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Thesis Abstract 

Introduction.  This thesis explored patient experiences of awake craniotomy.  

Existing literature is scarce and dominated by quantitative methodologies.  More 

recently two qualitative studies have provided a rich, but contrasting, 

understanding of the patients‟ experience of awake craniotomy.  The 

methodological weaknesses of the existing literature are addressed, and the 

rationale for the study justified.  

Objectives.  The aim of the study was to explore seven participants‟ 

experiences of awake craniotomy using interpretative phenomenological 

analysis.   

Methods.  Single-site ethical approval was gained to conduct the study in one 

NHS Trust.  All potential participants were approached who had undergone the 

awake craniotomy procedure at the NHS Trust.   Semi-structured interviews 

were conducted with participants.  Interviews were transcribed verbatim and 

analysed using an interpretative phenomenological analysis framework. 

Results.  Analysis of transcripts yielded three superordinate themes: self-

preservation, operation environment and information.  The superordinate 

themes were interpreted as interconnected with each other, as well as 

embedded in a core theme: relationship with the neurosurgeon. The three 

superordinate themes are presented and discussed within the journal article.  

The extended paper elaborates on two of these superordinate themes.  

Discussion.  The relationship with the neurosurgeon appears crucial to the 

patients‟ experience of awake craniotomy.  The relationship could impact on the 

participants‟ decision to have the awake craniotomy, their experience of the 

awake operation and their acceptance of the information given.  The results are 

discussed with reference to previous literature. The implications and 

recommendations for further research are outlined. 

 

 

 



1011, RES, UofN: 4093414, UofL: 08127474, Thesis 

Acknowledgements 

1. Project design:  

Kimberley Fletcher (with supervision from Roshan das Nair and Jamie 

Macniven) 

2. Applying for ethical approval:  

Kimberley Fletcher (with supervision from Roshan das Nair and Jamie 

Macniven) 

3. Writing the literature review:  

Kimberley Fletcher (with supervision from Roshan das Nair and Jamie 

Macniven) 

4. Recruiting participants:  

A department of neurosurgery disseminated information packs to potential 

participants. 

5. Data collection: 

Kimberley Fletcher 

6. Transcription: 

Kimberley Fletcher 

7. Analysis:  

Kimberley Fletcher (with supervision from Roshan das Nair and Jamie 

Macniven) 

8. Write up: 

Kimberley Fletcher (with supervision from Roshan das Nair and Jamie 

Macniven) 

9. Additional acknowledgements: 

I would like to say thank you to each and every person who proof read and 

made comments on draft sections of my work, as well as to my family who 

have supported me throughout my endeavour to become a Clinical 

Psychologist.   

 

I also want to thank all of the participants who took the time to take part in 

this study.  Without their honesty and input the work would not have been 

possible.  Thank you.   

 

 



1011, RES, UofN: 4093414, UofL: 08127474, Thesis 

Contents 

  

Article for submission to the “Journal of 
Neurosurgery” 

1 

 
Extended Paper 

 
42 

 
    Introduction 

 
43 

 
    Method 

 
51 

 
    Results 

 
73 

 
    Discussion 

 
80 

 
    References 

 
93 

 
Appendices 

 
107 

 

List of Tables 

 
Table 1: Interview Schedule  

 
6 

  
Table 2: Participant Information 9 
 
Table 3: Brain Tumour Survival Rates 

 
45 

 

List of Figures 

  
Figure 1: Schematic representation of the 
relationship between identified themes 

10 
 

 
Figure 2: Recruitment Flow Chart 

 
61 

 
Figure 3: Schematic representation of themes 

 
73 

 

 

 

 

 



1011, RES, UofN: 4093414, UofL: 08127474, Thesis 

List of Appendices 

 

