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Abstract 

There is a lack in research on how the body is perceived and 

experienced in people with persistent pain. The purpose of this study 

has been to explore body image associated with pain. Data was 

collected through semi-structured interviews with people suffering 

persistent pain (N = 7) and analysed through inductive Thematic 

Analysis. The analysis revealed two main themes: “Relationship to the 

painful body” and “Dissatisfaction with the body”, each containing 

three subthemes, along with the side-theme “Appearance concerns 

affected by mood and pain”. The results indicate that people with 

persistent pain might change their attitudes towards their body over 

time and that pain may interact with appearance investment in a number 

of ways. 
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Att se på den smärtsamma kroppen 

Kroppsuppfattning hos människor med långvarig smärta 

Ludwig Linder & Karin Rydberg 

Örebro Universitet 

 

 

 

Sammanfattning 

Det finns en brist gällande forskning på hur kroppen uppfattas och 

upplevs av människor med långvarig smärta. Syftet med den här 

studien har varit att utforska kroppsuppfattning associerad med smärta. 

Data har samlats in genom semistrukturerade intervjuer med människor 

som lider långvarig smärta (N = 7) och analyserats genom induktiv 

tematisk analys. Analysen visade på två huvudteman: “Relationen till 

den smärtsamma kroppen” och “Missnöje med kroppen”, bådadera 

innehållande tre underteman, tillsammans med sidotemat “Bekymmer 

med utseende påverkat av humör och smärta”. Resultaten indikerar att 

människor med långvarig smärta kan förändra sin attityd gentemot sin 

kropp över tid och att smärta kan interagera med hur en person 

investerar i sitt utseende. 

 

Nyckelord. Kroppsuppfattning, kroppsmedvetenhet, långvarig 

smärta, kvalitativ forskning 
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Persistent pain is a problem affecting a great number of people all over the world. The 

consequences of living with persistent pain has been studied in varied ways and it has been 

shown to impact many areas of people’s lives. One area that has seen too little study however 

is body image concerns in people with persistent pain. Since pain is a highly embodied 

phenomenon it seems that it could very well have an impact on body image. This thesis 

investigates body image concerns in people with persistent pain with the use of a qualitative 

approach with a main purpose of exploring the issue and hopefully inspiring further research 

on more specific areas. 

Persistent pain 

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

unpleasant sensory and emotional experience associated with actual or potential tissue 

damage, or described in terms of such damage” (International Association for the Study of 

Pain, 2012). Chronic pain is defined as pain lasting for more than 3 months (Linton, 2003). 

We have chosen to use the term persistent pain rather than chronic pain, as to avoid 

indicating that the pain necessarily is of a lifelong character. We use the term persistent pain 

synonymously with chronic pain. Persistent pain affects approximately 20% of the adult 

population in Europe (Breivik, Collett, Ventafridda, Cohen, & Gallacher, 2006), and comes 

with an estimated yearly cost of €200 billion (Tracey & Mantyh, 2007). The incentives to 

develop methods for relieving the suffering of long lasting pain and the costs that come with 

it are therefore strong. Persistent pain has increasingly come to be viewed as an illness in and 

of itself and as a complex phenomenon affecting the individual deeply and in many areas of 

his or her life (Lima, Alves, & Turato, 2014).  

Emotional distress commonly occurs as a consequence of persistent pain, as shown in 

studies which investigates the prevalence of mood disorders in people with persistent pain 

(Tunks, Crook, & Weir, 2008). As many as 52% of patients suffering persistent pain fulfill 
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the criteria for clinical depression (Bair, Robinson, Katon, & Kroenke, 2003). Conversely, 

65% people suffering depression experience some kind of pain problem (Bair et al., 2003). 

Scientists have also found that various anxiety disorders are more common in persistent pain 

populations than in control groups (Asmundson & Katz, 2009). It is important to note that 

even though depression and persistent pain are linked through psychological and biological 

processes, there are many who experience one without experiencing the other, illustrating the 

relative independence of these phenomena (Beutler, Engle, Oro'-Beutler, Daldrup, & 

Meredith, 1986). One aspect of a person’s life that one could imagine being affected by 

persistent pain is the relationship with one’s body, as pain is known to affect the function and 

the sensations of the body, the attention towards it and sometimes the appearance of the body 

(Pruzinsky, 2004). Pruzinsky (2004) writes about people suffering persistent pain: “...all of 

them require some form of body image adaptation—an adaptation that is often poorly 

understood yet powerful and pervasive enough to significantly undermine the quality of life 

for many people. “ (p. 71) Thus, it seems plausible that persistent pain might alter one’s body 

image, something that we intend to explore in this thesis. 

Body image and related concepts 

Body image is a complex concept that has been used in a myriad of ways across 

disciplines, as well as ambiguously within disciplines. It has been understood as the implicit 

maps that guide our movements, as a component of the self-concept, as the neural maps that 

help us aim for bodily homeostasis, as a mental representation of what we look like or simply 

as the way a person’s body feels to the individual (Cash, 2012; Clarke, Veale, & Wilson, 

2012; Lotze & Moseley, 2007). The conceptual confusion mainly centers around the idea of 

consciousness of the body and its functions. Gallagher (2006) aims to clarify the concepts in 

the field by making a distinction between body image and body schema. He defines body 

schema as a system of sensory-motor capacities that happens outside of our consciousness. 
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The body schema is responsible for our automatized movements and supports our intentions, 

for example posture or specific movement sequences such as our arm reaching out to grab a 

glass of water.  

Body image is often, but not always, a conscious experience of perceptions, attitudes 

and beliefs about one’s own body (Gallagher, 2006). This is rather close to Grogan’s (2017) 

attempt to capture key aspects of what body image can mean, she defines body image as “a 

person’s perceptions, thoughts and feelings about his or her body” (p. 4). In line with 

Grogan, we define body image as the way the body appears to the individual and his or her 

attitudes toward the body, and thus view it as a primarily conscious construct. Body image is 

beyond this a highly subjective and changeable experience, with varied importance to one’s 

self-concept (Pruzinsky, 2004). Body image concerns cover a range of problems, where body 

dissatisfaction, defined as “a person’s negative thoughts and feelings about his or her body” 

(Grogan, 2017, p. 4), is increasingly seen as a public health concern in and of itself (Mond et 

al., 2013; Neumark-Sztainer, Paxton, Hannan, Haines, & Story, 2006). Body dissatisfaction is 

also considered a risk factor for depressed mood (Johnson & Wardle, 2005; Paxton, 

Neumark-Sztainer, Hannan, & Eisenberg, 2006; Slevec & Tiggemann, 2010; Stice and 

Bearman, 2001). However, research is inconclusive as to whether negative affect/depressed 

mood predicts body dissatisfaction. Some studies, mainly experimental, points towards such a 

relationship (Baker, Williamson, & Sylve,1995; Bearman, Presnell, Martinez, & Stice, 2006; 

Noles, Cash, & Winstead, 1985; Taylor & Cooper, 1992), while others find no evidence for a 

relationship in this direction (Murray, Rieger, & Byrne, 2013; Stice & Whitenton, 2002).   

Body awareness is another concept that has been defined in different ways, sometimes 

included in the concept of body image and sometimes seen as a separate construct 

(Gyllensten & Gard, 2008; Rabinor & Bilich, 2011). Originally referring to the amplified and 

often distressing bodily sensations experienced by people suffering from various kinds of 



 

BODY IMAGE IN PEOPLE WITH PERSISTENT PAIN 9 

anxiety disorders, it has in the past years begun to take on a wider and more complex 

meaning. It can briefly be defined as sensitivity and attentiveness to internal bodily signals 

(Shields, Mallory, & Simon, 1989), that is, the ability to identify subtle internal bodily 

sensations and processes (Mehling et al., 2009; Oswald, Chapman, & Wilson, 2017). 

Researchers have begun to differentiate between different aspects of body awareness, such as 

the ability to perceive, the quality of attention and the attitudes towards the sensations (see 

Mehling et al., 2009 for further discussion). A concept related to this is pain-hypervigilance, 

which has been described as “... the tendency to attend selectively to pain-related stimuli 

rather than to neutral stimuli” (Wong et al., 2014, p. 2334). This concept is useful in 

understanding how people with persistent pain shift their attention and the nature of their 

attention towards painful stimuli which contributes to developing and maintaining a pain-

focused mindset. 

Body Image and Pain 

Considering the degree to which pain is an embodied experience, it is somewhat 

surprising how little research has been performed on the association between body image and 

pain. Why is it important to study body image in people with persistent pain? Meeting the 

criteria for one psychiatric disorder increases the risk for meeting criteria for multiple 

diagnoses, this is also true for persistent pain, which although not a psychiatric disorder has a 

psychological aspect as perceived by the biopsychosocial model (Brown, Campbell, Lehman, 

Grisham, & Mancill, 2001; Gatchel, 2004; Kadesjö & Gillberg, 2001). This poses risk for 

accumulated suffering for the individual. Due to plausible connections and similarities 

between persistent pain and body image concerns, such as attention being directed towards 

the body, this could suggest people with persistent pain as a risk group for developing body 

image issues. The study of body image in persistent pain populations can also aid furthering 
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the understanding of psychological mechanisms underlying pain and the knowledge of body 

image in general.  

Most research on the topic has had a focus on the perceptual facet of body image, 

particularly on neurological aspects. Research in this area has shown that body image is 

malleable, as seen in the discrepancy between the subjective experience and the actual 

physical state seen in patients with complex regional pain syndrome (CRPS; Lewis, Kersten, 

McCabe, McPherson, & Blake, 2007), phantom limb pain (Ramachandran & Hirstein, 1998) 

and xenomelia (McGeoch et al., 2011). Another finding in the area is that pain is influenced 

by sensory experiences (Osumi et al., 2014), and it has also been shown that persistent pain 

leads to neurological reorganization, associated with increased responsivity to pain (Flor, 

Braun, Elbert, & Birbaumer, 1997). This research shows that body image is modified by the 

experience of persistent pain, and that pain in turn is modulated by perception.  

Research on body image-related cognitions, behaviors and emotions associated with 

persistent pain are scarce, with most research covering neighboring areas, for example 

disfigurement (Ben-Tovim & Walker, 1994; Rumsey, Clarke, White, Wyn-Williams, & 

Garlick, 2004) and aging (i.e. Clarke & Griffin, 2008; Clarke & Korotchenko, 2011; Hurd, 

2000; Liechty, 2012; Wilkins, 2001). A study by de Souto Barreto, Ferrandez, & Guihard-

Costa (2011) examined the relationship between satisfaction with body function, satisfaction 

with appearance and persistent pain in an aging population, and found amongst other things 

that persistent pain negatively predicted satisfaction with appearance among women, when 

dysfunction was not included in the model. Other studies have found that individuals with 

negative body attitudes displayed lower tolerance towards induced pain than controls (Osumi, 

Imai, Ueta, Nobusako, & Morioka, 2014), that people with persistent pain reported more 

body image dissatisfaction than controls (Purser, 2010) and that as body satisfaction 

increased, pain catastrophizing decreased (Grossman, 2013). This indicates a relationship 
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between attitudes towards one’s body and pain. The relationship is far from clarified 

however, and more research is clearly needed. 

As the subjective and complex nature of pain has become increasingly manifest, more 

and more qualitative research into the lived experience of pain has been produced (Lima, 

Alves, & Turato, 2014). A literature review of qualitative research on the experience of 

persistent low back pain concluded that the impact of persistent pain was pervasive and 

affecting many areas in life such as activities, relationships, work, emotional problems and 

identity (Froud et al., 2014). As body image can be a crucial part of one’s sense of self 

(Markus, Hamill, & Sentis, 1987, as cited in Grogan, 2017) it is not surprising that body 

image emerges as a topic of concern in some of these studies. To our knowledge though, 

there are no qualitative studies focusing explicitly on body image in relation to persistent 

pain, and therefore we see a gap in the research that motivates further attention being diverted 

towards this issue, which is what we intend to do with this study. 

In sum, this thesis builds on previous research where body image and related concepts 

have been connected to persistent pain, and focus particularly on extending the qualitative 

line of research in the area. Thus, we approached the subjective aspect of pain and body 

through the lens of body image. 

Purpose 

Our purpose was to describe how people with persistent pain experience their bodies. 

Research question 

How do people with persistent pain describe their body image? 

