper screening, and 

data extraction. In addition, we conducted an additional stage to assess the quality of 

included papers. As a quality assessment is outside the traditional remit of a scoping 

review, this has been included in supplementary material 2 (now appendices A & B).  

 

Stage One – Database Searches 

The first author (AFJ) conducted the literature searches in four databases:  APA 

PsycNET, PubMed, Web of Science, and Cinahl. Table 2.1 shows the search strings 

used for APA PsychNET. In each database, individual searches were conducted for 

each developmental domain (i.e., autonomy, identity, peers). No date criteria were 

set when conducting the searches as previous literature did not indicate a date to 

use a cut-off. All searches were limited to the title and abstract fields using the age 

and pain search strings, with then the autonomy, identity or peers string added to 

each search respectively. Initial searches were conducted in July 2018 and updated 

searches conducted in September 2019. All identified papers were uploaded to 

Covidence (www.covidence.org). 

 

 

 

about:blank
about:blank
http://www.covidence.org/
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Table 2.1 

Search terms used to conduct the literature searches in APAPsychnet 

Age Child* OR Adolescen* OR “Late Childhood” OR “Young Adult” OR 

“Early Adulthood” OR “Young People” OR Youth* OR Paediatric OR 

Pediatric OR Teen* OR Youngsters OR Juvenile* OR Preteen* 

Pain “Chronic Pain” OR Pain OR “Long-Term Pain” OR “Persistent Pain” 

OR “Recurrent Pain” OR Headache OR Migraine OR CRPS OR RSD 

NOT Acute 

Autonomy Autonomy OR Independence OR “Self-Governance” OR “Self-

determination” 

Identity Identitya 

Peers Friends* OR “Peer relationships” OR Peers OR Budd* OR “Social 

Network” OR “Social Connections” OR “Social Interactions” OR “Social 

Function*” 

a The identity search string only contained one search term due to pilot searches identifying that 

potential additional terms (e.g., self and individual*) returned a prohibitively large number of irrelevant 

papers, without returning additional relevant papers. 

 

Stage Two – Paper Screening 

Following database searches, 5928 papers were identified, with duplicates 

(n= 2,113) removed automatically through Covidence. All titles and abstracts of 

included papers (n=3,815) were screened by the first author (AFJ), and to ensure 

rigor, ALJ screened 50% of the papers in the title and abstract stage, conflicts were 

resolved by LC.  The title and abstract screening focused on excluding papers which 

clearly met the following exclusion criteria. Papers were excluded if they: were 

review papers, editorials, letters, commentaries, books, case studies, theses, 

dissertations, or book Chapters; focused solely on romantic relationships; did not 

include any exploration of autonomy, identity, or peer relationships; did not include 

any participants aged 10 to 24 years; only included participants whose pain 

appeared to be a secondary concern; or only included participants whose pain was 

due to cancer. Papers were retained at this stage of the selection if no clear decision 

on meeting the exclusion criteria could be made based on the title and abstract.  
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Following title and abstract screening, full text of eligible papers (n=231) were 

subsequently all double screened by AFJ and an independent colleague SB, whose 

contribution is acknowledged, with conflicts resolved by LC. The full text screening 

focused on including those papers that met the following inclusion criteria. Papers 

were included in the review if they: were peer reviewed journal articles or conference 

abstracts (including exploratory and intervention studies); reported on original 

findings; reported findings which addressed issues around autonomy, identity, and/or 

peer relationships in young people who experience chronic pain; were written in 

English; had participants aged 10 to 24 years old, and reported the results for this 

age range separately if there were also participants outside of this age range in the 

study; had participants who experienced chronic pain as their primary concern; or 

had participants who did not have cancer.  

As a result of the screening process, 42 papers were included in the review. 

These papers were all peer reviewed journal articles as no conference abstracts 

were returned in the searches. No authors were contacted as no additional 

information was required. See Figure 2.1 for a detailed overview of the reasons for 

exclusion.  
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Figure 2.1 

Flow chart of the paper screening process 

 

5928 papers identified 

in database searches 

 2113 Duplicates removed by 

Covidence  

  

 

  

3815 Papers Screened 

(Title and Abstract) 

 3584 Papers Excluded 

 

  

 

  

231 Papers Screened 

(Full Text) 

 

 189 Papers Excluded 

Did not explore autonomy, identity, or peer 

relationships = 116 

Did not include participants with chronic 

pain, or pain secondary to another condition 

= 20 

Did not report original findings = 12 

Did not meet age range eligibility = 29 

Full text not in English = 9 

Other = 3 

 

  

 

 

42 Papers included in 

review 
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Stage Three – Data Extraction 

Data extraction of included papers was completed by the first author (AFJ). 

Each paper was given a unique identifying code as show in Table 2.2.  

 

Table 2.2 

Citations and codes of included papers  

Code Citation Code Citation 

01 Abel et al., 2015 22 Janssens et al., 2011 

02 Ahola Kohut, et al., 2017 23 Jordan et al., 2018 

03 Caes et al., 2015 24 Kashikar-Zuck et al., 2007 

04 Cartwright et al., 2015 25 Lagerløv, et al., 2016 

05 Chan et al., 2017 26 Lewandowski & Palermo, 2009 

06 Donovan et al., 2019 27 Libby & Glenwick, 2010 

07 Donovan et al., 2013 28 Meijer et al., 2000 

08 Eccleston et al., 2008 29 Meldrum, et al., 2009 

09 Evans et al., 2010 30 O’Sullivan et al., 2018 

10 Fales et al., 2018 31 Palermo et al., 2007 

11 Fontecha et al., 2011 32 Ross et al., 2018 

12 Forgeron et al., 2018 33 Roth-Isigkeit et al., 2005 

13 Forgeron et al., 2013 34 Sil et al., 2013 

14 Forgeron et al., 2015 35 Simons et al., 2010 

15 Forgeron et al., 2011 36 Skarstein et al., 2018 

16 Forgeron & McGrath, 2008 37 Sørensen & Christiansen, 2017 

17 Forrester et al., 2015 38 Vaičiūnas & Šmigelskas, 2019 

18 Gini et al., 2009 39 Vannatta et al., 2008 

19 Greco et al., 2007 40 Vervoort et al., 2014 

20 Greene et al., 2018 41 Walter, 2017 

21 Hjern et al., 2008 42 Wurm et al., 2018 

Note. Full references for included papers are shown in the references section, denoted by an asterisk 

and the code e.g., Abel, R. A., Cho, E., Chadwick-Mansker, K. R., D’Souza, N., Housten, A. J., & 

King, A. A. (2015). Transition Needs of Adolescents With Sickle Cell Disease. The American Journal 

of Occupational Therapy: Official Publication of the American Occupational Therapy Association, 

69(2), 1–5. https://doi.org/10.5014/ajot.2015.013730 *01 

 



 
 

44 
 

Data were extracted using a template extraction form (see supplementary 

material 1 (now appendix C)), which included general details of the paper (i.e., 

authors, year of publication, and location of the study), aims (i.e., study hypotheses 

or research questions), methods (study design, and specific methods, measures, 

analyses used), and any relevant results relating to autonomy development, identity 

development, and peer relationships. For intervention studies, data from all time 

points were extracted. For studies that included participants outside of the 10- to 24-

year-old age range, only data from the participants within that range were extracted. 

Data extraction entries (one per paper included) were checked for rigor and accuracy 

by research assistants SB, EN, AJ, SA, and PA (see acknowledgements). This 

involved comparing the data entered into the extraction spreadsheet against the full 

text for each of the included papers. Only minor errors (such as typing errors) were 

identified.  

Following data extraction, a two-stage process was conducted to produce the 

findings presented in the results. The first stage of this process collated the data 

shown in the results, where Table 2.3 gives an overview of the characteristics of 

included papers. These data were collected by using the extraction records to decide 

the most appropriate categories for each paper, such as whether the paper adopted 

a cross-sectional or longitudinal design. This categorization mostly reflected the 

original authors’ description; however, in several cases this involved further 

interpretation of the paper.  

For example, a paper may not have explicitly stated that it was cross-

sectional, but only gathered data at one time-point, so was categorized as cross-

sectional. Although some categories were mutually exclusive (e.g., longitudinal and 

cross-sectional) many papers were included in multiple categories within the same 

area (e.g., explored both autonomy and identity). The second stage collated data for 

the knowledge synthesis presented for each developmental domain. This involved 

reviewing the data extraction records for each domain and identifying common 

findings and methodological features.  

 

Stage Four – Quality Assessment 

The first author (AFJ) conducted a quality assessment using the tool outlined 

in Alderfer et al. (2010) (see supplementary tables 2 and 3 (now appendices A and 

B) for full criteria and results). This tool has been used in reviews (e.g., Psihogios et 
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al., 2019) in related topics and is therefore considered appropriate for this review. 

Quality assessment is atypical within scoping reviews and was used solely for 

generating further information about papers; no papers were excluded as a result of 

quality ratings. Using this tool, each paper received a rating between 1 and 3 

regardless of methodology, enabling direct comparisons of methodological quality 

across papers. These assessments were not independently rated, therefore inter-

rater reliability scores are not relevant. However, each of these assessments were 

checked by research assistants for rigor following comprehensive training with the 

first author (AFJ). This training involved reading the Alderfer et al. (2010) paper, and 

discussion of each criterion.  The research assistants reported no disagreements 

with the quality assessment.  

 

Results 

Overall Results 

We identified 42 papers that met the inclusion criteria. As shown in Table 2.3, 

included papers were published between 2000 and 2019, and were primarily 

quantitative (n=27), with fewer qualitative (n=14) and mixed-methods papers (n=1). 

All the quantitative papers used questionnaires, with two also using vignettes (15) or 

diaries (20). Most of the qualitative papers used interviews (n=13), with three using 

them in combination with focus groups (02, 30) or a writing task (41). One paper (16) 

used focus groups only. Over half of the papers (n=27) explored one domain 

(autonomy n=6, identity n=0, peers n=21), with some (n=9) addressing 2 domains, 

and fewer (n=6) addressing all 3 domains. 

As Table 2.3 illustrates, there was a dominant female focus across papers, 

with a mean of 68% of participants across all papers being female. Additionally, of 

the 14 papers which included parent report 75-100% (mean = 92%) of these were 

mothers, although several papers (n=5) did not provide information on the sex 

distribution of the parents. Most papers (n=24) explored pain conditions in general, 

with others focusing on specific conditions such as Juvenile Idiopathic Arthritis (JIA). 

However, no papers explored Complex Regional Pain Syndrome (CRPS) 

specifically, leaving it as the only 2nd level diagnosis within the primary chronic pain 

diagnostic framework (Nicholas et al., 2019) not explored by any of the included 

papers. 

  



 
 

46 
 

Table 2.3 

Overview of the included papers 

Paper Characteristics N Paper Reference Code 

Year   

 2000 1 28. 

 2005-2009 11 08, 16, 18, 19, 21, 24, 26, 29, 31, 33, 39. 

 2010-2015 15 01, 03, 04, 07, 09, 11, 13, 14, 15, 17, 22, 27, 34, 35, 

40.  

 2016-2019 15 02, 05, 06, 10, 12, 20, 23, 25, 30, 32, 36, 37, 38, 41, 

42. 

 

Location   

 USA 18 01, 05, 06, 07, 09, 10, 19, 20, 24, 26, 27, 29, 31, 32, 

34, 35, 39, 41. 

 Canada 6 02, 12, 13, 14, 15, 16. 

 UK 4 03, 04, 08, 23. 

 Norway 3 25, 36, 37. 

 Netherlands 2 22, 28. 

 Rest of the World 9 11, 17, 18, 21, 30, 33, 38, 40, 42. 

 

Domaina   

 Autonomy 

 

18 

 

01, 02, 04, 07, 08, 09, 11, 20, 23, 25, 26, 27, 29, 30, 

31, 34, 36, 40. 

 Identity 9 02, 04, 08, 13, 16, 23, 29, 36, 37. 

 Peers 36 02, 03, 04, 05, 06, 07, 08, 09, 10, 11, 12, 13, 14, 15, 

16, 17, 18, 19, 20, 21, 22, 23, 24, 25, 27, 28, 29, 32, 

33, 35, 36, 37, 38, 39, 41, 42. 

 

Methods   

 Qualitative 14 02, 04, 06, 07, 13, 16, 17, 23, 25, 29, 30, 36, 37, 41. 

 Quantitative 27 01, 03, 05, 08, 10, 11, 12, 14, 15, 18, 19, 20, 21, 22, 

24, 26, 27, 28, 31, 32, 33, 34, 35, 38, 39, 40, 42.  

 Mixed 1 09. 

 

Designb   

 Cross-sectional  39 01, 02, 03, 04, 05, 06, 07, 08, 09, 10, 11, 12, 13, 14, 

15, 16, 17, 18, 19, 20, 21, 23, 24, 25, 26, 27, 28, 29, 

30, 31, 32, 33, 35, 36, 37, 38, 39, 40, 41.  

 Cohort/Longitudinal 3 22, 34, 42. 

 Non-pain comparison 

group 

15 10, 11, 13, 15, 18, 19, 21, 22, 24, 33, 34, 38, 39, 40, 

42.  

 Self-report 42 All papers included some form of self-report. 

 Parent-report 14 05, 06, 07, 09, 22, 26, 27, 28, 30, 31, 32, 34, 35, 36. 
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 Teacher-report 4 19, 22, 24, 39.  

 Clinician-report 3 06, 07, 30. 

 

Mean Age   

 11-14 years old 22 04, 05, 06, 07, 09, 11, 18, 19, 21, 22, 23, 26, 28, 29, 

30, 31, 32, 33, 38, 39, 40, 42. 

 15-19 years old 20 01, 02, 03, 08, 10, 12, 13, 14, 15, 16, 17, 20, 24, 25, 

27, 34, 35, 36, 37, 41. 

 

% of female participants   

 Mean, (SD), Range,  - 69%, (16%), 45%-95%.  

 45%-59% 13 01, 07, 17, 18, 21, 22, 25, 28, 33, 38, 39, 40, 42. 

 60%-79% 17 03, 04, 05, 08, 09, 10, 11, 15, 19, 23, 26, 29, 30, 31, 

32, 36, 37. 

 80%-100% 12 02, 06, 12, 13, 14, 16, 20, 24, 27, 34, 35, 41. 

 

Conditions   

 Pain conditions in 

general (no specific 

diagnosis under 

investigation) 

24 

 

02, 03, 05, 08, 09, 10, 12, 13, 14, 15, 16, 18, 21, 22, 

23, 25, 29, 32, 33, 35, 36, 37, 38, 40.  

 Sickle Cell Disease 2 01, 17. 

 JIA 3 04, 28, 30. 

 Fibromyalgia 3 24, 27, 34. 

 Headache/Migraine 6 07, 20, 26, 31, 39, 41. 

 Back pain 2 11, 42. 

 Abdominal pain 

 

2 06, 19. 

aSome papers explored more than 1 domain. bSome papers included more than 1 design.  

 

Developmental Domains 

Autonomy 

A total of 18 eligible papers discussed autonomy development. Half of these 

papers adopted quantitative methods (n= 9) with slightly fewer qualitative (n= 8) 

papers, and a single mixed-methods (n=1) paper. Nearly all the papers were cross-

sectional (n=17), with only one paper using a longitudinal design and only three of 

the papers included a non-pain comparison group. All papers in the autonomy 

domain included young person self-report, with some (n=8) including parent reports. 

Eight papers explored autonomy in young people with chronic pain in general, with 

no specific diagnosis under investigation, with the other papers specifically looking at 
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those with sickle cell disease (n=1), Juvenile Idiopathic Arthritis (JIA) (04, 30), 

fibromyalgia (n=27, 34), headache/migraine (n=07, 20, 25, 31), and back pain (11). 

There did not appear to be any particular differences in the findings reported across 

these conditions, so we collated the results and present them in an overall synthesis. 

A range of definitions and descriptions of autonomy were adopted across 

papers, yet all included the fundamental concept of freedom to choose for oneself 

and control over one’s life. Autonomy was included in the study aims of seven (01, 

20, 26, 27, 31, 34, 40) papers with four of these using direct measures of autonomy 

(01, 20, 26, 31), and three using proxy measures such as controlling family 

environment (27, 34, 40). These proxy measures are not validated measures of 

autonomy, but measure constructs which have relevance to autonomy. The 

remaining 11 papers did not specifically include autonomy in their aims. These 

papers reported results related to autonomy but their aims were to qualitatively 

explore participant’s experiences (02, 04, 23, 25, 29, 30), explore social 

development in general (07, 08), explore health-related functioning (09, 11), or 

explore identity development (36).  

Across the 18 papers, a wide range of outcome measures spanning mental 

health, family, education, and physical areas were used. Overall, the papers 

consistently reported that age-appropriate autonomy was associated with positive 

outcomes, and lower levels of age-appropriate autonomy were associated with poor 

outcomes, regardless of the methods or outcomes used. One paper (26) reported 

this relationship after controlling for clinical factors such as pain intensity, and 

another (34) reported that autonomy at baseline predicted outcomes at follow-up for 

those with fibromyalgia but not for non-pain participants. Five papers (04, 23, 25, 29, 

30) reported that participants perceived a relationship between their condition and 

their autonomy development. These findings suggest a possible interactional 

relationship between autonomy, pain and health status, and other outcome variables 

such as depression, anxiety, and family functioning. However, such relationships 

need to be explored further before further conclusions can be drawn.  

Another common finding across 12 of the papers (02, 04, 07, 09, 11, 23, 26, 

29, 30 34, 36, 40) was how autonomy was related to the young person’s relationship 

with others. In seven of these papers (07, 09, 26, 29, 30, 34, 36) autonomy was 

related to familial relationships, with familial support aiding, and parental control or 

poor family functioning restricting, the development of age-appropriate autonomy. 
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Other papers reported relationships between autonomy and support in general (04, 

23), medical support (11), teacher support (40), and mentoring other young people 

who experience chronic pain (02).  Three of these papers (02, 04, 23) reported 

overlap between the autonomy and peer relationships domains, with two papers 

reporting links between the autonomy and identity domains (04, 36).  

 

Identity 

A total of nine papers explored issues around identity, with a dominance of 

qualitative papers (n=8) in this domain and just one quantitative paper (n=1).  Only 

one of the papers (36) specifically aimed to study identity, with others aiming to 

explore development in general (08, 23) or participants’ experiences (02, 04, 13, 16, 

29, 37), but nevertheless reporting specific findings relating to identity. All the papers 

exploring identity used a cross-sectional design, with mean ages of participants 

ranging from 14-20 years.  Interestingly, a single paper included data from parents 

(36), and none of the papers included teacher or clinician reports. Just one paper 

included the use of a non-pain comparison group (13), and nearly all (n=8) of the 

papers explored chronic pain conditions in general, with only one paper (05) 

exploring a specific condition (JIA). Therefore, it is unclear how these identity issues 

change over time, or differ between different conditions and from those faced by 

young people without pain.  

Overall, the papers in this domain suggest that chronic pain in young people 

has a negative impact on identity (04, 08, 13, 16, 23, 29, 36, 37), with one paper (02) 

suggesting the potential for the positive impact of helping others through the 

development of a mentoring identity. The negative impacts on identity appear to be 

due to participants’ internalizing their experiences of isolation and perceived stigma 

around their condition, and in doing so, integrating pain as a central part into their 

identity. In several papers (04, 13, 16, 23, 29, 37) this integration was closely linked 

with peer relationships. This link appears to be through three main pathways; how 

young people perceive themselves in comparison to peers (13, 16, 23, 37), how 

young people perceive that their peers view them (04, 23, 29, 37), and how pain can 

foster a sense of isolation from peers (13). Common throughout narratives was a 

sense of wishing to be, and to appear, “normal” in reaction to pain becoming a 

defining feature of the young person’s identity (04, 16, 29, 37).  
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Peer relations 

Most of the papers (n=36) included in this review explored some aspect of 

peer relationships, and these were mostly quantitative (n=22) with fewer qualitative 

(n=13) papers, and one mixed methods paper. Over half (n=20) of the papers 

specifically aimed to explore peer relationships. The remaining 16 papers within this 

domain aimed to explore social development more generally (03, 07, 08, 23, 33) or 

explored the experiences of young people who have chronic pain (04, 06, 09, 11, 16, 

17, 25, 29, 36, 37, 41), but still reported specific findings related to peer 

relationships. In this domain, only two papers (22, 42) adopted a longitudinal 

approach, although a relatively large proportion of the papers (n= 13) included a non-

pain comparison group. Most papers explored pain conditions in general (n=23), with 

others specifically investigating sickle cell disease (17), JIA (04, 28), fibromyalgia 

(24, 27), headaches or migraines (07, 20, 39, 41), back pain (11, 42), and abdominal 

pain (19, 06). As with the autonomy domain, there did not appear to be any 

differences in the results across these conditions and so we present the results 

altogether. 

Overall, the main finding across the papers included in this domain is that pain 

conditions in young people appear to be related to a range of specific features of 

peer relationships, and that this relationship is bi-directional. These specific features 

were reported by 22 papers, with the remaining papers (n=14) reporting more 

general results. The dominant results across the papers reporting general results 

suggest that problems with peer relationships are related to a range of negative 

outcomes such as anxiety and depression (03, 05, 12, 20, 25, 32, 42), and there is 

some evidence suggesting bidirectional and mediation relationships between 

depression and anxiety, peer relationships and pain (05, 42). There is also some 

evidence to suggest that young people who have chronic pain may interpret peer 

relationships and social situations differently to their peers (15, 39); benefit from 

contact with peers who also have pain (02, 14); be over-reliant on parents to the 

detriment of peer relationships (09); be able to have good friendships or show little 

difference to non-pain peers (11, 39); and that there may be gender differences (28).  

With respect to papers within the peers domain that reported on specific 

features, the most common finding was that participants with pain reported a sense 

of difference from peers, that pain sets them apart, and a desire to be ‘normal’ (n=8; 

04, 06, 07, 13, 16, 17, 23, 29). This was either reported as a general sense of 
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difference (04, 17, 23), or specifically as being related to the participant’s physical 

limitations or their peers not understanding their pain condition (06, 07, 13, 16, 29). 

Three papers also reported that participants limited pain-related disclosures to their 

peers in an attempt to appear ‘normal’ and reduce the perceived difference between 

them and their peers (13, 16, 17).  

Related to this sense of difference, seven papers reported a sense of 

loneliness and lack of friendships in young people with pain (n=7; 06, 24, 29, 33, 36, 

37, 41). There was little variability across these papers, providing evidence that 

young people who have chronic pain tend to experience a lack of friendship and are 

at risk of loneliness. This loneliness may be connected to physical absence (33, 37, 

41), although there is some evidence that it is more than a simple function of time 

spent with friends and is connected to the sense of difference described above (06, 

29).  

Another common specific finding reported was a potential relationship 

between pain in young people and peer victimization (n=8; 10, 18, 19, 21, 22, 35, 37, 

38). For young people who have chronic pain, victimization appears to have direct 

(10, 19, 21, 35, 37, 38) and indirect (10, 18, 19, 22, 35) associations with a range of 

outcomes such as pain, functional disability, school functioning, and social 

functioning. Six of the papers that reported findings related to peer victimization 

included a control group (10, 18, 19, 21, 22, 38), however only four (18, 19, 21, 28) 

of these reported results suggesting that those who experience chronic pain may 

experience different levels of peer victimization.  

Finally, three papers (08, 27, 38) reported results suggesting that positive 

peer relationships have an adaptive and protective function as they were associated 

with positive outcomes such as reduced pain and depression, and higher levels of 

physical functioning and mental wellbeing.  

 

Discussion 

This review included a total of 42 papers addressing autonomy development, 

identity development, and peer relationships of young people who experience 

chronic pain.  This is the first review to provide an overview of the evidence in this 

area. The majority of these papers employed quantitative methods and reported 

results on peer relationships, with fewer reporting on autonomy development, and 

only a handful reporting on identity development. Overall, there is evidence that 
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chronic pain in young people is associated with negative social developmental 

outcomes, however further research is needed to explore these outcomes in detail 

and identify the underlying mechanisms of the associations among pain, social 

developmental domains, and other functional outcome measures. Included papers 

reported common findings across studies exploring chronic pain conditions in 

general, and specific conditions in which pain is a dominant feature. However, there 

were relatively few papers exploring each specific condition. It is therefore important 

that future research explores social developmental issues both across and within 

conditions.  

The findings of this review suggest that there are complex relationships 

between chronic pain and social development in young people. The model proposed 

by Palermo, Valrie, and Karlson (2014) provides a useful framework to understand 

the mechanisms underpinning these relationships. This model integrates previous 

models of chronic pain in young people and suggests bi-directional relationships 

between the young person, parent, and family level variables. Each of these levels 

can be further subdivided; young person level variables for example include 

biological factors, emotional state, functional disability, and individual perceptions 

and responses to pain. Finally, the model incorporates a developmental perspective 

which highlights how the relationships between these variables differ, and change 

over time, with age and developmental stage of the young person. Figure 2.2 shows 

how the results of this review map onto this model, providing a structure to develop 

our understanding of the mechanisms driving the relationships. However, Figure 2.2 

also shows the results from this review which are currently unable to be mapped 

onto the model. For instance, although this model can be applied to the peer 

relationships domain, the overall results from this review provide substantial 

evidence that peer level variables are highly influential in other areas of social 

development. Therefore, in addition to the young person, parent, and family level 

variables, an amended model including peer level variables may provide a more 

nuanced and detailed explanation of chronic pain in young people. Such a model 

would help to move the literature forward and begin to build more detailed models 

and theories for each of these social developmental domains. 
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Figure 2.2 

Review Results Mapped on to the Model Proposed by Palermo et al. (2014).  

