An investigation into the lived experience of a teenager with anorexia nervosa:  An analysis of a diary extract

Abstract

Background
The aim of this research was to investigate the lived experience of a teenager with anorexia by analysing a diary extract from the book ‘A Teenager’s Diary of Moving on from Anorexia’ by Constance Barter.  Anorexia is one of the most common eating disorders and is most common in teenage girls.  
Method
A non-experimental qualitative approach was undertaken using a phenomenologically informed thematic analysis of the diary extract.  
Results
Key themes emerged from the extract.  Two superordinate themes were identified, which were Erratic Thoughts and Feelings, and Support Networks.  From these cluster themes, seven subordinate themes emerged, which included the existence of an ‘anorexic voice’, the phenomenon of pro-anorexia, psychiatric comorbidity, the importance of friendships, and the impact of relationships with healthcare staff.  
Conclusion
It was suggested that more qualitative research on lived experiences of anorexia is needed in order to develop and deliver more effective interventions and thus provide more successful outcomes for anorexic patients.  Research specifically on the different perspectives patients have on their anorexia, as well as the impact of personal and professional support for patients.

Introduction/Literature review

Anorexia has been described as ‘the severest form of eating disorder’ (Fombonne, 1995).  In the latter half of the 1800s, William Withey Gull and Ernest-Charles Lasegue published work on ‘Anorexia hysterica’, which outlined symptoms of anorexia such as severe weight loss and amenorrhea in females (Gull, 1874 and Lasegue, 1884).  Following these publications, the condition was not further explored, and there were still misconceptions surrounding what it is and why it is.  It was not until the work of American psychiatrist Hilde Bruch in the 1960s that the relationship between self esteem and anorexia was investigated, and anorexia was characterised by the ‘relentless pursuit of thinness and the characteristic disturbance of body image’ (Vandereycken, 2002).
The DSM-5 categorises anorexia under Feeding and Eating Disorders, characterised by criteria such as: 
· An intense fear of gaining weight or becoming fat or persistent behaviour that interferes with weight gain.
· Restriction of energy intake relative to requirements, leading to a significant low body weight in the context of the age, sex, developmental trajectory, and physical health.
· During the last three months, has regularly engaged in binge-eating or purging (American Psychiatric Association, 2013).
People who experience anorexia report symptoms that are both physical and mental.  Patients tend to have different feelings and perspectives on their anorexia, and struggle to navigate these erratic emotions.
Anorexia has been proven to exist alongside other psychiatric concerns such as depression, self harm and suicidality (Buhren et al, 2017).  The potential of psychiatric comorbidity can be higher if the anorexia is left untreated for too long, and the severity of the anorexia symptoms.  The cause of feelings of depression and suicidal ideation is unsurprising given the chronic nature of the disorder, and could be a result of the presence of an ‘anorexic voice’. 
Many people who suffer with anorexia report hearing a distinct inner voice, or ‘the anorexic voice’ (Pugh and Waller, 2017).  This internal voice will comment on the person's eating, weight and shape and instructs the individual to restrict their diet.  In 2017, Pugh and Waller explored the effect of the anorexic voice on those suffering with anorexia by conducting a piece of quantitative research examining the ‘anorexic voice’ of 49 women who had been diagnosed with anorexia.  The study found that those with stronger voices were characterised by having more negative eating attitudes and a longer duration of illness.
Furthermore, in 2010, a piece of qualitative research was carried out by researchers Sarah Williams and Marie Reid on the ‘anorexic voice’.  Fourteen participants took part who use pro-recovery websites to help treat their anorexia, through interviews and focus groups.  Their data were analysed using interpretative phenomenological analysis.  The study explored the ‘anorexic voice’ and how it feels like an external entity that criticises individuals and sometimes dominates their sense of self, particularly as their symptoms got worse. It concluded that the ‘anorexic voice’ is a self-critical position, which disagrees with and attempts to dominate the more rational self (Williams and Reid, 2010).
However, despite the depressive feelings that anorexia can cause, there are some people with anorexia that see the condition as a good thing.  Pro-anorexia is a phenomenon that remains misunderstood as there is little research to evaluate.  A study by Williams and Reid in 2006 explored the idea of people with anorexia who feel positive towards their condition (Williams and Reid, 2006).  Through qualitative research methods, the study found that people believe in pro-anorexia because they want anorexic behaviours and feel positive towards them.  It can become problematic when anorexia is something that is perceived as negative and labelled a ‘disorder’, as people who have it often do not see it like this.  It was suggested that further research into the perspectives of people with anorexia needs to be conducted to further develop understandings of anorexia and the ways it is viewed by those who have it.