Method 

Demarcation 

We choose to limit our sample to musculoskeletal pain and that is what we are 

referring to when we use the term persistent pain throughout the remainder of this thesis. We 
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also choose to limit ourselves to pain that has been evolved or acquired after birth since 

impact on body image might be affected by timing of onset (Ben-Tovim & Walker, 1995), 

and we thought this would give participants a frame of reference covering before and after 

the development of pain, thus adding richness to the material.  

Reflexivity 

This research was initiated by an interest in connections between Body Dysmorphic 

Disorder (BDD) and persistent pain, reflecting the main research areas of our supervisors. 

This perspective was reflected both in our interview protocol and in our choice of 

questionnaires. This also meant that we both had certain assumptions regarding what we 

might find. Since we initiated work on this thesis by reading the BDD-literature, we were 

biased towards discovering similar findings as has been discovered within that field, for 

example regarding distorted perceptions. During the process we tried to put this pre-

understanding to the side, particularly during the interview and coding phase.  

Both of us writing this thesis are students in a clinical psychology program. Therefore 

our pre-knowledge includes theory and practice of therapeutic methods and skills, making us 

confident in conducting interviews. Our study background might also have affected the way 

in which we interpreted the material, in that we are used to looking for clinical patterns and 

meanings. 

Neither of us has any personal experience of persistent pain, but we do have indirect 

experience through friends and family, and have continuously discussed issues related to our 

work with them. Lastly, we were initially new to this area of research, which can be argued to 

be an advantage in that we were naive in relation to the material, as well as a limitation in that 

we struggled to orientate ourselves towards the relevant literature (Langemar, 2008). 
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Epistemological perspective and choice of method 

         Our initial aim was to describe the way people with persistent pain experience their 

body. Qualitative methods are suitable for exploring complex and subjective phenomena 

(Langemar, 2008), which experiences of pain and the body most certainly are, which led us to 

consider it an appropriate method. As the study aimed to investigate a relatively under-

researched area, the choice was made to adopt an explorative approach. Our theory of science 

can best be described as that of critical realism, located between an epistemology of naive 

realism and postmodern constructionism (Given, 2008). It acknowledges that phenomena 

exist outside of the human experience and knowledge, taking a realistic approach, whilst at 

the same time underlining that the interpretation of reality is performed through cultural, 

social and political lenses (Archer et al., 2016). Critical realism has been mentioned as a 

suitable approach in health sciences, Williams (1999) writes “The body in short, diseased or 

otherwise, is a real entity, no matter what we call it or how we observe it” (p. 806). 

According to critical realism, disability is seen as an emergent property, coming from both an 

impaired body as well as structural and socio-cultural constraints, rather than one or the other 

(Williams, 1999). Within the confines of our research, this means that pain and body image 

are phenomena that are real but that as observers our understanding of them will remain 

indirect and imperfect. We can only interpret and draw plausible conclusions, and our 

theories must be understood as residing in a psychological and sociocultural context. It also 

means that we see the knowledge arising from our interviews as co-constructed in an 

interaction between interviewer and respondent.  

Sampling and recruitment 

          We employed purposeful sampling (Langemar, 2008) in order to get as rich 

information as possible, with a focus on breadth and variety. In order to receive optimal 

information regarding the topic one intends to study it is important to take factors into 
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account which could indirectly influence the topic, in this case body image and pain 

(Langemar, 2008). For that reason we aimed to include both men and women between the 

ages of 18-65 in the study. Women have been found to be overly represented within 

persistent pain populations in some studies, while others have found little or no gender 

difference in prevalence when investigating community samples (Breivik et al., 2006; Elliott, 

Smith, Penny, Smith, & Chambers, 1999; Fillingim, King, Ribeiro-Dasilva, Rahim-Williams, 

& Riley, 2009). Body dissatisfaction however has been shown to be more common in women 

than in men (Murnen, 2011; Muth & Cash, 1997). Taking these findings into account, we 

thought that interviews with women could provide us with more information and thus we 

elected to aim for two men and four women initially, and then recruit more men or women 

depending on which group was giving us the richest information. Other inclusion criteria 

were for participants to have had experienced pain for at least three months, to be able be 

interviewed in Swedish and for the pain to be acquired (eg. not present since birth).  

Since this project is associated with two other projects on persistent pain, we were 

able to use the pool of participants from those projects for the recruitment. The participants 

who were asked to be interviewed had been excluded from the study they had initially 

applied for due to limited capacity but had agreed to be contacted for future research projects. 

We reached a number of individuals by telephone in order to provide them with information 

about the study and to inquire about potential interest. If they were interested in participating 

we sent them written information about the study and the interview (Attachment 1), a map 

and a copy of the consent form that we would ask them to sign at the time of the interview 

(Attachment 2). This was done via an email address that was specifically created for the 

project. We also gave them the ability to respond to this email address with questions about 

the study that may have arisen since the phonecall. Those who participated were given two 

sets of cinema tickets when the interview was concluded. 
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Participants 

After initial screening, we invited ten people suffering persistent pain to participate in 

the study. Two individuals choose to decline participation in the study before interviews were 

initiated, and the audio content of one interview was erased by mistake. This left us with a 

final sample of seven participants, a difficulty in recruiting men caused this sample to consist 

of six women and one man. The sample had an age range from 19-56 and a mean age of 

slightly above 40. The duration of the participant’s pain ranged from 2-27 years. All seven 

participants were suffering musculoskeletal pain, mainly in their back and often secondary 

neck and shoulder pain that was attributed to the primary pain. One participant was suffering 

fibromyalgia and arthritis. The etiology of the pain was sometimes ascribed to an event such 

as an accident, while some participants had plausible but tentative explanations for their pain, 

such as improper posture.  

Interviews 

          Data was collected through semi-structured interviews conducted over a period of five 

weeks. We initially conducted one pilot interview each with non-clinical subjects in order to 

detect flaws in the interview guide and to become familiarized with it and the situation, the 

results from these pilot interviews were not included in the study. The interviews took place 

in a psychotherapy setting at the university of Örebro, Sweden. Interviews lasted between 45-

80 minutes and were conducted by either one of the authors of this paper. The participants 

were given snacks during the interview and were told that they could ask for a break if they 

needed one. The audio was recorded using a digital recording device. The interviews were 

based on a interview protocol developed by us for the purpose of this study (Attachment 3). 

The interview protocol was based on an initial proposal by Dr. Oliver Sündermann and 

Professor Steven Linton which was established upon a BDD-framework. We adapted this 

interview protocol to better suit our purpose of investigating more general body 
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dissatisfaction or body image concerns, which has been proposed to be qualitatively different 

from BDD in that it lacks the aspect of distortion characteristic to BDD (Veale, 2004). The 

finalized version of the interview protocol had gone through several revisions before it was 

deemed satisfactory. The interviews were divided into two parts, the first part inquiring about 

pain related issues and the second part inquiring about appearance related issues. Our choice 

to use semi-structured interviews over structured ones were based on previous writings within 

the field of qualitative research which claims that this kind of interview provides the 

opportunity to receive information which due to its spontaneously emitted nature reveals its 

importance or relevance to the respondent (Langemar, 2008).  

Drawings 

Osman, Cooper, Hackmann, & Veale, (2004) argue that self-focused attention gives 

rise to mental imagery about how the person believes others perceive them, what they call an 

observer perspective. This image of oneself can be triggered by an external representation of 

the person’s appearance, such as provided by a mirror (Veale, 2004). With this in mind, we 

decided to include self-portrait drawings as part of our interviews, that is, we asked 

participants to draw themselves as they believe others saw them. Since we were initially 

interested in investigating the possibility of similarities between BDD and persistent pain we 

elected to use these self-portraits as a way of exploring the above described phenomena. We 

argued that this would give us access to part of the respondents’ self-concept which otherwise 

had the possibility of remaining dormant during the interview. We also argued that using 

these drawings could benefit the interview by providing some further basis for discussion in 

case the topic of body image was difficult to get at. Lastly, we were curious to see how the 

respondents would choose to illustrate their pain and their body parts in pain, but this was 

secondary to our main purpose. The use of drawings in as a way to gather data or stimulate 

interviews has been used successfully within varied areas of research (Proulx 2007; 
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Sündermann, Wheatley, & Veale, 2016s). During each interview, we clarified that drawing 

was voluntary, and stressed that it was not an artistic evaluation. Nobody declined to draw 

their self-portrait. 

Questionnaires 

         At the end of the interviews we asked participants to fill in three questionnaires related 

to pain and body image. In doing so we hoped to be able to add descriptive information about 

our sample. We also wanted to see whether qualitative data corresponded to quantitative data 

gathered through questionnaires. Due to the size of our sample the data from the 

questionnaires was intended mainly as a descriptive tool on an individual basis and no 

statistical analysis was made. One participant failed to provide us with a response to the 

questionnaires, as seen in the table by missing data. 

Alias  PCS AAI BDDQ 

“Emma” 25 15 1 

“Bella” 11 16 1 

“Berit” 34 14 3 

“Ove” 28 7 1 

“Stina” 26 16  2 

“Johanna” -  -  -  

“Åsa” 20 6 1 

Table 1. Participant’s scores on Pain Catastrophizing Scale (PCS), Appearance Anxiety 

Inventory (AAI), Body Dysmorphic Disorder Questionnaire (BDDQ). The names presented 

are aliases. 

          Appearance concerns were assessed using the Appearance Anxiety Inventory (AAI; 

Veale, Eshkevari, Kanakam, Ellison, Costa & Werner, 2014), a 10-item self-report measure 

that assesses behaviors and cognitions related to distorted body image and shame. AAI was 

developed as a tool to measure change processes in psychotherapy for patients suffering from 
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BDD, as well as for research purposes. Each item is scored on a five-point Likert scale 

ranging from 0 (not at all) to 4 (all the time), and the scale yields one summary score of 

maximum 40, higher scores indicating higher occurrence of appearance anxiety. A study 

showed that the AAI had high internal consistency in a community sample with high 

appearance concerns (Cronbach’s α = .91.). The scale was translated into Swedish by 

Enander (2014) and this is the version used in our study (Attachment 4). 

         In order to screen for BDD we used the Body Dysmorphic Disorder Questionnaire 

(BDDQ), which is a short screening questionnaire for BDD based on the diagnostic criteria of 

DSM IV. It consists of 5 questions, and only if the answer is positive to the first question will 

the subsequent questions be answered. The scoring is cumulative and there is a question to 

exclude weight issues as the main concern in order to distinguish BDD from eating disorders. 

The questionnaire has been translated into swedish (Attachment 5) and validated in a 

Swedish community-based sample of women (N = 88) and displayed high rates of sensitivity 

(94%) and specificity (90%) (Brohede, Wingren, Wijma, & Wijma, 2013). 

          Pain catastrophizing was measured using the Pain Catastrophizing Scale (PCS; 

Sullivan, M.J.L., Bishop, S.R., & Pivik, J., 1995). The PCS is a 13-item inventory which 

intends to measure pain catastrophizing, where catastrophizing is defined as “an exaggerated 

negative mental set brought to bear during actual or anticipated painful experience” 

(Sullivan et al., 2001, p. 53). The PCS asks participants to reflect on earlier painful 

experiences and to answer 13 questions regarding feelings and thoughts associated with those 

experiences on a five-point likert scale ranging from 0 (not at all) to 4 (all the time). The PCS 

has been shown to have high overall internal consistency (Cronbach’s α = .87). The total 

score is obtained by summing the score from all the questions and has a range from 0-52. The 

recommended clinical cut-off score is 30. The questionnaire was translated into Swedish by 

the research group behind the main project associated with this thesis (Attachment 6). 
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Analysis 

Seven interviews were transcribed and thereafter read and re-read thoroughly. The 

person who conducted the interview transcribed it, and the other person listened to the 

interview and read the transcript simultaneously in order to ensure the accuracy of the 

transcription. The analysis was done using Thematic Analysis (TA), which has been 

described as suitable for new entries in qualitative research as it provides a rather systematic 

way of coding and analysing (Braun & Clarke, 2006). For that reason, and because of it being 

a good fit for our purpose to explore and describe, TA with an inductive approach was chosen 

as our method of analysis. No clear common definition of TA exists, but our analysis 

followed guidelines from Braun and Clarke (2006) in where the purpose of TA is described 

as a “method for identifying, analysing and reporting patterns (themes) within the data” 

(Braun & Clarke, 2006, p. 79), and particularly across data items. The analysis consisted of 

six steps and was done manually. We moved back and forth between the steps of the analysis 

and returned to the transcripts several times. 

 

Figure 2, Illustration of the process of analysis.  