 

Note. The overall structure and sections (shown in capitals and ovals) have been 

taken from the original model. The results from the present review are mapped onto 

the model under each heading, arranged by domain, using a square box. 

 

The methods used by the included papers were mostly questionnaires and 

interviews, therefore there is a need for a greater variety of methods. For example, to 

ensure that the literature explores each of these domains comprehensively, it would 

be useful for future research to use creative methods such as story completion (see 

Clarke et al., 2019). This review did not include an examination of the psychometric 

properties of the measures used in the included papers. However, there is an 

identified need for a measurement-related review to provide a detailed examination 

of measures used to assess social development in adolescents who experience 

chronic pain. In addition, future research would benefit from the inclusion and 

comparison of multiple perspectives. As perhaps to be expected, all the papers in 
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this review included self-report; however relatively few included parent, teacher, or 

clinician reports, precluding any comparisons of similarities or differences in 

perspectives. Across the papers included in this review, the participant samples had 

an overall mean of 69% females, with participant samples 95% female in some 

papers, potentially creating a sex bias within the literature. However, the sex balance 

of the papers may simply be a reflection of the population under investigation 

(Gobina et al., 2019). Nevertheless, there may be sex differences which are under-

studied and may be of particular importance when in the context of the development 

of young people, where sex differences in social development have been well 

documented (e.g., Gyberg & Frisén, 2017; Molloy et al., 2014; Poulin & Chan, 2010). 

Furthermore, the majority of the papers included in this review were conducted in the 

USA (n=18), Europe (n=17), or Canada (n=6), we have limited knowledge about how 

chronic pain affects young people across different populations. Finally, future 

research needs to include more longitudinal and high-powered studies. Nearly all the 

papers included adopted a cross-sectional design and although this is often the more 

achievable option, it is problematic when exploring developmental issues because 

such designs do not allow temporal study. Additionally, there was a lack of high-

powered quantitative papers in this area. However, although we choose the Alderfer 

et al., (2010) tool to allow one tool to be used across all study designs, it does not 

include the level of detail which other tools may have, for example it does not 

downgrade cross-sectional studies as compared to longitudinal studies. Therefore, 

the combination of the choice of quality assessment, its atypical inclusion in a 

scoping review, and the lack of an independent coder, mean that the results should 

be interpreted with caution and a more robust quality assessment of the literature is 

needed.  Overall, these suggestions for future research build on recommendations 

from previous reviews which identified a need for more research to adopt a 

developmental perspective and longitudinal approach (Palermo et al., 2014), and 

exploring familial influences in the development of young people with chronic pain 

(Schinkel et al., 2017).  

Clinically, the review suggests that autonomy, identity, and peer relationships 

are related to pain and other targets of treatment such as school functioning, anxiety, 

depression, and disability. This review also suggests that for young people, these 

social-developmental domains have an important role in their quality of life. 

Incorporating these developmental domains into clinical assessment and 
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interventions could help to individualize treatment and enhance treatment outcomes. 

School appears to be an important social as well as educational context, and peers 

may play an important role in both developmental tasks and treatment outcomes. 

Additionally, it is well known that parents can have a substantial impact on the 

clinical outcomes of young people who have chronic pain (e.g., Eccleston et al., 

2012). Any clinical intervention supporting a young person’s autonomy development 

would also need to include parents as they have a key role in this developmental 

process. The model in Figure 2.2 could help to guide such interventions as it 

provides a structure for how developmental and clinical outcomes may be 

interconnected. The model also includes recognition of the importance of the age 

and developmental stage of the young person. However, as none of the included 

papers explored these social developmental domains in the context of treatment, 

further research is needed in this area. 

In conclusion, although there are many papers included in this review, the 

current literature around the social development of young people with chronic pain is 

somewhat limited. There is, however, a consistent picture emerging that pain is 

related to unwelcome changes in the developmental domains of autonomy, identity, 

and peer relationships. There are clear directions for future research, specifically a 

need for a variety of methods, a review of measures, and the inclusion of a wider 

variety of participants and cultures. Additionally, there is a need for a focus on 

identity development, clinical research, and use of models to guide research 

exploring the mechanisms underpinning relationships between social development 

and chronic pain. As the social context within which young people are developing is 

continually evolving, research should also evolve to stay relevant. 
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Chapter 3: Methods and Methodology 

 

3.1. Overview 

The scoping review presented in Chapter 2 highlighted that the current 

literature exploring adolescent social development in the context of chronic pain is 

dominated by quantitative methods. In Chapters 4 and 5, I present studies in which I 

use methods chosen to address this gap in the literature. In this Chapter, I provide 

an overview of qualitative methods, outline the rationale for my chosen methods, and 

consider issues related to ensuring quality in qualitative research.  

 

3.2. Research methods in psychology 

Psychology is a scientific discipline which uses a wide range of methods to 

study the mind and behaviour (American Psychiatric Association, 2021). Such 

research methods can be separated into two broad approaches: qualitative and 

quantitative. Each of these approaches is characterised by theoretical assumptions 

(see section 3.3 below), which in turn inform the use of specific methods for data 

collection and analysis. These different theoretical assumptions also mean that the 

different approaches are appropriate for different types of research questions. 

Quantitative methods within psychology are similar to those used within the natural 

sciences, and involve hypothesis testing through measurement and statistical 

analysis, whereas qualitative approaches are more concerned with exploring 

experiences and perceptions (Todd et al., 2004). Ultimately, both qualitative and 

quantitative approaches aim to advance our understanding of psychological 

processes and concepts, with these approaches complementing each other, rather 

than opposing each other. Therefore, both quantitative and qualitative approaches 

are needed to produce a holistic exploration of the complexities of the human mind 

and behaviour.  

Currently, there is a dominance of quantitative methods across the broad area 

of pain research (Tutelman & Webster, 2020). This quantitative dominance in terms 

of methodology was also identified within the area of social development in 

adolescents who have chronic pain in Chapter 2. Although the current literature 

provides many important insights into our understanding of adolescent social 

development in the context of chronic pain, the lack of qualitative methods means 
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that a large sphere of understanding is currently missing. For example, despite the 

lack of systematic research on identity processes, the scoping review in Chapter 2 

shows how qualitative research has identified that identity development, and how 

pain impacts this development, is of importance to adolescents who have chronic 

pain conditions. This suggests that qualitative research is a crucial method of 

understanding the lived experiences of such groups and ensuring that research is 

able to address their needs and what they consider important. The qualitative work 

presented in this thesis is therefore timely and the methods used were carefully 

chosen to meet the identified gaps in the literature. These methods were also 

selected as they move the literature beyond the traditional qualitative method of 

cross-sectional interview studies. In this Chapter I will explore the theoretical 

considerations in more detail, outline the qualitative research methods available, and 

provide an overview and justification of the methods I have used in this thesis. 

 

3.3. Qualitative methods and methodology 

Qualitative methods seek to identify meaning in relation to psychological 

phenomena, with a specific focus on exploring experiences, perceptions, and 

conceptualisations (Braun & Clarke, 2013). In this thesis, I use qualitative 

approaches to further our understanding of adolescent social development in the 

context of chronic pain. Within qualitative research, numerous methodological 

positions exist (Madill et al., 2000), which concern the nature of reality (ontology), 

what knowledge it is possible to gather (epistemology), and what data can tell us 

about the world. In addition to these methodological positions, there are numerous 

distinct methods for the collection and analyses of data. High quality research 

requires alignment between the methodological underpinnings of the research, the 

specific data collection and analytical methods used, and the research question 

under investigation. Understanding and clarifying the methodological underpinnings 

of qualitative research is also essential when critically considering research results 

and subsequent conclusions. In this Chapter, I consider the variety of qualitative 

methods available to researchers, and the methodological considerations which 

underpin them.  

There is no single clear definition of qualitative research, with some 

commentators arguing that the conceptualisation of qualitative research is “fuzzy” 



 
 

67 
 

and consists of “clusters of methods” (Madill & Gough, 2008). However, qualitative 

research can broadly be defined as research which uses non-numerical data (Braun 

& Clarke, 2013). Qualitative data typically adopts a written form, most often 

represented in participants’ written accounts of phenomena or interview transcripts, 

although qualitative data can also include other non-numerical data, for example 

mapping emotions and the locations where they were experienced (McGrath et al., 

2020). Although quantitative research studies may collect non-numerical data, the 

distinguishing feature of qualitative research is that there is no attempt to quantify 

such data, as the aim is to explore phenomena rather than measure it (Green & 

Thorogood, 2004). Therefore, there may be times when qualitative methods are 

used within a quantitative methodological framework and analysed using quantitative 

methods. For example, a recent study used the Linguistic Inquiry and Word Count 

software (Pennebaker et al., 2015), a textual analysis program which quantifies 

written data, to analyse qualitative data collected via story completion methods. 

Statistical analysis was subsequently conducted on the numerical output, in order to 

determine differences between the language used by different participant groups 

(Nimbley et al., 2021).  

Qualitative research is therefore best conceptualised as a set of paradigms, 

defined by their theoretical assumptions about the nature of reality, and what we can 

know of that reality. These theoretical assumptions are known as ontological and 

epistemological standpoints and are explained in detail below along with the 

research paradigms they create. 

 

3.3.1. Ontology and epistemology 

Ontology relates to the nature of reality, with different ontological positions 

suggesting different relationships between human experiences and external reality 

(Tebes, 2005; Willig, 2013). Although there are many ontological positions, each with 

its own subtleties and nuance, ontological perspectives can be described as sitting 

on a spectrum. At one end of the spectrum sits realism which assumes that there is 

a single, objective truth which is fixed and unaltered by human experience or 

understanding (Willig, 2013). At the other end of the spectrum is relativism, which 

assumes multiple subjective realities, each constructed through human experience 

and interpretation (Braun & Clarke, 2013). In between these two extremes sits critical 
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realism, which represents a midpoint on the ontological spectrum. Critical realism 

sees an objective reality as real, but situated behind subjective perspectives, and so 

this objective reality can only ever be partially accessed through exploring various 

perspectives (Madill et al., 2000). Critical realism therefore combines the concept of 

an objective reality with the importance of understanding context and researcher 

influence. 

Epistemology concerns the theory of knowledge; what we can know about the 

world and how such knowledge can be collected (Green & Thorogood, 2004). There 

are a variety of different epistemological positions, each aligning with the respective 

ontological positions as outlined in Table 3.1.  

 

Table 3.1  

Summary of theoretical positions 

Ontological 

Position 

Epistemological 

Position 

Summary 

Realism Positivism There is a single, objective truth which can be 

directly observed. Underpins quantitative 

approaches. 

Critical realism Contextualism There is an objective reality, but it cannot be 

directly observed. Underpins some qualitative 

approaches. 

Relativism Constructionism There are multiple subjective realities, our 

understanding of which is constructed through 

discourse. Underpins some qualitative 

approaches. 

 

Positivism is an epistemological stance associated with the realist ontological 

position, stating that knowledge can be gained through observation using methods 

which appropriately control the variables (Green & Thorogood, 2004). Due to the 

complex nature of our world, fully controlling all variables is not practical, and 

therefore positivist perspectives employ the concept of falsification, which suggests 

that we may not be able to prove something, but we can dis-prove it (Tebes, 2005). 

Occupying the opposing extreme of the epistemological spectrum is constructionism, 
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which aligns with relativism. This epistemological perspective argues that our 

understanding of the world is inextricably linked to the social world, and that 

knowledge of the world is constructed through discourse (Braun & Clarke, 2013). 

Therefore, constructionism considers multiple knowledges, rather than a single 

knowledge or truth (Willig, 2013). Sitting in the middle of the epistemological 

spectrum is contextualism, which is aligned with the ontological position of critical 

realism. As its name suggests, contextualism focuses on the context in which 

knowledge is gathered, as this is the only way to fully understand the reality it 

informs us about. Therefore contextualism embraces a plurality of methods, and 

encourages careful consideration of all factors which may impact the context of data 

collection and analysis (Tebes, 2005).  

Together, these ontological and epistemological positions can be mapped 

onto different methodological paradigms, within which individual research studies are 

conducted. Within psychological research, quantitative methodologies typically adopt 

a realist, positivist view. Qualitative methodologies however span a wider range of 

methodological viewpoints, from relativist, constructionist perspectives to critical 

realist, contextualism perspectives. Regardless of the perspectives adopted and 

methods used, it is essential to ensure alignment across the methodological 

paradigm, research question, and research methods used. Finally, it is crucial that 

qualitative researchers are also transparent about the perspective they are adopting, 

and the alignment with their methods. This transparency enables the qualitative data 

collection and analyses to be appropriately contextualised and interpreted.  

 

3.4. My theoretical position 

In this thesis, I adopt a critical realist perspective, and this is the 

methodological paradigm within which the longitudinal (Chapter 4) and story 

completion (Chapter 5) studies are situated. Adopting a critical realist perspective 

allows me to consider each participant’s data as a lens through which we can learn 

about their reality. My critical realist approach also means that I do not aim to 

achieve objectivity, rather I aim to reflect on my influence on the research. This 

includes the influence I have through my decisions when designing the research, my 

conduct within interviews, and how participants react to me (see section 4 for more 

details on this).  
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The critical realist position that I have adopted is well aligned with the data 

collection methods and analytical techniques used throughout this thesis. The 

theoretically flexible nature of the data collection methods (story completion, 

interviews, and diaries) and analysis (reflective thematic analysis) used in Chapters 

4 and 5 (Braun & Clarke, 2020b; Clarke et al., 2017; Kitzinger & Wood, 2019) enable 

the adoption of multiple methodological frameworks. However, although such 

methods are theoretically flexible, it is important to ensure consistency between the 

implementation of such methods, the research question they are meant to answer, 

and the methodological paradigm within which they are used. The details of how 

such consistency across methods, paradigm, and research question is achieved in 

each study are outlined in section 3.5.3. 

 

3.5. Methods used in this thesis 

3.5.1. Overview of qualitative data collection methods  

There are a wide variety of specific data collection methods within qualitative 

methods. Qualitative data most often take the form of written text, although other 

mediums have been used (e.g., images). Within the broad category of written text, 

there is a wide variety of methods which can be used to collect such data, with each 

method able to answer different research questions, and providing a unique 

combination of practical benefits. Common methods of collecting text data are 

interviews and focus groups, qualitative surveys and solicited diaries, and story 

completion. Below I provide an overview of these methods, what research questions 

each method are appropriate for, and the practical considerations of each method. 

 

3.5.1.1. Interviews and focus groups 

The most common methods for the collection of qualitative data are dialogues 

between researchers and participants, which are subsequently transcribed (Braun et 

al., 2017). Such discussions can adopt the form of interviews or focus groups. In 

some respects, these methods collect similar data; the researcher asks questions, 

the participants answer, and the conversations are transcribed. However, although 

there are some research questions for which both interviews and focus groups may 

be appropriate, there are crucial differences in these methods which must be 

considered when deciding their ability to answer a specific research question. 
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Interviews are the mainstay of qualitative research and can provide a detailed 

exploration of participants’ experiences, perspectives, and constructions of the topic 

under investigation (Potter & Hepburn, 2005). Interviews involve a dialogue between 

participants and interviewer, allowing participants to ask for clarification if they are 

unsure about a question, and creating a rapport or situation where participants feel 

comfortable disclosing potentially sensitive information (King et al., 2019). Interviews 

are often one-to-one, although dyadic interviews involve two participants, which can 

be of particular benefit when exploring dyadic processes such as parenting (Cooley 

& Petren, 2020; Morgan et al., 2013). Interviews tend to be guided by an interview 

schedule which involve questions designed to answer the research question, 

ensuring that the conversation stays within the scope of the research question. 

However, such interview schedules are often intentionally flexible, enabling the 

researcher the choice of whether to explore unexpected areas raised by the 

participant (Roulston & Choi, 2018).  

In contrast to interviews, focus groups involve one or more researchers 

engaging in a discussion with two or more independent participants (i.e., not a dyad) 

and tend to involve groups of around eight to twelve participants (Stewart & 

Shamdasani, 2014). The discussions in focus groups, and therefore the data that are 

produced, are a product of group dynamics, with the specific contributions of 

individual participants being influenced by the presence and contributions of other 

participants. Therefore, although focus groups can explore participants’ experiences, 

perspectives, and constructions, they are more suitable when considering group 

dynamics, rather than individual experiences or perceptions and are not simply a 

way of consolidating several interviews (Kleiber, 2004). 

Both interviews and focus groups have traditionally been conducted face-to-

face, however over recent years the use of such methods over the phone or video 

calling has become more popular (Fox, 2017; Hanna & Mwale, 2017). The recent 

limitations imposed by the COVID-19 pandemic have acted as a catalyst for the 

expansion of such remote methods, due to the restrictions on face-to-face methods. 

Conducting interviews and focus groups remotely has many practical benefits related 

to the reduction in travelling or need for an appropriate location. However, there are 

some concerns regarding the suitability of remote methods for use in all interview 

and focus group studies. Virtual methods require participants to have access to the 

appropriate equipment (e.g., working phone, computer and internet access), and 
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there is some evidence that responses may be shorter and less detailed than those 

from in-person methods (Davies et al., 2020).  

 

3.5.1.2. Qualitative surveys and solicited diaries 

Qualitative surveys and solicited diaries collect written data directly, rather 

than conducting conversations which are then transcribed. Qualitative surveys have 

open-ended questions, with no quantification of the written responses, and they can 

be distributed online with no synchronous communication with the researcher (Terry 

& Braun, 2017). In addition, qualitative surveys do not require transcription, and so 

they use relatively little researcher time, making them an efficient method for 

collecting qualitative data from a large group of participants (Braun et al., 2020). 

However, as qualitative surveys lack the option for researchers to delve deeper into 

aspects of the conversation through follow-up questions, they are better suited for 

taking a ‘wide-angle lens’ approach to a topic (Toerien et al., 2004).  

Qualitative diaries offer many of the practical benefits of surveys, whilst also 

providing the depth that surveys may lack due to their more personal nature. Diaries 

involve multiple data collection points over a period of time (e.g., daily, weekly, 

monthly), therefore providing an accumulation of data which gives a longitudinal 

exploration of the area under investigation (Meth, 2017). Through the use of diaries, 

participants can also provide an account of their experiences in real time (Bolger et 

al., 2003), whereas many other methods ask participants to report and reflect on 

historic experiences.  

Although qualitative surveys and diaries provide alternative means of 

collecting data compared with interviews, they are able to address similar research 

questions, namely the lived experiences and conscious perceptions and 

conceptualisations of the participants (Meth, 2017; Terry & Braun, 2017).  

 

3.5.1.3. Story completion 

The story completion method was originally developed from the projective 

techniques used in psychodynamic approaches as a way of accessing participants’ 

underlying conceptualisations, perceptions, and assumptions, by providing a story 

stem outlining a scenario and asking participants to continue the story (Clarke et al., 

2017, 2019). Story stems typically contain brief details, written in the third person, 
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with the time frame the participant is expected to write about left intentionally 

ambiguous. Participants then continue the story and analysis is based around how 

participants choose to respond (Braun et al., 2019; Kitzinger & Wood, 2019). 

Analysis of story completion data can include comparisons between the stories of 

different groups, and how participants respond to differences in story stems. For 

example, Tischner (2019) explored gender differences in how participants (men and 

women) responded to a story stem (phrased as either a man or a woman) relating to 

weight loss in a 2x2 design. In addition to providing unique insights into the internal 

narratives of participants, there are practical benefits as the story completion 

methods does not require synchronous contact with a researcher and so can be 

conducted online, thereby facilitating the recruitment of large samples (Clarke et al., 

2017, 2019). The story completion method has gained momentum over recent years 

(Clarke et al., 2019), and has been used to explore a wide range of topics such as 

adolescent risk taking (Moore et al., 1997), eating disorders (Walsh & Malson, 2010) 

and even possible reactions to extra-terrestrial life (Kwon et al., 2018).  

 

3.5.1.4. Use of existing data 

The methods outlined above all generate new data (i.e., transcripts or written 

responses) which would not exist without the research. However, some research 

methods use pre-existing data which has been created independent of the research. 

These methods include the use of publicly available data from sources such as 

social media, public blogs, advertisement etc, or more private data such as private 

online groups or spaces (Giles, 2017; Hanson-Easey & Augoustinos, 2017; 

Hookway, 2017). Pre-existing data can help to address a number of research 

questions, however as the researcher cannot ask specific questions or probe further, 

study designs need to ensure that the data are able to answer the research question. 

Examples of research using internet blogs include studies exploring the experiences 

of disabled mothers (Litchman et al., 2019), and young adults who have mental 

health problems (Marcus et al., 2012). 

 

3.5.2. Overview of qualitative data analysis methods  

In addition to the range of qualitative data collection methods outlined above, 

there are many qualitative analytical approaches which may be used. Decisions 



 
 

74 
 

regarding the choice of analytical approach must consider, and ensure alignment 

with, the research question under investigation, and the overall ontological and 

epistemological paradigm within which the study is being conducted. Within all 

analytic approaches, the source of the data, and the implication of this, must be 

accounted for within the conduct and interpretation of the analysis. There are a large 

variety of individual qualitative analytical approaches, with many being broad 

approaches which have several subtypes, and it is beyond the scope of this chapter 

to give a full overview of them all. Rather, in this section I aim to provide an overview 

of the alternative approaches which may have been appropriate for use in this thesis 

and outline the rationale for the choices of analytical approaches used.  

 

3.5.2.1. Interpretive Phenomenological Analysis 

Interpretive phenomenological analysis (IPA) is an idiographic approach 

concerned with understanding the experiences of participants. IPA provides a highly 

detailed exploration and therefore is mostly used in studies with relatively small 

participant samples or case studies (Braun & Clarke, 2013). To ensure that the 

researcher is able to use IPA to gain the necessary insights, the sample needs to be 

in some way homogeneous in a feature related to the research question (Miller et al., 

2018). This homogeneity allows the researcher to explore the individual experiences 

of those who share the experience under investigation (Smith & Shinebourne, 2012).  

IPA comes from a critical realist perspective, and therefore aims to understand the 

context within which participants’ experiences occur, in addition to understanding the 

experiences themselves (Shaw, 2018). As the name suggests, IPA places an 

emphasis on interpretation, and the approach involves interpretation at two levels, 

referred to as the double hermeneutic (Smith, 2017). Firstly, the participants are 

interpreting their experiences, and secondly the researcher is interpreting the 

participants’ accounts (Smith & Shinebourne, 2012). IPA is appropriate in studies 

where the research question relates to experiences, and how participants 

understand such experiences (Braun & Clarke, 2013). 

 

3.5.2.2. Grounded Theory 

There are many different versions of grounded theory, each representing 

different epistemological positions (Bryant, 2017). However, these different versions 
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share the common objective of constructing theories from the data, with the term 

‘grounded theory’ referring to both the method and product of the analysis (Willig, 

2013). Grounded theory is also as much an overall research approach as an analytic 

method, with analysis and data collection able to occur in parallel, each informing the 

other (Bryant & Charmaz, 2007). This simultaneous data collection and analysis 

allows initial analysis to inform subsequent data collection, allowing for greater depth 

of exploration and avoiding key elements being under-explored  (Charmaz & 

Thornberg, 2020). During grounded theory analysis, data is coded to give a detailed, 

initial description, with such coding often being on a line-by-line basis to ensure that 

data is reviewed both in a highly detailed manner and from a fresh perspective 

(Charmaz & Thornberg, 2020). Codes are then used to identify analytical categories 

within the data. Such categories are interpretive rather than descriptive, and 

represent clusters within the data which share key characteristics (Willig, 2013). The 

process of data collection, coding, and categorising continues until no new 

categories, or additional detail to existing categories, emerge (Charmaz & 

Thornberg, 2020). In reality, practical limitations may mean that data collection and 

analysis cannot continue indefinitely, and therefore studies must find an appropriate 

balance between the competing pressures of resources limitations and the need for 

theoretical saturation (Bryant, 2017). 

 

3.5.2.3. Discourse analysis 

Discourse analysis is another analytical approach which encompasses many 

different versions. Broadly, these approaches consider language to be more than a 

passive method of information transfer, and instead see it as an active agent in our 

conceptualisations of the world (Wiggins & Potter, 2019). Due to this fundamental 

view of language, discourse analysis is only appropriate for use within a social 

constructionist paradigm (Braun & Clarke, 2013) and pays particularly close attention 

to the specifics of what and how language is used (Johnstone, 2018). In addition to 

considering how language is used, discourse analysis also considers the context 

within which the discourse is situated, as the context can impact the language that is 

used, the way it used, and the meaning it conveys (Paltridge, 2012). Discourse 

analysis therefore is concerned with answering research questions which are in 

some way related to the use and/or impact of language in a given area (Gee, 2005). 
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Due to this focus on the use of language, discourse analysis is often applied to 

political speech. For example, a recent discourse analysis of a 2016 speech by 

President Trump showed how he used language to increase islamophobia, making 

his policy decisions more palatable to the public (Hassan Khan et al., 2020).  