Appendix Title Page 

 
Appendix A 

 
Cover letter sent out to 
participants 

 
107 

 
Appendix B 

 
Information Sheet 

 
108 

 
Appendix C 

 
Participant Opt-In Slip 

 
114 

 
Appendix D 

 
Participant demographic 
information sheet 

 
115 

 
Appendix E 

 
Ethical Approval Letter 

 
116 

 
Appendix F 

 
Research and Development 
Approval Letter 

 
120 
 

 
Appendix G 

 
Ethics amendments letter 

 
122 

 
Appendix H 

 
Participant follow-up letter 

 
127 

 
Appendix I 

 
Participant consent form 

 
128 

 
Appendix J 

 
Participant study summary 
request form 

 
129 
 

 
Appendix K 

 
Process of analysis with 
reflective diary extracts 

 
130 

 
Appendix L 

 
Extract from reflective diary 

 
141 

 

 
 

 

 

 

 

 



1011, RES, UofN: 4093414, UofL: 08127474, Thesis, Page 1 of 141 

Article for submission to the “Journal of Neurosurgery” 

[See 1.0 in extended paper for rationale for journal choice and link to authors’ 

instructions] 

 

 

 

An Interpretative Phenomenological Analysis of the Patient Experience of 

Awake Craniotomy: Brain Tumour Diagnosis to Discharge 

 

 

 

Kimberley Fletcher MSc¹, Roshan das Nair PhD2, Jamie Macniven 

ClinPsyD3 

 

1Trent Doctorate in Clinical Psychology, University of Nottingham, UK. 

2Institute of Work, Health and Organisations, University of Nottingham 

3
Department of Clinical Psychology and Neuropsychology. 

 

 

 

 

Corresponding author and request for reprints to: 

Kimberley Fletcher, IWHO, International House, Jubilee Campus, University of 

Nottingham. Nottingham, NG8 1BB.  

Email: lwxkjf@nottingham.ac.uk  

mailto:lwxkjf@nottingham.ac.uk


1011, RES, UofN: 4093414, UofL: 08127474, Thesis, Page 2 of 141 

Abstract 

Object:  Previous research exploring the patient experience of awake 

craniotomy has yielded inconsistent results.  In the current study the authors 

aimed to explore the lived experience of having undergone an awake 

craniotomy in the United Kingdom.  

Methods:  Seven participants took part in the study, which used a 

qualitative research methodology.  Each participant was interviewed using a 

semi-structured interview schedule.  Interviews were audio recorded and 

transcribed verbatim.  Transcripts were analysed using interpretative 

phenomenological analysis. 

Results: Three superordinate themes: self-preservation, operation 

environment and information were identified.  It was interpreted that each of 

these themes was embedded in a core theme: relationship with the 

neurosurgeon.  

Conclusions:  The relationship with the neurosurgeon appears crucial to 

the patient experience of awake craniotomy: from brain tumour diagnosis to 

discharge.  This knowledge requires consideration in clinical settings and could 

lead to improved delivery of care in the future.   

Key Words: * Awake craniotomy * Patient experience * Patient perception    * 

Qualitative research * Interpretative phenomenological analysis * Lived 

experience 
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Introduction 

An estimated 6500 people are diagnosed with a brain tumour in the United 

Kingdom (UK) each year69.  Although rare, brain tumour prevalence is rising27.  

Treatment options for the safe removal of brain tumours have advanced in 

recent years.  This is particularly relevant where the tumour is close to 

functionally eloquent areas of the brain, for example motor or language areas10.  

When removing such tumours an awake craniotomy procedure is thought to be 

a preferential65, well established and safe technique14,17. [See section 2.1 in 

extended paper for further discussion on the brain tumour and section 2.2 for 

further discussion on treatment options] 

The awake craniotomy aims to re-sect the maximum amount of brain tumour 

possible whilst the patient is awake and fully responsive49,85.  Advantages of 

awake craniotomy, in contrast to traditional surgical procedure, include 

minimising the probability of damaging functionally eloquent cortex14,17,49,65,85 as 

the surgical team can assess patient responses during the procedure.  