1. Coding. The interviews were coded in the order that they were transcribed. We 

conducted the initial coding of each interview separately, thereafter we compared our 
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codes, discussed them and agreed on mutual codes. Codes were defined as discrete 

meaningful parts of the transcript, including some context. Codes were also defined 

according to how well they related to the purpose of our thesis (Guest, MacQueen, & 

Namey, 2012). The coding was done without a code book, going through the 

transcripts line by line and constantly comparing quotes and codes. Our coding 

process produced 333 codes. 

2.  Categorization. We began by sorting our codes into categories of similar topics or 

seemingly related content, 57 categories emerged from this. We went through the 

categories a number of times, moving codes between them and trying to ensure 

homogeneity within the categories as well as discussing diversity and contrasting 

codes. 

3.  Creating subthemes. In the process of reducing the material further we looked at what 

material was more closely related to the purpose of our thesis, what categories were 

overlapping and which themes seemed to have higher prevalence in our data set. 

Prevalence was measured by frequency of participants in each theme combined with 

frequency of the theme in the entire data set. This step led us to arrive at 13 

subthemes. 

4.  Controlling. In this step we went back to re-read the interviews, looking for 

information that might not have been noticed during the initial coding process and 

checking if our subthemes still seemed to be of good fit with the interview material. 

5.  Main-themes. During this step we further analyzed our subthemes and attempted to 

map out how they relate to one another. This helped us arrive at a meaningful way in 

which to group the subthemes into fewer main themes, leaving us with two main-

themes, six subthemes and one side-theme.  
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6.  Model. We attempted to conjure up a model illustrating our findings on a more 

abstract level. The model encompasses persistent pain, body dissatisfaction, negative 

mood, body awareness and coping strategies. 

Member Check. The use of member checks has been put forward as a way of increasing 

qualitative validity through assent (Langemar, 2008). In order to achieve this, we 

emailed a draft and a summary of the results in swedish to all participants after we had 

finished the analysis.. We asked them to give us feedback, and the time frame for this 

was two weeks (Attachment 7). Two participants responded that they thought it was 

representative of their experience and had no further comments. No other responses 

were received.  

Ethics 

Ethical guidelines were taken into consideration during the planning and course of the project 

(Vetenskapsrådet, 2011) and the study was approved by the ethical committee of Örebro 

University's psychology program as well as the Regional Ethical Committee in Uppsala. 

Participants were given information on data collection, confidentiality, data storage and the 

voluntary nature of their participation. Information was given verbally over phone, by email 

and finally in print before the interview. They were then asked to sign a document of 

informed consent. Participants willing to share their drawings for publication were 

subsequently asked to sign a separate document of informed consent (Attachment 8). The 

topic of the interviews was regarded as possibly distressing and we managed that risk by 

giving information on the topic and the procedure in advance (see above). We also aimed for 

a validating approach during the interviews, making the participants’ well-being a priority. 

Lastly, if the need should arise, we were prepared to explore the participants’ supporting 

resources and recommend suitable health care contacts. The name of the participants were 

immediately changed to a code number and later an alias. Any information that would risk 
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making a participant identifiable was excluded or changed in the transcription process. Data 

was stored in a locked container at the university. The data, including audio recordings, will 

be stored at the university for at least 10 years.  

Results 

Our analysis led us to represent the results in two main themes, six subthemes and a bridging 

side-theme. The themes all somehow relate to different interactions with and attitudes 

towards one’s body, and how this varies between and within individuals, as well as over time. 

The themes are not presented in order of relevance but in a manner to make them as 

comprehensible as possible.  

 
Figure 3, Thematic map including two main themes, one side-theme and six subthemes, with 

number of participants represented in each theme. 

Main theme: Relationship to the painful body 

This theme encapsulates the way in which many of the participants talked about how 

pain influenced their relationship to their body. Although we can not say that the participant’s 

relationship to their bodies has changed over time, some participants did reflect on that it had, 

as exemplified here: 

“It’s hard to put into words, but it’s like... you develop another relationship to the 

body. Because normally, if you’re not in pain it’s so obvious that everything works. 
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But when one is in pain it becomes another... one needs to have another kind of 

interaction with the body.” 

This relationship to the body was characterised by the three subthemes; “Awareness 

of the body”, focusing on an increased or decreased awareness of the body and its cues, “The 

body objectified”, characterized by a way of relating to the body as an object, and “Dilemma 

of engagement” representing the cognitive difficulty in choosing between different outcomes 

through one’s behaviors. 

Subtheme: Awareness of the body. A majority of the participants described being 

bothered by increasing consciousness of their body, and this was specifically evident in their 

awareness of their posture, something they previously had paid less attention to. One 

participant describes the increased attention as follows: 

“You search through the body. In another way, in order to know how the day will be 

or how... a little like that. For good and for bad, it’s a disadvantage because you 

might find things that you wouldn’t… You become too aware of… things that would 

have just slipped by. ‘I am a little stiff today’ - and you would just go on if you’re not 

normally in pain, but when one normally has pain, you start to analyze it ‘Yes I am a 

little stiff there, will it become worse?’ Yeah, there’s a little too much analyzing of it 

all.” 

However, participants also expressed paying less attention to the pain, that they had 

gotten used to it and that they eventually became accustomed to it. For example: “Yes, and in 

the end it feels like a normal state. I mean, it feels like it is a normal state to walk around in 

pain, because you don’t remember what it was like before the pain.” This subtheme thus 

reflects the way participants noticed how they paid attention to their bodies, and how their 

bodies appeared to them consciously.  
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Subtheme: Dilemma of engagement. The act of managing activity levels was 

present as an issue amongst all participants. Mostly this was expressed as a struggle to find a 

balance between doing too much and doing too little, as a choice of putting pressure on the 

body or adapting to its limitations. One participant described it like this: 

“What I still struggle with, it’s to take these small steps to get further. When I feel that 

it works, I tend to do too many things, that’s when I want to do things and so… 

oftentimes I know when I do things that I’ll feel bad tomorrow.” 

A few participants described ways of adapting with time, finding ways around the 

body as an obstacle to be able to engage in the things they wanted to, others tried instead to 

accept their limitations and changed the way they engaged with things in order to cope. 

“I’ve become a lot more careful with my body. And I’ve tried to find this balance. I’ve 

had a period where I tried to rest to get rid of the pain, it went so-so. And then you 

lose muscles, that's the way it is. I’ve stopped doing things, I used to ride a lot before, 

I’ve stopped doing that because it increased my pain.” 

Some participants would question whether to listen to their body’s signals were the 

right thing to do or not. For example, some participants would sometimes ignore the the pain, 

and sometimes listen to it. On days with less pain it could also be tempting to do things the 

body seemed fit for doing, although knowing that this would increase the pain later. This was 

expressed by one participant like this: 

“Yes, some days it’s just like ‘Oh, now my back is just fine.’, that's how it can feel. 

And then one pushes oneself, you carry heavier things and you do this and that and 

then it’s just like ‘Oops. That was not what I was supposed to do.’.” 

This subtheme describes the way in which the participants endeavoured to overcome 

or deal with the body as an obstacle, to be able to engage with the world in the same way as 

before, in a new way or to change their expectations regarding what they can do.  
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Subtheme: The body objectified. Most of the participants described their body in 

words suggesting that the body was in a way separated from their minds, and as such an 

obstacle to their intentions. One participant describes this discrepancy between the mental 

and the physical: 

”Your body says no, even though you mentally can do it. But that one physically 

can’t, and that’s... It’s so strange that it should be that way when you consider 

yourself to be a fit and good person… or good… well fit and healthy person, that 

there is something physical that should hinder you, that feels strange” 

Some described the body partly as something mechanical, in where the different parts 

of the body had to figure out a way to work together, as seen here: 

”It will be a lifelong puzzle to learn to cooperate together. To get, because it’s not 

possible to change it, that’s the way it is, so you just have to find ways to be able to 

function together in the best way. I might always have the pain, but I’ll try to do the 

best with what is.” 

Some expressed a wish to change or get rid of the parts of their body that was causing 

trouble, as exemplified by one participant: ”Well it’s not, when it functions well it works 

alright, but when it doesn’t want to cooperate you get angry and annoyed and would like to 

exchange parts, you could send yourself to the junkyard, change parts.” 

In sum, there was a tendency amongst most participants to distance themselves from 

their bodies and sometimes even objectify it based on its function. 

Main theme: Dissatisfaction with the body 

This theme captured participants view of their body as a problem with regards to 

function, appearance and the way their pain was indirectly communicated. Three subthemes 

reflected this: “Distress due to impairment and limitations”, characterized by negative 
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feelings due to the limitations associated with living with persistent pain. “Ambiguous 

communication through demeanour”, which is seen in participants describing how their pain 

is visible in uncontrollable ways and how this can be misinterpreted. “Appearance concerns”, 

which relates to dissatisfaction with one’s physical appearance and ways of dealing with it.  

Subtheme: Appearance concerns. When asked about their opinions or attitudes 

towards their appearance, we got mixed responses. However, many participants reported 

various ways of coping with appearance dissatisfaction, some of the common ones were 

fixing, exercise and dieting. One participant expressed how she uses fixing behaviors to help 

herself deal with appearance dissatisfaction: 

“When I feel the worst, if I’m really like, ‘I look like shit today.’ then I get up and put 

on makeup, and I do that little extra, or I braid my hair or I do something which 

makes it so that I can think that just that part is really pretty, then I will be more 

satisfied with myself, even though I don’t feel top notch that day.” 

Some participants described other ways of dealing with appearance concerns that 

could be best described as avoidance behaviors. These included avoiding viewing oneself in 

mirrors, to pretend to oneself that one looked to others like one did at a younger age and 

avoiding the use of scales or other indications of weight. One participant describes her 

behavior and thoughts regarding mirrors: 

Respondent: “Yeah, and then not to... Like, if I’m brushing my teeth and so, I have a 

pretty big mirror in the bathroom, I don’t look, I don’t look at myself in the mirror. 

No, because I don’t like what I see.” 

Interviewer: “Do you do this still?” 

Respondent: “No, today I probably look a little bit more.” 

Interviewer. “Today you look a little bit more, yeah... So you avoided your mirror 

image...” 
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Respondent: “Yeah, and similarly, I didn’t look, if I was trying on clothes at the store 

I didn’t look myself in the mirror, instead I felt how the clothes would fit. I didn’t want 

to see myself because I wasn’t happy with what I saw. So, like, you tried to get rid of 

it, I don’t exist.” 

Some participants also described a kind of acceptance of their appearance, a 

comparing with people who were worse off or otherwise trying to make oneself feel 

comforted. It’s illustrated by one participant here: “Yeah... And then you of course look 

around on the beach, well, there are actually those who are bigger than I am. And it’s like 

nobody cares, nobody’s looking at me!” During the interviews we asked respondents about 

what they thought about the appearance of their body part in pain. Invariably however, 

nobody expressed any concerns. When one respondent was asked about whether her view of 

her body parts in pain had changed since the onset of her pain, she responded thus: 

“No I don’t think so, just because... No I have probably never had any complex about 

that... It’s probably been the same, so appearance wise the pain in my knee or back 

doesn’t have anything to do with it... It’s more overall so to say, how one views 

oneself.” 

In contrast to the dominating feature of the theme, being that of negative evaluation 

and high investment, a few participants claimed that they were increasingly less concerned 

with appearance as they grew older, as illustrated by this participant: 

Interviewer: “Do you like your body? What do you feel about your body?” 

Respondent: “Well, I can be angry at it because it hurts. And that has begun now 

since I started having pain. But otherwise I don’t really care about how I look, I look 

the way I do. But that also has to do with age, because when I was younger I might 

have thought differently. (…) Yeah, at least after I turned 50, after that it wasn’t 

anything important, it’s how it is, you just have to accept it.” 
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To summarize this theme, many of the participants told us about having appearance 

concerns, to a greater or lesser degree. In some cases, it seems as if the appearance concerns 

have been present before the onset of the persistent pain. The reason for their appearance 

concerns varied quite a lot, but a lot of them were dissatisfied with weight in one way or 

another. The relationship between pain and appearance is explored further below. 

Subtheme: Distress due to impairment and limitations.  Most participants 

expressed some sort of distress regarding their dysfunction due to pain. The feelings were 

sometimes directed towards the body, most frequently expressed were feelings of frustration 

and dejection. 

“There’s a feeling of, frustration many times, because it's hindering things a lot. 

Because of the pain. (...) But a lot of times it can feel a little like there is frustration. 

That the body doesn't work, the way you want it to.” 