 

3.5.2.4. Narrative Analysis 

Narrative analysis aims to make sense of participants’ stories, and in contrast 

to other approaches, is concerned with both the content of what is said, and how it is 

said (Crossley, 2007). Narratives have many layers of meaning, and narrative 

analysis explores these through four levels of analysis: personal, interpersonal, 

positional, and ideological. The personal level involves the account that the individual 

provides of their experiences, with analysis at this level aiming to understand the 

individual’s experiences and perceptions (Stephens, 2011). The interpersonal level 

explores how narratives are constructed through discourse, and therefore those 

involved in the discourse are active agents in shaping the narrative (Stephens & 

Breheny, 2013). The positional level adds to this by considering the narrative impact 

of the relative positions of those involved in the discourse (Murray, 2000). For 

example, in research exploring chronic pain, a healthy researcher will have a 

different position relative to the participant in comparison to a researcher who has 

the same condition. Finally, the ideological level considers the wider social context 

within which the narrative was produced, and the impact of these wider cultural 

narratives (Stephens & Breheny, 2013). Although narrative analysis may involve just 

one of these levels, it is more common for researchers to integrate these levels in 

their analysis (Stephens, 2011).  

 

3.5.2.5. Thematic Analysis 

Thematic analysis is a broad group of analytical approaches which aim to 

identity patterns of meaning in data, and can be used for a wide range of research 

questions regarding the experiences, perspectives, or conceptualisations of 

participants (Braun & Clarke, 2013). Thematic analysis approaches are theoretically 

flexible, although specific forms are more appropriate for use in specific theoretical 

paradigms (Braun & Clarke, 2020a). Across the various thematic analytic 

approaches, their commonality is that the process, which involves coding salient 
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features of the data and using these codes to create themes which capture 

something important across the data set. Such coding can be inductive, with codes 

arising from the data, or deductive, with theoretically predefined codes (Willig, 2013). 

Reflexive thematic analysis is one of the most well-defined and popular forms of 

thematic analysis, and has been used extensively within the area of adolescent 

chronic pain (e.g., Hurtubise et al., 2021; Navarro et al., 2018; Neville et al., 2019, 

2020). Reflexive thematic analysis emphasises the role of the researcher/s 

conducting the analysis, seeing them as inextricably linked to the analysis, and 

encouraging the researcher to be reflexive regarding this (Braun & Clarke, 2019, 

2020a).  

 

3.5.3. Rationale for choice of methods 

The data collection methods and analytical approaches outlined above 

demonstrate the vast array of qualitative research design combinations available to 

researchers. When designing studies to address a research question, researchers 

are rarely in the situation where there is a single combination of data collection 

method and analytical approach, which would be appropriate. Rather, researchers 

must consider which specific designs may be appropriate for each study, and the 

advantages and disadvantages of each of these, before making a final decision 

which they are then able to justify. I therefore provide a detailed explanation of the 

methods used in this thesis, and the rationale behind these for the design choices.  

 

3.5.3.1. Longitudinal study 

In Chapter 4, I present a longitudinal exploration of the social development of 

adolescents who live with chronic pain. The need for longitudinal research has been 

identified by various previous reviews such as Palermo et al., (2014), who reviewed 

the literature exploring parental and familial influences on adolescent chronic pain. 

This need for longitudinal research has also been identified by a recent review of the 

related topic of romantic relationships in adolescents who have chronic pain (Jordan 

et al., 2021) and the review presented in Chapter 2. This longitudinal exploration was 

achieved using a combination of a baseline interview, followed by monthly diaries 

over a 12-month period, and ending with a follow-up interview. Using a combination 

of interviews and diaries has successfully been used previously in a variety of 
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settings, such as the experiences of children who have cerebral palsy (Pickering et 

al., 2013) and the daily routines of immigrant mothers (Rania et al., 2015). The 

baseline interview provided a clear overview of the participant’s pain, family context, 

and social development. Follow-up interviews gave the participants an opportunity to 

reflect on their development throughout the year and enabled the researcher to 

return to conversations from the baseline interview. However, the use of interviews 

at two time points alone would not have been able to provide the necessary detail of 

the participants’ social development over the year. To achieve such detail, regular 

data collection throughout the year was needed, but monthly interviews were 

prohibitively burdensome for both researcher and participants. In contrast, monthly 

online diaries provided a convenient and low-burden way for the participants to 

provide the required level of detail (Braun et al., 2020), and allowed them to report 

on their experiences as they occurred. In addition, the diaries complemented the 

interviews as they are written and completed alone, therefore reducing any pressure 

the participants may have felt in the interviews to answer in socially desirable ways. 

This combination of methods also facilitates the collection of a relatively large 

number of data points for a qualitative study and allows the participant to disclose 

information they wish to share but may not feel comfortable discussing in an 

interview.   

The data in this study was inductively analysed using reflexive thematic 

analysis. This approach has been used extensively to analyse interview data and 

has also been used to analyse qualitative surveys similar to the diaries (e.g., 

Opperman et al., 2014; Peel, 2010). With regards to alternative analytical 

approaches, grounded theory, discourse theory, and narrative analysis were not 

appropriate due to the lack of focus on the generation of new theory (grounded 

theory) and use of language (discourse analysis and narrative analysis). IPA may 

have been able to provide useful insights and answers to the research question, 

however due to the study aiming to provide a ‘wide-angle’ exploration of social 

development, the participant sample included a large variation in ages and social 

context. Therefore, as the sample was not homogenous in relation to a key feature of 

the area under investigation, I decided that reflexive thematic analysis provided a 

better overall fit. Although there is limited research which uses reflexive thematic 

analysis on longitudinal data, this is due to the relative lack of longitudinal qualitative 

research, rather than the unsuitability of the analysis. For example, this approach 
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has been used in longitudinal studies to analyse qualitative surveys in a study of 

adolescent relationships (Norona et al., 2017), focus group data in a study of the 

perceptions of nursing students (Varagona & Hold, 2019), and interviews of 

bereaved individuals (Alves-Costa et al., 2018). The analysis adopted what 

Grossoehme & Lipstein (2016) call a trajectory analysis to provide an exploration of 

the experiences and changes over time of the participants. This involved creating a 

temporal matrix showing how the codes were present in the data at each time point, 

and using this to generate themes.  

 

3.5.3.2. Story completion study 

Chapter 5 presents a combination of story completion methodology with 

interviews to explore the future perceptions of adolescents who have Complex 

Regional Pain Syndrome. As I was interested in the use of story completion as a way 

of exploring the future narratives of participants, I used a first person, future focused 

story stem. Previous studies using story completion have almost exclusively used a 

third person, hypothetical story stem which does not state a specific time frame for 

the story. The story stem we used was therefore innovative, with this methodological 

innovation being further extended by our addition of interviews, which provided 

further exploration of the data and allowed participants to reflect on their stories. 

Studies have tended to use story completion in isolation, although there is some 

limited precedent for combining it with other methods. For example Hayfield & Wood 

(2019) used an online avatar creation tool in combination with story completion to 

explore sexuality and appearance.  

When considering analytical approaches, grounded theory, discourse 

analysis, narrative analysis and IPA were not appropriate as this study did not aim to 

generate theory or explore the use of language, and it did not directly explore the 

experiences of participants. Therefore, this study used a two-stage thematic 

analysis, involving both deductive and inductive analysis, which produced a robust 

analysis underpinned by theory, whilst allowing the analysis to move beyond existing 

theory. Deductive analysis uses theory to determine codes, and the data is then 

searched for instances of these codes, and conversely, inductive analysis has no 

pre-set codes, with the coding being driven by the data (Braun & Clarke, 2006, 

2020a). The analysis presented in Chapter 5 used the self-pain enmeshment theory 
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(Morley et al., 2005; Pincus & Morley, 2001) to determine the codes of feared-for and 

hoped-for future. This theory suggests that for some individuals experiencing chronic 

pain,  their schemas related to their pain, their sense of self, and illness become 

enmeshed over time (Pincus & Morley, 2001). Morley et al., (2005) found support for 

this theory when they examined the degree to which their participant’s hoped-for and 

feared-for future selves were dependent on pain. Following the deductive coding of 

the story completion data, the coded data were combined with the interview data and 

subsequently coded inductively. Although combining deductive and inductive 

thematic analysis is unusual, there are some examples of this within qualitative 

health psychology (e.g., Maine et al., 2017). This combination allowed the analysis to 

explore both the latent and semantic levels of meaning within the data (Braun & 

Clarke, 2013).  

 

3.6. Quality in qualitative research 

It is essential that all research adheres to rigorous quality standards. It is also 

essential to ensure that the quality criteria used to assess this are appropriate for the 

theoretical paradigm within which the research is being conducted. Due to the 

differences in theoretical underpinnings, criteria established to assess the quality of 

quantitative research (such as validity and reliability) cannot be appropriately applied 

to qualitative research. For example, within the positivist paradigm of quantitative 

research, objectivity (i.e., reducing the influence of researcher subjectivity) is a key 

tenant of research quality. However, in the contextualist and constructionist 

paradigms of qualitative research, it is essential that researchers appropriately 

contextualise their findings through transparency and reflection around their 

influence on the research. Within qualitative research paradigms, there are four 

overarching quality principles: credibility, transferability, dependability, and 

confirmability (Stahl & King, 2020). These principles have been used to develop 

theoretically appropriate criteria for assessing the quality of qualitative research. For 

example, Table 3.2 outlines the criteria for the assessment of the quality of 

qualitative research that were used in the scoping review presented in Chapter 2.  
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Table 3.2  

Quality criteria for qualitative research taken from Alderfer et al., (2010)* 

Quality Criteria Overview 

Explicit scientific 

context and purpose 

Is there a clear rationale for the study? Is the research question 

theoretically and/or empirically based? 

 

Appropriate methods 

Are the design and analysis appropriate to investigate the research 

question? Are the methods adequately described? Is there 

appropriate detail to allow for replication of the procedure? 

 

Grounded in 

examples 

Do the results contain examples which demonstrate the 

conclusions? Are there examples enabling the reader to 

understand the analytic process?  Are there examples enabling the 

reader to form their own interpretation and conclusions from the 

data? 

 

Appropriate 

framework 

Are the findings integrated into an appropriate framework? 

 

Owning one’s 

perspective 

Is the theoretical orientation fully explained, along with any 

expectations which could have an impact on the interpretation of 

the results? 

 

Resonating with 

readers 

Is the perspective understandable and does it appear accurate? 

 

Range of 

informants/situations 

Does the study include an appropriate range of informants and/or 

situations? Is the investigation systematic and comprehensive? 

 

Credibility checks 

Are the results verified with participants, across researchers, 

and/or across methods? 

 

Situating the sample 

Is the sample/context outlined in appropriate detail? Can the 

reader use this to assess to whom the results are applicable? 

 

Appropriate 

discussion  

Does the discussion include consideration of study limitations? Are 

the conclusions drawn appropriate to the data gathered? 

 

Contribution to 

knowledge  

Does the study contribute new knowledge, or in other ways make a 

contribution to current knowledge? 

 

*The overviews provided here are summaries of the details provided by Alderfer et al. (2010). 

 

Such quality assessment tools are useful when considering the overall quality 

of a range of qualitative literature, especially when making comparisons with 

quantitative research (which the Alderfer et al., (2010) checklist allows). Therefore, 
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quality assessment tools are particularly useful in the context of a review. However, 

researchers should be cautious in using quality assessment tools to ensure quality 

within their own qualitative studies as such tools can be overly prescriptive (Barbour, 

2001). Researchers can only ensure that their qualitative research is high quality 

through a detailed understanding and embracing of the four key quality criteria of 

credibility, transferability, dependability, and confirmability. I outline these below, 

along with how I have embedded these values into the research presented in this 

thesis.  

 

3.6.1. Quality Criteria – Credibility 

Credibility refers to the degree to which the findings and interpretation 

accurately represent what they claim to (Hannes, 2011; Shenton, 2004). To achieve 

this, studies can carry out credibility checks, which commonly take three forms. 

Firstly, the results can be verified with participants to ensure that they agree with the 

analytic output. Such credibility checks may be particularly appropriate in certain 

types of study (e.g., participatory research), however its use in all qualitative 

research has been questioned as it may not improve the quality of the research 

(Thomas, 2017). The second type of credibility check is verification of results across 

researchers. Such an approach typically involves a sub-set of researchers leading 

the analysis, leaving others naïve to the findings for a time. Once initial findings are 

ready, the ‘naïve’ researchers can then provide credibility checks prior to finalising 

the results (Shenton, 2004). The final form of credibility check is verification of results 

across methods. Different methods of data collection may provide different types of 

knowledge, and therefore triangulation across methods provides evidence for the 

credibility of the results (Mays & Pope, 2000). None of these forms of credibility 

check are appropriate or practical for all studies, rather they provide opportunities for 

researchers to conduct credibility checks. I used two of these credibility checks in the 

empirical studies in Chapters 4 and 5; in both studies I used a combination of 

methods and conducted initial data analysis myself before finalising the analysis in 

consultation with co-authors.  
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3.6.2. Quality Criteria – Transferability 

Within positivist paradigms, researchers aim to recruit a sample who are 

representative of the wider population under investigation, making the results 

generalisable to the whole of that population (Polit & Beck, 2010). Due to the 

differences in ontological and epistemological assumptions, this type of 

generalisation of results is not appropriate within qualitative paradigms (Smith, 

2018). However, although qualitative results may not be generalisable to a wider 

population in the way that quantitative results are, they can provide valuable insights 

which can be applied outside of the specific research setting. To make appropriate 

use of the research and the insights it provides, it is important that the research 

community is able to understand where, and how such qualitative results are 

applicable (Shenton, 2004). Therefore, transferability is the qualitative version of 

generalisability, as it relates to the degree to which the results can be applied outside 

the specific context within which the research was conducted (Willig, 2013). The 

degree to which a researcher can assess the transferability of their work is limited, 

however it is important for researchers to situate their sample with an appropriate 

level of detail such that others can assess the transferability of the work (Nowell et 

al., 2017; Polit & Beck, 2010; Shenton, 2004). I have therefore provided information 

within Chapters 4 and 5 regarding the participants, sampling method, data collection 

methods, data analysis, and overall context of the studies.  

 

3.6.3. Quality Criteria – Dependability 

Dependability is the degree to which the research process is logical and 

appropriate, such that the research question, methods used, and methodological 

framework are aligned and appropriate (Hannes, 2011). Similar to credibility, checks 

by collaborators (e.g., of the design and/or the analysis) can build and evidence 

dependability, and ensure that any concerns are addressed in a timely manner 

(Stahl & King, 2020). An essential part of dependability is the communication of the 

research process; the research must be presented with transparency and described 

in sufficient detail and clarity that the reader is fully informed about how the research 

was conducted (Nowell et al., 2017). To ensure the dependability of the studies in 

Chapters 4, and 5, I liaised with co-authors regarding the design and the study 

protocols were published on Open Science Framework prior to undertaking the 
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research. In addition, similar to the transparency needed to assess transferability, I 

have provided details in the empirical Chapters of all stages of the research process. 

 

3.6.4. Quality Criteria – Confirmability 

Confirmability is the degree to which the results and conclusions are 

grounded in the data on which they are based, and the extent to which this is 

evidenced (Hannes, 2011; Nowell et al., 2017). Including quotations from the data is 

key to evidencing the confirmability of research as they allow the reader to assess 

the connection between the findings reported and the data from which they are 

developed. The use of quotations can also actively help the researcher while they 

conduct the analysis, as they bring the researcher back to the original data. 

Researcher reflexivity is a key component to confirmability, as it requires the 

researcher to question their practice, and therefore allows them to re-align their 

analysis with the data if needed (Shenton, 2004). I have included quotations from the 

data in the studies in Chapters 4 and 5, and alongside each quotation are the details 

providing the appropriate context. These details include, for example, the 

participant’s age and pseudonym, and where the quotation is from (interviews or 

diaries in Chapter 4, story completion task or interview in Chapter 5). In each study, 

the quotations are taken from a representative spread of the data, and therefore 

show how the results are grounded in the whole data, rather than only in a subset of 

the data.  

 

3.6.5. Reflexivity 

In addition to the four criteria outlined above, an important element in high 

quality qualitative work is reflecting on the role of the researcher as an active agent 

in the research (Braun & Clarke, 2013). In quantitative methodologies the aim is to 

be objective, to design research where the researcher has limited impact such that 

any researcher could replicate the study and achieve the same results (Willig, 2013). 

However, this pursuit of objectivity is not appropriate within qualitative 

methodologies. Since the 1960s, traditional quantitative methodologies have been 

criticised for being unable to achieve true objectivity, and that the pursuit of such 

objectivity has led researchers away from reflecting on the impact they have on their 

research (Eagly & Riger, 2014). In contrast to this, qualitative methodologies 
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embrace the notion that the researcher is an active agent in the research, and that 

different researchers will design, conduct, analyse, and interpret research in different 

ways. Throughout this thesis I reflect on my role as a researcher, and the impact that 

I have on the research. My intention is that through these reflections, I am 

transparent about how I have shaped the research design, data collection, analysis, 

and interpretation, therefore giving the reader the full context of the research and my 

arguments. The methods sections of the studies presented in Chapters 4 and 5, 

include details regarding how quality was ensured in each study. Finally, I have 

included elements of reflexivity throughout the discussion in Chapter 7. These 

reflections throughout the thesis outline how I have approached collection, analysis, 

and interpretation of the data being discussed. In addition to these reflections, it is 

important for me to reflect on how I as a person, impact both my perceptions of the 

research and the participant’s perceptions of me. I am a white, cis-gender, straight 

woman in my 30s, who currently does not have children, and I have never 

experienced chronic pain or any chronic health condition. There are also many 

features of my personality and life experience which undoubtedly have an impact on 

my research conduct. I do not list them here due to the need for brevity, however 

throughout my reflections in this thesis, I have tried to hold them in my head and 

consider how I have impacted the research. 

 

3.6.6. Ensuring quality in online qualitative research 

Finally, innovations in qualitative methods have necessitated consideration of 

a further quality concern, namely the confirmation of eligibility of participants. 

Traditional qualitative methods have involved in-person contact with participants 

(e.g., face to face interview or focus groups), which has facilitated the confirmation of 

eligibility. Similarly, some studies may involve some element of synchronous contact 

with participants, such as telephone or online video calls, which allow for eligibility 

checks. However, recent moves towards online methods, which lack any 

synchronous contact with participants, can present challenges in assessing eligibility 

and building rapport with the participants. These concerns, and techniques for 

addressing them are covered in Chapter 6. The techniques outlined in Chapter 6 

were used to ensure the integrity of the data in the study presenting in Chapter 5. 
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The use of these techniques means that we can be confident of participant eligibility 

and data integrity.  

 

3.7. Conclusions 

In this chapter I have outlined the theoretical underpinnings of qualitative 

paradigms, presented an overview of the range of qualitative data collection methods 

and analytical approaches available, and discussed quality criteria which are 

appropriate within such paradigms. In doing so, I have presented an overview of the 

methods used in this thesis, the methodological framework within which they have 

been used, and how I have ensured quality in those studies. I have therefore 

demonstrated how the research questions explored, methods employed, and 

theoretical position adopted are aligned, and how they work together to advance our 

understanding of social development in the context of adolescent chronic pain. 
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Chapter 4: Longitudinal Study 

4.1.  Overview 

This study aims to use data collection and analytic methods outlined in 

Chapter 3 to address gaps in the literature identified by the review in Chapter 2. 

Specifically, this study provides a qualitative longitudinal exploration of adolescent 

social development in the context of chronic pain through the collection of data 

across 14 time points over the course of 12 months. The study presented here was 

conducted as part of a wider study which included interviews with the parents of the 

adolescent participants. The protocol for this wider study is available on the Open 

Science Framework (see https://osf.io/9rbd7/), and states that the study would recruit 

adolescents, their parents, and siblings. The study presented here deviates from the 

plan outlined in the protocol in two ways. First, I was not able to collect data from 

siblings. I approached participants during their assessment appointment with a 

specialist NHS adolescent chronic pain service (Bath Centre for Pain Services). 

Although parents always attended these assessments, if the adolescent had siblings, 

they were rarely present. When siblings were present, they either chose not to take 

part or did not meet the age-related eligibility criteria for participation in the study. 

Second, I had originally intended to analyse the parent and adolescent data 

together. However, during data analysis it became evident that the richness and 

detail of the data was such that conducting a combined analysis was not appropriate, 

and I decided to analyse data from adolescents and parents separately. Conducting 

separate analyses of these data allows for a more detailed exploration of the 

experiences and perceptions of the adolescents and their parents. Therefore, the 

parent data is not included in this thesis and will be analysed post PhD.  

Data for this study was collected between July 2018 and April 2020, and 

therefore overlapped with the introduction of UK restrictions to manage the COVID 

19 pandemic (March 2020). However, all diary data and all bar one interview, were 

completed prior to the introduction of UK restrictions. During the interview conducted 

following pandemic restrictions, clear distinctions were made between ‘normal’ life 

(i.e., prior to pandemic restrictions) and ‘lockdown’ life (i.e., following the introduction 

of pandemic restrictions). Additionally, none of the participants who provided data 

between the first identification of COVID 19 (December 2019) and the introduction of 

UK restrictions, reported being impacted by COVID 19. As the researcher leading 

https://osf.io/9rbd7/
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the analysis and write up, I have also not been impacted by the pandemic in such a 

way as to impact my relationship with the data (for example, if I had contracted 

COVID 19 and experienced subsequent chronic illness). Therefore, the analysis and 

reporting did not include consideration of the pandemic.  

The manuscript presented in this Chapter has been submitted but not yet 

published. This manuscript includes an overview of the temporal analysis used, with 

a more detailed explanation presented in Appendix E, which includes example 

temporal matrices demonstrating how the first subtheme is present within the data at 

the different time points for three participants. 
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Abstract  

The incidence of chronic and recurrent pain increases in adolescence. 

Prevalence of adolescent chronic pain is estimated to be 11-44%, with approximately 

5% adolescents experiencing moderate to severe chronic pain. Adolescents with 

chronic pain also report unwanted changes in emotional, social and developmental 

functioning. Very little is known about how adolescents with chronic pain make sense 

of their development, the role of pain in that development, and how such 

developmental trajectories progress over time. A multi-methods qualitative study was 

designed to explore how adolescents make sense of their experience of chronic pain 

in the context of development. Nine adolescents (8 girls) aged 12 to 22 years old 

(Mean = 15.7, SD = 2.8) were recruited from a UK national pain service. Adolescents 

completed an interview on entering the service, and a follow-up interview 12-months 

later. They also completed monthly diaries in this 12-month period. Data comprised 

18 interviews and 60 diary entries, which were analysed using inductive reflexive 

thematic analysis. Analyses generated one overarching theme entitled ‘tug of war: 

push and pull’, demonstrating developmental tension related to pain, and the 

cumulative impact these had over time. This overarching theme comprised two sub-

themes which capture these tensions across the developmental domains of peer 

relationships and autonomy. The first sub-theme, ‘the shifting sands of peer 

relationships’, explores the ever-changing closeness between self and peers. The 

second sub-theme referred to ‘restricted choices’ and how pain limited the choices 

available to the participants and how over time this could push development forward. 

These results extend previous cross-sectional research on the developmental 

consequences of chronic pain, showing the dynamic fluctuations and alterations to 

developmental trajectories over time.  
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Introduction 

Adolescence, the period of transition between childhood and adulthood, is 

characterised by a number of key tasks such as the development of identity and 

autonomy, in addition to changes in the dynamics of peer relationships and their 

influence (Viner, 2012). Although everyday pain in childhood is common, it is often 

clinically uncomplicated (Fearon et al., 1996; Krekmanova et al., 2009). Chronic 

pain, however, is pain that lasts for three months or longer, and is associated with 

significant distress, disability, and developmental delay (Eccleston et al., 2021). 

 The consequences of chronic pain on adolescents’ social development have 

only recently garnered attention in the literature. Our definition of adolescence is an 

inclusive one, adopting the recent Lancet definition which extends into young 

adulthood (ages 10 to 24 years) (Sawyer et al., 2018). In part, this extension was to 

recognise that tasks of independence in the early to mid-21st century have slowed 

compared to previous generations (Sawyer et al., 2018). This delay is particularly 

relevant to a chronic pain population for whom normative developmental milestones 

may take longer to achieve (Jordan et al., 2018). However, evidence highlights how 

the picture might be more complex. Indeed, adolescents who have chronic pain 

report that they perceive themselves as being behind their peers in areas such as 

school progress and independence, but ahead of their peers in areas such as 

problem solving (Eccleston et al., 2008). 

Although interesting, these observations are limited in their reach and ability 

to unravel the observed complexities. In a recent scoping review, we identified two 

key limitations of current evidence. First, there is a dominance of cross-sectional 

approaches to studying social development, resulting in a lack of understanding as 

to how adolescent developmental functioning may change over time (Jones et al., 

2021). Specifically, questions remain regarding how the relationships between social 

development, chronic pain, and the adolescents’ wider social context develop over 

time (Palermo et al., 2014). Second, whilst there is a strong tradition of quantitative 

enquiry (e.g., Caes et al., 2015; Gobina et al., 2019; Law et al., 2014; Soltani et al., 

2019), there is a lack of qualitative, idiographic analysis of the lived experiences, 

perceptions, and conceptualisations of adolescents who live with chronic pain. 

Although unusual, it is possible to undertake longitudinal qualitative research, 

achieved by conducting follow-up interviews, which allow for reflection on changes 

over time (Murray et al., 2009), and diaries, which collect data on life as it unfolds 
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(Bolger et al., 2003). Such methods have been used individually with adolescents 

who experience chronic pain (e.g., Meldrum et al., 2009), and in an integrated 

manner with adults who live with chronic pain (e.g., Ong et al., 2011). 