Given the debilitating nature of anorexia, having a strong support network is crucial for someone experiencing anorexia.  There are a number of parties that make up this network, which can include family, friends and medical professionals. In their article, Social Support and Long Term Course of Anorexia Nervosa, Manz et al discuss the importance of social support in overcoming anorexia by tackling social isolation or dependency and therefore provides a basis for personal development and future health (Manz et al, 1992).  However, the article goes on to concede that while close relationships help maintain psychological wellbeing, they can also be a source of chronic interpersonal stress.  
It can be difficult to maintain friendships while experiencing this disorder.  This was explored in a recent mixed-methods study of friendships and anorexia.  Through thematic analysis of interviews with people with anorexia, the study found that those suffering with anorexia 
have challenges which interfere with the formation and maintenance of friendships, such as viewing friendships negatively and struggling with social comparisons in friendships (Datta et al, 2021).
For many people with anorexia, relationships with support professionals are a source of comfort and safety.  Studies have found that having positive relationships with medical staff can boost optimism, positivity and hope among female anorexia patients (Wright and Hacking, 2012).  In their study, Wright and Hacking used qualitative research methods to investigate relatiosnhips between staff and anorexia patients. Findings suggest that patients appreciated the safety and security of care, and felt more supported when the healthcare professional had a nurturing and maternalistic approach.
The rationale for this study was that while qualitative research does exist the experiences of people with anorexia, diary extracts have not been used – this open and raw commentary provided an honest account of a person’s experiences of anorexia.  There is also limited research on the ‘anorexic voice’, and how this voice sounds for the person, as well as the idea of pro-anorexia.  Because this is seen as a challenging subject to deal with, research rarely explores it in a thorough way.
The study uses an extract from ‘A Teenager’s Diary of Moving on from Anorexia’ by Constance Barter to conduct a phenomenologically informed thematic analysis of the extract and a report which gathers the findings.
The aim of this study is to investigate the lived experience of a teenager’s experience of anorexia.
Method
Design
A non-experimental qualitative approach was undertaken using a phenomenologically informed thematic analysis of a diary extract of someone who was diagnosed with anorexia.
Participants
This study did not collect live data, and the only participant was Constance Barter, as the author of the diary extract used.  The lead researcher on this study was a second year BSc Mental Health student at University of Wales Trinity St David.
Materials
The sole material used in this study is the diary extract from Constance Barter’s book, ‘A Teenager’s Diary of Moving on from Anorexia’.  The extract is taken from her August 
9th dated diary entry.  The book was published by Robinson Publishing on the 25th of February 2010.
Procedure
Firstly, the diary extract was read three times in to process the information and familiarise the researcher with Barter’s writing style.  Next, the diary extract was coded for themes.  These themes were then grouped into superordinate themes (clusters), followed by subsequent subordinate themes.
Ethical Considerations
As the study used an extract of a book already in the public domain, it was a relatively safe study that did not hold any risk of physical or emotional harm to the participant.  The researcher was briefed on the content beforehand and weas informed that the extract was a tough read as it includes difficult and potentially upsetting themes.  With this in mind, the researcher knew what to expect and could apply wellbeing safeguards before reading.
Results/Discussion
Initial Encounter With The Text
After reading the extract initially, some themes and tones emerged that allowed the reader to empathise with Barter’s experience.  The writing style is erratic, which matches with what was going on in Barter’s mind while going through anorexia.  The reader really gets a sense of the confusion and exasperation of Barter through this.  Some parts of the extract are quite shocking, particularly the parts where Barter states that being thin was ‘the best thing that has ever 
happened to me’ (37-38).  Barter’s feelings seem very erratic, as even though in the extract she talks about loving anorexia, the extract ends with her discussing what seem to be suicidal ideations as a result of her situation. 
Table 1
A summary table comprising of the superordinate themes and subordinate themes identified in the thematic analysis of the extract, with corresponding supporting evidence from the text.
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Figure 1