There was also generally negative attitudes directed at the body based on how it was 

performing, as seen in the dislike expressed by one participant: 

“I don't know if it's part of your study or, if one thinks ill of one's body, well the only 

thing I dislike about my body is that it doesn't work the way I want it to work, because 

of the pain.“ 

Noticeable is that two participants also expressed feelings of gratitude and happiness 

connected to what their bodies could do in despite of pain.  

Many other feelings were expressed, for example shame, guilt, failure, anger, 

disappointment and feelings of being left out. The feelings were not directly expressed 

towards the body, but oftentimes connected to having to give up on hobbies, dreams and 

sometimes not being able to work the way one wanted to. They were also related to 

relationships, comparing with others and a sense of being a burden. 
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In sum, participants spontaneously, as well as when asked for feelings about their 

bodies, expressed various negative feelings towards their bodies due to its dysfunction and 

the limitations they faced. 

Subtheme: Ambiguous communication through demeanour. During the interviews 

we intended to investigate concerns and attitudes regarding appearance. The respondents 

however often gave us answers that did not neatly fit into the category ‘appearance’, but 

rather expressed how the pain was visible through demeanour, such as facial expressions or 

posture. The ways through which pain was visible through posture included being hunched 

over or limping. Some viewed this as something negative, mostly because they thought that it 

made them seem weak or disabled somehow. One participant expressed this quite vocally: 

Interviewer: “Would you want it to be visible when you’re in pain? 

Respondent: “No, because I want to be this perfect girl... I don’t want to... No, I want 

people to see me as strong. But sometimes I want people to see me as weak because, 

you want closeness, I’d say. But I guess it’s that you show yourself as weak to your 

near and dear, and to those more distant from yourself you’re superwoman.” 

Some participants compared their pain with mental illness in that it too means 

suffering that is not apparent to an outside observer. Some participants expressed that they 

wanted their pain to be visible. Mostly because they felt that this would make people more 

understanding of their hardships, as expressed by one participant: 

“Yeah sometimes maybe it would be nice if it was visible that I’m in pain, that I’m not 

angry or bitter but I’m in pain. Yeah, but a little like that, that it gets more... That it 

becomes more understanding, but okay, ‘She isn’t bitter but I can see that she’s in 

pain.’, or yeah it shows.” 
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One participant said that she had consciously attempted to make the pain more visible 

so that others would understand how much she was actually suffering, without having to 

initiate a conversation about it herself: 

Interviewer: “Have you tried to make it (the pain) visible sometime? 

Respondent: “Yes I probably have. By sitting and moving myself in a certain way like 

massaging my neck or, like sitting and doing something that makes, like turning my 

head, grimacing somehow, to get attention, to show that it’s not well. Instead of me 

having to say it, somebody else will ask me instead, and then it’s more okay to talk 

about it. So I’ve probably done that, to be able to get understanding. Because then 

they’ve opened up because they see something, they see a need, and they ask and then 

it’s not me who’s the one that demands: ‘Please see me, hear me…’.” 

Pain visible through facial expression and mood was described in negative terms 

because it failed to properly communicate that the individual was in fact in pain, instead 

others could see that they were in a negative mood, or tired or disengaged but could link this 

to a number of explanations. Further, some participants felt that this ambiguous pain 

communication failed to convey their inability to engage in activities that most people could 

engage in, and how others failed to understand the seriousness of their situation and their 

level of disability. 
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Side-theme: Appearance concerns affected by mood and pain. Our analysis 

showed that appearance concerns seemed to be connected to pain, but in indirect ways, 

mostly through mood and fatigue. Many of the participants described how they on especially 

painful days or periods would become more tired and in a general negative mood, and this 

would be associated with a dissatisfaction with their appearance. This was phrased by one 

participant in this way: 

”Well and then that doesn’t look good, you lose your spirit a little bit… So of course it 

affects... so I think that often when one feel that one has those bad days it’s also that 

it's a very, very painful day, so it's probably in the same... cycle, I think.” 

Some participants described how the pain and their related tiredness and mood would 

seem to make them look worse: 

“If you’re in a lot of pain you can’t really just be like ‘Yeah, hey!’. Instead it’s more 

like… you hang down. And I, if I imagine a picture of myself of when I’m in pain, 

everything just hangs down, and at that point you’re just not beautiful but instead you 

look really mad, or angry or something, I don’t know how I look but it becomes like... 

it just hangs down, all of it. I’m thinking about the face here. So of course it has an 

impact.”  

This quote is nicely illustrated by one of the drawings made during the interviews (see 

attachment 11). A few participants also described how appearance was less of a priority on 

painful days, thus leading to them being generally less invested in their appearance when in 

pain: 

Respondent: “Yeah and I mean those days, it’s not like I jump up and start putting on 

makeup and fixing!” 

Interviewer: “No, what do you do then?” 
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Respondent: “I just try to stay afloat, eat breakfast, the family leaves the house and 

then I go back to bed...” 

Some participants also expressed how their pain interfered with various coping 

strategies to handle body dissatisfaction, thus leading them to either have more concerns 

about appearance or having to find other ways of coping with appearance. This theme was 

particularly strong for one participant, who was torn between covering herself up in order to 

reduce pain and trying to look attractive, she described the struggle like this: 

“Which gets frustrating when you’re getting dressed and then your neck hurts like 

hell, and then just ‘I want this jumper.’, but it doesn’t cover the neck, so I have to pick 

that jumper instead, which isn’t as good looking, but I need to wear it because I need 

to get through the day sort of. And that's annoying, that's terribly annoying, because I 

want what I have now (refers to clothing), I mean for it to be open and such, but it's 

not possible. I can on my good days, otherwise I’ll bring a scarf or something, and I 

hate that I have to cover up all the time. That I have to have things up here, no wind 

at all, it’s really frustrating. So I can get disappointed that I can’t choose what I 

want.” 

The same participant did however describe that she could use coping strategies for 

appearance as a way to increase pain tolerance, something that was not reported by other 

participants. This subtheme is associated with the other main themes respectively. 

“Relationship to the painful body” in that it closes in on how individuals relate to and engage 

with their bodies, for example as an obstacle to engage in appearance related behaviors and 

“Dissatisfaction with the body” in the sense that attitudes towards the body are being 

reevaluated as mood, energy levels and pain varies. 
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Discussion 

Our purpose with this study was to describe how people with persistent pain relate to 

their bodies. We collected data through semi-structured interviews with people suffering from 

persistent pain (N = 7) and analyzed the data using inductive Thematic Analysis. The analysis 

revealed two main themes, “Relationship to the painful body” and “Dissatisfaction with the 

body”, each containing three subthemes. We also discovered a bridging theme between the 

two main themes that we called “Appearance concerns affected by mood, fatigue and pain”. 

Discussion of results 

This study is rare in its kind as it looks at body image issues in a population with 

persistent pain using a qualitative approach. The study adds to the body of research indicating 

that body image, body awareness and persistent pain are interrelated. We will discuss our 

results using literature and theories from varied disciplines.  

Main theme: Relationship to the painful body. Participants reflected on their bodies 

as something demanding their attention, something objectified and something which they had 

to listen to and manage in relation to intentions and goals. This points to a possibly altered 

relationship to their bodies due to persistent pain. Bury (1982) developed the concept of 

chronic illness as a disruptive event, something that modifies one’s biography, for example 

self-concepts and relationships, in certain ways. Although most of the participants in our 

study did not experience their pain onset as one sudden single event, as suggested by Bury 

(1982), they reflected on the episode or process as a major change, as something that possibly 

had altered their life’s direction and sometimes who they were. One aspect of the disruptive 

event of chronic illness is how the taken-for-granted assumptions and behaviors of everyday 

life are disrupted, for example attention being directed towards bodily states that we normally 

do not notice (Bury, 1982). This has been described in other terms as bodily dis-appearance 

turning into bodily dys-appearance, that is, the tendency to become more conscious of the 
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body as it’s function is disrupted (Leder, 1990). This was described in the subtheme 

“Awareness of the body” in terms of increased attention towards the body. Particularly, 

participants described paying a lot of attention to posture, something we believe could be an 

indirect way of focusing on neck and back pain. This could be reflecting more continuous 

awareness, rather than acute awareness, of posture and movement as a possible source of 

future pain and an attempt to avoid this. A similar finding was reported in a study by Aymar 

(2010), where participants had acquired a permanent pain consciousness in anticipation of 

intolerable pain. In this way, something previously part of an unconscious body schema gets 

transferred into the conscious body image (Gallagher, 2006), which partly overlaps with the 

concept of body awareness. 

Previous research has struggled to understand body awareness and what might 

influence it, and more and more studies point to a differentiation of body awareness into 

sensitivity of bodily signals on a perceptual level, the quality of attention towards them and 

the attitudes and responses to them (Mehling et al., 2009). In differentiating body awareness, 

some studies have found that rather than sensitivity per se, it is the quality of attention and the 

responsiveness to bodily cues that seems to be important in predicting various outcomes 

(Daubenmier, 2005; Ginzburg, Tsur, Barak-Nahum, & Defrin, 2014; Mehling et al., 2009; 

Oswald et al., 2017). Participants in our study generally scored high on the PCS, indicating a 

fearful response style to inner bodily signals of pain. Perhaps it could be that this fearful 

response style (i.e. quality of attention), rather than a changed sensitivity per se, leads 

participants to develop maladaptive pain coping (for example avoidance following 

catastrophizing). Another previous research finding is that somatosensory amplification, the 

act of magnifying normal inner sensations, seems to make the individual less capable of 

identifying subtle interoceptive sensations (Bogaerts et al., 2008; Mailloux & Brener, 2002), 

perhaps pointing to a diminished or changed body awareness on some levels. In the context 
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of persistent pain, this could suggest that as individuals become increasingly focused on their 

pain to the degree of somatosensory amplification, they find it harder to be attentive to other 

subtle cues from the body. Appearance surveillance has also been theorized to diminish the 

awareness of inner bodily cues, as suggested by self-objectification theory (Fredrickson & 

Roberts, 1997). Self-objectification is defined as “a form of self-consciousness leading to 

vigilant monitoring of appearance” (Oswald et al., 2017, p. 76). The theory of self-

objectification states that growing up in a society sexualizing women would make women 

suspect to develop a self-objectifying trait (Fredrickson & Roberts, 1997). Since all but one 

of our participants were women, we could expect certain levels of appearance surveillance, 

and thus a relationship in where this appearance surveillance led to diminished attention to 

inner bodily sensations. In contrast to this, results from Grossman (2014) indicated that 

women with persistent pain might be less involved in appearance surveillance than a pain free 

population, perhaps due to the pain increasing the focus on the inner workings of the body, 

leaving less attention for appearance surveillance. This would suggest that pain could alter 

body awareness or at least decrease body dissatisfaction. Further evidence of a relationship 

between pain and body awareness, as well as between body dissatisfaction and body 

awareness, comes from research in where various therapies focusing on body awareness has 

shown to be effective in dealing with pain and body image issues (Astin, 2004; Daubenmier, 

2005; Gard, 2005; Grahn, 1999; Grahn, Ekdahl, & Borgquist, 1998; Malmgren-Olsson et al., 

2001). The theme “Awareness of the body” also contains participants’ statements about how 

they experienced their pain as being normalised, something we are not sure about how to 

interpret, but we speculate that it could be a coping strategy. In this case that could mean 

attempting to accept that the pain is part of one’s life and one’s self. This would correspond 

to the so called self-pain enmeshment model, which states that emotional distress can be 

predicted by how deeply the pain is enmeshed with one’s self-concepts (Morley, Davies, & 
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Barton, 2005). It could also reflect a changed attitude towards the pain, perhaps as being less 

reactive to it.  

 This leads us to the subtheme “Dilemma of engagement”, which reflects the persisting 

struggle of dealing with the body and its limitations, creating a need for weighing abstract 

costs and benefits in situations that would otherwise not require contemplation. Increased 

attention directed towards the body in pain is to be expected as pain is a threat-signal that 

interrupts and overrides less important information when it comes to catching our attention, 

pain has even been described as demanding attention (Eccleston & Crombez, 1999). This 

interruption can be more or less adaptive however, especially in the case of persistent pain 

people may need to learn to ignore their pain. The fear-avoidance model is useful in order to 

understand how persistent pain is developed and maintained, but also as a way to understand 

the cognitive struggle evident in this theme. Fear-avoidance refers to “the avoidance of 

movements or activities based on fear.” (Vlaeyen & Linton, 2000, p. 317), and it describes 

how fear of pain or injury often leads to the development of avoidance of everyday activities, 

and how the behavioral pattern is maintained due to the fearful cognitive appraisal of painful 

stimuli. In a review by Vlaeyen & Linton (2012) the issue of conflicts between pain-related 

goals and other goals are brought up, as this seems to be connected to pain-related fear. This 

weighing of goals was clearly evident in our findings, and the painful body played an 

important role in this. Sometimes participants reported distracting themselves or ignoring the 

pain in order to focus on activities, although knowing this might lead to increased pain later. 