Consequently, to address the above identified gaps, the current research 

study aimed to answer the following research question, using a combination of 

interviews and diary methodology: how do the perceptions and experiences of 

adolescents who have chronic pain, in relation to their social development, change 

over the course of 12 months?  

 

Methods 

Design 

A longitudinal design with semi-structured interviews at two time-points across 

a 12-month period and completion of monthly online diaries over the same 12-month 

period.  

 

Participants 

Thirteen adolescents provided informed assent or consent and took part in the 

initial interviews, however four were subsequently excluded for non-completion of the 

follow-up interviews and/or the diaries. Reasons for non-completion were not given, 

participants either stated they did not wish to continue (n=1) or did not complete the 

diaries and failed to respond to invitations to the follow-up interview (n=3). 

Consequently, the final sample of participants comprised nine adolescents (8 girls 

and 1 boy) aged from 12 to 22 years old at the point of consent (Mean = 15.7, SD = 

2.8), all of whom described themselves as White British. Participants reported pain 

for a mean duration of 58 months (median = 37 months, range 15 – 120 months, SD 

= 40.9), with a mean pain intensity of 6.25 (range 3-9, SD = 2.1) at time of asking, on 

an 11-point numerical pain rating scale. See Table 4.1 for further participant details.  
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Table 4.1  

Demographic details for adolescent participants (n=9) 

Pseudonym Age  

(at 

consent) 

Gender Diaries 

(number 

completed) 

Follow 

Up 

Interview 

Self-reported 

Diagnosis  

 

Ellie † 17 Girl Yes (7) Yes Chronic coccyx pain 

Sarah  22 Girl Yes (11) Yes Eczema 

Chronic neuropathic 

pain of the skin 

Stacey 16 Girl No Yes Hypermobility 

Laura† 15 Girl Yes (12) Yes Persistent localised 

leg pain  

Becky† 13 Girl No Yes Hypermobility, 

Widespread chronic 

musculoskeletal 

pain 

Helen 12 Girl No Yes Chronic ankle pain 

Mark 16 Boy Yes (6) Yes Hypermobility,  

Chronic 

musculoskeletal 

pain 

Suzi 15 Girl Yes (12) Yes Chronic back pain 

Joanna 15 Girl Yes (12) Yes Chronic abdominal 

pain 

†Received pain rehabilitation treatment during their time in the study 

 

Procedure 

Following University of Bath (ref 18-184) and UK National Health Service 

ethical approvals (IRAS 237547), potential participants were approached during their 

assessment for an NHS tertiary pain service in England (UK) between July 2018 and 

February 2019. Participants were approached if they were aged 11 to 25, assessed 

by the clinicians to have chronic pain (i.e., pain lasting at least three months), and be 

sufficiently literate in use of the English language to be able to complete the study 

tasks. Interested participants were introduced to the researcher and completed 
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assent or consent procedures via email and post. Eligibility criteria for inclusion in the 

final sample also included the completion of at least one of the two longitudinal 

elements of the study, i.e., either completing the second interview or providing at 

least 6 diary entries (with at least one diary from each quarter of the year). Due to 

competing educational academic pressures, we did not require participants to 

complete all 12 diaries. The final data set comprised 60 diary entries and 18 

interviews, providing a total of 78 sources of data. All participants completed both 

interviews, and six participants also completed at least six diaries, with at least one 

diary from each quarter of the year (mean = 10 diaries, range = 6-12). Interviews 

were transcribed verbatim and checked for accuracy by an independent reviewer. 

During their time in the study, 3 participants received intensive pain rehabilitation. 

Most interview data, and all diary data, were collected prior to the COVID-19 

pandemic. However, the second interview for one participant (Helen) was conducted 

shortly after UK lockdown restrictions came into force in March 2020. 

 

Measures 

Participants completed basic demographic information and were interviewed 

over the telephone. After completing the interview, participants were sent an online 

qualitative diary for a period of 12 months. Online diaries took the form of a survey 

using Qualtrics (online survey tool see Qualtrics (2019)). See Table 4.2 for examples 

of questions included in the interviews and diaries, with Appendices E and F 

providing the full interview schedule and diary format. Following the final diary, 

participants were contacted to arrange the second interview where they re-confirmed 

their assent/consent prior to the interview. Participants received a £15 online 

shopping voucher following the first interview, and a £20 voucher following 

completion of the diaries and second interview.  

The combination of interviews and diaries allowed us to gather rich, detailed 

data comprising both verbal and written responses, which detailed the participant’s 

experiences throughout the course of a year. Diaries allow for the convenient near-

time personal record of difficult to access perceptions, including the opportunity for 

reflection before disclosure (Meth, 2017; Milligan et al., 2005). In contrast, the 

interviews gave participants the chance to reflect on their experiences overall, and 

on their past, present, and perceived future. The interviews also provided a more 

conversational style (Braun et al., 2020). 
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Table 4.2  

Example questions from interview schedule and diary 

Example interview questions 

(Self and independence) 

Example diary question 

(Friendships and social life) 

 

• Can you tell me about what things make 

you, you? 

(Prompt) What interests do you have? 

(Prompt) What activities do you enjoy? 

(Prompt) How would you describe yourself? 

• How does your pain affect how you feel 

about yourself? 

• Can you tell me about the role of pain in 

terms of doing things that are important 

to you? 

• Can you tell me about any ways your 

pain impacts your ability to make 

independent choices and decisions (e.g., 

making a decision on your own about 

doing exercises, eating healthy, or taking 

medication)? 

• Can you tell me about how much 

freedom you have to do the things you 

would like to do? 

(Prompt) Can you give me any examples of 

what this freedom is like? 

(Prompt) Can you tell me about times when 

you don’t have as much freedom as you 

would like? 

Friendships and Social Life 

In this section, we are asking 

about your experience of friends 

and social life over the past 

month. 

• What contact have you had 

with your friends over the 

past month? (E.g. what 

activities, spending time 

together, phone calls, social 

media, seeing at 

school/university/work etc.) 

• Can you tell us about times 

over the last month when 

your pain got in the way of 

friendships, and in what 

ways?  

• How have you felt about your 

friendships over the last 

month?  

 

 

Analytical Approach  

We adopted a critical realist stance to analyses, which assumes an objective 

reality, accessible only through the subjective lens of experience and research 

(Braun & Clarke, 2013). We used the inductive reflexive thematic analysis approach 

outlined by Braun and Clarke (e.g., Braun & Clarke 2006, 2020; Clarke & Braun, 

2017) to analyse the interview and diary data. Reflexive thematic analysis has a well-

established history of use within a critical realist paradigm for the analysis of 

interviews (Braun & Clarke, 2013), and is also widely used with other forms of 

qualitative data, including diaries (Meth, 2017). The first author (AFJ) led this 
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analysis by conducting the initial stages of data familiarisation, inductive coding, and 

initial theme development. Initial coding and theme development took place using 

NVivo (QSR International, 2020), initial themes were then discussed and further 

developed with two co-authors (ALJ and LC), before being finalised through 

discussion with all authors.  

Due to the temporal nature of the research question, analysis focused 

specifically on how social development changed over time. The analysis was based 

on Grossoehme & Lipstein's (2016) trajectory analysis, an approach which has been 

used successfully in recent papers (e.g., Hayes et al., 2020; Simmons et al., 2020). 

The data from all timepoints (baseline interviews, diaries, and follow-up interviews) 

were inductively coded, with these codes being used to develop initial themes. As 

shown in Figure 1, the trajectory analysis involved entering the initial themes into a 

temporal matrix, which showed how the initial themes were represented throughout 

the data at each time point. This temporal matrix was then used to further develop 

the themes, which were subsequently entered into a new matrix. This iterative cycle 

took place several times, until the themes presented below were finalised.  

 

Figure 4.1  

Trajectory analysis cycle used in theme development. 
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As noted above, most data were collected prior to COVID-19 and related 

restrictions. However, Helen’s second interview was conducted following the 

implementation of UK lockdown restrictions which began in March 2020. In this 

interview, Helen was asked focus on her experiences pre-COVID, and distinctions 

were made between life ‘now’ (i.e., during lockdown) and ‘before’ (i.e., prior to 

lockdown). Due to all other data being collected prior to COVID-19, and clear 

distinctions being made between pre- and post-lockdown life in Helen’s interview, no 

special consideration was made during the analysis. 

 

Quality in qualitative research 

Ensuring a high quality and robust analysis was a priority throughout, with 

several specific considerations relating to credibility, transferability, dependability, 

and confirmability. Credibility, which relates to the results being a fair representation 

of the phenomena under investigation (Hannes, 2011), was partly achieved through 

the use of multiple sources of data. The use of two forms of data collection, and data 

collected at multiple time points increased our confidence in the accuracy of the 

record of participant experiences over time. Additionally, the data analysis process 

itself included credibility checks through the use of the trajectory matrices and co-

author checking at various points. Related to credibility, confirmability concerns the 

extent to which the results are grounded in the data (Hannes, 2011), and therefore 

quotations are included throughout. The quotations are taken from across the full 

range of participants, data types (i.e., interviews and diaries), and time points. 

Details are provided to ensure the remaining two quality criteria of transferability, 

which relates to the extent to which results can be applied outside of the participant 

sample, and dependability, which relates to the research process being clear 

(Shenton, 2004), are met. These details include appropriate contextualisation of the 

sample and all quotations, and a clear description of the analytical process.  

In addition to the considerations outlined above, reflexivity regarding the 

active role of the researcher is a key component of reflexive thematic analysis 

(Braun & Clarke, 2020). To ensure that such reflexivity was present throughout the 

analysis, the first author (AFJ) had regular meetings with ALJ and LC to discuss the 

analysis. Themes were then finalised in discussion with all authors. As the first 

author (AFJ) recruited and interviewed all participants, reflexivity regarding this 

unique relationship with the data was considered throughout the analyses. 



 
 

101 
 

Results 

Analyses of interview and diary data generated one overarching theme 

labelled: ‘Tug of war: push and pull’, which represented the adolescents’ social 

perceptions of their development over the course of the 12 months. The theme 

shows that our participants experienced both positive and negative influences of 

chronic pain on their social developmental processes over time. Tensions between 

these positive and negative influences resulted in the adolescents feeling pushed 

and pulled in different directions, in a developmental tug of war that they cannot 

seem to win. The theme comprises two sub-themes: ‘the shifting sands of peer 

relationships’ and ‘restricted choices’.  These subthemes are presented below, with 

quotations for illustration. For ease, quotations are italicised along with the 

participant’s pseudonym, age at consent, and the nature of the data source (i.e., first 

interview, a diary, or second interview).  

 

‘The shifting sands of peer relationships’  

This subtheme explores changes which occurred in participant’s relationships 

with their peers, and how they often lacked control over such changes. Participants 

reported loneliness as a result of their pain. In part, this was due to the time intensive 

and multi-faceted nature of efforts adolescents made to self-manage their pain, 

placing constraints on their physical and mental functioning. Sarah described in her 

monthly diary how managing pain requires substantial mental energy, resulting in a 

reduced ability to engage with her peers. Consequently, Sarah’s experience of 

isolation was perceived as an unwanted yet necessary outcome of her efforts to 

manage her pain: 

 

“I don't particularly want to socialise when I'm in pain - I'd rather try and 

distract myself and try and forget about physical sensation by dully entertaining 

myself (for example, binge watching television/online series). It has made me feel 

very disconnected, but I didn't have the mental strength to do much about it. I know 

that once a bad period passes, they'll [friends] be supportive, knowing I didn't isolate 

myself on purpose, and I'll be able to socialise normally. But it is quite depressing in 

the midst of isolation, being alone quite literally with my pain.” (Sarah, 22, month 3 

diary) 

 



 
 

102 
 

As Sarah discusses, pain constricted opportunities to engage with friends and 

her wider peer group, leaving her feeling that pain is her only companion. Over time, 

this constriction can distort the dynamics of friendships and relationships with peers. 

However, meaningful engagement with friends requires more than the adolescents’ 

mere physical presence. As Mark describes below, pain can negatively influence 

interactions with peers, even when he is present at school due to concerns about the 

burden that his pain could have on others: 

 

“My pain has stopped me from coming into school or being social in school. For 

example, I may be in a lot of pain and won’t want to be a bother to anyone else.” 

(Mark, 16, month two diary) 

 

This isolation and constricted ability to engage with peers did not occur in a 

single instance or event. Rather, the impact of these dual challenges of school 

absence and inability to be socially engaged when present have a cumulative impact 

which constricts friendships over time. Joanna, for example, struggled with this 

throughout her time in the study, describing in her initial interview that she had 

previously experienced difficulties with friends, as she felt excluded when she was 

absent from school: 

 

“It was…at the beginning of…year 10 [UK school age 14-15 years]… that my 

friendship group changed, mainly because I wasn't in, either due to the IBS [irritable 

bowel syndrome], or because of the pain. Which meant I had to find other people 

that would still, almost include me and wouldn't exclude me if I wasn't there.” 

(Joanna, 15, first interview) 

 

Although Joanna was initially able to maintain these new friendships despite 

her absence, her diary entries reflect how they were not able to be maintained in the 

face of continued, recurrent absence: 

 

 “I had quite a bit of time off and sometimes got isolated from the conversations 

when I was in… I feel that my friendships have been good, but could be better if I 

was in school more.” (Joanna, 15, month four diary) 

 



 
 

103 
 

Joanna’s experience highlights the needs for regular engagement with 

friends, and the importance of the school setting in facilitating such engagement. For 

some, continued absence from education placed strain on friendships, which in turn 

created alterations in the dynamics of friendships over time. Therefore, as Joanna 

discussed, some adolescents who experience chronic pain may be able to establish 

new friendships, but experience particular difficulty in maintaining these friendships. 

Extrapolating from these findings, it is possible that a reoccurring pattern of 

establishing, but not maintaining new friendships could develop, posing more long-

term challenges for relationship development.  

In addition to specific friendships, relationships with the wider peer group 

become increasingly important during adolescence, with an emphasis on peer 

approval and acceptance (e.g., Lam et al., 2014; Tanti et al., 2011). For some 

participants, pain distanced them from their peers, creating problems within their 

peer group, such as rejection, isolation, or bullying. A key element of the divide 

between our participants and their peers was that their experience of pain and the 

effect it has may be difficult for others to understand, with the impact of this showing 

changes over time. In her first interview, Helen described how other children at 

school really “don’t understand” her pain at all (Helen, 12, first interview). This lack of 

wider peer understanding of pain led to a sense of heightened self-consciousness as 

Ellie described in her diary, which appeared to be particularly challenging for her at 

an earlier point in the study: 

 

“There have been points where it's been quite upsetting being around people that 

don't understand though. One of my flares this month I had to use a wheelchair and I 

felt extremely self-conscious and un-easy around people that didn't really know what 

was going on.” (Ellie, 17, month two diary) 

 

Adopting a temporal perspective, Ellie’s understandings of these peer 

encounters developed as she began to understand that some challenging peer 

interactions were typical of normative everyday adolescent life rather than unique to 

her experience of living with chronic pain. Illustrating developments in maturity, over 

time Ellie altered her initial perceptions of these challenging adolescent encounters, 

reframing them to appreciate how poor peer behaviour reflected badly on her peers 

rather than her own characters and behaviour as she had initially perceived.  Time 
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was critical to these changes in perception and highlighted a sense of Ellie 

developing a greater sense of self-assurance.  

 

“I did have a couple of groups [of school peers] that were quite difficult like I had um 

a wheelchair stored in one of the rooms in the sixth form block and there was one 

group that would always go in and take it and mess around on it outside and just 

quite disrespectful basically. But you’re always going to get that anywhere you go, 

there’s always going to be dickheads. So, you sort of got to deal with it.” (Ellie, 17, 

second interview) 

 

Ellie’s experience demonstrates how the shifting sands of peer relationships 

contributes to the developmental ‘tug of war’, with the pulling back of development in 

one area, resulting in the pushing forward of development in another area. Many 

participants discussed how pain isolated them in some way, thereby pulling back 

their peer relationships. Interestingly however, Suzi discussed in her second 

interview how being pulled back in other areas actually allowed her to spend more 

time with friends, thereby pushing her peer relationships forward and giving her what 

she perceived as a more normative adolescent experience: 

 

“I’ve stopped doing swimming and I’ve stopped doing running and that was 

partly because I was unwell and too ill to do it. But since then I haven’t really wanted 

to go back to either of those sports… I’m with friends a lot more than I used to be. 

Umm, going out to parties and going out and things like that, and I’m able to do a lot 

more of those over the past year… I’ve been going out at night with friends and 

doing things I wouldn’t have done before and probably still wouldn’t do if I did loads 

of sport and things. I think it’s enabled me to have more of a teenager experience in 

a way.” (Suzi, 15. second interview) 

 

 

‘Restricted choices’  

The second subtheme captures how participants reported that over time their 

pain reduced the choices available to them, leaving them feeling that the pain has 

control over their lives and futures. Participants discussed this lack of control in 

relation to both day-to-day activities (e.g., going out with friends), and decisions 
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which have a longer-term impact (e.g., school subject choices). Over the year, 

numerous separate such instances of reduced choice and/or control had a 

cumulative impact, pulling back the participant’s autonomy development. However, 

some participants learnt to overcome these restrictions, pushing forward their ability 

to make autonomous decisions. Such developmental progression was shown 

through advancement in their ability to be adaptable, take responsibility for 

themselves, and make difficult decisions. For example, in one of her first diary 

entries, Laura described how pain “controlled most of my decisions over the past 

month.” (Laura, 15, month 2 diary). Interestingly, over time Laura’s perceptions of the 

restricting nature of pain changed, with her later realising (as reflected in her second 

interview) that despite the restrictions pain may impose, she can be an active agent 

in her own life.  

 

“I know my limitations so therefore I can be like “I can do this today” or “I can’t do this 

today”. So, say I wanted to work with my dad, if I really couldn’t then I would say no, 

whereas last year, around the time we talked I wouldn’t say no because I don’t want 

to disappoint anyone or anything. But I feel like I can definitely make more of my own 

decisions.” (Laura, 15, second interview)  

 

As the above quotation illustrates, Laura’s altered perceptions concerning the 

restrictive power of pain on her life highlight an increase in her sense of self and 

autonomy, and a growing assertiveness. As difficult circumstances with limited 

choices require more sophisticated autonomy skills in comparison to circumstances 

where there is greater choice, pain-related restrictions may over time push 

development forward for some adolescents, leading to developmental maturity. This 

developmental progression of autonomy and personal agency, driven by pain-

imposed restrictions was also experienced by Stacey, who discussed how her 

problem-solving skills and adaptability developed over time. In her first interview, 

Stacey identified the need for adaptability, “a lot of things I sometimes have to 

quickly adapt” (Stacey, 16, first interview) yet did not elaborate on the specific nature 

of these adaptations or how she had achieved them. However, 12 months later, 

Stacey was able to describe the adaptations she makes in detail:  
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“I’ve found… a lot of really cool gadgets that are helping me do things that I 

can do. I can open bottles and cans now because of a special thing that we’ve got.” 

(Stacey, 16, second interview) 

 

These quotations suggest that over time Stacey moved from identifying the 

need for adaptability, to developing specific techniques and methods to meet that 

need. Through this development of adaptability and problem-solving skills, Stacey 

used the pulling back of her choice and control imposed on her by her pain, to push 

forward her autonomy. 

Beyond the pain itself and the restrictions it imposes, participants described 

wider social pulls on their autonomy. Parental wishes and behaviour and the conflicts 

this created between adolescent and parent regarding protection from further pain 

and associated disability were particularly highlighted. In her first interview Becky 

discussed this incongruence as reflected in her and her mother’s differing 

perspectives on activities which may trigger pain: 

 

“Sometimes when I want to do something and Mum will go no, no, you can’t cos of 

your condition… Sometimes we’ll be out, and I will want to go somewhere like on a 

ride, but Mum will say no because last time you injured yourself… It’s not going to 

change anything if you stay at home doing nothing. It’s just going to make you a bit 

depressed. I’m always in pain, so I might as well just get out” (Becky, 13, first 

interview) 

 

Becky reflected on this further in her second interview, explaining that despite 

improvements in her pain, her mum still worries. However, Becky now also 

expressed the insight that although the specific nature of her Mum’s concerns may 

be different, the level of her mum’s concern is not more than what her peers’ parents 

may have:  

 

“To be honest, if Mum wasn’t nagging it wouldn’t be Mum… I think it’s quite normal, 

it’s just what mum nags me about is a bit different than normal.” (Becky, 13, second 

interview) 
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Becky’s reflections here suggest that there may be multiple factors which 

contribute to autonomy being pulled back. First, there is the pain itself which limits 

their choice and control. Second, parental concerns and protective behaviours may 

place additional pulls on the choices available to the adolescents. Finally, 

adolescents may not be able to accurately assess the autonomy enjoyed by their 

peers who do not experience chronic pain, and this, combined with their perceptions 

of their parents’ protective behaviours, may lead them to perceive greater pulls to 

their autonomy. Overcoming such perceptions may help adolescents to develop their 

own agency and more sophisticated autonomous skills.  

 

Discussion 

The overarching theme of ‘tug of war: push and pull’ conveys the 

developmental tension experienced by adolescents in the context of chronic pain 

and comprises two subthemes ‘the shifting sands of peer relationships’ and 

‘restricted choices’. This novel study, which comprises both interview and 

longitudinal diary data from adolescents who live with chronic pain, has shown that 

over time, a gap may grow between adolescents with pain and their peers. This ‘gap’ 

can fluctuate in size, widening and narrowing over time and sometimes restricting 

choices for personal development. These results reflect previous findings related to 

associations between chronic pain conditions and problems related to adolescent 

social development (e.g., Palermo et al., 2007, Forgeron et al., 2018). Although 

participants generally viewed pain as presenting developmental challenges, they 

also identified areas of developmental enhancement as a result of pain necessitating 

their engagement in complex developmental processes. Such gains may be due to 

some developmental areas requiring an individual to experience some form of 

hardship which facilitates learning and growth. This finding is congruent with a 

growing body of research showing developmental advantages associated with 

chronic pain (Eccleston et al., 2008; Jordan et al., 2018; Soltani et al., 2018). 

Interestingly, there may not only be tension between pushes and pulls within each 

developmental domain, but also across domains. For example, the pulling back of 

choice may push forward autonomy development for some adolescents, but such an 

expansion may in turn widen the gap with peers therefore leading to further 

constriction of peer relationships. Therefore, although individual developmental 

domains are in many ways distinct from each other, they are not independent from 
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each other and so the exploration of one domain must incorporate consideration of 

the related domains.  

In addition to the tension between developmental pushes and pulls, this study 

provides several other useful insights. First, it is well established that adolescents 

who experience chronic pain are impacted by the social context around them (Jones 

et al., 2021; Palermo et al., 2014). Our results, when considered alongside existing 

research, reinforce the importance of considering an adolescent’s broader social 

context, and the complex interactions which may occur between different elements 

of the social context, such as peer relationships and educational attendance. 

Specifically, this study adds a temporal exploration to the literature, revealing an 

ever-changing picture of peer relationships. This longitudinal work builds on previous 

work which has explored the ways in which children and parents reminisce about 

past pain (Noel et al., 2019; Pavlova et al., 2019), and work exploring the future 

narratives of adolescents who have Complex Regional Pain Syndrome (Jones et al., 

2020). Together such research is building an evidence base which explores the 

narrative timelines of pain. Clinically, it may be helpful to consider within treatment 

approaches the pressures that the ‘tug of war’ identified in this study puts on social 

development.  

The learnings from this study are limited by its methods and approach. First, 

as in most chronic pain research (Gobina et al., 2019; Jones et al., 2021), the study 

primarily sampled the experiences of girls, with only one boy participant. Second, our 

focus was on adolescent perception of their social development, resulting in a lack of 

sampling of other important perspectives such as those of parents, teachers and 

clinicians. Third, our participants originated from a homogenous ethnic and linguistic 

(English as a first language) group, and therefore lacks a diversity of perspectives.   

Through the novel use of a combination of interviews and diaries over the 

course of 12 months, this study provides an important longitudinal, idiographic 

exploration of adolescent social development in the context of chronic pain. Future 

research is needed to extend this understanding, specifically the complexity of 

developmental gains and ways in which adolescents might develop despite chronic 

pain, and how these personal gains might also present further struggles for their 

social development. Further, the clinical implications of this non-linear development 

trajectory should be considered.  
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Chapter 5: Story Completion Study 

5.1. Overview 

The study in Chapter 4 provides a much-needed longitudinal exploration of 

social development in the context of adolescent chronic pain. When combined with 

research exploring the impact of past pain experiences on adolescents who 

experience chronic pain, the findings of Chapter 4 start to build an understanding of 

how adolescent chronic pain is related to past and present experiences. However, 

this literature lacks a crucial element, namely adolescents’ perceptions of their 

future. The study presented in this Chapter addresses this gap by providing a 

prospective view exploring how adolescents view their future. This study also 

includes more of a focus on the identity domain of social development (a gap in the 

literature as identified in Chapter 2), as well as the autonomy and peer relationship 

domains which were present in the study in Chapter 4.  

In contrast to the studies in Chapters 2 and 4, the study presented in this 

Chapter focuses solely on adolescents who have CRPS, a decision made on the 

basis of two key factors. First, CRPS has a unique presentation, including physical 

symptoms that can alter adolescents psycho-social features, which in turn may 

impact their psychological functioning and social development (Lascombes & Mamie, 

2017; Logan et al., 2013; Sündermann et al., 2020; Weissmann & Uziel, 2016). 