A diagrammatical table of results highlighted in table 1.

Superordinate Theme 1:  Erratic Thoughts and Feelings

Throughout the extract, Barter travels through a variety of different thoughts and feelings.  At the beginning of the extract, Barter discloses the presence of her ‘anorexic voice’, which she feels is in ‘control’ of her (line 25).  The existence of this inner voice corroborates with previous research on the phenomenon, such as the work of Williams and Reid, 2010 and Pugh and Waller, 2017.   Where Barter writes ‘it told me – so I have to believe it’ (line 8), she is suggesting that this irrational voice is something outside of herself, as she others the voice using the label ‘it’.  Another example of this voice within the extract is where it ‘shouted’ ‘DON’T GIVE IN!’ (lines 17-18)  The idea that the voice ‘shouted’ could suggest that Barter feels that the voice is louder than her rational mind, and thus feels obligated to pay it heed.
Moreover, Barter seems to be in constant turmoil over her feelings for her anorexia.  In some parts of the extract, it seems that she sees her condition as a positive thing, however her unhappiness towards the end of the extract explicitly implies her sadness surrounding her situation.  In a particularly shocking line, Barter states that ‘it (anorexia) was making me thin so that is the best thing that has ever happened to me’ (lines 37-38).   It is lines like these that highlight the importance of valuing someone’s lived experience.  For people who have never had anorexia, this line seems really shocking and unusual, however loving your anorexia is something that many people with the condition feel, as demonstrated in studies such as Williams and Reid, 2007.
However, in the last part of the extract, Barter contradicts her apparent happiness by disclosing what seem to be suicidal ideations with her key worker.  She writes ‘I just don’t see the point of living any more. I feel worthless. I’m not any good at anything’ (lines 51-52).  This demonstrates Barter’s depression, and suggests psychiatric comorbidity, which we know to be a possibility in anorexia patients due to studies such as Buhren et al, 2014, which discusses the concept.  This example also displays Barter’s lack of self-esteem, which supports the work of Vandereycken, 2002.
Superordinate Theme 2:  Support Networks
In the extract, Barter discusses the support network she has in place, and who is part of this network.  Near the end of the extract, Barter demonstrates a mixture of feelings around a phone call with her friend.  Barter writes that ‘it was really good to speak to her and just hear a friend’s voice’ (lines 47-48).  Having friendships to lean on while going through anorexia is highly beneficial to patients, however they can often be complicated, which is a notion that Williams and Reid discuss.  These complications are demonstrated by Barter where she writes ‘I was quite nervous, because part of me was really ashamed of being in hospital and I didn’t want my friends to feel burdened with my feelings’ (lines 41-43).  This is something that many people with anorexia feel, which can often mean they lose out on friendships, as discussed by Williams and Reid.
Barter also displays a close relationship with the professionals around her.  It is known from previous research such as Wright and Hacking, 2012, that a close and positive relationship with healthcare professionals can be immensely useful for anorexia patients.  This is true for Barter, who writes ‘the staff were giving me so much support and were really encouraging me’.  However, Barter also states that some staff had spoken to her ‘bluntly’ (line 29) which had left her feeling ‘confused’ (line 30).  It is interesting to note that the bluntness had come from ‘senior members of staff’ (line 28), suggesting disparities in compassion among different staff.