Preserving patient function is thought to improve quality of life89.  In addition 

awake craniotomy could avoid complications caused by general anaesthesia 

and minimise utilisation of resources5 through, for example, a reduction in 

length of hospital stay76.  [See section 2.3 in extended paper for further 

discussion on patient quality of life] 

Despite the reported advantages of awake craniotomy, it could be argued that 

little is truly understood about the patient experience4, particularly in the UK.  To 

date the majority of published studies on patient experience have reported 

satisfaction with17,43,63, and tolerance of71,63,74,85,90, awake craniotomy.  However 

the majority of these findings have been fraught with methodological constraints, 

for example research failing to report how participant accounts were 

obtained18,74,85.  Where the complexity of the methodology has 

improved17,32,63,90, conclusions are potentially compromised by a lack of 

transparency63,90 or biased through a member of the surgical team conducting 

the data collection5.  For example, one study reported that all participants were 

entirely satisfied despite results suggesting that 25% of participants found the 

experience uncomfortable, anxiety provoking and fearful74. [See 2.4 in extended 
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paper for further discussion on patient experience of awake craniotomy 

literature] 

To provide a more comprehensive account of this experience, two studies 

have utilised thematic analysis43 and phenomenological analysis71 to explore 

patient experience.  The thematic study43 reported positive reflections on the 

awake craniotomy experience.  This was characterised by patient satisfaction, 

understanding of the rationale, surprise at the novel concept, a greater concern 

about the disease process and trust in one‟s surgeon.  In contrast to previous 

research the phenomenological study71 reported a tolerable but more anxiety 

provoking experience.  Four key themes were identified: self-preservation, 

working out their role in the operation, having the situation under control and 

seeking reassurance for themselves and others.  Although a positive step 

forward to exploring the awake craniotomy experience each study had 

methodological drawbacks.  These included conducting interviews prior to and 

following awake surgery43,71, potentially creating a superficial split in the 

reporting of the experience, and one study asked participants directed 

questions43.  In addition, given that each study was conducted outside of the 

UK the potential for differences in the operation procedure are high. [See 2.4 in 

extended paper for further discussion on qualitative studies] 

In light of the paucity of research in this area, the inconsistent findings and 

methodological constraints reported, further exploration of the patient 

experience of awake craniotomy, from brain tumour diagnosis to discharge is 

essential.  This is particularly relevant when considering the diversification of 

awake craniotomy to remove tumours in any area of the brain76,81 and to remove 

tumours in  adolescents64.   As patients‟ experiences of awake craniotomy may 

differ between countries, according to operation procedure, it is essential to 

explore, for the first time, the patient experience of awake craniotomy in the UK.  

Using interpretative phenomenological analysis, the aim of this study was to 

broaden the evidence base and facilitate understanding for neurosurgery teams 

and prospective patients about the lived experience of awake craniotomy.   
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Methods 

Study Design 

This was a retrospective qualitative study.  The study utilised interpretative 

phenomenological analysis (IPA)77 to explore patients‟ experiences of awake 

craniotomy.  IPA is interested in the way people make sense of unique events78.  

In the current study IPA77 was utilised to explore how people make sense of 

their awake craniotomy experience.  To achieve this, the researcher attempted 

to make sense of the participant trying to make sense of their experience78. [See 

3.1 in extended paper for discussion on the study rationale] 

Participants 

Eight participants‟ were recruited from a Department of Neurosurgery in the UK.  

11 potential participants who had undergone awake craniotomy received an 

information pack (see appendix A, B & C).  This was sent out from the 

Department of Neurosurgery on behalf of the research team.  Participants were 

included if they had undergone an awake craniotomy procedure and if they 

were over 18 years of age.  Participants were excluded if they did not speak 

English or if they had problems with speech.  No selection criteria were set for 

the time since the procedure or other medical factors.   

 

Seven of eight potential participants who contacted the lead author (KF) took 

part in the study. One interview was terminated and the data withdrawn from the 

analysis.  This participant became distressed during the interview and, when 

asked, expressed that he would prefer to terminate the interview, leaving a 

sample size of seven. [See 3.2 in extended paper for further discussion on 

participants and 3.3 for further discussion on participant recruitment] 

 

Data Collection 

 

One semi-structured interview was conducted with each participant.  All 

interviews were conducted by KF at the participants‟ home and were audio 

recorded.  Interview duration, as planned, ranged between 46 and 70 minutes.   