Second, despite presenting unique challenges, the scoping review in Chapter 2 

found no papers focusing exclusively on CRPS. Therefore, this study also addresses 

the literature gap regarding studies exploring social development in the context of 

adolescent CRPS.  

Similar to the study in Chapter 4, this study was part of a wider project, the 

protocol of which is available on the Open Science Framework (see 

https://osf.io/r2wsc/). The wider study included three participant groups in addition to 

the adolescents who have CRPS: 1) adolescents with no pain conditions, 2) parents 

whose adolescent child has CRPS, and 3) parents whose child has no pain 

conditions. In addition to these participant groups, there were data collected relating 

to participants’ pain memories that were not included in this study. The data not 

included in this study have been analysed independently, with one analysis already 

published. For example, Nimbley et al., (2021) describes how we used a linguistic 

analysis program to quantitatively code the future stories to enable a statistical 

https://osf.io/r2wsc/
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comparison between the stories of adolescents who have CRPS and those who 

have no pain conditions. Write up and publication of the analyses of the parent story 

completion data and pain memory data are in progress. 

All data collection and analyses for this study were conducted prior to the 

COVID 19 pandemic. This study is therefore unaffected by the pandemic.  

The review presented in this Chapter has been published and the following is 

the accepted manuscript for: 

 Jones, A., Caes, L., Eccleston, C., Noel, M., Rugg, T., & Jordan, A. 

(2020). Loss-adjusting: Young people’s constructions of a future living with 

complex regional pain syndrome. Clinical Journal of Pain, 36(12), 932–939. 

https://doi.org/10.1097/AJP.0000000000000880 
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Abstract 

Objectives: Complex Regional Pain Syndrome (CRPS) is a chronic pain condition 

that can present specific difficulties when it occurs in adolescence. There is limited 

work exploring future narratives of healthy adolescents, and how these may differ for 

those who have chronic health conditions, but there is no research on the future 

narratives of adolescents who have CRPS. Methods: In this study, 50 adolescents 

(44 females) aged 14-25 years (mean = 19.8, SD = 3.68), completed an online story 

completion task, with a further sample of 10 completing a follow-up telephone 

interview. Results: Story completion data were initially analysed deductively based 

on the work of Morley and colleagues using hoped-for and feared-for future codes, 

revealing higher instances of hope (291 over 48 stories) than fear (99 over 27 

stories). These codes were subsequently analysed alongside the in-depth interview 

data using inductive thematic analysis, generating two themes which represent 

distinct, yet related, approaches of how adolescents incorporate CRPS into their 

future narratives: (1)The centrality of loss theme identifies how some adolescents 

described how CRPS brings loss, with narratives focused on how these adolescents 

imagine such losses continuing into the future, and (2) the adjusting to loss theme 

illustrates how other adolescents were able to imagine a future in which they were 

able to adjust to the losses which CRPS may bring. Discussion: CRPS may 

damage the future plans of adolescents. However, being or learning how to be 

flexible about these goals, may help them to build more positive future narratives.  

 

Keywords: chronic pain, adolescence, complex regional pain syndrome, future, 

qualitative. 
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Introduction 

Adolescence has been recently conceptualised as spanning the 10-25 year 

age range1, and is characterised by extensive physical, psychological, and social 

changes2. Identity development, autonomy, and stable peer relationships are key 

developmental tasks of adolescence3-5. In addition to these normative developmental 

tasks, many adolescents face challenges posed by managing chronic pain or long-

term health conditions, many of which also include chronic pain6. An episode of 

significant pain, either persistent or intermittent over a three-month period, occurs in 

up to 38% of youth aged 5 to 18 years with rates increasing over the period of 

adolescence7. Such pain may be related to a disease and injury, alternatively it may 

be idiopathic in origin8. Complex Regional Pain Syndrome (CRPS) is a rare pain 

condition, with no single identifiable cause9. Adolescent onset is common9, and 

related to higher pain-related fear, distress, and functional disability as compared to 

other pain conditions in this age range10,11. 

Adolescents with chronic pain report elevated levels of anxiety, depression, 

impaired social functioning and pain-related disability12-14, with such difficulties 

continuing into adulthood15,16. Research adopting a developmental approach to the 

investigation of adolescent chronic pain has demonstrated self-reported delays in 

education and independence, and enhancement in problem solving17. Despite the 

lack of research on identity development in adolescents with chronic pain, there is 

evidence that fears around how pain will impact one’s future are common and 

increase with age18,19. A more recent study also identified that adolescents with 

chronic pain perceive pain as negatively impacting how others perceive them, 

affecting their current and future identity development. However, this study revealed 

a paradox to pain and development with participants also reporting how in some 

domains pain enhanced their development20. 

Pincus & Morley21 explored future thinking and chronic pain in adults. They 

proposed the Schema Enmeshment Theory to explain the cognitive biases towards 

pain-related stimuli shown by adults who have chronic pain21. This theory suggests 

that for individuals experiencing chronic pain, their schemata relating to pain, illness, 

and the self, become increasingly enmeshed over time. Building on this, Morley, 

Davies & Barton22 asked adults with chronic pain what their hoped-for and feared-for 

futures looked like, how likely these were to occur, and how dependent on pain they 

were. The degree to which adults with chronic pain believed their hoped-for and 
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feared-for future selves were dependent on pain, predicted variables such as 

depressive symptoms, with more dependence related to poorer outcomes22. Such 

findings suggest that hopes and fears for the future are related to current functioning. 

Despite adolescence being a critical developmental stage for identity3, including 

future identity, little is known about how adolescents with CRPS perceive their 

futures. In this study we build on the work of Morley and colleagues22 to explore the 

relative frequencies of hoped-for and feared-for future selves, and how these are 

expressed in the future narratives of adolescents with CRPS. This is achieved 

through a combination of an online story completion method and subsequent follow-

up interviews.  

 

Materials and Methods 

Procedure 

After ethical approval (University of Bath 18-111), participants were recruited 

to the study via social media platforms (Twitter, Facebook, Instagram, etc.) and 

CRPS related charity newsletters, blogs, and forums. Recruitment ran for a period of 

17 months between May 2018 and September 2019. Interested participants emailed 

a study specific email address and were asked a series of screening questions prior 

to being sent a link to the study task. These questions asked when and from whom 

they received their diagnosis, and ensured their eligibility.  

To be eligible to take part in the study, participants were required to be aged 

14-25 years with a diagnosis of CRPS. The lower age boundary of 14 was chosen 

on the basis of pilot work which identified that individuals younger than 14 were 

unable to manage the task. Participants were also required to have no severe mental 

health conditions (e.g., psychosis), have the capacity to give informed assent, be 

fluent in English, and have internet access.  

Eligible participants were sent a direct link via email to the online survey 

platform23. The online survey platform included information about the study and 

consent statements. In accordance with UK-based ethical standards, 

parents/caregivers were required to provide additional consent for participants under 

16 years old, prior to the appropriate assent and survey links being sent to the 

adolescent. This process was automated through the online platform23 such that the 

adolescent could not access the survey without the appropriate parental consent in 

place. Following provision of consent, participants were able to progress to the 
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survey questionnaire screens. These comprised a brief demographics questionnaire 

and a Numerical Rating Scale (NRS) which asked participants to report current pain 

using a typical 0-10 numerical rating scale (ranging from 0 ‘no pain’ to 10 ‘worst 

possible pain’). This pain intensity rating, along with time since diagnosis, were 

collected in order to provide a full description of the sample. Participants then 

proceeded to the story completion tasks where they were asked to write about their 

own future, their friend’s future, and a previous time when they experienced pain, 

see below for more details on this method. To enable a rich and detailed exploration 

of the stories, and to answer the specific research question, we report here only on 

the stories they wrote about their own futures. After the story completion task, 

participants were shown a final screen with debrief information and were thanked for 

their participation. Participants were also asked to provide their email address if they 

wished to take part in the interview stage of the study. Participants were given a £15 

online shopping gift voucher to thank them for their participation. The protocol for the 

present study is included in the full protocol for a larger set of studies, and was 

reported in detail and registered on the Open Science Framework24. 

Following the 4-point approach described by Robinson25, a total of 43 

participants provided details to be contacted for a follow-up interview, of which 10 

were selected to give   an interview sample who were representative of the overall 

sample. This selection was based on including a range of participants across 

demographic categories in addition to participant willingness and availability for 

interview. Participants provided additional informed consent for the interviews. 

Interviews were conducted via the telephone, were digitally recorded, transcribed 

verbatim, and fully anonymised. Participants were given a £10 online shopping gift 

voucher to thank them for their participation in the interview. 

 

Participants 

Stories about their perceived futures were completed by 56 participants.  

Ineligible (n=6) responses were removed from the dataset, leaving a final sample of 

50 participants (44 females; 5 males; 1 prefer not to say). Study participants had a 

mean age of 19.8 years (range 14-25 years, SD = 3.68), a mean time since CRPS 

diagnosis of 4.89 years (range <1-11 years, SD = 2.92), and a mean current pain 

intensity level of 6.1 (range 0-10, SD = 2.15). In depth interviews were conducted 

with a sub-set of 10 participants (1 male) who completed the story completion task, 
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age range 17 – 25 years (Mean = 21.8, SD = 2.89). These 10 interview participants 

were self-selected through a question at the end of the story completion task asking 

participants to indicate if they were interested in taking part in a follow-up interview. 

Out of those who expressed an interest in the interviews, targeted sampling was 

used to achieve an interview sample of 10 who were as representative of the story 

completion sample as possible. See Tables 5.1, 5.2 and 5.3 for further demographic 

data. The over-representation of females in the story completion and interview 

samples is similar to that seen in the epidemiology of CRPS populations26,27. 

 

Measures 

Story Completion Task 

The story completion method28 is a novel technique where participants are 

provided with a story ‘stem’ and asked to complete the remainder of the story. This 

particular method allows for efficient collection of larger data sets compared with 

other more typical qualitative methods29. Story completion studies typically recruit 

sample sizes of 40-60 participants30,31. Story completion method has typically 

involved the completion of third-person story stems with no specified time frame for 

the scenario30,32,33. Due to its focus on the perceptions of adolescents with chronic 

pain about their future, this study adopted a first-person, future-focused story stem.  

The stem comprised “Imagine that it has been 10 years since you graduated from 

secondary school. You are at your high school reunion and hearing what friends 

have been doing since you finished school. What will your story look like?” This story 

stem was chosen as it was deemed as internationally applicable and set up a social-

developmentally relevant scenario. However, to avoid directing participants towards 

an illness-related narrative, the story stem intentionally did not include reference to 

CRPS. A minimum length of 900 characters for the future story was set to ensure 

that data were sufficient for analyses29.   
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Table 5.1. Range, mean and standard deviation for the age, current pain intensity and time since diagnosis of the participants who 

completed the story completion task and the interviews.  

 
Age (years)  Current Pain Intensity  Time Since Diagnosis (years) 

Mean SD Range  Mean SD Range  Mean SD Range 

Story Completion (n=50) 19.8 3.68 14-25  3.1 2.15 0-10  4.89 2.92 <1 - 11 

Interviews (n=10) 21.8 2.89 17-25  5.1 2.33 0-9  5.6 3.17 1-11 

 

 

 

Table 5.2. Gender, education, and employment demographics of the participants who completed the story completion task and the 

interviews. 

 

Gender  Educational Status  Employment Status 

Male 

(%) 

Female 

(%) 

Unspecified 

(%) 
 

Full Time 

(%) 

Part Time 

(%) 

None 

(%) 
 

Full Time 

(%) 

Part Time 

(%) 

None 

(%) 

Story Completion 

(n=50) 

5 

(10%) 

44 

(88%) 

1 

(2%) 
 

23 

(46%) 

7 

(14%) 

20 

(40%) 
 

7 

(14%) 

9 

(18%) 

34 

(68%) 

Interviews (n=10) 
1 

(10%) 

9 

(90%) 
-  

4 

(40%) 
- 

6 

(60%) 
 

3 

(30%) 
- 

7 

(70%) 
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Table 5.3. Country of Residence demographics of the participants who completed 

the story completion task and the interviews. 

 

Country of Residence 

UK 

(%) 

USA 

(%) 

Australia 

(%) 

Canada 

(%) 

France 

(%) 

Germany 

(%) 

Unspecified 

(%) 

Story 

Completion 

(n=50) 

32 

(64%) 

9 

(18%) 

4 

(8%) 

3 

(6%) 

1 

(2%) 

1 

(2%) 
- 

Interviews 

(n=10) 

6 

(60%) 
-  

2 

(20%) 
- - - 

2 

(20%) 

 

Interviews 

All interviews were carried out by ALJ (senior author) and followed a semi-

structured interview schedule34. These interviews explored the stories which the 

participants wrote in more detail, and crucially, asked them about their reasons for 

choosing this story. This reflection on the stories was key to explore the participants’ 

understanding of their future stories, how they felt about their future, and how their 

narrative about their future had changed over time. The interview schedule can be 

found in the Appendix (now appendix G). 

 

Data Analysis 

The data were analysed using a combination of deductive and inductive 

reflexive thematic analysis35-36. Thematic analysis was selected due to its facilitation 

of both deductive and inductive analysis. As thematic analysis is theoretically 

flexible, it is important for us to be clear about the theoretical paradigm we adopted 

and how this influenced our analysis and interpretation of data. We used the 

reflexive thematic analysis approach of Braun and Clarke35-37, which centres the role 

of the researcher as an active agent in the analytical process, and requires reflection 

on the assumptions they bring to their engagement with the data36. Reflexive 

thematic analysis is widely used in psychology and has been used to analyse both 

story completion and interview data30,32,38. 
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Analyses of story completion data 

Following the work of Morley and colleagues22 which explored how pain 

interacted with participants hopes and fears for their future, story completion data 

were coded for all instances of a ‘hoped for future’ and a ‘feared for future’.  Hoped 

for future codes included statements or partial statements which indicated any 

element of positivity about the adolescent’s future.  Feared for future codes included 

statements or partial statements which indicated any element of negativity about the 

adolescent’s future. There was no minimum or maximum length for these 

statements, but each separate code represented a distinct point. Individual stories 

were first read for familiarisation and then a second time for coding purposes.  

Examples of codes can be found in Table 5.4. The hoped-for statements, and 

feared-for statements were subsequently considered as two new, independent data 

sets to be coded inductively using Braun and Clarke’s36,37 six stage guideline for 

reflexive thematic analysis. 

Analyses of interview data  

Interview data were coded using reflexive inductive thematic analysis36,37.  An 

inductive reflexive approach was adopted to facilitate in-depth analyses of the 

expanded detail around the stories in addition to reflections around the reasons for 

selecting particular stories. Such an approach also facilitated analysis of the 

researcher’s dynamic influence in the conversation with the participant. The interview 

data were analysed following the coding and initial theme development of the story 

completion data. This allowed the authors to use the coding of the interview data as 

a check to confirm that the themes generated from analysis of the story completion 

data were congruent with participants’ understanding of their future plans in the 

subsequent interview data. This process captured the participant’s understanding of 

their stories.  

Combining deductive and inductive analyses 

A deductive-inductive two-stage analytical process was adopted to facilitate 

exploration of varied aspects of the data, since both approaches are distinct 

analytical approaches which explore different levels of meaning within the data. 

Deductive analysis is a ‘top-down’ approach which captures manifest meaning within 

the data, whereas inductive analysis is a ‘bottom up’ approach which captures latent 

meaning39. The combination of both approaches allows for exploration of both levels 

of meaning, giving a richer and more detailed analysis of the data. However, this 
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detailed level of analyses meant that it was only possible to analyse participants 

stories of their own futures, rather than the other stories collected as part of the wider 

study. 

Quality in qualitative research 

Prior to data analysis, issues related to ensuring high quality and rigour in 

qualitative research were considered. While we have chosen data collection 

methods which can provide rich and high-quality data, it is important to be aware of 

the researchers’ key role as the “instrument for analysis” and therefore our 

responsibility for the quality of the research40. Numerous criteria exist which can be 

used to evaluate the quality and rigour of the analyses including credibility, 

transferability, dependability, and confirmability40-42. Below, we have outlined the 

particular ways in which we have explicitly considered, actively implemented and 

embedded these principles within our study. 

First, we focused on collecting and analysing two forms of data within the 

study (interview and story completion data) to enable a credibility check on the 

themes within the analyses. The addition of the interview data helped to confirm that 

our understanding of the stories was aligned with participants’ perceptions and 

sense making of their stories, thereby increasing the confirmability of the results. 

Throughout the results section, we have included quotations from the data, including 

pseudonyms, ages, gender, and whether the quotation was derived from the stories 

or interviews. These quotations are taken from a range of stories and interviews 

across the participant sample, providing accurate examples of the themes across the 

whole data.  These quotations demonstrate how the themes are grounded in the 

data, and give the reader a clear understanding of the data and their context. Finally, 

throughout the data analysis, the authors took a reflexive approach, both individually 

and collectively as a group, helping us to be aware of our influence on the analysis. 

AJ (first author) led the data analysis, supported by ALJ and LC. This subset of 

authors had many group discussions and feedback at all stages of theme 

development, and subsequently all authors participated in such discussions 

throughout theme finalisation and manuscript write up. These discussions ensured 

that author interpretations and inputs into theme development were credible and 

grounded in the data.  
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Results 

Deductive analyses  

Each time a separate example of a hope or a fear for the future was written in 

the stories, they were appropriately coded. For example, “I will still be in constant 

and unpredictable pain” was coded as an instance of a feared-for future, and 

“Hopefully I would be married and maybe a child if I’m able too [sic]” was coded as 

an instance of a hoped-for future. Table 5.4 shows these and other examples of the 

two codes used in the deductive analyses, along with the excerpts they were taken 

from.  

 

Table 5.4 

Examples of deductive coding 

Extract of story Codes 

Hopefully I would be married and 

maybe a child if I’m able too [sic]. I’d 

like to be driving by then in a 

mobility car so I can have my 

independence. (Becky aged 17, 

story completion)  

Hopefully I would be married and maybe a 

child if I’m able too [sic] – Hoped-for future 

 

I’d like to be driving by then in a mobility car 

so I can have my independence. – Hoped-

for future 

I will still be in constant and 

unpredictable pain which will mean I 

don't have a job that I am able to 

keep (Sarah aged 17, story 

completion) 

 I will still be in constant and unpredictable 

pain – Feared-for Future 

 

I don't have a job that I am able to keep 

walk – Feared-for Future 

I hope to be graduated from 

university and in an office job as 

standing for too long is unbearable. 

(Sophie aged 18, story completion) 

I hope to be graduated from university and 

in an office job – Hoped-for Future 

Standing for too long is unbearable – 

Feared-for Future 
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The deductive analysis generated 291 instances of hoped-for futures across 

49 of the 50 stories, and 99 instances of feared-for futures across 27 of the 50 

stories. Only one story contained exclusively feared-for codes and 23 contained 

exclusively hoped-for codes.  Just over half of the stories (n = 26) included instances 

of both hoped-for and feared-for future, with some stories containing both codes 

within the same sentence, for example: “At this point it has proven to be increasingly 

more difficult to see my dreams as easily achievable while this will not stop me it 

definitely makes my dreams seem unachievable” (Megan, 21, story completion). 

These frequencies highlight that hoped-for statements dominated participants’ 

stories.  

 

Inductive analyses 

To extend our understanding of adolescents’ perceptions of their future 

selves, the hoped for (n= 291) and feared for codes (n= 99) from the story 

completion task were used to generate initial themes, before being combined with 

the interview data.  We explored the different narratives that the participants created 

regarding their perceived future selves and the role that CRPS may play in these 

futures. Overall, the stories suggested that prior to the onset of CRPS, participants 

perceived that they would have freedom to choose their future path, and that their 

lives would involve meeting a set of recognised developmentally normative 

milestones (e.g., educational and employment achievements, and starting a family). 

The onset of CRPS was associated with losses, to a greater or lesser extent, around 

these expected futures. The reflexive thematic analysis generated two themes: 

Centrality of Loss, and Adjusting to Loss, which are explored in detail below with 

quotations from both the stories and interviews. These themes reflect differences in 

how the participant narratives frame the losses associated with CRPS, and crucially, 

how they describe their expectations around continued loss or adjustment to these 

losses into their future.  

 

Centrality of Loss 

The theme of centrality of loss captures the idea that participants described 

stories which centred around the losses they perceived in their future due to CRPS. 

The exact nature and severity of this loss varied, but such stories described how the 
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adolescent’s desired future had been taken from them as a result of developing and 

living with CRPS.  Such losses were a central focus these narratives.  

For some participants, living with CRPS was perceived to be incompatible 

with their future plans, reflecting a broad sense of loss concerning their imagined 

future and its possibilities.  For instance, Amy (aged 24) described in her story how 

CRPS had destroyed her plans for the future, leaving only a void and a memory of 

what she had once had. She described a sense of loss and hopelessness, and 

appeared to be grieving for the life she feels she had lost. “I [would] talk about what I 

had, not what I have. I [would] talk about my achievements but not my hopes and 

dreams. I hope no one wants to keep in touch because I don’t have much of a life 

anymore.”  Amy continues to describe how the “future only looks bleak.” For 

participants such as Amy, CRPS is an all-consuming force which insidiously creeps 

into their futures, denying these young people the opportunities and experiences that 

they rightfully expected would feature in their imagined futures. Participants also 

talked about the losses they are currently experiencing due to CRPS, and how they 

believed the CRPS, and its impact on their life, will deteriorate over time in a 

trajectory of continued loss. As an exemplar of this, Katy (aged 25) describes in her 

story how “I'll probably have declined in health, mobility will be less, pain worse, 

muscle wastage more noticeable and quality of life will have declined more (even 

though right now it feels hard to see how things could get worse)”. Extending this 

further, Natasha (aged 19) described in her interview “I think it’s a condition that 

changes who you are” and “I just completely lost myself, I’m not anywhere near the 

person that I was.” Here, Natasha shows how deep and enduring the loss she has 

experienced due to CRPS is. She is expressing how CRPS has changed her 

identity, leading to a loss of her identity and a loss of control over herself, which she 

believes will persist into her future. In contrast, other stories described losses which 

were less extreme, yet remained central in their future narratives. For instance, 

Hannah (aged 19) described in her story how she felt she had lost the ability to work 

full time due to the CRPS: “I don’t think I’d be able to handle full time because of bad 

nights and flare ups”. Although Hannah expresses that she believes that she will not 

lose the ability to work altogether, her focus is on what she has lost rather than what 

she has retained.  

Loss narratives were viewed through a social lens, in which participants 

engaged in an active process of comparing their imagined futures with those of their 
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peers, and portrayed overly negative social responses.  For example, Lisa (aged 25) 

described how she will “have to explain that I don't work. With that I would have to 

explain why and I would feel ashamed.” Lisa’s shame is compounded by the 

comparison with their peers, who are assumed to be able to work without problems.  

The following quotation from Louise’s (aged 17) story demonstrates how the 

participants’ perceptions of the way others see them, can amplify this sense of loss 

and negative feelings they have about themselves. “People may have given up on 

me as they think I can’t be on crutches for that long and therefore believe I’m faking 

or it’s psychosomatic and this leads to loss of friends and further social isolation.” 

How far Louise’s perception is supported by others’ views is not known.  

In addition to the direct comparison between what they and their peers will 

achieve, another important element to the social context of the sense of loss was the 

loss of shared experience with their peers, and the isolation this brings. For example, 

Sarah (aged 17) described in her story: “I probably won't have many friends because 

they will all be off building their futures, knowing where they want to go in life, whilst 

I'm at home alone wondering if I will ever have a pain free day again”.  For Sarah, 

there seemed to be an inability to build a meaningful future and this creates an 

increasing distance between her and her peers in terms of possible futures, 

highlighting a further sense of loss. For others, this sense of social loss was focused 

on the dominance of CRPS in their life.  Lisa (aged 25) describes in her narrative 

how “I won't have much to talk about other than pain”, highlighting her sense of being 

increasingly consumed by CRPS, and the loss of non-pain elements of herself and 

her life. For Lisa, the sense of loss centres on a narrowing of her experiences, 

extending the perceived gap between Lisa and her peers as there is no common 

ground in terms of shared experiences and imagined future goals.  

 

Adjusting to Loss 

Many participants described their future goals as achievable despite living 

with CRPS and the losses it may bring. In such instances, participants’ narratives did 

not have loss as a central component. Rather, they described how they will have 

adjusted to such losses, and how their future plans have been adapted to 

accommodate living with CRPS in a positive way.  