Overall, it is quite a difficult extract to read, as it is clear Barter was having a challenging time.  However, it is a comfort to read that she does have a secure support network in place and people she can lean on if she needs to, even if she finds it difficult sometimes.
Implications, Limitations and Future Research
The thematic analysis carried out was very useful in investigating the lived experience of a young girl with anorexia.  Many important themes emerged, which can be used as a basis for future research and further learning around the subject.  A major theme that emerged was the need to understand, and empathise with, the different perspectives of people who have anorexia, particularly the notion of pro-anorexia and the existence of the ‘anorexic voice’.  By respecting people’s perspectives and experiences, work can be done to improve treatment plans for anorexia, and thus deliver better outcomes for patients.  Additional research into patient perspectives needs to be conducted to further develop understandings of anorexia and the ways it is viewed by those who have it.  
Another theme that emerged was the importance of a robust support network for people with anorexia.  Healthcare professionals should understand the responsibility they have to treat anorexia with compassion and support, taking into account people’s different perspectives as discussed previously.  More research needs to be done on the impact of staff on patients, particularly different staff roles, which could result in more effective training for healthcare staff working with people with eating disorders such as anorexia.  More research on navigating friendships for people with anorexia would also be beneficial, especially this idea of ‘burdening’ friends by sharing feelings.  This would not only be useful in terms of anorexia, but for mental health issues generally.
There are a number of limitations to this research.  Firstly, it only discusses one person’s perspective of anorexia.  Similar qualitative research involving more participants could be beneficial in gathering lived experiences.  It would be further improved by gathering experiences from a range of age groups and genders.  By using a more diverse sample, differences and similarities can be identified between the experiences of a range of people, which will progress research on the subject.
Conclusion
In conclusion, this research successfully investigated the lived experience of a young girl with anorexia.  Despite some limitations to the research, it highlights useful learning that can be used to improve anorexia support and services and achieve more successful outcomes for patients.  The research has demonstrated the value of lived experience and using this to conduct qualitative research.  People are the experts in their own lives, and their perspectives must be listened to and respected.
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Appendices
Appendix 1 – Diary Extract from ‘A Teenager’s Diary of Moving on from Anorexia’ by Constance Barter.1
August 9th, 2007. 
3 In the past I have usually had about two good weeks followed by three or four bad 
4 days. This pattern has almost become a habit, but where have the bad days gone? Shouldn’t 
5 they have come by now? I suppose I might be getting better! But how come? I’m not ready to 
6 get better. I still need to get thin. I can’t accept this, I can’t. The voice told me, and planned 
7 that I wasn’t going to eat…..It told me not to worry if I had put on weight this time, because I 
8 will soon be able to lose it again. It told me – so I have to believe it. 
9 I went down, undressed, got on the scales and waited for the three numbers to come 
10 up. Yes, I had only put on a tiny amount, but it felt enough to blame myself for. 
11 Breakfast was put in front of me. 
12 ‘No, don’t give in, you mustn’t. Do NOT put it in your mouth.’ 