Interviews were based on an interview schedule developed by the research 
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team (see Table 1).  The schedule followed a temporal sequence to explore the 

experience of awake craniotomy in its entirety.  Following IPA methodology, the 

interview schedule was not referred to directly during the interview.  The lead 

author‟s knowledge of the schedule was sufficient to loosely follow the 

questions in line with interests and views offered by the participant thereby not 

directing the participants and permitting them to say what they felt was 

important to them, but at the same time maintaining a basic framework of 

inquiry.  Prompts were employed throughout interviews to clarify questions or 

encourage responding.  Demographic data (see appendix D), including gender, 

age and time since awake craniotomy, was also collected from participants to 

describe the sample (see Table 2). [See 3.4 in extended paper for further 

discussion on data collection] 

 

Table 1 

Interview Schedule 

 Tell me about your decision to have an awake craniotomy 

 Having made the decision how did you feel 

o Before 

 How did you prepare yourself? 

o On the day 

o During 

 Can you tell me about your awake craniotomy? 

o After 

 What did you think about the experience? 

o At home 

 How has life changed? 

 What happened afterwards? 

 

Data Analysis 

Audio recordings of all interviews were transcribed verbatim.  Transcripts were 

analysed in detail by KF.  Data analysis followed an adapted version of the 
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stages of IPA78.   Initially, transcripts were read and re-read, noting down 

descriptive, linguistic and conceptual comments in the right margin.  Second, 

emerging themes were noted in the left margin.  Third, themes were listed and 

superordinate and subordinate themes were identified.  On completion of a 

transcript the researcher commenced further transcripts on a case-by-case 

basis.  On completion of individual transcript analysis all themes were collated, 

organised and combined.  [See 3.5 in extended paper for further discussion on 

the analysis process] 

During analysis the lead author did not attempt to withhold or „bracket‟ previous 

knowledge and experience as this process is not supported by IPA.  Rather, 

keeping with the lead author‟s epistemological frame of critical realism, previous 

knowledge and experience informed interpretation [see 3.1 in extended paper 

for further discussion on the epistemological position of the lead author]     

Quality Assurance 

Quality assurance measures91 were followed closely by the research team.  

Attempts were made to establish the trustworthiness of the findings60.  

Trustworthiness was sought through keeping an audit trail of analytical decision 

making, as well as a reflective diary.  The audit trail ensured transparency 

throughout the decision making process.  The journey to all themes identified 

can be traced through the analysis process from audio recording to write-up.  

This was made explicit through the provision of quotes in this article, ensuring 

the write-up has credibility.  Furthermore, the other authors (RdN and JM) also 

appraised the coding of the data in terms of the thematic structure and content, 

to examine whether they could „see‟ what the lead researcher was seeing in the 

data.  

The reflective diary was utilised from initial contact with participants to final write 

up.  This enabled the researcher to document considerations about previous 

knowledge and experience which may impact on data analysis or write up.  [See 

3.6 in extended paper for further discussion on quality assurance measures] 

Research Ethics 
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Participation was voluntary and informed consent was obtained. Data which 

could reveal participant identity was made anonymous using pseudonyms.  

Audio recordings and full, anonymous, transcripts were securely stored.  The 

study was approved by the Leicestershire, Northamptonshire and Rutland NHS 

Research Ethics Committee 1 (Appendix E) and a NHS Trust research and 

development department (Appendix F). [See 3.7 in extended paper for further 

discussion on ethical considerations and seeking ethical approval] 
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Results 

Seven participants (three males, four females) were recruited to the study 

between January and May 2010.  Participants ranged from 26 to 41 years of 

age at the time of interview.  Time since awake craniotomy ranged between five 

months and four years.  Two neurosurgeons conducted the awake craniotomy 

procedures explored in this study.  Where referred to directly, the 

neurosurgeons have been given pseudonyms.  For sample characteristics see 

Table 2. 