This reflects studies showing that distraction might be helpful in dealing with acute pain, but 

not persistent pain (Goubert, Crombez, Eccleston, & Devulder, 2004). Sometimes 

participants instead took precaution and avoided possible pain-triggering activities. This 

dilemma is also a cognitive activity that can be exhausting in and of itself, creating the need 

for analysing situations that has previously been more or less routine. 
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It has been stated that fear of pain will increase hypervigilance to possible signals of 

pain, possibly even more so when the pain is unpredictable (Crombez, Eccleston, Baeyens, & 

Eelen, 1998; Vlaeyen & Linton, 2000). Crowe et al. (2010) suggests that this need for 

vigilance could be a mechanism behind what they noticed as a tendency to externalize or 

objectify the body, a finding that was paralleled by ours in the subtheme “The objectified 

body”. Our findings are in a way somewhat paradoxical, with participants reporting both 

increased awareness and a sort of distancing from the body, a finding which very much 

mirrors that of Osborn & Smith (2006). However, we did not find any explicit alienation 

from body parts in pain, as sometimes found in people with conditions such as CRPS or 

xenomelia (Lewis et al., 2007; McGeoch et al., 2011). We have discussed whether the 

location of the pain could be an explanation for this. Most of the participants had pain located 

in their neck or back, body parts that are quite integral to the body and perhaps therefore to a 

sense of self, possibly making these body parts less suspect to a process of alienation. Our 

results indicate the existence of a sort of mechanistic view of the body however, even a desire 

to exchange or get rid of parts of this body-machine. This mirrors other findings, where 

people with persistent pain sometimes reported a somewhat fragmented body image (Smith & 

Osborn, 2007). The relationship to the body was marked by a sort of dualism, a split between 

mind and body. This idea of a mind-body split is not new and can be traced back at least to 

ancient greek philosophy, but the view is closely tied to René Descartes (1596-1650) who 

described the body and it’s functions, including pain, as a mechanistic entity, governed by a 

rational soul. This view has permeated popular thinking and as a result pain has often been 

viewed as either entirely physical or entirely psychological (Lima et al., 2014; Linton, 2013). 

This perspective is in conflict with more nuanced approaches to pain, such as the 

biopsychosocial model (Adler, 2009). 
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In sum, the theme called “Relationship to the painful body” has many facets and 

generates questions regarding body awareness, self-objectification traits and related 

constructs. 

Main theme: Dissatisfaction with the body. We discovered various forms of 

dissatisfaction with the body during our interviews and subsequent analysis. The 

dissatisfaction was sometimes due to appearance concerns, sometimes due to limitations, 

sometimes due to the misunderstandings which followed ambiguous pain communication, 

and sometimes the dissatisfaction and associated distress was more vague or overlapping 

between these areas.  

The subtheme “Appearance concerns” reflects the way participants talked about how 

they looked. BDD is characterized by concerns regarding specific features of the appearance 

(Marques et al., 2011; Veale, Gledhill, Christodoulou, & Hodsoll, 2016), and we initially 

reflected on whether this could be mirrored in a pain population, where the body part in pain 

would become the focus of appearance concern. However, our results did not point in this 

direction. One participant, who had more peripheral pain, expressed some distorted 

perceptions regarding her body part in pain, but these were entirely sensational and she did 

not report any concerns regarding the appearance of her body part in pain. We received 

mixed messages from our participants regarding how important appearance was to them. We 

did however notice a fair amount of appearance investment, as noted through various ways of 

exercising, dieting or fixing behaviors. You could say that while participants say that their 

appearance is not that important, their actions seem to speak otherwise. This corresponds to a 

facet of coping strategies related to appearance dissatisfaction known as positive rational 

acceptance. This concept relates to an attempt to quench appearance related distress through 

downplaying the importance of appearance or convincing oneself that the worry experienced 

is unproportional (Cash, Santos, & Williams, 2005). This coping strategy is also explicitly 
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explained as being used by one participant who has concerns about her weight, when she 

goes to the beach she will tell herself that there are others who are larger than she is there, or 

that people do not look at her. Reducing her own distress this way allows her to go places 

despite her concerns, and that kind of coping could therefore be perceived as adaptive. 

Another facet of appearance coping is avoidance, which was relayed by a few participants. 

Most notably this had to do with wanting to avoid viewing oneself in a mirror in order to 

avoid the negative emotional distress which doing so brings, but also avoiding the use of 

scales in relation to weight concerns. Fixing behaviors were expressed as well, most notably 

through exercising or dieting in order to stay fit, but also through makeup or clothing. These 

appearance concerns however are not very obviously linked to pain, for example using 

makeup, wearing pretty clothes, exercising and dieting are things that many if not most 

people engage in to some degree. The ways in which pain interacts with these concerns are 

explored further down. 

The subtheme “Distress due to impairment and limitations” captured both direct and 

indirect feelings regarding the degree of function of the body and the consequences of that 

function. Anger was frequently expressed and studies have shown that anger within pain-

populations usually is directed towards the self, and that higher levels of anger are associated 

with higher levels of pain (Greenwood, Thurston, Rumble, Waters, & Keefe, 2003). What 

happens to one’s body image when strong negative feelings are directed towards the body? 

We have reflected on whether the feelings are at risk of being generalized, for example from 

disappointment about the function of one’s body to one’s appearance or to the whole of one’s 

body. In a review on body image among older women it was stated that women tend to 

compartmentalize their bodies, possibly reflecting a separate process of evaluation for 

different aspects of body image (Marshall, Lengyel, & Menec, 2014) . This was somewhat 

mirrored in a study by de Souto Barreto et al. (2011) where it was found that satisfaction with 
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the function of the body was more closely correlated to satisfaction with appearance in men 

than in women. This raises questions regarding whether interventions for these issues should 

be different for men and for women. 

Many participants voiced concerns regarding how the pain made them appear to 

others. They expressed that the pain was often visible only indirectly, for example through 

mood or demeanour. They were often concerned about this, especially when it comes to 

fatigue, facial expressions and physical limitations, because it was not clear to others that 

these expressions were due to pain. This is evident in the subtheme called “Ambiguous pain 

communication”. Many participants expressed concerns about being perceived as angry or 

bitter when they were in fact in pain. Related to this, concerns were raised regarding being 

perceived as a person who constantly complains. This resembles findings of a qualitative 

study investigating issues of self and shame in women with persistent pain (Werner, Isaksen, 

& Malterud, 2004). They found it to be common among women with persistent pain to be 

afraid of being perceived as nagging or whining. There was a strong desire to establish that 

one was in fact in pain (that the pain was not imagined or psychological) and that they were 

indeed emotionally strong (as opposed to complaining or whining). Connections have been 

made between persistent pain, which is most commonly occurring in women (Breivik et al., 

2006; Tsang et al., 2008), and hysteria, referring to the way in which persistent pain is 

sometimes seen by others as being imagined or exaggerated by the sufferer (Ford, 1997). 

Werner et al. (2004) argues that people with pain are aware of this conception and thus make 

efforts to convince their surroundings that they are not hysterical, and one way of doing this 

seems to be by expressing negative thoughts about other people with persistent pain and their 

socially undesirable behaviors (i.e. nagging or complaining). In our study, some participants 

choose to hide their facial expressions or to put on a smile in order to avoid being perceived 

in a manner they thought was negative. This in turn makes social interactions cumbersome 
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and may lead to the avoidance of social interactions when one does not feel their best, 

wanting to present oneself in a positive manner. This in turn could progress towards social 

isolation, in a manner similar to the development of social anxiety (Charmaz, 1983). Some 

participants were concerned that others would view them as lazy or unwilling to cooperate, 

rather than unable. This sometimes made participants exceed the degree of strain that was 

healthy for them, leading to painful consequences. This is reminiscent of previous research 

which has studied people with persistent low back pain and found that they lived in fear of 

being either judged, abhorred or pitied by others (Smith & Osborn, 2007). It seems plausible 

that other kinds of persistent pain, for example pain involving visible disfigurement, would 

not lead to these same issues. That could explain the sometimes contrasting thoughts 

expressed by some participants regarding wishing for a visible handicap while at the same 

time not wanting to be handicapped.  

During our analysis, we encountered some information which seemed to be connected 

to both of the main themes. This was organized into a side-theme we called “Appearance 

concerns affected by mood, fatigue and pain”. A study by Grossman (2014) indicated that 

individuals with pain related distress or higher levels of pain catastrophizing may display 

elevated body dissatisfaction. This was based on results showing negative correlations 

between pain catastrophizing and body appreciation, and positive correlations between body 

appreciation and pain acceptance (Grossman, 2014). What this research tells us is that there 

may be some intricate relationships between distress, pain and body image, and even though 

it is impossible for us to draw conclusions regarding causation, we speculate that appearance 

concerns may be influenced by and interact with mood, fatigue and pain in a number of ways.  

 Persistent pain is associated with depression (Bair et al., 2003) and according to 

cognitive theories on depressive self-schemas, this would make the individual suspect to a 

negative bias in processing self-relevant information (Barlow, 2008). Such information could 
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be related to one’s appearance for example, leading to a more negative appraisal of the body. 

This corresponds to findings by Baker et al. (1995) in where negatively induced mood 

changed participants current evaluation of their body in a negative way. It was reflected in 

our results by participants describing how painful days would put them in a low mood and 

not being able to appreciate their looks. Those particularly painful days would also make 

some of the participants less invested in their appearance, suggesting that appearance concern 

is a more sophisticated cognitive process, being overridden by more basal needs or impulses 

such as pain. 

One participant claimed that she would fix her appearance in order to increase her 

pain tolerance. This could indicate that mood might have an influence on the relationship 

between pain and appearance concerns. In her case that could mean using appearance fixing 

to improve her mood would improve her pain tolerance. This could also serve the function of 

distracting her from the pain. This strategy however was not reported by any other 

participants, which might be due to different personal values, sense of self and experiences 

(Tessari, Tsakiris, Borghi, & Serino, 2010; Tsakiris, 2010). These findings points towards 

attitudes about appearance as being something quite malleable by internal states indicating a 

problematic picture regarding the consequences of sustained negative mood, which persistent 

pain and body dissatisfaction very well may result in.  

Coping can be defined as a “set of intentional, goal-directed efforts people engage in 

to minimize the physical, psychological, or social harm of an event or situation.” (Abrams et 

al., 2013., p.21) and could interact with pain and body image in several ways. The pain may 

hinder various coping strategies for dealing with appearance related concerns, such as making 

exercise difficult, or making wearing certain clothes painful. This could create conflicts of 

interest and lead to frustration, as strongly evident in one of our interviews. It can be argued 

that both appearance concerns and persistent pain are conditions which increase the 
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probability that the individual develop maladaptive coping strategies, to deal with one or the 

other (Cash et al., 2005; Higgins, Bailey, LaChapelle, Harman, & Hadjistavropoulos, 2014; 

Miller-Matero, Chipungu, Martinez, Eshelman, & Eisenstein, 2016). Initial appearance 

concerns could perhaps increase the risk for maladaptive coping strategies (e.g. excessive 

exercise or restrictive eating) which may subsequently cause persistent pain problems, for 

example back or stomach pain. The more cause an individual has to develop coping 

strategies, the higher the probability that they will develop one that is maladaptive 

(Wadsworth, 2015). It seems likely that maladaptive coping strategies meant to deal with 

appearance concerns can cause persistent pain and vice versa, establishing maladaptive 

coping strategies as an indirect link between the two conditions.  

Further, the pain in itself, or certain coping strategies in response to the pain such as 

medication and avoidance, may lead to disuse syndrome (Bortz, 1984; Vlaeyen & Linton, 

2000;). Disuse syndrome is characterized by for example musculoskeletal fragility and 

obesity, and could thus increase dissatisfaction with appearance. This corresponds to a 

finding by Clarke & Griffin (2008) in which elderly people with multiple chronic conditions 

were dissatisfied with their bodies, often due to weight gain explained by medication. 

It is important to note that coping strategies for appearance concerns and persistent 

pain may align at times, for example dieting or exercising may be appropriate ways of 

dealing with both appearance concerns and persistent pain, leading to a kind of accumulative 

motivation for dealing with these issues.  