13 I kept telling myself this over and over again. Then I figured there was no point in not 
14 eating but still drinking, it didn’t have enough impact for me, I had to not drink either. I was 
15 so tempted the whole time, but I just kept saying to myself that it was for the best. 
Snacks. 1 16 Resisting my snack felt so good, because they looked really nice. I pulled 
17 them closer to myself to make it look like I was trying, but I wasn’t going to have any….
18 ‘DON’T GIVE IN!’ it should at me. 
I had a core team 2 meeting today. My key worker 3 19 brought up my eating today, and 
20 asked what was going on. God, I really wish she hadn’t. I just want to forget about it and get 
21 out of here….. I’d planned to gain some self-confidence today through not eating, but now 
22 anorexia had taken over, and I wasn’t in control any more. It isn’t up to me, I just have to 
23 obey my illness. 
24 I only managed a few sips of water at afternoon snacks. I was feeling so trapped. 
25 Anorexia had taken control…….
26 It took a lot of encouragement from staff just to make me take those few sips. 
27 Afterwards I felt terrible. Everything had just become out of proportion. 
28 Afterwards, I had a meeting with two senior members of staff. They explained very 
bluntly that they would have to pass a tube 4 29 if I carried on not eating or drinking. This put me 
30 in such a big mess, I was so confused about what to do, I had so many thoughts and feelings: 
31 ‘You want the tube because it gets the message across, it means you are ill.’ 
32 ‘What?... No you don’t, it’s painful and unnecessary, you don’t need to go down that 
33 road.’ 
34 ‘Just eat, Constance, you can do this, you are hungry and thirsty.’ 
35 All these thoughts were running through my head and I just didn’t know which one to 
36 choose. I had already taken the decision to let anorexia take control, and that clearly was the 
37 wrong decision, but then again, it was making me thin so that is the best thing that has ever 
38 happened to me. 
39 In my core team they decided to let me have a phone call with a friend, but I couldn’t 
40 get though so I had to leave a message. I just said that it would be great to talk to her and 
41 catch up is she wanted to give me a call back. I was quite nervous, because part of me was 
42 really ashamed of being in hospital and I didn’t want my friends to feel burdened with my 
43 feelings. 
44 …I was feeling really weak when I stood up and I really wanted to give in, but I know 
45 that I couldn’t. I felt guilty too, because the staff were giving me so much support, and were 
46 really encouraging me, and I could see how it was affecting the rest of the young people. 
47 My friend rang me back after tea. It was really good to speak to her and just hear a 
48 friend’s voice. For thirteen minutes I felt healthy, and that I could recover. It gave me real 
49 motivation – but just as quickly as the motivation came, it went when she hung up the phone. 
50 I had a session with my key worker this evening, and I shared some things which 
51 were really close to me. I just don’t see the point of living any more. I feel worthless. I’m not 
52 any good at anything. I find it so hard to want to put anything inside me like food and water 
53 because I am not good. I don’t deserve it. I’m nothing, so it is easier and better to have 
54 nothing inside me. My key worker asked me to think of three good things about me, but I 
55 can’t think of any….
56
57 Footnotes
58 1) There was a set sequence of eating times in the unit. Breakfast, Morning snacks, 
59 lunch, afternoon snacks, tea and late snacks. 
60 2) Core Team = Staff directly associated with Constance’s treatment plan.
61 3) Key Worker = One of two members who work directly with you alone. 
62 4) The Tube = Naso-Gastric Tube that is passed through the nose into the stomach.