 

Table 2 

Participant Information 

Participant 

pseudonym 

Age at 

interview 

Time since 

craniotomy 

 

Sundeep 

 

28 

 

5 months 

Jen 35 32 months 

Jo 26 48 months 

Rachel 28 37 months 

Emma 32 36 months 

Craig 29 19 months 

Ben 41 16 months 
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Analysis of transcripts produced three superordinate themes: self-preservation, 

operation environment and information.  The superordinate themes were 

interpreted as interconnected with each other, as well as embedded in a core 

theme: relationship with the neurosurgeon.  Figure 1 illustrates the relationship 

between the core theme and superordinate themes.  Relationship with the 

neurosurgeon is central to the diagram as it was viewed as crucial to the 

experience of awake craniotomy.  During analysis all participants‟ accounts 

were taken in to consideration.  However for the purpose of this article quotes 

have been selected to facilitate the illustration of themes.  

 

 

 

              

 

Figure 1: Schematic representation of the relationship between identified themes 
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Self-preservation 

The theme self-preservation encompassed ideas presented by participants 

about their thoughts regarding the risks of the awake craniotomy procedure.  

Participants used a variety of strategies for self-preservation in this process.  As 

with other themes the relationship with the neurosurgeon was embedded within 

it. 

It was understood that participants were aware of the potential consequences of 

going ahead with the awake craniotomy procedure: 

Jen: ...you could be left paralysed and I think that was quite scary at first 

Sundeep: ...I’d sort of made my decision at that particular time [of going in for awake 

craniotomy], in that this could possibly be the last time [pause] I see anyone 

Due to these frightening consequences participants described coping with the 

experience of preparing for the awake craniotomy by avoiding or distracting 

themselves from thinking about the operation: 

Jen: ...so I don’t really think I actually thought about what they were going to do, I 

suppose, you know, black it out of your mind a little bit 

Emma: ...I just thought if I don’t think about it then I can’t worry about it 

In the above extracts, Jen and Emma described making a conscious effort not 

to think about the upcoming awake craniotomy.  Other participants actively 

focused their attention and thoughts on areas of their life other than the 

operation.  For some this was seeking spiritual support and for others this was 

through humour:  

Sundeep: ...we [Sundeep and his family] spent a lot of time praying, in terms of the way I 

felt, it’s I felt [long pause] almost [pause] as if I wasn’t there, because these sorts of 

things were happening, but they were happening around me, as if they were happening 

to somebody else, umm detached I think is the word 

Rachel: ...it is scary but it’s one of those things that if you didn’t laugh about it you’d cry 

so you just have to get on with it 
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It was interpreted that coping through distraction, avoidance, external focus and 

humour were acting as self-preservation strategies for the participants.  This 

was illustrated by Jo who described needing to do anything except sit and think 

about the awake craniotomy: 

Jo: ...I was quite frightened before [the awake craniotomy]...I went back to work and stuff 

and yeah I suppose that helped...it meant I was just getting on with like normal normal 

stuff...I’m glad I did that rather than sitting at home because I think I really would have 

wound myself up 

The use of self-preservation strategies appeared to be reflected in all of the 

participants‟ decisions to have the awake craniotomy. Due to the emotional 

intensity of the decision and participant awareness of the implications of any 

decision made, they appeared to cope with the decision by placing 

responsibility on the neurosurgeon: 

Sundeep: ...I left everything in the hands of the [neuro]surgeon, what else can I do you 

know, that’s the way my mind works...stop worrying about it, can’t change it 

Craig: ...you put your life in the hands of the [neuro]surgeon and you just trust them 

Jen:...Once the consultant [neurosurgeon] recommended it, said this is how I want to do 

it, umm I just deci-, well I just thought well he’s the expert, he knows what he’s talking 

about, so I’ll just, I’ll just agree with, with what he wants to do really 

In order to place this extreme amount of trust on the neurosurgeon it was 

interpreted that participants must have taken in to account their relationship with 

the neurosurgeon.  This appeared to be over and above the status of the 

neurosurgeon or the power he wielded on enforcing a decision, as no 

participants sought out the neurosurgeon‟s professional credentials.  The 

decision to have the awake craniotomy, based on the relationship with the 

neurosurgeon, was best articulated by Rachel, Emma and Ben:  