The pain may also make one look sad, annoyed or tired, actually changing one’s 

appearance in the moment. This could be perceived as unattractive by others, eliciting certain 

responses and thus influencing one’s body image in an interpersonal context. This was also 

reflected on in the subtheme “Ambiguous pain communication”.  
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Lastly, dissatisfaction with disability has been shown to be associated with 

dissatisfaction with appearance, most notably in men (de Souto Barreto et al., 2011), as 

elaborated on earlier. This illuminates the importance of adopting a broad perspective when 

approaching body image issues in pain and other possibly disabling conditions. These are 

some pathways between pain and body image emerging from our results. In discussing this 

theme it becomes obvious that different research fields are overlapping.  

Model of relationship between persistent pain and body dissatisfaction. Our 

results captures the way in which participants talked about their bodies, and we have reflected 

on these findings with the help of various theories. Below is a hypothetical theoretical model 

that aims to illustrate the relationships our results and other research points towards. To help 

with understanding the model, we begin by clarifying the different parts of it.  

Body awareness. Body awareness in the model includes somatosensory amplification, 

hypervigilance, quality of attention and attitudes toward bodily signals (for example 

catastrophizing or acceptance).  

Pain. Refers to the individual's subjective experience of his or her pain.  

Negative mood. Includes both immediate psychological distress, as well as depressive 

states and symptoms.  

Body dissatisfaction. In this model, body dissatisfaction refers to dissatisfaction both 

with one’s appearance and one’s function, as well as dissatisfaction with particular body parts 

or with the body in general.  

Coping. Refers to the various adaptive and maladaptive strategies used in order to 

meet challenging demands. 
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Figure 3. A proposal of a theoretical model of relationships influencing body image and pain. 

During the research process, it became increasingly clear that negative mood is an 

important aspect when trying to understand body image and pain, as evident in the frequent 

mentioning of distress by participants. Both pain and body dissatisfaction seems to function 

in a similar manner in that it is a condition which gives rise to a lot of distress which in one 

way or another has to be dealt with, triggering coping strategies. These coping strategies can 

be maladaptive and might result in increasing either persistent pain or body dissatisfaction as 

a consequence. This model shows how persistent pain can give rise to body dissatisfaction 

and the other way around, both developing and maintaining a system of distress and coping 

strategies. 

Body awareness seems to be related to body dissatisfaction, for example with regards 

to disordered eating and in body awareness focused therapies developed to increase body 

satisfaction (Daubenmier, 2005; Kristeller & Hallett, 1999; Oswald et al., 2017). The same 

goes for body awareness and pain with studies pointing to increased pain acceptance/pain 

management as a result of so called mind-body therapies, focusing on body awareness (Astin, 

2004; Gard, 2005; Grahn, 1999; Grahn et al., 1998; Malmgren-Olsson et al., 2001). Whether, 

and how, pain affects body awareness is unclear, possibly changing the attention (through 
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somatosensory-amplification or decreased appearance surveillance), the attitudes (through 

threat-based monitoring or ignorance) or even the felt sense of embodied self (through 

objectification and externalization of body parts; Ginzburg et al., 2014; Mehling et al., 2009). 

Not included in the model, but certainly of great influence are the values, experiences and 

self-concepts of the individual, involved in every part of the model. 

Discussion of method 

As we ventured into the literature search relevant to our thesis, it soon became clear 

that it would be a challenge to move between two fields of research (i.e. pain and body 

image) and this became particularly obvious when trying to define key terms and in judging 

the relevance of related literature. We tried to compensate for this by making a conscious 

effort of studying varied literature during the entire process in order to get a nuanced view of 

the field.  

We are aware of the risk of research on the complex body being too reductionist, as it 

has been many times before (Bendelow & Williams, 1995). TA is performed “horizontally”, 

looking for themes across data items. It is possible that a “vertical” method of analysis (i.e 

phenomenological) could have produced a more profound result. For example, Interpretive 

Phenomenological Analysis (IPA) has been recommended as a useful method for gaining 

insight into the highly complex and personal experience of living with pain (Smith & Osborn, 

2015). Using a vertical method of analysis might also have opened up more possibilities of 

incorporating individuals drawings and answers on questionnaires in the analysis. Choosing 

TA might still have been the best choice however, as it is recommended to researchers not 

experienced in qualitative method (Langemar, 2008).  

We were initially interested in interviewing a diverse sample regarding gender and 

age as a way to add breadth to the data. Although women are affected by body image 

disorders to a greater degree than men (Grossbard, Lee, Neighbors & Larimer, 2009; 
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Hargreaves & Tiggemann, 2004; Lokken, Ferraro, Kirchner & Bowling, 2003; Muth & Cash, 

1997; Myers & Crowther, 2009), men are becoming increasingly dissatisfied with their 

appearance (Burlew & Shurts, 2013; Forbes, Adams-Curtis, & Rade, B., 2001; Mellor, 

Fuller-Tyszkiewicz, McCabe, & Ricciardelli, 2010). This led us to include both men and 

women in the study. Women seems slightly more likely to suffer from persistent pain in 

general (Breivik et al., 2006; Fillingim, King, Ribeiro-Dasilva, Rahim-Williams, & Riley, 

2009; Tsang et al., 2008) which was reflected in our pool of candidate participants, and we 

were unfortunately not able to include as many men as we initially planned. The results 

therefore cannot be interpreted as a finding of a diverse sample, nor as a sample of men or 

women only, something we see as a weakness of this study. 

The diverse age of the participants contributed to give us data that we had initially not 

anticipated, that of aging and its relationship to persistent pain and body image. Including this 

in our analysis would have asked for a more comprehensive study, and implications for this 

will be discussed later. There are other factors which could have been taken into account 

when selecting our sample. Many researchers argue that cultural and ethnic differences are 

significant in regards to body dissatisfaction (Roberts, Cash, Feingold, & Johnson, 2006), 

although there is some discussion about whether these differences are still relevant (Bakhshi, 

2011). It could also have been interesting to cover various income groups since low 

household income and unemployment have been shown to be significantly correlated with 

persistent pain (Blyth et al., 2001; Johannes, Le, Zhou, Johnston, & Dworkin, 2010). 

Socioeconomic status (SES) has also been shown to be an important factor when it comes to 

body-ideals, but that through the democratization of visual media, these ideals are becoming 

more homogeneous across groups (Grogan, 2017). It remains unclear whether it would have 

added more breadth or depth to our data to span various ethnic, cultural and socioeconomic 

groups.  
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Our sample suffered varied forms of musculoskeletal pain, and the experiences of 

pain and its relationship to body image might vary between different pain conditions. For 

example, pain conditions vary in the extent to which they include visible defects and in how 

central they are to the body. Also in how visible the body parts in pain are to others. It would 

be of interest to study various specific pain populations due to this. 

Interviews were performed in a room at the university, and the academic setting can 

have affected the interviewees in different ways. It could communicate professionalism and 

confidentiality, but it could also be perceived as a somewhat strict and clinical environment. 

The choice to perform interviews at the university was mainly practical, but we hoped that 

the environment would provide a safe atmosphere as well. We were also aware of the 

possible existence of social desirability effects in the interviews. For example expressing 

dislike of one’s appearance can be seen as expected in performing femininity, so called 

normative discontent (Grogan, 2017), and can very well have been triggered by the interview 

situation. 

We believe it to be a strength of the analysis process that we initially coded the 

material separately, thereafter comparing codes, discussing and reflecting on them until we 

could arrive at consensus, thus adding to the quality of the analysis through observer-

triangulation. We did this continuously, as not to get a fatigue effect. We used the same 

method when developing the initial thematic maps - working separately before discussing and 

reaching consensus (Langemar, 2008). A weakness in our coding process might be the 

inconclusive guidelines on how to create a coding book and in what way to organize the 

codes (Clarke & Braun, 2014; Guest, MacQueen, & Namey, 2011), which led us to 

reevaluate our codes as we progressed. 

Self-portraits has been used in the fields of BDD (Sündermann et al., 2016) and eating 

disorders (Proulx, 2007). We were interested in using them, not as an evaluative tool, but in 
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order to trigger an observer perspective (Osman et al., 2004) and thus stimulate the interview 

process. The drawings did not reveal any obvious distortion, mostly the pain was absent in 

the pictures or it was indicated by stars or other markers reminiscent of how pain is portrayed 

in cartoons. However, one participant who experienced pain and stiffness in her neck drew it 

rather broad and commented that was how her neck felt to her (Attachment 12). Another 

participant drew herself as very muscular, claiming that others see her as a strong person, 

somewhat blurring the line between physical appearance and personal characteristics or 

attributes. It did seem like many participants were a bit uneasy about drawing themselves. It 

is unclear however if this unease is due to having to think about how the person appears to 

others, or whether it is related to the feeling of having one’s artistic abilities evaluated. It’s 

possible that another way of presenting the task, or a different context, would have yielded 

other responses.  

Our main intention with using questionnaires was to contribute to the description of 

the sample. They were also intended as part of a triangulation of the data, that is, we 

compared these descriptives to our results, and let them guide us somewhat in our discussion. 

We choose to use two questionnaires closely related to BDD; AAI and BDDQ, which are 

discussed below.  

 The AAI is developed for use with clinical or subclinical body image concerns and it's 

questionable whether this scale was the best choice to assess body image issues for us. It 

might have been more useful to employ a questionnaire developed for a non-clinical 

population, possibly picking up more subtle views or concerns regarding one’s body. Even 

so, the AAI-scores of three participants indicated moderate appearance anxiety, scoring 

higher than the median in a community sample with appearance concerns (Veale et al., 2014). 

The BDDQ was chosen as it is the only diagnostic screening tool for BDD translated into 

swedish, and as such could help us identify or exclude possible BDD-diagnosis amongst the 
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participants. Although some participants scored above 1 (indicating possible body image 

disturbance), no participants in our sample were considered to suffer from BDD when 

measured with BDDQ.  

In order to measure pain catastrophizing, we used the PCS. The PCS has been 

developed as an evaluative instrument intended to cover various aspects of catastrophizing. 

Four of the participants scored above the mean of a clinical sample used to validate the PCS, 

and one of these participants scored above the clinical cut-off (Sullivan, 2009). Of these four 

participants, three were among the high scorers on AAI as well. Although it’s impossible to 

draw any conclusions from these descriptives of a very small sample, it does raise further 

questions as to whether, and how, pain catastrophizing and appearance anxiety are related. 

Conclusions 

Our purpose was to describe how people with persistent pain experience their bodies, 

and our research question asked: How do people with persistent pain describe their body 

image? Our analysis shows that participants describe their body in evaluative terms regarding 

both function and appearance. They described how their attitudes towards their body varies in 

relation to their pain. They also described appearance investment and pain management and 

how these two were sometimes in conflict. Our discussion also points to a number of ways in 

which pain could influence how individuals relate to their bodies, including a changed 

awareness of it, dilemmas regarding dealing with the body as an obstacle, mood and coping. 

Thus, our thesis point to a relationship with the body characterized both by a cartesian split 

(i.e. mind-body split) and a unifying experience, in which emotions, pain and body image 

issues merge and are experienced as intertwined.  

Implications for future research 

Persistent pain is a useful category to have when conducting certain types of research. 

However, the truth is that various pain conditions vary greatly in their etiology, 
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symptomatology and gendered prevalence rates (Breivik et al., 2006; Fillingim et al., 2009). 

Some pain conditions carry with them visible disfigurement, some will be less noticeable and 

some not at all. During this thesis we have attempted to ponder upon various possible reasons 

for body image issues in people with persistent pain, such as disuse syndrome, coping 

strategies and negative mood. The research we have conducted indicates that there could be a 

relationship between body image issues and persistent pain. To have a better understanding of 

the prevalence rates of body image issues amongst various pain populations would contribute 

greatly to establish a foundation for exploring this relationship. Therefore we would 

recommend cross-sectional studies covering the prevalence of body image issues in different 

pain populations.  

Distorted perception is generally conceived to be a key concept in BDD, although this 

has been contended (Lambrou, Veale, & Wilson, 2006; Veale, 2004). Distorted perception 

has also been argued to be an important facet of several types of persistent pain (Flor et al., 

1997; Lotze & Moseley, 2007; Ramachandran & Hirstein, 1998). This points towards the 

possibility of distorted perception being a partial explanation of the association between body 

image issues and persistent pain, something we consider to be worthy of further 

experimental- and cross-sectional research. Increased knowledge in this area could contribute 

to the development of treatment of persistent pain by working to treat body image distortion. 