Some participants described an expectation of achieving the goals they had 

prior to CRPS, such as marriage, families and careers, with some not even 
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mentioning CRPS at all when describing their imagined future. For example, Jo 

(aged 17) explained in her story how she will “become a paramedic or ICU Pediatric 

nurse after attending university”, with Ali (aged 21) saying in her story “I will hopefully 

be married and have children”. Other stories mentioned CRPS but explicitly stated 

that it will improve substantially. For example, Andrew (aged 14) stated in his story “I 

will have little or no chronic pain”, and Sam (aged 15) said “I will be able to live 

CRPS free and not be at risk of having a flare up every time I fall over”. Such 

narratives show that some participants do not envisage any long-term loss of 

functioning due to CRPS. Contrastingly, other participants do foresee some losses 

due to CPRS in their future, but focus on describing how they imagine that their 

future will include a positive trajectory despite the current losses due to CRPS. This 

positive trajectory may be due to various reasons, such as a perceived reduction in 

the severity of CRPS over time. Jo (aged 17) expressed such a perception in her 

interview: “my flare ups will continue but they’re not gonna be as intense or as often 

as they are now”. For others, their stories suggest a perception that they will adjust 

to the losses that CRPS brings, and be more skilled in managing the condition. Vicky 

(aged 19) stated this in a general sense in her story: “I will be able to cope better and 

not let it overtake my life”. Laura (aged 24) described in her story the details of how 

she will achieve this: “I'd like to think that by this point I'd be on the right medication 

and have a better grasp on what causes my triggers and what to avoid. I also hope I 

will know the right ways to calm myself down after an attack or episode so it doesn't 

eat up as much time as it used to.” Such expectations of abating symptoms or 

improved self-management strategies may explain why there is such an abundance 

of hope present in these stories. However, as described below, a number of 

participants displayed hope despite an expectation that CRPS symptoms would 

continue to have a substantial impact on their future.  

Several stories outlined that for some, CRPS had created more substantial 

losses and deviation from their original future plans. However, in contrast to those in 

the sense of loss theme, these participants presented the changes in an adjustment-

focused rather than a loss-focused narrative. For example, Clare (aged 18) 

described in her story how she imagines that she will be “living independently with 

potentially a service animal to aide me in things I can’t do on my own”. When 

discussing her future story in the interview, Ellie (aged 23) described her perceived 

need to change her career path to one that may better meet restrictions associated 
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with her pain condition: “I had to adapt from that sort of, the story I had for myself. 

But it’s essentially the same thing that I’ve wanted for myself since I was about ten. 

Just with slight adaptations to allow for the difficulties that CRPS brings in. So, like 

rather than sort of being Ed Psych, going into counselling instead?”. Some 

participants extended this further and perceived the experience of living with CRPS 

as offering them unique opportunities for future direction and societal integration that 

would otherwise not be possible. These participants provided narratives where their 

current struggles would be constructively used to carve out a positive future that 

enables them to use the skills they had gained from managing a complex pain 

condition.  For example, Jo (aged 17) described in her story how she will be “be 

working as a volunteer to help raise money for treatment of CRPS and new research 

into the care plans needed”.  For this participant, her experiences would enable her 

not only to have a meaningful career, but to advance scientific knowledge in the area 

of CRPS. Stories such as Jo’s suggest that over time, the participant’s future will be 

dominated by CRPS in a positive way, enabling them to turn negative experiences 

into positive ones, both for themselves and others. This may represent the 

participants’ pursuit of meaning, which their previous plans are no longer able to 

provide and so they create new plans which would allow them to find meaning out of 

their experiences of CRPS. Such narratives suggest an active process of engaging 

with the loss, and using the experience as a catalyst for personal growth and 

transformation. Rachel (aged 18) summed this up when she wrote in her story that “I 

hope to have turned this ugly situation into something more beautiful.” 

Achieving success in their imagined future, despite potential current or future 

losses due to CRPS, was important for many participants, and as described above, 

this ranged from achieving their pre-diagnosis goals, to the creation of entirely new 

aspirations and goals. Such success was often described at an individual level (e.g., 

a lucrative and professionally engaging career), however, for some participants, the 

social context in which this success is perceived was critical. For Debbie (aged 25, 

quotation from her story), it was critical that “People would be surprised to see the 

things I've accomplished, and happy to see my success.” Similarly, Rachel (aged 18) 

stated in her story, “I want to say to all the kids in high school who told me I couldn’t: 

‘look what I did... all the things you said I would never’.” These quotations suggest 

that while Debbie and Rachel imagine a future where they are able to achieve their 

goals despite the losses associated with CRPS, they are aware of the perceptions of 
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their peers. Debbie and Rachel express a belief that their peers’ perceptions of them 

are of continued loss and inability to achieve. Success was not sufficient for some 

participants, with Jo (aged 17) describing in her story how “My secondary school 

friends will be in awe that despite my numerous obstacles and conditions that I still 

managed to achieve my dream”.  

 

Discussion 

We explored how adolescents with CRPS think about, and imagine, their 

futures. Study findings identified the dominance of loss in young people’s narratives 

in relation to CRPS, both with regard to the impact on their lives and the active role 

of adjustment to such losses.  Themes comprised ‘centrality of loss’ and ‘adjusting to 

loss’. In particular, the centrality of loss theme illustrates how for some adolescents 

with CRPS, their perceptions of the future are dominated by the losses associated 

with their condition. Contrastingly, the adjusting to loss theme shows that other 

adolescents are able to adapt and adjust their future plans to overcome such losses. 

Adolescence is a time of change and development, when individuals start to 

consider possible futures and how they will build such futures independently of their 

parents and other caregivers. For individuals who experience CRPS during 

adolescence, loss (or perceived imagined loss) of some, or all, of their future plans 

becomes a consideration.  Such findings are congruent with the wider chronic illness 

literature in which ill-health has been shown to disrupt individual’s lives and 

challenge “…earlier taken-for-granted assumptions”43. Such disruption necessitates 

some degree of narrative change to accommodate the new demands of managing a 

chronic illness44. In terms of the specific narrative changes which occur in youth with 

chronic illnesses, research suggests that the additional difficulties that may come 

with having such an illness may impact ones hopes for the future. Additionally, there 

may be a unique impact of developing an illness, rather than simply having an 

illness, which increases this sense of loss45.  This is consistent with the findings of 

Stommen and colleagues18, who found that adolescents with chronic pain perceived 

more barriers to achieving future goals as compared to pain-free adolescents. 

Situating our findings within this chronic illness literature, it is possible that when 

adolescents face challenges associated with managing CRPS, they may engage in a 

process of re-evaluating their identity and future trajectory. Consequently, although 

adolescents may initially present as being confronted by loss it is possible that over 
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time they are able to adapt to such losses. Initial theme presentation, and 

subsequent movement towards a more loss-focused or adjustment-focused narrative 

may be facilitated by individual factors such as the extent of disability, co-occurring 

mental illness, and duration of CRPS. Additionally, factors external to the person 

such as parental mental illness, social support, journey through health services, and 

therapeutic intervention, may also facilitate such change.  

The analysis for this study was informed by the work of Morley and 

colleagues22, who asked adults with chronic pain about their hopes and fears are for 

their future. The results of the present study suggest that such a theoretical 

approach may also be applicable to adolescents. Our participants expressed much 

more hope than fear. These were often combined and presented in narratives which 

had loss or adjustment as their focal point, suggesting a complex interaction 

between loss, fear, hope, and adjustment. Carver’s46 theoretical model of loss 

adjustment, which proposes 4 potential trajectories of functioning following initial 

losses in response to adverse events, may help us to untangle this complex 

relationship.  Carver suggests that individuals may 1) continue on a negative loss 

trajectory, 2) partially recover some functioning, 3) return to prior functioning, or 4) 

may surpass prior functioning. Applying this model to our results, we can see all four 

of these trajectories. The narratives expressed in the centrality of loss theme appear 

to be continuing on a loss trajectory as they are currently unable to adjust to the 

losses that CRPS has imposed on them. The three other trajectories from Carver’s 

model nicely illustrate the variety of stories observed within our adjusting to loss 

theme, with some participants accepting limitations on their future functioning, some 

expecting limited or no impact on their functioning, and others take something 

positive from their CRPS experience which they otherwise would not have. Previous 

research which applied Carver’s model to adults with arthritis found that many 

people were thriving but only after several years following diagnosis, suggesting an 

initial sense of loss, and the need for time to adapt47. This study was cross-sectional, 

and only explored the trajectories which the participants imagine they will have, from 

the perspective of a single time-point. Therefore, a longitudinal investigation is 

needed to explore the real-life trajectories of adolescents with CRPS, how their 

future narratives may change over time, and the continued relationship between the 

two. Also, previous research has shown a combination of functional enhancement 

and reduction depending on the area of functioning17. Therefore, an overall model of 
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functional trajectories may be too simplistic to capture the complexities of loss and 

loss adjustment shown in the present study. It may be more accurate to consider 

functioning as a multidimensional construct, where individuals may have numerous 

different trajectories. A multidimensional model of functioning may be useful when 

considering adolescent development in general. However, it may be particularly 

relevant when considering the development of those with chronic illnesses such as 

CRPS. Such an approach could help to identify in what specific areas an individual is 

experiencing difficulties, and where they may be excelling. This would therefore help 

to target interventions, and highlight areas of success which may be overlooked.  

This study of course includes some strengths and limitations. A particular 

strength of the study is the use of a novel method, story completion, to explore 

participant’s future narratives, an approach previously not taken in the context of 

paediatric chronic pain.  Combining this with detailed interviews resulted in a wealth 

of rich data, while the use of both deductive and inductive thematic analysis yielded 

robust results. With regard to limitations, our study findings are limited to the 

experiences of this particular sample of young people with CRPS, and consequently, 

it is not possible to draw comparisons with young people without CRPS or with other 

long-term conditions. Second, data were collected at a single time point, limiting 

analyses to those at such a single time point and preventing us from extrapolating to 

the stability of the observed perceptions over time. Third, we used a story stem 

which described a school reunion as it is a situation which most participants could 

related to, and where they would be telling people about their lives. However, it may 

have led some participants to write stories which were more socially orientated than 

they would have otherwise written. Finally, we did not ask participants about their 

treatment history and consequently, it is unclear how far adjustment to loss has been 

therapeutically mediated or arrived at independently.  

Overall, this study provides valuable insights into the future narratives of 

adolescents who have CRPS. Such individuals appear to be overall hopeful about 

their future, although this hope is interspersed with concerns about how CRPS may 

impact their lives. Adolescents who have CRPS may see their condition as an 

insidious force which results in a variety of losses in their life. For some adolescents, 

their future narratives centre around these losses which they imagine will only 

deepen as they move through life. For others, their future narratives are focused on 

their ability to build a positive and fruitful future through adaptation to such losses.   
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Chapter 6: Quality in Online Qualitative Research 

6.1. Overview  

This Chapter is concerned with how I ensured the quality and data integrity of 

the story completion study in the previous Chapter. The story completion task was 

conducted as an online survey, and the interviews were the only synchronous 

contact with participants. As we (appropriately) provided participants with 

reimbursement for their time, this unsynchronous online method provided a potential 

opportunity for individuals to fraudulently complete the story completion task and 

claim the reimbursement. We therefore wanted to devise a way to manage the study 

in such a way that we were able to recruit participants while ensuring their eligibility. 

We searched the literature but found no comprehensive guidance around how to 

manage such data integrity issues in online qualitative research. We therefore 

developed our own plan that allowed the study to collect data that we are confident is 

high quality. However, this process involved a lot of researcher time and energy, 

which made me keen to use our experience to address the gap in the literature and 

produce the practical guidance that we would have found useful. This Chapter 

therefore outlines key potential threats to the data integrity in online qualitative 

research, and the techniques which can be used to address them.  

The manuscript presented in this Chapter has not yet been published but is 

currently under review for the Qualitative Research special issue of Methods in 

Psychology.  
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of participants in online qualitative methods. 
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Abstract  

Innovations in qualitative data collection methods such as the development of 

qualitative surveys, have resulted in an increase in the number of qualitative studies 

conducted online.  Online data collection methods typically lack the synchronous 

contact between researchers and participants which is present in more traditional 

methods of qualitative data collection such as face-to-face interviews.  Despite 

numerous benefits of these novel online methods of qualitative data collection, such 

methods also pose unique challenges concerning participant eligibility and data 

quality in the qualitative domain. Consequently, it is critical to consider the specific 

challenges unique to qualitative research and develop appropriate techniques to 

address these. In this paper we outline some of the challenges posed by conducting 

qualitative research online, and suggest techniques to address them. Two categories 

of challenges pose a threat to data quality in online qualitative research: 1) issues 

concerning confirmation of the eligibility of participants, and 2) ensuring participants 

are able to provide high quality data. Similarly, the techniques we propose broadly 

fall into two categories: 1) relatively fast and simple techniques incorporated into 

study set-up (e.g., preventing multiple submissions from a single IP address), and 2) 

techniques requiring additional research resources (e.g., data screening). We also 

discuss some of the potential pitfalls which can prevent the implementation of these 

techniques and how to overcome them. Finally, we urge researchers to be 

transparent about the techniques they implement to optimise data quality and to 

adopt a proactive rather than reactive approach to maximising data quality in 

qualitative research studies.  
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Introduction 

Within the last two decades, the use of qualitative methods has gained 

momentum in the field of psychology, a trend accompanied by an increasing 

diversity of qualitative methods. Traditional qualitative data collection methods such 

as interviews and focus groups, necessitate synchronous contact with participants 

(e.g., face-to-face, telephone, or video communication) (Braun & Clarke, 2013). 

Whilst such methods remain popular, methodological innovation has expanded the 

types of research data that can be collected and crucially, how data are collected. 

Data collection methods exist which include textual data from qualitative surveys 

(Braun, Clarke, Boulton, Davey, & McEvoy, 2020), visual data in the form of photos, 

drawings, or other images (e.g., McGrath et al., 2020), and combinations of these 

data collection methods (e.g., Favaro et al., 2017; Hayfield & Wood, 2019). These 

novel methods provide investigation of previously unexplored areas, opening new 

avenues of discovery. For example, our recent study used online story completion 

methods to explore the narratives that young people living with Complex Regional 

Pain Syndrome have about their future (Jones et al., 2020).  Many of these novel 

methods can be conducted online without synchronous contact with participants, 

facilitating large participant samples with relatively little researcher time dedicated to 

participant recruitment and data collection. It is these online qualitative methods 

which involve no synchronous participant contact that we discuss in this paper. In 

addition to this natural evolution of qualitative online methods, the COVID 19 

pandemic has acted as a catalyst, accelerating this process by moving many studies 

online. Such studies are likely to have been rapidly re-designed to adapt to the 

current situation, leaving researchers little time to consider many of the implications 

of online methods (e.g., Dodds & Hess, 2020). The purpose of this paper is to 

critically reflect on the implications of using online qualitative methods of data 

collection. 

The benefits and opportunities that online qualitative methods provide have 

been well documented (e.g., Subramaniam & Wuest, 2018). However, the 

challenges such methods pose, specifically the potential threats to data quality, are 

rarely discussed.  Contrastingly, there is a more established history of conducting 

quantitative research online (e.g., internet-based questionnaires) and consequently, 

there is a greater awareness of the challenges that using such online methods can 

present for quantitative data collection (see Godinho, Schell, & Cunningham, 2019; 
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Teitcher et al., 2015). Notably there is overlap across quantitative and qualitative 

methods in the challenges posed by conducting research online, highlighting the 

importance of shared learning. However, differences in the methods used and types 

of data collected mean that online qualitative methods face unique challenges which 

must be appropriately addressed. 

This commentary begins by exploring a range of potential challenges and 

techniques related to ensuring a high level of data quality in online qualitative 

research methods. We further consider some of the potential barriers to 

implementing the proposed techniques, and end by outlining our aspirations for 

continuing the conversation in this area, with the aim of propelling qualitative online 

methods forward in a rigorous and robust manner.  

 

Potential Challenges & Techniques 

We identify two categories of challenges posed by online qualitative research 

which, along with potential techniques, are outlined below and summarised in Table 

6.1.  These categories are not exhaustive, and each study will face a unique 

combination of challenges depending on its specific research design. We therefore 

encourage researchers to carefully consider what threats to data quality may impact 

their individual studies. 

 

Category 1: Fraudulent Responses & Ineligible Participants 

The first category concerns ensuring that research data is provided by 

participants who meet the study eligibility criteria. This challenge is common across 

qualitative and quantitative online methods, and therefore some of the potential 

techniques used to address this challenge are also shared. We distinguish between 

three types of study respondents: eligible participants, ineligible participants, and 

fraudulent participants. Eligible participants are those who meet the study eligibility 

criteria. Ineligible participants are well-intentioned individuals who are unaware that 

they do not meet the eligibility criteria. Finally, fraudulent participants are participants 

who intentionally complete study tasks inappropriately. Many studies provide 

financial reimbursement for participants to rightfully acknowledge their time and effort 

(Jones & Liddell, 2009; NHS Health Research Authority, 2014). Unfortunately, these 

payments may make a study a target for fraudulent participants, who participate for 

financial gain. Fraudulent participants may use automated systems (known as 
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‘bots’), or manually submit responses to the study. Fraudulent participants will likely 

submit multiple responses, although a single submission does not guarantee the 

response is not fraudulent.  

 

Table 6.1 

Techniques to address threats to data quality 

Technique Challenge(s) addressed 

 

Possible 

implementation 

pitfalls 

CAPTCHA Automated responses 

 

Not available on all 

online study software 

Minimum length limit Automated responses 

Manual fraudulent responses 

Poor data quality 

 

May discourage 

participants 

One response per IP 

address 

Automated responses 

Manual fraudulent responses 

 

None 

Invite only study  Manual fraudulent responses 

Unintentional ineligible 

participation 

Requires increased 

administration 

 

Screening of responses Automated responses 

Manual fraudulent responses 

Poor data quality 

 

Requires increased 

administration 

Screening of emails for 

payment 

Automated responses 

Manual fraudulent responses 

 

Requires increased 

administration 

Pilot study Poor data quality Requires increased 

administration 

 

Inclusion of potential 

participants in study 

design 

Poor data quality Requires increased 

administration 

 

To ensure that data is only provided by eligible participants, online qualitative 

studies require robust processes for preventing automated responses and confirming 

the eligibility of participants. There are four simple techniques which can help to 

prevent automated responses, and as they can be implemented across 

methodologies, they can be implemented in qualitative methods (Bowen, Daniel, 
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Williams, & Baird, 2008; Curran, 2016; Godinho et al., 2019). Firstly, a CAPTCHA 

(Completely Automated Public Turing test to tell Computers and Humans Apart) is a 

short task designed to be easy for humans but too complex for computers 

(Butterfield, Ekembe Ngondi, & Keer, 2016). Many online study platforms (such as 

Qualtrics) have the facility to add CAPTCHA easily to a study, making it a quick and 

simple way to help prevent automated responses. Secondly, most online study 

platforms have settings which can prevent multiple responses from the same IP 

address, thus helping to prevent participants from completing the study more than 

once. Thirdly, including a clause in the information sheet and consent form outlining 

the conditions under which payment will not be sent provides researchers with an 

appropriate position for withholding payment and may dissuade would-be fraudulent 

participants. Finally, setting minimum limits for free text boxes and requiring 

responses for all questions makes fraudulent responses harder. For example, in our 

recent online study employing story completion methods (Jones et al., 2020), we set 

a minimum limit of 900 characters for stories, a decision informed by methodological 

and analytical guidance (Braun & Clarke, 2020; Clarke, Hayfield, Moller, & Tischner, 

2017). However, caution is needed when requiring responses to questions as 

participants have the right to choose not to respond to a question. One resolution to 

this ethical dilemma is to include a “prefer not to answer” response to such 

questions, thus allowing them to submit a response while choosing not to answer the 

question. As this may not be appropriate for all questions/tasks, we suggest 

researchers consider the ethical implications prior to implementing forced responses. 

In addition to these techniques relating to design features, there are three 

techniques relating to study procedures which can be implemented to help confirm 

the eligibility of participants. Firstly, making the study accessible only via personal 

links sent by the researcher allows the researcher to act as a ‘gatekeeper’, only 

giving access once eligibility has been confirmed. We recommend asking potential 

participants to email the researcher, who then asks screening questions to assess 

eligibility, and answers any questions that the participant may have.  

Secondly, we recommend checking the email addresses provided for sending 

payment are not duplicated. Generating a document solely for tracking payments 

ensures that data protection is adhered to, excess personal information is not stored, 

and data that are stored is anonymous. Such a document only needs to include 
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details of the payment (i.e., payment method), the date the payment was executed, 

and the email used for payment. 

Finally, all data should be screened for duplicate or incongruous responses. 

This should take place quickly after a response has been received, and prior to any 

payment being sent. Timely screening avoids potentially problematic responses from 

accumulating, a potential danger with intentional fraud where many responses may 

be submitted in a short period. Prompt screening also ensures that eligible 

participants receive payment without delay and is important for ensuring appropriate 

safeguarding of vulnerable individuals. Safeguarding is outside the scope of this 

paper, however researchers must consider how to manage disclosures or other 

safeguarding concerns which may arise in the data. When screening data, it is 

important to balance the competing needs of ensuring only data provided by eligible 

participants are included, and not discarding eligible, but unusual, responses. 

Therefore, researchers should avoid being overly influenced by their expectations of 

what the data ‘should’ look like. Ideally, response screening would be facilitated by 

someone who is blinded to the study hypothesis and aims. In our experience it is 

relatively easy to identify fraudulent responses as they tend to contain inappropriate 

phrases, unrelated to the question. It is worth noting here the advantage that 

qualitative methods allow us, with the ‘richness’ of the data making suspicious 

responses easier to identify. Any suspicious responses identified should be 

discussed, where possible, with the research team and a consensus reached 

regarding exclusion of any responses.  

 

Category 2: Data Quality 

The second category of challenges posed by online qualitative research 

relates to ensuring that eligible participants provide high quality data (i.e., data which 

allows the researcher to answer the research question). Similar to online quantitative 

studies, the lack of synchronous contact in online qualitative methods prevents the 

researcher from providing clarifications or asking probing questions, creating three 

potential problems that may impact data quality. Firstly, participants may not fully 

understand what is being asked of them. They may not realise that they have 

misunderstood the task or may simply exit the study rather than seek clarification. 

Secondly, for a variety of reasons, participants may not provide the level of detail 

needed. However, different study designs require different levels of detail, and 
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individual responses to online methods such as qualitative surveys, are likely to be 

less ‘rich’ compared to data generated by face-to-face interviews (Braun et al., 

2020). Finally, participant fatigue or lack of engagement can result in responses 

which lack appropriate detail or are missing altogether.  

To help guide participants to provide high quality data, task instructions need 

to be clear and precise, but avoid overburdening participants or leading them 

towards certain responses. We recommend three specific considerations when 

writing task instructions and questions. Firstly, setting a minimum limit for the free 

text sections as outlined above, and if appropriate, stating there is no maximum limit 

on response length. Studies will require differing minimum limits depending on the 

specific task, the analytical approach used, and the other tasks within the study (i.e., 

to prevent overall participant burden). Secondly, stating that there are no right or 

wrong answers and encouraging as detailed responses as possible. Finally, 

involving participants in the design stages is considered best practice (see UK Public 

Involvement Standards Development Partnership, 2019), and can help improve the 

readability of questions, and the appropriateness of the tasks. Conducting pilot 

studies can also help to identify elements which do not work (e.g., survey links not 

working) or which participants have trouble completing (e.g., questions which are 

often left incomplete). Together, pilot studies and the involvement of participants can 

help to ensure that the study design and instructions are likely to be acceptable to, 

and understood by, participants.  

 

Implementation Pitfalls 

Ideally, researchers should implement all the techniques outlined in section 2, 

however this may not be possible due to a variety of potential pitfalls. Although the 

security techniques outlined under category 1 above are quick to set up and require 

no further input from the researcher once in place, they are not a panacea, and 

implementing these alone cannot guarantee the eligibility of all participants. Rather, 

we see these as basic protections to be incorporated into the standard study set up 

for all online studies.   

In contrast, the techniques outlined above in category 2 increase the amount 

of study administration required. We therefore suggest considering these techniques 

during the development of study funding applications (where possible) to ensure the 

appropriate resources are available for study management. As with many aspects of 
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study management, a greater number of resources will likely be related to higher 

quality data, and a balance between pressure on resources and data quality must be 

reached. However, although implementing these techniques may initially require 

additional resources, they are likely more efficient in the mid- to long-term, due the 

reduction of the burden created by fraudulent responses, ineligible participants, and 

inappropriate or incomplete responses. If full implementation is not possible, 

researchers should consider which techniques they may be able to implement, 

specifically taking into account which threats to data quality their study is most at risk 

from.  

 

Conclusions 

In this commentary, we have outlined key challenges regarding data quality in 

online qualitative research methods, and techniques which can help address these. 

These techniques cannot solve all threats to data quality. Rather, they form the start 

of an evolving conversation around ensuring that the ongoing innovation of online 

qualitative methods is not at the expense of data quality.  

As a community of researchers using qualitative methods, we would be wise 

to learn from the knowledge and techniques developed to ensure high data quality in 

online quantitative methods (see e.g., Bowen et al., 2008; Curran, 2016; Godinho et 

al., 2019). However, we must also acknowledge the specific challenges and 

opportunities related to data quality presented by qualitative methods. As qualitative 

researchers, we are familiar with methods that require us to build rapport with our 

participants, and we often gain very personal insight into their lives. As online 

methods often prevent this type of contact with participants, we must find alternative 

ways of ensuring the eligibility of our participants and the quality of the data they 

provide. Additionally, as the data we are gathering is more than numbers, it may be 

easier to identify suspicious responses or poor-quality data.  