Appendix 2 – Coded Diary Extract

Key:
Yellow – The ‘anorexic voice’
Blue – Pro-anorexia
Purple – Suicidal ideation
Green – Contact with staff
Grey – Contact with friend

August 9th 2 , 2007. 
3 In the past I have usually had about two good weeks followed by three or four bad 
4 days. This pattern has almost become a habit, but where have the bad days gone? Shouldn’t 
5 they have come by now? I suppose I might be getting better! But how come? I’m not ready to 
6 get better. I still need to get thin. I can’t accept this, I can’t. The voice told me, and planned 
7 that I wasn’t going to eat…..It told me not to worry if I had put on weight this time, because I 
8 will soon be able to lose it again. It told me – so I have to believe it. 
9 I went down, undressed, got on the scales and waited for the three numbers to come 
10 up. Yes, I had only put on a tiny amount, but it felt enough to blame myself for. 
11 Breakfast was put in front of me. 
12 ‘No, don’t give in, you mustn’t. Do NOT put it in your mouth.’ 
13 I kept telling myself this over and over again. Then I figured there was no point in not 
14 eating but still drinking, it didn’t have enough impact for me, I had to not drink either. I was 
15 so tempted the whole time, but I just kept saying to myself that it was for the best. 
Snacks. 1 16 Resisting my snack felt so good, because they looked really nice. I pulled 
17 them closer to myself to make it look like I was trying, but I wasn’t going to have any….
18 ‘DON’T GIVE IN!’ it should at me. 
I had a core team 2 meeting today. My key worker 3 19 brought up my eating today, and 
20 asked what was going on. God, I really wish she hadn’t. I just want to forget about it and get 
21 out of here….. I’d planned to gain some self-confidence today through not eating, but now 
22 anorexia had taken over, and I wasn’t in control any more. It isn’t up to me, I just have to 
23 obey my illness. 
24 I only managed a few sips of water at afternoon snacks. I was feeling so trapped. 
25 Anorexia had taken control…….
26 It took a lot of encouragement from staff just to make me take those few sips. 
27 Afterwards I felt terrible. Everything had just become out of proportion. 
28 Afterwards, I had a meeting with two senior members of staff. They explained very 
bluntly that they would have to pass a tube 4 29 if I carried on not eating or drinking. This put me 
30 in such a big mess, I was so confused about what to do, I had so many thoughts and feelings: 
31 ‘You want the tube because it gets the message across, it means you are ill.’ 
32 ‘What?... No you don’t, it’s painful and unnecessary, you don’t need to go down that 
33 road.’ 
34 ‘Just eat, Constance, you can do this, you are hungry and thirsty.’ 
35 All these thoughts were running through my head and I just didn’t know which one to 
36 choose. I had already taken the decision to let anorexia take control, and that clearly was the 
37 wrong decision, but then again, it was making me thin so that is the best thing that has ever 
38 happened to me. 
39 In my core team they decided to let me have a phone call with a friend, but I couldn’t 
40 get though so I had to leave a message. I just said that it would be great to talk to her and 
41 catch up is she wanted to give me a call back. I was quite nervous, because part of me was 
42 really ashamed of being in hospital and I didn’t want my friends to feel burdened with my 
43 feelings. 
44 …I was feeling really weak when I stood up and I really wanted to give in, but I know 
45 that I couldn’t. I felt guilty too, because the staff were giving me so much support, and were 
46 really encouraging me, and I could see how it was affecting the rest of the young people. 
47 My friend rang me back after tea. It was really good to speak to her and just hear a 
48 friend’s voice. For thirteen minutes I felt healthy, and that I could recover. It gave me real 
49 motivation – but just as quickly as the motivation came, it went when she hung up the phone. 
50 I had a session with my key worker this evening, and I shared some things which 
51 were really close to me. I just don’t see the point of living any more. I feel worthless. I’m not 
52 any good at anything. I find it so hard to want to put anything inside me like food and water 
53 because I am not good. I don’t deserve it. I’m nothing, so it is easier and better to have 
54 nothing inside me. My key worker asked me to think of three good things about me, but I 
55 can’t think of any….
56
57 Footnotes
58 1) There was a set sequence of eating times in the unit. Breakfast, Morning snacks, 
59 lunch, afternoon snacks, tea and late snacks. 
60 2) Core Team = Staff directly associated with Constance’s treatment plan.
61 3) Key Worker = One of two members who work directly with you alone. 
62 4) The Tube = Naso-Gastric Tube that is passed through the nose into the stomach t





Superordinate Theme 2:  Support Networks


Subordinate Theme 1:  Positive feelings about friendships


Subordinate Theme 2:  Negative feelings about friendships


Subordinate Theme 3:  Positive feelings about staff


Subordinate Theme 4:  Negative feelings about staff


Example:  ‘It was really good to speak to her and just hear a friend’s voice’. 


Example:  ‘I didn’t want my friends to feel burdened with my  feelings’. 


Example:  ‘the staff were giving me so much support, and were really encouraging me’.


Example:  ‘They explained very bluntly…’ 



Superordinate Theme 1:  Erratic Thoughts and Feelings


Subordinate Theme 1:  The 'Anorexic Voice'


Subordinate Theme 2:  Loving anorexia


Subordinate Theme 3:  Suicidal Ideations


Example:  ‘It told me – so I have to believe it’.


Example:  ‘the best thing to ever  happen to me’.


Example:  ‘I just don’t see the point of living any more’.
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