Age and aging was frequently mentioned during our interviews, and raised questions 

as to how aging, gender, persistent pain and body image might interact. Research indicates a 

gendered relationship between body image and age, suggesting that women tend to 

experience body dissatisfaction later in life to the same degree as earlier in life (Bedford & 

Johnson, 2006; Clarke & Korotchenko, 2011; Pruis and Janowsky, 2010) whereas men might 

become more satisfied with their appearance with age (Halliwell & Dittmar, 2003), a 

phenomenon dubbed the double standard of aging (Sontag, 1972). Many women invest a lot 
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of time and money on aging in the right way (i.e with grace; Marshall, Lengyel, & Menec, 

2014). We live in a society where aging is becoming an art of staying healthy as long as 

possible and the responsibility of successful aging is oftentimes seen as belonging to the 

individual (Crawford, 1980; Rowe & Kahn, 1997). Since persistent pain is increasingly 

prevalent with age (Elliott et al., 1999), this might pose an additional challenge to the 

individual in her attempt to age both gracefully and successfully. To understand these 

relationships better, longitudinal research on body image including demographic variables 

such as SES and pain condition, on both men and women would be of great help.  

Last but not least, it is clear that body awareness is an important concept related to the 

body in pain, and although there is certainly a lot of overlap between the concepts body 

awareness and body image, we find it useful to view them as conceptually independent. We 

believe further research on the topic of body awareness, body image and pain can help 

increase the knowledge within the field and how these concepts are related to and influence 

each other. We particularly look forward to research deepening our understanding of how 

body awareness can be both salutogenic and pathogenic in persistent pain conditions as well 

as in body image issues, and how this might aid development of therapeutic efforts.  

Clinical implications  

Living with persistent pain is a varied, multifaceted experience, and a challenge for 

many. This thesis has intended to explore body image in people with persistent pain and we 

believe that our work with the interviews have produced some interesting findings. Our main 

point would be to highlight the ways in which pain and body image both are shown to be 

malleable phenomena, and how they might be influencing each other together with other 

psychological phenomena such as mood. This points towards the necessity of adopting a 

holistic approach and to avoid attempting to treat these issues as separate or isolated 

problems. Further, we believe it's important for clinicians to acknowledge the possible 
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benefits of mind-body integrating techniques as ways of improving body awareness. As 

psychologists to be, we hope to have inspired colleagues and future colleagues to learn more 

about and to work with individuals living with persistent pain and suffering from body image 

issues. 
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Attachments 

 

Attachment 1 – Information about study  

 

 
Information om studien ”Kroppsuppfattning hos personer med långvarig smärta” 

Syftet med den här studien är att utforska ett område som det inte finns så mycket skrivet om, 

nämligen hur personer med långvarig smärta förhåller sig till sin kropp. Kroppsuppfattning 

kan handla om tankar och känslor kring utseende. Studiens forskningshuvudman är Örebro 

universitet.  

Att delta i studien innebär att komma till Örebro universitet och att där träffa en av oss för att 

delta i en intervju. Under intervjun kommer vi att fråga dig kring teman som smärta och 

kroppsuppfattning och du kommer att få berätta ganska fritt kring dina upplevelser. Det 

innebär också att du kommer att få svara på några frågeformulär som gäller smärta och 

kroppsuppfattning i samband med intervjun. 

Vi kommer att göra ljudupptagningar under intervjun och dessa kommer att sparas i minst 10 

år. Alla uppgifter som du lämnar kommer att behandlas i enlighet med sekretesslagen och 

personuppgiftslagen (PUL, 1998:204). Inga obehöriga kommer att få ta del av dina svar. 

Ljudupptagningen och de formulär du fyller i kommer att förvaras inlåst och avidentifieras, 

vilket innebär att ditt namn och personnummer kommer att separeras från materialet och 

ersättas med en kod. Enligt personuppgiftslagen har du rätt att gratis en gång per år få ta del 

av samtliga uppgifter om dig som hanteras och få eventuella fel rättade. Deltagandet är 

frivilligt och du kan när som helst avbryta deltagandet utan att uppge något särskilt skäl. 

Tidpunkt för träffen planeras in i samråd med dig. Intervjun beräknas ta ca 1-2 timmar.  

Resultatet av studien kommer att publiceras som en examensuppsats. Om du önskar får du 

gärna ta del av examensuppsatsen när den är sammanställd och godkänd.  

 

Tack för din hjälp! 

 

Kontaktpersoner för projektet:  

Huvudansvarig forskare: 

Steven J. Linton, professor i klinisk psykologi, leg. psykolog 

019-303505, steven.linton@oru.se 

 

Medansvariga forskare/kontaktpersoner 

Karin Rydberg, student psykologprogrammet.  

Ludwig Linder, student psykologprogrammet. 

painandbody@oru.se 

I samarbete med Dr. Oliver Suendermann, National University of Singapore.  

mailto:steven.linton@oru.se
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Attachment 2 – Consent form 

 

Samtyckesformulär för studien ”Kroppsuppfattning hos personer med kronisk smärta” 

 

Deltagandet i studien är frivilligt och du kan när som helst avbryta deltagandet utan att uppge 

skäl för detta.  

 

Inga obehöriga kommer att få ta del av dina uppgifter.  

 

Enligt personuppgiftslagen, PUL (1998:204), har du rätt att gratis en gång per år få ta del av 

samtliga uppgifter om dig som hanteras och vid behov få eventuella fel rättade. Ansökan om 

att få ta del av uppgifter skickas till Steven Linton, Institutionen för juridik, psykologi och 

socialt arbete (JPS), Örebro Universitet, Fakultetsgatan 1, 702 81 Örebro.  

 

Ansvariga för studien 

Forskningshuvudman: Örebro universitet 

 

Huvudansvarig forskare 

Steven J. Linton, professor i klinisk psykologi, leg. psykolog 

019-303505, steven.linton@oru.se 

 

Medansvariga forskare/kontaktpersoner 

Karin Rydberg, student psykologprogrammet.  

Ludwig Linder, student psykologprogrammet. 

painandbody@oru.se 

 

Samtycke 

Härmed intygar jag att jag skriftligen har informerats om studien ”Kroppsuppfattning hos 

personer med kronisk smärta”.  

Jag har fått information avseende studiens syfte samt hanteringen av ifyllda formulär och 

inspelad ljudfil.  

Jag intygar också att jag har fått möjlighet att per mail och muntligen ställa frågor gällande 

studien samt att jag i de fall jag gjort detta fått svar på dem. 

Jag samtycker till att delta i studien samt till att mina personuppgifter behandlas i 

undersökningen. 

 

Personnummer: ______________________________________________ 

 

Adress: _____________________________________________________ 

 

Telefonnummer: _____________________________________________ 

 

E-post: _____________________________________________________ 

 

Datum _________________________    Ort _______________________ 

 

Underskrift _________________________________________________ 

 

Namnförtydligande ___________________________________________  

mailto:steven.linton@oru.se
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Attachment 3 – Interview protocol 

 

1) Introduktion 

a) Återge studiens syfte, svara på frågor 

b) Informerat samtycke, skriv under 

c) Börja inspelning 

2) Frågor om smärta 

a) Berätta mer om din smärta  

b) Hur påverkar den dig?  

c) Vad gör du för att hantera din smärta?   

3) Frågor om kroppsbild 

a) Vad har du för tankar och känslor kring ditt utseende?  

b) Är du upptagen med ditt utseende?/Är du bekymrad över ditt utseende?  

c) Tar detta upp mycket tid? Hur mycket? I vilka situationer?  

d) Har det förändrats över tid? Har detta förändrats sen du fick smärtproblem?  

e) Har fokuset för ditt missnöje förändrats över tid?  

f) Hur störande/besvärande är dessa tankar/känslor för dig?  

g) Begränsar detta dig i ditt liv på något sätt?  

h) Tycker du att du ser ut som din ålder? Om inte – hur gammal tycker du att du ser ut? 

4) Rita 

   a) Be deltagarna att rita ett självporträtt, inklusive den del där de är missnöjda med, så 

som de tror att andra ser dem.  

   b) Be deltagarna att rita den del av kroppen där de har ont. Är smärtan synlig? Hur 

känns det? 

 

5) Coping och undvikande kopplat till problem med kroppsuppfattning 

a) Hur hanterar du (specifikt missnöje med utseendet)? (maskerande, undvikande, 

”checking” exempelvis) 

b) Vad fokuserar du på när du oroar dig för detta?  

c) Påverkar dina tankar & känslor kring ditt utseende din smärta på något sätt? 

d) Har smärtan påverkat ditt sätt att se på din kropp? 

e) Vad tänker andra i din närhet om detta? Har du pratat med andra om det? Vad säger 

de?  
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6) Skam, skuld och andra känslor associerade med smärta och problem med 

kroppsbild. (med syfte att utveckla och fördjupa) 

a) Fråga om känslor, tankar och beteenden som nämnts tidigare. ”Du nämnde 

skuldkänslor tidigare, kan du berätta mer om detta?” ”Du nämnde tankar kring ditt 

utseende, kan du berätta om vilka känslor som finns kopplade till dessa?” 

b) Vilka är de huvudsakliga känslorna du upplever kopplat till (specifikt missnöje). 

c) Vilka andra känslor har du kopplat till din smärta? ”Det är vanligt att folk upplever 

alla möjliga sorters känslor såsom skam, skuld, ilska etc.” 

d) Vilka andra känslor har du kopplat till ditt utseende? ”Vissa människor har känslor av 

skam gällande sitt utseende, känner du igen dig i det?” 

 

7) Frågeformulär 

a) Ge deltagaren frågeformulär gällande utseende och smärta. Vi stannar i samma rum 

ifall personen har frågor men ger dem utrymme att fylla i formuläret i lugn och ro. 

8) Avslut 

a) Fråga hur de upplevt intervjun, om de har några kommentarer eller frågor. 

b) Berätta vad som händer nu, dvs hur vi går vidare med forskningen. Undersök 

huruvida de är intresserade av att ta del av den färdiga rapporten. 
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Attachment 4 – Swedish AA

 



 

BODY IMAGE IN PEOPLE WITH PERSISTENT PAIN 77 

Attachment 5 – Swedish BDDQ 
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Attachment 6 – Swedish PCS
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Attachment 7 – Member check 

 

Hej, 

 

nu är vi snart färdiga med vår kvalitativa analys av intervjuerna i studien om 

Kroppsuppfattning och Smärta.Vi skulle därför vilja genomföra något som kallas Member 

Checking, nämligen att vi delar med oss av vårt resultat med dig som deltagit i studien för att 

öppna upp för diskussion. Syftet med member checking är att höra om du som deltagit i 

studien tycker att vårt resultat stämmer överens med din upplevelse av kroppsuppfattning och 

innehållet i intervjun du genomförde, och så vill vi gärna höra om det är något du tycker 

behöver ändras. Vi vill veta om vi förstått dig rätt! 

Bifogat i detta mail finns vår resultatdel. Den är skriven på engelska men det finns också en 

svensk sammanfattning av resultatet i inledningen. Kom gärna med tankar och kommentarer, 

senast 30 april 2017. 

 

Dessutom skulle vi vilja fråga dig om vi får använda oss av den bild du ritade under intervjun 

som en illustration i vår uppsats och ev. i artikelformat. Bilderna används i materialet 

frånkopplat från citat och allt material presenteras avidentifierat, det vill säga det skall inte gå 

att identifiera vem personen på bilden är eller vem som ritat den. Svara gärna om du tycker 

detta är ok, i så fall skickar v hem en blankett med ett frankerat returkuvert som du får fylla i. 

Denna blankett finns även bifogad i detta mail. Svara gärna på detta så snart du kan! 

 

Återigen, tack för din medverkan och i ser fram emot att höra från dig! 

 

Vänligen, 

Karin och Ludwig 
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Attachment 8 – Consent form for self-portraits 

 

 

Samtyckesformulär för användande av bilder vid studien ”Kroppsuppfattning hos 

personer med kronisk smärta”  

 

Inga obehöriga kommer att få ta del av dina uppgifter.  

 

Enligt personuppgiftslagen, PUL (1998:204), har du rätt att gratis en gång per år få ta del av 

samtliga uppgifter om dig som hanteras och vid behov få eventuella fel rättade. Ansökan om 

att få ta del av uppgifter skickas till Steven Linton, Institutionen för juridik, psykologi och 

socialt arbete (JPS), Örebro Universitet, Fakultetsgatan 1, 702 81 Örebro.  