It is essential for researchers to be open and transparent about these issues, 

and not let pressures around participant recruitment and publications lead away from 

the need for reliable, trustworthy, and high-quality data. Some of the techniques we 

propose can be easily implemented with minimal additional work, with others 

requiring researcher time and resources, which are often in short supply. However, 

we recommend against viewing these techniques as optional extras, used only when 

there are ample resources. We believe these techniques should be considered 
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essential requirements when conducting qualitative research online. Therefore, we 

encourage all qualitative researchers using online methods of data collection to 

consider the issues explored here and critically evaluate their research design to 

ensure that their data is of the highest quality. 
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Chapter 7: Discussion 

 

7.1. Chapter overview  

In this chapter I start by summarising the study findings included in this thesis, 

before contextualising those findings within the wider literature, and considering the 

theoretical implications. I then critically evaluate the research included in this thesis 

and consider the implications of this work on future research and clinical practice. 

Finally, I end with my overall conclusions from this thesis in relation to the social 

development of adolescents who have chronic pain.  

 

7.2. Synthesis of Findings 

Overall in this thesis, I have identified a number of gaps in the literature, 

conducted two empirical studies which help to address these gaps, and contributed 

to our growing understanding of the social development in adolescents who 

experience chronic pain. In particular, these findings add to our understanding of 

autonomy development, identity development, and peer relationships in the context 

of chronic pain, and suggest avenues for future research and clinical application. In 

Chapter 2, I presented a scoping review of 42 studies which explore one or more 

domains of social development (autonomy, identity, and peer relationships) in 

adolescents who experience chronic pain. This review identified that few studies 

explored these domains in detail, with a dearth of research in the identity domain. 

Within the studies included in this review, there was a dominance of quantitative and 

cross-sectional methods, with only 14 qualitative studies, one mixed methods study, 

and three longitudinal studies. Therefore, although there is accumulating evidence 

that the social developmental domains of autonomy, identity, and peer relationships 

can be challenging for adolescents who experience chronic pain, the literature is 

limited. The studies presented in Chapters 4 and 5 address some of the most 

important gaps identified in Chapter 2, as shown in Figure 7.1. 
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Figure 7.1  

Summary of the gaps in the literature identified by the scoping review in Chapter 2 

and how the empirical Chapters address these gaps. 

 

Methodological Topical 

  
 
 

  

Need for qualitative 
research 

The current literature 
lacks an idiographic 

investigation of 
adolescents’ experiences 

and perceptions 

Need for longitudinal 
research 

The current literature is 
primarily cross-sectional, 

and therefore requires 
an exploration of change 

over time 

Need for a focus on 
autonomy 

The current literature 
lacks a detailed 

exploration of autonomy 
development 

 

Need for a focus 
on identity 

The current literature 
lacks a detailed 
exploration of 

identity development 
 

 
 
 
Chapter 4 – diary and 
interview data, analysed 
using inductive thematic 
analysis.  
Chapter 5 – story 
completion and interview 
data, analysed using 
deductive and inductive 
thematic analysis 

Chapter 4 – 14 data 
points over the course of 
1 year: baseline 
interview, monthly 
diaries, and a follow-up 
interview.  

Chapter 4 – results 
included analysis of how 
advances in autonomy 
may be driven by the 
restriction of choice  
Chapter 5 – future 
narratives described the 
perception of CRPS 
limiting future choices 

Chapter 5 – future 
narratives showed 
how perceptions of 
future identity are 
dependent on CRPS, 
with a focus on 
either losses or 
adjustment to loss 

 

 

When brought together, the findings from Chapters 4 (longitudinal study) and 

5 (story completion study) show that developmental progress, and adolescents’ 

narrative timelines appear to change in the context of adolescent chronic pain. 

Additionally, the combined findings of my empirical studies suggest that although  

developmental limitations are more readily noticed by adolescents, their social 

developmental pathways may have a more complex pattern of initial limitations 

which, over time, drive developmental advancement. Specifically, the study in 

Chapter 4 found that as adolescents negotiate restrictions in the choices available to 

them, they may achieve more sophisticated autonomy and self managements skills. 

However, the results of Chapter 4 also suggest that these alterations to participants’ 

developmental trajectories widen the gap between them and their peers. Therefore, 

developmental alterations in one domain (e.g., autonomy) can have implications for 
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other domains (e.g., peer relationships). Such relationships across developmental 

domains underscore the importance of investigating these domains concurrently, 

rather than separately. The results of the study presented in Chapter 5 suggest a 

similar pattern of developmental limitations and adaptation within the future 

narratives of adolescents who have chronic pain. In these future narratives, 

adolescents identified losses associated with their pain, and saw these continuing 

into the future, with some having future narratives focused on such losses, whereas 

others focused on their adjustment to those losses. Additionally, some participants 

predicted that their development would advance beyond that of their peers, reflecting 

the developmental distance from peers identified in Chapter 4.  

 

7.3. Contextualising the findings within the wider literature 

The findings of the review in Chapter 2 suggests that adolescents who live 

with chronic pain experience a range of challenges across the domains of autonomy, 

identity, and peer relationships. Studies published since I completed the review add 

further detail to our understanding of the interaction between development and 

adolescent chronic pain. Such research emphasises the importance of adolescents 

acknowledging the enduring and potentially incurable nature of chronic pain. 

Adolescents could then positively incorporate pain into their identity, allowing them to 

restructure their life in such a way as to live well with their pain (Szwimer et al., 

2020). Supporting individuals to live well with pain in this way is crucial as evidence 

suggests that adolescent chronic pain is associated with poor long-term educational, 

vocational, and social outcomes (Murray et al., 2020). Additionally a recent review 

reported that the experience of fluctuating pain in musculoskeletal disorders varied 

with developmental stage, with older adolescents reporting greater frustration and 

awareness of the impact of their condition on their life (Khanom et al., 2020). This 

review by Khanom et al. (2020) also identified differences in the degree to which 

adolescents use different strategies to maintain their social identity, with those in 

early- and mid-adolescence more likely than older adolescents to internalise or 

suppress their pain. Taken together, the findings included in this thesis add to the 

accumulating wider literature in providing strong evidence for bidirectional 

relationships between adolescent pain, pain responses, and developmental factors.  
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The findings I present in this thesis make a unique contribution to the 

adolescent chronic pain literature. In particular, they provide evidence to support the 

importance of adopting a trajectory approach to studying adolescent development 

and chronic pain. In this thesis, I provide evidence related to the present and future 

of adolescents who experience chronic pain. When combined with research 

exploring the influence of past experiences, my results from this thesis add to our 

understanding of the past, present, and future of adolescent chronic pain. The 

literature exploring how past experiences influence adolescent pain suggests that an 

adolescent’s pain memories influence their experiences of subsequent pain (Marche 

et al., 2016; Noel et al., 2012, 2017). The majority of the literature exploring pain 

memories has focused on acute pain, however there is some evidence to suggest 

that pain memories may contribute to the onset of chronic pain (Pavlova et al., 

2020). In addition, research shows that adverse childhood experiences increase 

susceptibility to developing chronic pain later in life (Burke et al., 2017). This 

research on childhood experiences and pain memories suggests that the differences 

in pain-related narratives that I reported in Chapters 4 and 5 may be related to early 

life experiences and memories of past pain. However, as I did not explore the early 

life experiences of my participants or their memories of early pain experiences, I am 

not able to determine whether differences in participant narrative were associated 

with such experiences. Exploration of such associations is an important avenue for 

future research.  

When considering the literature exploring factors related to adolescent chronic 

pain experiences in the present, there is a wealth of research which can be applied 

to the findings of this thesis. Of particular relevance is the paediatric fear-avoidance 

model (Asmundson et al., 2012; Simons & Kaczynski, 2012) which shows a cyclical 

relationship between negative pain-related affect and cognitions, avoidance 

behaviours, and the experience of pain and pain-related disability (Vlaeyen & Linton, 

2012). When applied to the findings of the studies in Chapters 4 and 5, the fear-

avoidance model suggests that similar cyclical relationships may exist within social 

developmental domains. For example, if pain places limitations on adolescents’ 

ability to engage with their friends, they may avoid such interactions in order to save 

their energy and interpersonal resources, but in doing so increase the gap between 

them and their friends. This gap between them and their peers may then in turn be a 

factor in the maintenance of the adolescent’s pain and related disability. Conversely, 
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if adolescents are able to build greater acceptance towards the developmental 

challenges posed by chronic pain, they may be able to use those challenges to help 

propel their development forward. Future research is needed to explore the 

application of the fear-avoidance model processes to the social development of 

adolescents who experience chronic pain. In this exploration, the role of parents and 

other influential individuals (e.g., peers) within the adolescent’s social context will 

need to be considered.  Although the experience and influence of parents were not 

directly investigated in the studies in Chapters 4 and 5, the findings of these studies 

and the review in Chapter 2 suggest they are highly influential. More recently, the 

fear-avoidance model has been updated to include the crucial role of parents in their 

child’s approach to pain (Birnie et al., 2020; Neville et al., 2021). Therefore, future 

research is needed to explore the role of parents on the developmental domains of 

autonomy, identity, and peer relationships.  

The final aspect of the literature exploring the temporal aspects of adolescent 

pain relates to the long-term impact of adolescent pain, i.e., how chronic pain in 

adolescence impacts the individual’s future. Due to the lack of longitudinal research 

in adolescent chronic pain, relatively little is known about the long-term impacts, 

especially regarding social developmental factors. However, recent research is 

beginning to address this literature gap, and has shown adolescent chronic pain to 

be associated with poorer educational, vocational, and social outcomes, and 

increased risk of opioid misuse in adulthood (Groenewald et al., 2019; Murray et al., 

2020). This reflects the findings of the study in Chapter 4 relating to the constrictions 

in social development over time, however such research does not reflect the findings 

related to developmental advancement. Although most of the research regarding 

adolescent chronic pain has focused on negative outcomes, there is a small body of 

research exploring positive developmental outcomes such as those reported in this 

thesis. For example, Eccleston et al., (2008) found that adolescents who 

experienced chronic pain reported perceiving themselves to be ahead of their peers 

with regards to problem solving skills, reflecting the main developmental expansion 

identified in Chapter 4. More recently, Jordan et al., (2018) found an interplay of 

developmental constriction and enhancement similar to the one I described in 

Chapter 4, with their participants reporting increased emotional management and 

interpersonal skills. The findings of this thesis add a longitudinal approach to these 

cross-sectional studies and suggest that such developmental enhancements (or the 
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perception of such enhancements) may only manifest over time, whereas 

developmental constrictions may be evident more immediately. In addition, the 

longitudinal approach of the research in this thesis suggests that there may be 

interactions between developmental constructions and enhancements across 

developmental domains. Additional analyses, not reported on in this thesis, on the 

data retrieved from the study discussed in Chapter 5, further highlight the subtleties 

in how chronic pain can influence adolescents’ perspectives and language regarding 

their future. These additional analyses found differences in the future stories of 

adolescents with and without CRPS, with the future stories written by adolescents 

who have CRPS containing fewer positive affect and more negative affect, anger 

and sadness words than those written by adolescents who do not have CRPS 

(Nimbley et al., 2021). When examined in conjunction with such research, the 

findings of this thesis suggest that there may be long-term negative impacts of 

adolescent chronic pain across social developmental domains, but also 

developmental advances which may be overlooked. Future research is needed to 

explore the altered developmental trajectories of adolescents who have chronic pain 

in more detail, the factors which impact these trajectories, and how clinical 

interventions can support long-term functioning. Also, future research is needed to 

explore the accuracy of adolescents expected futures, and changes which may 

occur to such narratives over time.  

 

7.4. Updating current theories and models 

In Chapters 2 and 4, I discuss the findings in relation to the Palermo et al., 

(2014) developmental perspective model and the Carver (1998) model of loss 

adjustment, including consideration for how such models could be updated through 

the incorporation of the study findings. In this section, I revisit those models, and 

discuss how they may be further developed through consideration of the findings of 

the whole thesis, and more recent literature.  

In Chapter 2, I mapped the majority of the scoping review findings onto the 

model proposed by Palermo et al., (2014). However, there were several factors 

relating to the social context which did not map onto the model, suggesting that the 

model may benefit from being updated to include the social context. In addition to the 

model proposed by Palermo et al., (2014), there have been discussions by Walco et 
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al., (2016) and Rosenbloom et al., (2017) regarding a developmentally-informed 

approach to adolescent chronic pain. Such discussions include consideration of the 

wide variation across the lifespan in both the experience of pain and the 

biopsychosocial context of those experiences (Walco et al., 2016), and integrate a 

developmental perspective into the assessment and treatment of adolescent pain 

(Rosenbloom et al., 2017). However, these discussions also lack consideration of 

relevant research evidence related to social-developmental influences in adolescent 

chronic pain. Specifically, Walco et al., (2016) considered adolescent pain within a 

wider lifespan approach which focused more on biological systems, only exploring 

adolescent developmental concerns very broadly. In contrast to this, Rosenbloom et 

al., (2017) provide a narrative review which considers specific adolescent 

developmental concerns in detail, including education, autonomy, and peer 

relationships. Although Rosenbloom et al., (2017) provide a useful review of these 

developmental domains, they do not discuss relationships between adolescent pain 

and identity development, or individual’s perceptions and expectations of their future.  

Recently, Palermo (2020) proposed a developmentally-informed model of 

paediatric chronic pain incorporating four categories of vulnerabilities (emotional, 

neurobiological, health behaviours, and social and familial), each of which exhibit 

bidirectional relationships with chronic pain. The emotional vulnerabilities include 

general elements such as symptoms of anxiety and depression, and pain-specific 

elements such as pain threat appraisal and pain-related coping. Therefore the 

emotional vulnerabilities category incorporates the wealth of literature investigating 

the role of pain-related catastrophising and acceptance, and the association between 

adolescent pain and mental health (Feinstein et al., 2017; Noel et al., 2016; Soltani 

et al., 2019). The neurobiological vulnerability category highlights the influence of 

neural circuitry and biological functions on adolescent chronic pain, incorporating 

research evidence relating to, for example, neural plasticity, and hyperexcitability of 

the nervous system (Fitzgerald, 2011; Pas et al., 2018). The health behaviours 

category of vulnerabilities focuses on all elements of health behaviours, such as 

sleeping patterns, smoking, and exercise habits, which often have their origins in 

adolescence and tend to continue into adulthood (e.g., Berg et al., 2013; Frech, 

2012). This category is informed by the strong body of research which has identified 

associations between chronic pain and sleep disturbances (Badawy et al., 2019; 

Bonvanie et al., 2016). However, there is a dearth of literature exploring the wider 
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range of health behaviours in the context of adolescent chronic pain. Finally, the 

social and familial category of vulnerabilities includes all elements of the 

adolescent’s social and family context, and so incorporates the substantial literature 

which explores the influence of parental factors (e.g., Donnelly et al., 2020; Pavlova 

et al., 2020; Stone & Wilson, 2016). The social and familial category also 

incorporates the social factors such as peer relationships and social support that I 

identified in Chapter 2 which were not able to be mapped onto the original Palermo 

et al. (2014) model.  

In addition to these four categories of vulnerabilities and their interactions with 

adolescent chronic pain, the Palermo (2020) model incorporates their cumulative 

impact over time. Therefore, this model begins to provide an exploration of the 

impact of adolescent chronic pain and its correlates across the lifespan, although the 

mechanisms underlying the impact that adolescent chronic pain has on adult 

outcomes are not explored in this model. Furthermore, although the (Palermo, 2020) 

model includes interactions between pain and each of the four categories of 

vulnerabilities, it does not consider interactions between the categories, seeing them 

as separate areas with distinct relationships with pain. However, research suggests 

that these categories are not as distinct as Palermo (2020) suggests. For example, 

research has linked sleep with neurobiological mechanisms (Christensen et al., 

2019) and internalising mental health symptoms (Pavlova et al., 2017). Overall, the 

Palermo, (2020) model presents a useful conceptualisation of adolescent chronic 

pain which includes consideration of much of the relevant research. However, it is a 

model of chronic pain, albeit a developmentally informed one, focusing on pain and 

pain-related outcomes rather than developmental outcomes. Therefore, there 

remains a need for a model of adolescent social development in the context of 

chronic pain.  

Models outside of the paediatric pain field may be better placed to provide a 

structure for considering the developmental trajectories reported in Chapters 4 and 

5. For example, the model of loss adjustment (Carver, 1998) I discussed in Chapter 

5 is not specific to chronic pain or individual developmental domains. However, as 

the Carver (1998) model considers change over time, it provides a useful framework 

for considering the factors which may impact the developmental trajectories of 

adolescents who have chronic pain. My findings from Chapters 4 and 5 suggest that 

adolescents experience a sense of developmental loss or limitation associated with 
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chronic pain, but that this loss may be transitory, with the potential to actually drive 

developmental advancement over time. Overall, the research suggests four possible 

developmental trajectories as shown in Figure 7.2. These possible developmental 

trajectories are shown in comparison with the individual’s pre-pain trajectory, and all 

include a similar initial period of developmental constriction following the onset of 

pain. Therefore, the differences in these possible trajectories may only be detectable 

over a period of time, at which point development may return to or exceed an 

individual’s pre-pain trajectory. Alternatively, an individual’s development may remain 

constricted with either no subsequent developmental recovery or show some 

developmental expansion without returning to their pre-pain trajectory.  

Due to the variation and complexities in the mechanisms underlying these 

different developmental trajectories, we may not be able to create models which 

neatly encompass all of the factors related to adolescent social development in the 

context of chronic pain. Nevertheless, to stimulate future research and improved 

understanding, we need to continue to refine our models such that they provide 

useful structures for understanding specific elements of the social development of 

adolescents who experience chronic pain. Figure 7.3 shows a simplified summary 

model of the research covered by this thesis; alterations in developmental 

trajectories are the result of idiosyncratic, complex and bidirectional interactions 

between many pain-related, social and familial, and psychological factors. 

Through the combined use of these models and research findings, we are 

able to construct a holistic view of the individual differences which interact with an 

adolescent’s pain and developmental trajectory over time. Such understanding can 

be applied to individual adolescents and families, as discussed further below. 
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Figure 7.2  

Timeline of potential developmental trajectories following the onset of chronic 

pain. 

 

 

Figure 7.3 

Summary model of the developmental trajectories of autonomy, identity, and peer 

relationships in the context of chronic pain 
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7.5. Strengths and limitations of the research 

As with all research, it is essential to contextualise this thesis, including its 

specific strengths and limitations. There are two elements which limit the application 

of the research I present in this thesis, namely issues relating to my participant 

samples and study designs. I will discuss each of these in turn, before considering 

the overall strengths of this research.  

 

7.5.1. Limitations related to participant samples 

When considering the specific demographic characteristics of the participants, 

there are four features of the samples used in Chapters 4 and 5 which may limit the 

application of my findings. Firstly, my studies are UK-centric, with my participants in 

Chapter 4 all being white British, and the majority of my participants in Chapter 5 

also being from the UK. Therefore, the populations to which the results apply to may 

be limited. Unfortunately, this is typical of the trend I noted in the review in Chapter 2, 

and is seen across psychological research, with most studies including samples 

which are Western, Educated, Industrialized, Rich, and Democratic (WEIRD) 

(Henrich et al., 2010; Nielsen et al., 2017). Such a dominance of WEIRD samples is 

problematic as adolescence is inextricably linked with puberty and the achievement 

of key developmental tasks, both of which show cross-cultural variation (Christie & 

Viner, 2005; Saraswathi & Larson, 2002; Sawyer et al., 2018b). In addition, there are 

cross-cultural variations in the presentation of adolescent chronic pain (Gobina et al., 

2019). Therefore, it is likely that developmental trajectories, and their interaction with 

pain, will display cross-cultural variation, and so cross-cultural research in this area 

is needed.  

Second, the participant samples included in this thesis were neurotypical, and 

I made no exploration of co-morbid developmental disorders or neurodivergence 

within the analyses. Neurodivergent individuals are overrepresented in adolescent 

chronic pain populations, and they may experience different challenges especially 

regarding developmental outcomes (Lipsker et al., 2018; Moore, 2015). In addition, 

those with developmental disorders or neurodivergence may conceptualise and 

communicate about pain differently to neurotypical adolescents (Carter, 2020; 

Emerson & Bursch, 2020). There is limited research which explores such differences 
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within chronic pain populations and this therefore represents an important area for 

future research.  

Third, the participant samples in my empirical studies primarily comprised 

girls, with only 1 boy out of 9 participants in the study in Chapter 4, and 5 boys out of 

50 participants in the study in Chapter 5. Research has shown a range of pain-

related sex and gender differences, with women experiencing pain, using analgesics, 

and seeking medical support more than men (Keogh, 2020). Similar sex and gender 

differences have also been identified within adolescent chronic pain populations 

(Boerner et al., 2017; Keogh & Eccleston, 2006). In addition, there are sex and 

gender differences regarding various aspects of adolescent development (e.g., De 

Goede et al., 2009; Herting & Sowell, 2017). Therefore, although the over-

representation of girls within my empirical studies is broadly representative of 

adolescent chronic pain populations (Gobina et al., 2019), there may be specific 

features of the social development of adolescent boys who have chronic pain which 

are left unexplored. Further research is therefore needed to explore the experiences 

of adolescent boys who experience chronic pain and examine sex and gender 

differences in more detail (Boerner et al., 2015, 2017; Keogh, 2020).  

Finally, my empirical studies only included adolescent self-report, and 

therefore lacked the involvement and perspectives of significant others such as 

parents and other family members, teachers, clinicians, or partners. Consequently, 

although my findings provide a valuable insight into the perspectives and 

experiences of adolescents, they lack the more holistic view provided by inclusion of 

multiple perspectives. I identified this lack of multiple perspectives as a weakness of 

the literature as a whole in Chapter 2, and my empirical studies share this weakness. 

Research has found discrepancies in the reports between adolescents and 

significant others related to healthcare (Silva et al., 2015; Theunissen et al., 1998), 

and social development (Rogers et al., 2018) in general, as well as social functioning 

in the context of adolescent chronic pain (Donovan et al., 2013). Therefore, the lack 

of inclusion of diverse perspectives within the literature prevents us from obtaining a 

well-rounded, more detailed, and nuanced understanding of the context within which 

the adolescent sits. 
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7.5.2. Limitations related to study design 

In addition to the limitations regarding the participant samples, there are 

limitations to my study designs. Firstly, my story completion study in Chapter 5 

recruited a wide age range (14-25 years old). Although an 11-year age range may be 

a standard, or even a small age range in some areas of research, within a 

developmental paradigm it can present challenges due to such an age range 

encompassing a number of developmental changes. For example, in the UK, at age 

16 individuals become legally responsible for their own healthcare decisions, at age 

17 they can start to drive, and at age 18 are able to marry without parental consent 

(Department of Health, 2009; Gov.UK, 2021b, 2021c). My analysis did not consider 

developmental factors such as living situation or marital status, and therefore there 

may be unexplored differences in the future narratives of participants depending on 

their developmental stage. Second, as the story completion study had no follow up 

element, it is not clear whether the future narratives were accurate predictions of 

their developmental trajectories, or if those narratives changed over time. Third, 

although my study in Chapter 4 provides a much-needed longitudinal exploration, 

this was only over the period of 12 months, and hence does not provide details of the 

longer-term developmental trajectories. Finally, the study in Chapter 4 suffered from 

participant attrition due to some participants not completing the longitudinal elements 

of the study (i.e., did not want to take part in the follow up interviews or did not 

complete enough of the diaries). Consequently, the participant sample for this study 

was smaller than I had anticipated, and there may be important elements of the 

experience of those who withdrew from the study which are left unexplored.  

 

7.5.3. Strengths of the thesis 

Overall, these limitations do not undermine the results presented in this thesis 

and should be considered alongside the strengths of the research. The review in 

Chapter 2 used a rigorous and systematic scoping review method to provide a 

thorough overview of the current literature, and in doing so identified specific gaps in 

the literature. The studies in Chapters 4 and 5 addressed these gaps through the 

use of qualitative and longitudinal methods, thereby strengthening the overall field of 

literature. This thesis also made use of novel methods with Chapter 4 combining 

multiple within-subject interviews with diaries, and Chapter 5 using a first person, 
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future-focused story completion method combined with interviews. This novel use of 

story completion allowed exploration of future narratives which would otherwise be 

difficult to access. In addition, such triangulation of methods provides a greater depth 

of understanding and more rigorous investigation (Flick, 2018). For example, the 

combination of interviews and diaries in Chapter 4 allowed me to track the 

developmental trajectory relating to a specific domain, such as peer relationships, 

across the year and then explore the participant’s reflections in their follow up 

interview.  

 

7.6. Implications for future research and clinical practice 

There are a number of implications of this work on both clinical practice and 

future research. In my review in Chapter 2, I identified a number of gaps in the 

literature, and although my studies in Chapters 4 and 5 provide important 

contributions to the existing literature, some knowledge gaps persist. Firstly, future 

research needs to expand the populations from where research samples are drawn 

in order to include more ethnically and neurodiverse populations, adolescent boys, 

and the inclusion of a range of informants. Additionally, there is a clear need for 

more longitudinal research, including studies with a longer follow up than I used, to 

further explore developmental trajectories, and the factors which influence them. 

Second, there is a lack of research exploring identity development, despite 

qualitative research presented in Chapter 2 suggesting identity is a specific 

developmental area of concern for adolescents. Revisiting this gap in the literature, 

in the context of the findings of Chapters 4 and 5, it is evident that the developmental 

domains are interrelated and therefore an exploration of any individual domain 

requires consideration of the wider developmental context. Finally, future research 

should consider addressing the methodological imbalance by embracing qualitative 

methods as such approaches can provide much-needed insights into the 

experiences and perceptions of adolescents who experience chronic pain.  

Beyond the gaps identified by the scoping review which guide future research, 

the empirical studies in Chapters 4 and 5 suggest interesting avenues for future 

research to explore. Specifically, research is needed to explore the developmental 

trajectories of adolescents over longer periods of time, and how their future 

narratives change over time. The study presented in Chapter 4 provides a much-
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needed longitudinal investigation of adolescent development in the context of chronic 

pain, however this was only over the course of 12 months and therefore questions 

remain about developmental trajectories longer-term. In addition, the story 

completion study in Chapter 5 provides useful insights into the future narratives of 

adolescents who have CRPS, but we do not know if such narratives are stable over 

time. Therefore, future research could explore how future narratives may change 

over time, and if there are connections between these future narratives, adolescents’ 

functioning, and developmental trajectories. For example, as previous research 

suggests adolescents’ future aspirations can influence their behaviour (Beal & 

Crockett, 2010), it is likely that those with loss-centred future narratives may make 

different choices to those with adjustment-focused future narratives. These different 

choices may then in turn be related to the negative long-term outcomes seen in 

some adolescents who have chronic pain (such as those see in Murray et al., 2020). 

Such research could be synthesised with existing and other future research on the 

impact of past pain, to create a detailed understanding of how experiences and 

perceptions of past, present, and future pain and its impact, influence pain 

experiences and functioning. Finally, future research is needed to explore the 

individual differences which influence developmental trajectories, for example by 

applying the fear-avoidance model of pain to developmental areas. As discussed 

above in section 7.2., when applied to social developmental areas, the fear-

avoidance model may provide insight into the mechanisms underlying the alterations 

to developmental trajectories seen in this thesis. Such an approach may also help to 

develop clinical interventions which support adolescents’ social development. 

Clinically, my findings suggest that treatment approaches for adolescent 

chronic pain should include consideration of social development. This is due to 

developmental outcomes being both important to adolescents, and having 

bidirectional relationships with pain and pain-related outcomes. Therefore, 

considering developmental outcomes within adolescent chronic pain treatment may 

provide positive outcomes across a variety of developmental and pain-related 

domains. Currently, many specialist adolescent chronic pain treatment programs use 

Acceptance and Commitment Therapy (ACT), a psychological therapeutic approach 

focusing on engagement with meaningful and valued activities despite the presence 

of pain (Gauntlett-Gilbert et al., 2013; Kemani et al., 2018; Pielech et al., 2017). 

Despite its prevelence, a recent Cochrane review suggests that ACT is an ineffective 
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treatment for pain in adults, although the review also found the current literature is of 

poor quality, and therefore ACT may be more effective than such reviews suggest 

(Williams et al., 2020). In addition to such literature being low quality, the Cochrane 

review focused on the adult literature, with previous reviews finding the adolescent 

literature lacking in comparison to such adult literature (Pielech et al., 2017). There is 

therefore a clear need for high-quality research exploring the effectiveness of ACT in 

adolescent chronic pain treatment. Due to the focus within ACT on values and 

engagement with activities that are meaningful to the individual, this therapeutic 

approach is aligned with the developmental domains of identity and autonomy. 

Incorporating the findings from this thesis into an ACT treatment program may help 

adolescents to accept the changes to their developmental trajectories and find ways 

to propel their development forward.  

Although current treatment approaches do not explicitly include a 

developmental focus, they do include consideration of the importance of the social 

context of the adolescence, through for instance the involvement of parents (Kemani 

et al., 2018; Law et al., 2017; Pielech et al., 2018). Given the key role of parents in 

developmental processes, their inclusion in pain treatment programs further 

strengthens the position of such programs as a means of delivering developmental 

support. Treatment programs have also recently explored the use of peers as an 

additional means of support (Ahola Kohut et al., 2018; Tolley et al., 2020). In such 

contexts, the term ‘peers’ refers to adolescents who have had similar chronic pain 

experiences, rather than the adolescent’s pre-existing friends or peer group. Peer 

support programs have reported positive results, although this literature is in its 

infancy and more programs and research into their efficacy is needed (Tolley et al., 

2020). However, initial research suggests that such peer support programs may 

improve developmental outcomes through increases to their self-management skills, 

reductions in loneliness, and an increased confidence with how pain can fit into life 

rather than dominate it (Ahola Kohut et al., 2018). Additionally, initial research 

suggests that peer mentoring also supports the mentor in relation to their own self-

management skills, peer relationships, and sense of self (Ahola Kohut et al., 2017).  

Such mentoring interventions could be further developed using the results I present 

in this thesis, for example through a greater understanding of the challenges that 

adolescents who experience chronic pain may have with their peer relationships. 

Finally, although this thesis did not directly explore the role of partners, for many 
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adolescents a romantic partner represents a significant other in their life, and as 

such it may be appropriate to include them in treatment. Interventions which actively 

involve partners are effective in treatment for adult chronic pain (Smith et al., 2019), 

however there are likely to be adolescents who would benefit from such intervention 

in addition to the involvement of parents in their treatment. Therefore, adolescents 

are a group where there is substantial variation in who constitutes the most 

appropriate significant other (or others) for an individual. Treatment providers and 

researchers should be aware of this, and actively encourage each individual to 

involve those who they feel are most appropriate, rather than automatically involving 

only parents as a default.  

As research progresses our understanding of the complex mechanisms and 

interactions underlying pain-related, disability, and developmental outcomes in 

adolescents who have chronic pain deepens. However, pain treatment, like most 

areas of healthcare, has long-standing problem with knowledge translation, meaning 

that clinical practice often lags several years behind research (Chambers, 2018; 

Henry, 2008). Therefore, it is important for adolescent chronic pain treatment 

providers to be able to make use of the research evidence. The Palermo, (2020) 

model provides a useful structure for the consideration of how pain, and pain-related 

outcomes, interact with other areas of an adolescent’s life, and therefore may be a 

useful model for clinicians to use. Such inclusion of developmental factors in the 

model, in addition to the numerous elements already considered within adolescent 

pain treatment programs, should help adolescents to make meaningful, long-term 

improvements to their developmental trajectories.   

 

7.7.  Concluding Thoughts 

The research findings that I have presented in this thesis show that although 

the social development of adolescents who have chronic pain is a growing research 

area, the current literature is compromised by a lack of diversity. This lack of 

diversity is due to a combination of the lack of qualitative approaches, and studies 

being conducted in the same geographical areas, on similar and easily accessible 

samples. Therefore, despite many high-quality and informative studies, our current 

understanding of adolescent social development in the context of chronic pain is 

limited. Although my empirical studies presented in this thesis contain some of the 
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same issues present in the wider literature, this thesis provides a valuable start in 

addressing the gaps in the literature. Previous research has shown that adolescents 

who have chronic pain experience challenges with their social development, and my 

findings add to this by demonstrating how these challenges manifest over time. In 

this thesis I also consider how the research findings relate to relevant theories and 

models. I provide clear suggestions on how these theories and models may be 

updated to incorporate my findings, and how such updated theories and models 

could direct future research and clinical practice.  
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Appendices 

Appendix A: Full criteria of the quality assessment used in in Chapter 2 

All Papers 

Scientific context and purpose - Is there a clear rationale for the study? Are there theoretically 

and/or empirically based questions/predictions? Does the study have a specified purpose? 

1. Methods - Are the design and analysis appropriate to the question(s) posed? Are the methods 

described adequately and so allow for replication of the procedure? 

2. Appropriate Discussion - Are the limitations noted? Are the conclusions appropriate to data 

gathered?  

3. Contribution to knowledge - Does the study contribute something new, or validate past results? 

Quantitative and Mixed Methods Papers 

4. Measurement reliability and statistics - Are the variables measured reliably? Has a proper 

(adequate, even if not best) statistical methods been used? Are the statistical results 

appropriately interpreted?  

5. Statistical power - Is the study appropriately powered? 

6. Internal validity - If two groups are compared, are the groups comparable in all aspects except 

the IV, or are appropriate steps taken to equate participant characteristics? If it is a correlational 

study, is it clear/discussed that the reverse relationship is not feasible, and not due to a third 

variable? 

7. Measurement validity - Are variables appropriately operationalized and measured? Would the 

results be the same if other measures were used? 

8. External Validity - Are the findings generalizable to the target population, real world, and across 

time periods? 

Qualitative and Mixed Methods Papers 

9. Grounding in examples - Are there examples to illustrate conclusions? Do these help the reader 

to understand the analytic procedure and form possible alternative meanings of the data? 

10. Framework - Are the findings integrated into a framework? 

11. Owning one's perspective - Do the authors specify their theoretical orientation and expectations 

that might impact interpretation of data? 

12. Resonating with readers - Is there an accurate and understandable perspective of topic area? 

13. Sample/Situation - Are the data based on an appropriate range of informants or situations, 

and/or the topic been studied systematically and comprehensively within the specified situation 

or population? 

14. Credibility checks - Has there been verification of findings with participants, across multiple 

coders, or through methodological triangulation? 

15. Situating the sample - Is the sample described such that the reader can judge for whom the 

findings are relevant? 

Note. Criteria taken from Alderfer et al. (2010). Assessments were made for each paper using the relevant 

criteria and entered into a spreadsheet (one row per paper).  
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Appendix B: Results of the quality assessment conducted in Chapter 2 

using the tool from Alderfer et al., (2010). 

  Mean 

Rating 

Range Standard 

Deviation 

 All (N= 42) 

 

2.55 1.78 - 3 0.27 

Methodology    

 Qualitative (N= 14) 2.57 1.91 - 3  0.32 

Quantitative (N= 27) 2.54 1.78 - 2.89  0.25 

Mixed (N= 1) 

 

2.56 n/a n/a 

Developmental Domain    

 Autonomy (N= 18) 2.56 2.11 - 2.91 0.26 

Identity (N= 9) 2.62 2.18 - 3 0.28 

Peers (N= 36) 

 

2.55 1.78 - 3 0.26 

Individual Assessment Criteria    

 Scientific context and purpose (n=42) 2.76 2-3 0.43 

 Methods (n=42) 2.79 2-3 0.42 

 Measurement reliability and statistics 

(n= 28) 

2.79 2-3 0.42 

 Statistical power (n= 28) 1.36 1-3 0.62 

 Internal Validity (n= 28) 2.46 2-3 0.51 

 Measurement validity (n=28) 2.71 2-3 0.46 

 External validity (n= 28) 2.54 2-3 0.51 

 Grounding in examples (n=15) 2.6 1-3 0.63 

 Framework (n=15) 2.6 1-3 0.63 

 Owning one’s perspective (n=15) 2.67 1-3 0.8 

 Resonating with readers (n=15) 2.73 2-3 0.46 

 Sample/situation (n=15) 2.67 2-3 0.49 

 Credibility checks (n=15) 2.07 1-3 0.49 

 Situating the sample (n=15) 2.8 2-3 0.41 

 Appropriate discussion (n=42) 2.71 1-3 0.51 

 Contribution to knowledge (n=42) 

 

2.67 1-3 0.61 

Note. Each study was given a rating of 1-3 (1=low quality, 3=high quality) on each of the 

relevant methodological criteria.  These comprised 9 methodological criteria for quantitative 

design studies, 11 criteria for qualitative design studies and 16 criteria for mixed design 

studies.  The mean score of each group of relevant methodological criteria ratings was taken 

to give an overall quality rating for each paper. 
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Appendix C: Data extraction categories used in Chapter 2 

 

Category Detailed description 

Country The country, or countries that the research was 

conducted in. This is so that we can culturally 

contextualise the research 

Aims/ Purpose What are the aims set out in the introduction. Include 

research questions, hypotheses, etc where possible.  

Participants Include details of sample size, demographics, types 

of participants (e.g., adolescents and their parents), 

how/where they were recruited 

Methodology  Use only Quantitative, Qualitative, or Mixed in here 

Specific methodology 

details  

List details of the methods used 

Study Design and 

Procedures 

Give details of the procedures used in the study 

Overall Results Give details of the overall study results, specifically 

ones that answer the study questions 

Key findings - 

Autonomy 

Give specific details of any findings and conclusions 

related to autonomy 

Key findings - Identity Give specific details of any findings and conclusions 

related to identity 

Key Finding - Peers Give specific details of any findings and conclusions 

related to peers 

Any other key points Note any other key points or aspects of the 

study/paper that are worth noting 

Note. Data were extracted from each paper under these headings and entered into a 

spreadsheet (one row per paper). 
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Appendix D: Infographic of the key findings from Chapter 2 
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Appendix E: Further details and example of temporal analysis 

 

To achieve the necessary temporal perspective, the reflexive thematic 

analysis conducted in the study in Chapter 4 incorporated Grossoehme & Lipstein's 

(2016) trajectory analysis as an additional final stage. This combination of analyses 

was recently adopted by Simmons et al., (2020) in their longitudinal exploration of 

the experiences of youth mental health peer workers. Although we collected a large 

number of diary entries in total (n= 60), these were spread across the year. This 

spread resulted in small numbers of diary entries per month, with the monthly total 

ranging from n=4 to n=6. The diary data were therefore combined for analysis, rather 

than separated into each month. I led the analysis by conducting the initial stages of 

reflexive thematic analysis: data familiarisation, inductive coding, and initial theme 

development. These initial stages were conducted on each timepoint separately (i.e., 

baseline interviews, diaries, and follow up interviews). The data were then brought 

together as initial themes were entered into the temporal matrix which demonstrated 

how the initial themes were represented throughout the data at each time point. See 

below for example temporal matrices illustrating instances of the first subtheme 

(shifting sands of peer relationships) at the different time points for three participants. 

In conjunction with discussions with two co-authors (ALJ and LC), the temporal 

matrix was then used to further develop the themes, which were subsequently 

entered into a new matrix. This iterative cycle took place several times, with each 

cycle refining the themes, which were then finalised through discussion with all 

authors. 
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Example Temporal Matrix 1 

Participant - Ellie 

Baseline Interview 
“it [pain] has resulted in me being becoming quite distant from my friends” 

 

Diaries 
Month 1 
“I feel like my pain has put an awkward social barrier between me and my friends 

which has resulted in them not wanting anything to do with me anymore.” 
 
Month 5 
“I went to a big party on new years eve with a lot of people in my year which I was 
very nervous about but I had a brilliant time. Now that the majority of my friend's 
are 18, they go out for drinks a lot so I've been sneaking into pubs with them and 
being 'designated driver' for them after! I'd say that pain hasn't got in the way of 

friendships this month.” 
 

Follow up interview 
“My immediate friends were good and then it was like a couple of friends at school 
that were really great. Um, I did have a couple of groups that were quite difficult.” 

 

 

 

Example Temporal Matrix 2 

Participant - Laura 

Baseline Interview 
“I think that, before my pain I was like, more out there a bit, and I didn’t really with 

where I went and what I did. Like I liked to go out with my friends and talk to 
everybody, whereas now I’m quite like a bit closed off and just stay in my room.” 

 

Diaries 
Month 1 
“I have been unable to go places with my friends for very long or anywhere outside 
of my house for very long really. I’ve been feeling really low over this month so I’ve 

distanced myself from my friends” 
 
Month 7 

“Toward the end of my time out with the group I became tired and in a lot of pain 
so it was difficult to walk, which my friends took notice of and looked out for me 

when they did.” 
 

Follow up interviews 
“My best friend has been really really good.” 
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Example Temporal Matrix 3 

Participant - Joanna 

Baseline Interview 
“my friendship group changed, mainly because I wasn't in, either due to the IBS, or 
because of the pain. Which meant I had to find other people that would still, almost 

include me and wouldn't exclude me if I wasn't there.” 

Diaries 
Month 4 

“I had quite a bit of time off and sometimes got isolated from the conversations 
when I was in. I feel that my friendships have been good, but could be better if I 

was in school more.” 
 

Follow up interview 
“Since last year, my friendship group has changed completely. People I used to be 

friends with, I’m still friends with but I don’t hang around with. And I now have 
people who are a hell of a lot more supportive than they ever were.” 
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Appendix F: Interview schedule from Chapter 4 

 

Introduction 

 

Hello, I am Abbie Jones. I am PhD student at the University of 

Bath looking at the impact of chronic pain on young people. 

As part of this study, I am interviewing young people who 

experience pain, and their families. We will complete an interview 

with you now, and again in a years’ time.  

You have given your consent to take part in this study, but you 

are welcome to withdraw at any time and without giving a reason. 

Taking part does not have an effect on the clinical care you 

receive, and I will not share any information you give me with the 

clinical team. However, if you tell me something which makes me 

concerned for the safety of yourself or someone else, I will need 

to pass this on to appropriate people, and I will tell you if I need to 

do that. 

This interview will last approximately 30-50 minutes, but we can 

stop at any time, or have breaks if you would like. If you don’t 

understand a question, please tell me.  If, I ask you a question 

that you do not want to answer, please do let me know and I will 

move onto the next one. 

Is there anything you would like to ask at this point? 

Getting 

Started 

Can you tell me about how your pain affects you? 

• What’s your diagnosis? 

• When were you diagnosed? 

• Can you give me a brief time line of your pain? 

Self and 

independence 

Can you tell me about what things make you, you? 

• What interests do you have? 

• What activities do you enjoy? 

• How would you describe yourself? 

How does your pain affect how you feel about yourself? 

Can you tell me about the role of pain in terms of you from doing 

things that are important to you? 

Can you tell me about any ways your pain impacts your ability to 

make independent choices and decisions (e.g., making a 

decision on your own about doing exercises or eating healthy or 

taking medication)? 

Can you tell me about how much freedom you have to do the 

things you would like to do? 

• Can you give me any examples of what this freedom is 

like? 

• Can you tell me about times when you don’t have as much 

freedom as you would like? 
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Future What do you think your future looks like? 

• What things would you like to do over the next 5 years? 

• Can you tell me about any ways you feel your pain may 

affect these plans? 

Family/Home  Can you describe your family life to me? 

• Who lives at home with you? 

• How often do you see your parents/siblings (if not living 

with them) 

What does your relationship with your parents look like?  

What does your relationship with your siblings look like?  

• What kind of activities do you do together with your 

parents/siblings? 

• What do you tend to talk about with your parents/siblings? 

• Do you feel like these relationships/activities/conversations 

have changed since the start of your pain? 

What things do you do at home? 

• Can you tell me about any chores you do? 

• Thinking about other people your age, in what ways do 

you think your home life is similar/different? 

How do your family/housemates/partner react to your pain? 

• Do you find this helpful/unhelpful, why/how? 

Can you tell me about how these things we have discussed about 

you at home have changed over time? 

• For example, how have things changed since this time last 

year? 

Friends and 

Relationships 

Now I would like to talk about friendships and other relationships. 

Can you tell me about any friends that you have? 

Can you tell me for you, what makes a good friend? 

How do you feel about your friendships? 

• What do you like doing with your friends? 

• Can you tell me about any ways in which pain may 

influence your friendships? 

• How do your friends react to your pain? 

• How did you become friends with them? 

How do you spend time with your friends? 

• What do you like doing with your friends? 

• How do you communicate with your friends? (e.g., social 

media) 

• What does your relationship with friends look like when 

you are experiencing pain? 

• How do your friends react when this happens? 

How do you feel about your romantic relationships? 
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• Can you tell me about any ways in which your pain affects 

your relationships? 

• How does your partner react to your pain? 

• Can you tell me about any ways in which you feel your 

relationship is different from couples where chronic pain is 

not an issue? 

School/Work Can you tell me about school/education/employment? 

• What kind of school/education/employment are you in? 

• How do you feel you are doing at school/education/work? 

• How do your teachers/employer react to your pain? 

• How do your peers/colleagues react to your pain? 

Close Is there anything else you would like to tell me about your pain 

and your life? 

Thank you for taking part in this study, your answers are very 

useful in helping us to better understand how pain impacts the 

lives of young people. I will be in touch over email about the 

monthly diaries. Do you have any questions about the interview, 

the diaries, or anything else? 
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Appendix G: Diary template from the study in Chapter 4 

Keeping on Track: Exploring Socio-Developmental Challenges 

Faced by Young People with Chronic Pain and Their Families 

This online diary is where you can tell us about your experiences each month. We 

are keen to hear your thoughts as you are the experts when it comes to your pain 

and your lives. However, please remember you do not have to answer anything you 

do not want to, and you can decide to stop taking part in the study at any time. 

Please provide as much detail as possible, don’t worry about spelling or how you 

write.  Remember, that there are no right or wrong answers. While we want to hear 

about your life, we would appreciate it if you could try to avoid giving personal details 

of others where possible. This is because we don’t have consent from those people 

to have their personal details. For example, if you are talking about your friends, you 

could say ‘my friend’ rather than their names.What you write is confidential, which 

means we will not share it with anyone else (including your parents or your 

healthcare team). The only time we may have to share something is if you tell us 

something that makes us worried for your safety or the safety of someone else. If 

this happens, we will talk to you about who we need to talk to and why.  

The questions are grouped into similar areas. You can choose to answer each 

question individually, or write an answer that answers all the questions in that group. 

 

Family and Home Life 

In this section we are asking about your experience of family and home life 

over the past month. 

• Can you describe your relationships with your close family over the past 

month?  

• Can you tell us about how you have felt about your relationships with your 

family over the past month?  

• What activities did you do with your family over the past month? 

• How did you typically communicate with your family over the past month? 

• What do you tend to talk about with your family in the past month? 

• Can you tell us about any effects that your pain has had on these 

relationships over the past month?  

• Can you tell us about any worries you had around your relationships with your 

family over the past month? 

 

Friendships and Social Life 

In this section, we are asking about your experience of friends and social life 

over the past month. 

• What contact have you had with your friends over the past month? (E.g., what 

activities, spending time together, phone calls, social media, seeing at 

school/university/work etc.) 
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• Can you tell us about times over the last month when your pain got in the way 

of friendships, and in what ways?  

• How have you felt about your friendships over the last month?  

 

Education and Work 

In this section, we are asking about your experience of education and work life 

over the past month. 

• Can you tell us about how things have been at school/university/work over the 

last month?  

• How did you feel about yourself at school/university/work over the past 

month? This could include how much you enjoy your work, how much you feel 

you achieve at work, how much you feel part of a team etc. 

• Can you tell us about the activities you took part in at school/university/work 

over the past month? 

• Can you tell us about any activities that you weren’t able to take part in over 

the past month because of your pain? 

• How were your relationships with your classmates/colleagues over the past 

month?  

• Can you tell us about any worries you had about school/university/work over 

the past month? 

 

Being You 

In this section, we are asking about your experiences around your identity and 

sense of self over the past month. 

• How do you feel that your pain has affected how you felt about yourself over 

the past month? 

• What things did you enjoy doing over the past month? Can you tell us about 

any ways your pain affect things?  

• How much control did you feel you had about what you do, and in making 

decisions about your life over the past month?  

• Can you tell us about any ways your pain affected the control you had and 

decisions you made over the past month? 

• What do you think about how your pain may affect your future day to day life? 

• What do you think about how your pain may affect your future overall life 

plans? 

 

Other Areas 

Is there anything else you would like to tell us around how you feel about yourself, 

your place in the world, your relationship with others, or how you feel you are 

developing, and how your pain affects this? 

 

Thank you for completing this month’s diary and sharing with us your experiences 

and insights. If you have any questions, please email kotstudy@bath.ac.uk. We will 

mailto:kotstudy@bath.ac.uk
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send you the next diary at the start of next month, but if there is something that you 

would like to tell us about between now and then, you can send it to us over email, 

on Facebook, on Twitter, or on Instagram.   

If you have any questions about the study, you can contact the researcher on the 

details below. If this study has raised issues that you would like some support with, 

here are details for some organisations which may be able to help. 

 

Researcher 

Contact Details:  

Abbie Jones (PhD Student at the University of Bath)  

A.jones@bath.ac.uk     01225 386982 

Pain Concern 

 

www.painconcern.org.uk 0300 123 0789 (please see website 

for helpline opening hours)  

Away With Pain 

 

www.awaywithpain.co.uk 

There is a specific section for young people with ongoing 

pain on the website. 

Samaritans 

 

www.samaritans.org       jo@samaritans.org    Call: 116 123  

  

mailto:A.jones@bath.ac.uk
http://www.painconcern.org.uk/
http://www.awaywithpain.co.uk/
http://www.samaritans.org/
mailto:jo@samaritans.org
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Appendix H: Interview schedule from Chapter 5 

Topic Question and Prompts 

Ice Breaker & 

Background 

Can you please tell me about your pain condition? 

 

Future Self Story I would like to know more about the first story completion task 

you did, about your own future story. Please can you tell me 

about your future story?  

Prompts: How will this look? Can you tell me what you think you 

will be doing work/study wise? Can you tell me about the 

relationships you will have?  What do they look like? Who are 

they with?  Friends, family, romantic partners? Where do you 

think you will be living, and with who? 

 

What are your reasons for choosing this story for yourself? 

 

Friend’s Future 

Story 

Now I would like to talk about the second story completion task 

that asked you about your friend’s future. Please can you tell me 

about what you think your average friend’s future story will be? 

Prompts: How will this look? Can you tell me what you think they 

will be doing work/study wise? Can you tell me about the 

relationships they will have? What do they look like? Who are 

they with? Friends, family, romantic partners? Where do you 

think they will be living, and with who?  

 

What are your reasons for choosing this story for your friends? 

 

Both Stories Can you tell me how the two stories compare? 

Prompts: Please can you tell me why you think you and your 

friend’s stories will be different/similar? 

 

General 

Thoughts About 

Pain and Future 

Can you tell me about anything else that you think we should 

know about in terms of living with pain and thinking about your 

future? 

 