 

Ansvariga för studien 

Forskningshuvudman: Örebro universitet 

 

Huvudansvarig forskare 

Steven J. Linton, professor i klinisk psykologi, leg. psykolog 

019-303505, steven.linton@oru.se 

 

Medansvariga forskare/kontaktpersoner 

Karin Rydberg, student psykologprogrammet.  

Ludwig Linder, student psykologprogrammet. 

painandbody@oru.se 

 

Samtycke gällande användning av bild 

Härmed intygar jag att jag samtycker till inkludering av den bild jag ritat av min kropp under 

intervju med en av två ovanstående medansvariga forskare i aktuell examensuppsats. Jag 

samtycker även till att bilden tillåts publiceras i vetenskaplig journal om detta blir aktuellt.  

 

Bilderna används i materialet frånkopplat från citat och allt material presenteras 

avidentifierat, det vill säga det skall inte gå att identifiera vem personen på bilden är eller 

vem som ritat den. 

 

Jag samtycker till att min bild av min kropp används i studien samt till att mina 

personuppgifter behandlas i undersökningen. 

 

Personnummer: ______________________________________________ 

 

Adress: _____________________________________________________ 

 

Telefonnummer: _____________________________________________ 

 

E-post: _____________________________________________________ 

 

mailto:steven.linton@oru.se
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Datum _________________________    Ort _______________________ 

 

Underskrift _________________________________________________ 

 

Namnförtydligande ___________________________________________  
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Attachment 9 – Informative e-mail regarding self-portrait consent 

 

 
 

 

Örebro den 11 maj 2017 

 

Hej! 

 

Du var en av deltagarna i vår studie ”Kroppsuppfattning hos personer med långvarig smärta” 

som pågått under våren. Nu börjar vi snart bli klara med hela uppsatsen, och vi ser fram emot 

att dela den med dig!  

 

Vi tycker att det vore fint att inkludera de teckningar som gjordes under intervjuerna, och hör 

nu av oss till dig för att fråga om vi har lov att inkludera din teckning i vår uppsats, och i 

eventuell framtida publicering?  

Teckningen kommer inte att kopplas till något namn utan presenteras för sig själv.  

 

Om du tycker det känns okej så är det bara att fylla i bifogat formulär och lägga i det 

frankerade kuvertet och lägga på lådan! 

Om vi hinner få ditt godkännande innan den 18e maj så skickar vi ut en symbolisk gåva som 

tack i form av presentkort eller liknande. 

 

Stort tack för ditt deltagande,  

 

 

Karin Rydberg & Ludwig Linder 
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Attachment 10 – Swedish citations 

Citations are presented in the order that they appear in the results section of the thesis. 

Main theme: Relationship to the painful body 

“Svårt att sätta ord på, men det blir ju lite att man… man får ju ett annat förhållande till 

kroppen. För normalt sätt, om man inte har ont så är det så självklart att allt fungerar. Men 

när man har ont så blir det en annan... Man måste ha ett annat samspel med kroppen.” 

Awareness of the body 

“Det blir lite att man söker av kroppen… på ett annat sätt, för att veta hur blir dagen idag 

eller hur... lite så. På både gott och ont, det är ju en nackdel för att man kanske hittar saker 

som man inte... alltså, man blir lite för medveten om… sånt som kanske bara skulle passerat. 

‘Jag är lite stel idag’ och så kör man på om man inte har ont normalt, när man har ont 

normalt så börjar man analysera ‘Ja nu är jag lite stel där, kommer det bli såhär, kommer 

det bli värre?’ Ja, så det blir lite för mycket analysering av alltihopa.” 

 

“Ja, och tillslut så känns det som ett, ett normalt läge. Alltså, det känns som att det är ett 

naturligt läge att gå runt och ha ont, för man kommer inte ihåg hur det var innan det gjorde 

ont”  

The body objectified 

“Nämen alltså ens kropp säger ifrån, trots att man mentalt kan det. Men att man fysiskt sett 

inte kan det, och det är... det är så konstigt att det ska vara så när man anser sig själv vara 

en tränad och bra person... eller bra... nämen tränad och hälsosam person, att det är något 

fysiskt som ska hindra en, det känns konstigt.“ 

 

“Det är väl liksom att den behöver, och det kommer väl vara ett livslångt pussel att lära sig 

att samarbeta ihop. För att få, det går inte att byta ut den, så är det ju, så det är väl bara att 

hitta former för att kunna fungera ihop på bästa sätt. Smärtan kommer jag väl kanske alltid 

att ha men jag får väl försöka att liksom alltid göra det bästa utifrån vad som är.“ 

 

“Ja den är ju inte, när den fungerar så funkar det ju bra, men när den inte är samarbetsvillig 

då blir man ju arg och irriterad och skulle vilja byta ut delar, så, att man skulle kunna skicka 

sig själv på skroten så, byta ut.” 

Dilemma of engagement 

“Det som jag fortfarande har svårt med, det är ju att ta de här små stegen för att komma 

vidare. När jag känner att det funkar, då gör jag ju egentligen för mycket grejer, då vill jag 

göra saker och så... oftast så vet jag ju när jag gör saker att nu mår jag dåligt imorgon.” 

 

“Jag har ju blivit mycket mer försiktig med min kropp. Och försökt liksom hitta den här 

balansen. Jag har haft en period där jag försökte vila min smärtfri, det gick sådär. Och då 

tappar man ju muskler, så är det ju. Jag har plockat bort, jag red mycket förut, jag har 

plockat bort det för att det fick jag ont av. Och då tappar jag ju de musklerna. Sen har jag 

inte hittat nåt som jag liksom kan ersätta med. Så att ja, jag har nog blivit svagare.” 
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“Ja, ja, vissa dagar så bara; åh nu är jag frisk i ryggen, kan det kännas. Så. Och så tar man i 

lite mer, man bär lite tyngre saker och man håller på och sådär och bara “Ojdå. Det var inte 

så jag skulle göra.” 

Main theme: Dissatisfaction with the body 

Distress due to impairment and limitations 

”Eh... Det blir ju en känsla av att, en frustration många gånger, eftersom att den bromsar en 

hel del. På grund av smärtan. (...) Men många gånger kan det ju kännas lite att det blir 

frustration. I just att kroppen inte fungerar. Så som man vill.  

 

“Men det är ju så, jag vill ju inte säga, jag vet inte om det är en del av eran undersökning 

eller, handlar om, om man tycker illa om sin kropp, ja det enda jag tycker illa om min kropp 

det är att den inte fungerar som jag vill att den ska fungera, på grund av smärta då.“ 

Ambiguous communication through demeanour 

“Skulle du önska att det syntes att du hade ont? 

Nej, jag vill ju vara den här perfekta tjejen så... då vill jag inte att... Nä jag vill att folk ska se 

mig som stark. Men ibland vill jag att folk ska se mig som svag för att, man önskar närhet, 

skulle jag säga. Men det är väl det att man visar sig svag inför sina nära och kära, och inför 

de som står lite längre ut i vänskapskretsen är man superwoman.” 

 

“Ja ibland kanske det skulle vara skönt liksom att det skulle synas på en att jag har ont, jag 

är inte arg eller sur utan jag har ont, så. Ja, men lite så, att det blir mer... Att det blir mer 

förståelse, men okej, ‘Hon är inte sur utan jag ser att hon har ont.’, eller ja det syns ju att...” 

 

Intervjuare:  “Har du försökt få det att synas på nåt sätt någon gång? 

Respondent: “Jo men det har jag nog. Genom att sitta och röra mig på ett sätt som till 

exempel att knåda nacken eller, typ sitta och göra någonting som gör, typ vrida på huvudet, 

grimasera på nåt sätt, för att få uppmärksamhet, att det är inte bra. Istället för att jag ska 

säga det, så frågar någon annan mig istället, och då är det mer okej att prata om det liksom. 

Så det har man nog gjort, för att kunna få förståelse. För då har de öppnat upp sig för att de 

ser någonting, de ser ett behov, och så frågar de och då är det inte jag som är den som 

pockar på till att ‘snälla se mig, hör mig…’. ” 

Appearance concerns 

“Men om jag mår som sämst, om jag verkligen är såhär ‘Jag ser ut som skit rent av idag.’, 

ah, går jag upp och sminkar mig, och jag gör det där lilla extra eller jag flätar håret eller jag 

gör nånting som gör att just den delen kan jag tycka är asfin, då kommer jag ju vara nöjdare 

i mig själv.” 

 

Respondent: “Ja, och sedan att inte... Alltså, borstar jag tänderna och så, jag har en ganska 

stor spegel i badrummet, jag tittar ju inte, jag tittar inte på mig själv i spegeln. Nej, för jag 

gillar inte det jag ser.” 

Intervjuare: “Gör du det nu också?” 

Respondent: “Nej, idag tittar jag nog lite mer.” 
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Intervjuare: “Idag tittar du lite mer, ja. För det är en positiv utveckling där liksom... Men då 

var det ett sätt du undvek din spegelbild…” 

Respondent: “Ja och likadant, jag tittade inte, provade jag kläder i klädbutiken så tittade jag 

mig inte i spegeln utan jag kände mer hur kläderna satt. Jag ville inte se mig själv för jag var 

inte nöjd med det jag såg. Så att, det liksom, man försökte ta bort det, jag finns inte.” 

 

“Ja... Och sen tittar man ju såklart runt stranden, jamen det finns faktiskt de som är större än 

mig. Och det är liksom ingen som bryr sig, det är ingen som tittar på mig!” 

 

“Nej det tror jag nog inte, för just... nej jag har nog aldrig haft komplex över det... det har 

nog varit samma, så utseendemässigt har inte smärtan i knät eller ryggen något med det här 

att göra utan det... det är mer overall, om man säger så, hur man ser på sig själv.” 

 

Intervjuare: “Vad tycker du om din kropp? Vad känner du om din kropp? 

Respondent: “Ja jag kan ju vara arg på den för att den gör ont. Och det har ju kommit nu sen 

jag började få värk. Men annars bryr jag mig ju inte om hur jag ser ut, jag ser ut som jag 

gör. Men det har väl också kommit med åren, för när jag var yngre tänkte jag kanske 

annorlunda men (…) Ja, alltså i alla fall efter jag fyllde femtio, efter det så var det inte något 

viktigt utan, det är som det är, man får bara acceptera det.“ 

Side-theme: Appearance concerns affected by mood and pain 

“Jamen då ser inte det där bra ut, man tappar modet lite, sådär. Eh... så det är klart att det 

påverkar, så jag tror oftast när man känner att man har de dåliga dagarna då är det också 

att jag har väldigt väldigt ont den dagen, så det går nog i samma… cykel så tror jag.  “ 

 

“Har man riktigt ont så kan man ju liksom inte bara ‘Ja tjena!’ Utan då blir det ju det här… 

Man åker ner. Och jag, om jag ser en bild framför mig när jag har ont, så då åker ju allting 

ner, och då är man ju inte vacker utan då ser man jävligt förbannad ut, eller arg eller 

nånting, jag vet inte hur jag ser ut men det blir såhär… det bara faller ihop alltihopa... jag 

tänker på ansiktet... Så det är klart det påverkar.” 

 

Respondent: “Ja och jag menar de dagarna, det är inte som att jag studsar upp och börjar 

sminka mig och fixa!” 

Intervjuare: “Nej, vad gör du då?” 

Respondent: “Då håller jag mig över vattenytan, äter frukost, familjen åker iväg och sen går 

jag oftast och lägger mig.” 

 

“Vilket blir frustrerande när man ska klä på sig och så har man svinont i nacken, och sen så 

bara ‘Jag vill ha den tröjan.’, men den täcker inte nacken, så då måste jag välja den tröjan 

istället, som inte alls är lika snygg, men jag måste ha den, för att jag måste klara av dagen 

typ, och det är irriterande, det är fruktansvärt irriterande, då blir jag såhär, för jag vill ju 

gärna ha så som jag har nu (syftar på kläder), alltså att det är öppet så, men det går ju inte. 

Det kan jag ha mina bra dagar, annars tar jag med mig en sjal eller nånting så, och jag 

hatar att jag måste täcka upp hela tiden. Att jag måste ha ständigt här uppe och att inte 
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minsta drag och sådär.. det är jättefrustrerande.. eh… sådär kan jag bli besviken på att jag 

inte kan välja det jag vill.” 
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Attachment 11 – Self-portrait 1 
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Attachment 12 – Self-portrait 2 
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Attachment 13 – Self-portrait 3  
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