Rachel: ...I just said to Dr. James [neurosurgeon], I trust you whatever you think...if there 

wasn’t that there [the trust] I think I would have questioned him a lot more 
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Emma: ...If it wasn’t somebody [referring to the neurosurgeon] like that I would have been 

possibly at least a bit more reluctant or perhaps wouldn’t, maybe try to strive for 

somebody that I did feel happy with 

Ben: ...If I wasn’t comfortable [with the neurosurgeon] I wouldn’t have done it in the first 

place...he [neurosurgeon] was more than relaxed about it, so you know I think that puts 

you at ease as well as a patient, you know if you’ve got faith in your surgeon 

Participants believed that they were placing their lives in the hands of the 

neurosurgeon.  Therefore it was interpreted that the relationship with the 

neurosurgeon was an extension of the self-preservation strategies described 

above.  By giving the responsibility of deciding whether to go ahead with the 

awake craniotomy to the neurosurgeon, participants were avoiding facing the 

implications of the decision themselves.   

 Implications of self-preservation strategies.  At the time of awake 

craniotomy the utilisation of self-preservation strategies by participants 

appeared to have implications.  The strategies appeared to have inhibited the 

participants‟ ability to comprehend the reality of the situation until immediately 

prior to the awake craniotomy.  Jen and Craig articulated an increase in anxiety 

when admitted to hospital for the awake craniotomy:  

Jen: ... I felt very nervous, yeh, felt very nervous, very anxious and just really, I think it 

was quite surreal, I felt like it wasn’t really happening, I think, umm, cuz I sort of laid there 

on my own, it’s all quiet and its dark and yeh sort of feeling like, a sense of being on my 

own, and nobody with me 

Craig: ...I probably started to feel a little bit sort of anxious more than nervous once I was 

in hospital cos it was then, this is actually going to happen now, I’m actually here, it’s not 

a day written in a letter that I’ve got to turn up for, I’m actually sat here waiting 

Emma extended on this and struggled to reason why the reality of the operation 

was suddenly upon her at this point: 

Emma: ...and then I was sort of lying in the umm it just hit me, when I was sort of it’s 

probably cos probably cos It’s one of the only times I was ever really on my own, sort of 

lying there waiting to go in, I thought oh God [whisper] 
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The above quote from Emma demonstrates how she drew her own conclusion 

that it had been the only time she had been on her own and not keeping herself 

busy.  In doing so she alluded to how the self-preservation strategies adopted 

during preparation impacted on her immediately prior to the operation. 

Operation environment 

The relationship with the neurosurgeon described in the above theme was 

made explicit when considering the operation environment.  It was understood 

that participants found being awake during the operation “bizarre”: 

Jen: ...you’re aware that you are awake but you can’t, you can’t reason the fact that you 

are, very very bizarre 

Craig: ...It’s a strange thing cos they’ve got control of you, but at the time, it didn’t bother 

me, it didn’t worry me 

All participants described the operating space: 

Jen: ... all your aware of is your in this room, which is bright, I remember all these lights, 

it’s very white, very clean obviously, umm 

Craig: ...but it was like walking into a sunlit room there was, it was white, it was airy, it 

was light, there was see everything, hear everything, and you just felt, big and airy, there 

was no, no sort of pretence to it 

Some participants discussed the sounds in the awake craniotomy: 

Craig: ... they were screws going in and I could hear the screws going in, through the, 

against the bone, cos it was all echoing very strange sounds 

Rachel: ...I couldn’t see anything orr I mean I could hear things but it just sounded like a 

dentist sorta drill 

Rachel discussed the head frame as her only bad memory: 

Rachel: ... the worst thing of the whole operation was y’know the frame that holds ya 

head... they had to inject me with anaesthetic...that’s the only bad memory I’ve got from it 
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Although bizarre, participants appeared to find the awake craniotomy a 

fascinating and a pleasant experience: 

Jo: ...I remember it being quite a pleasant experience, and certainly not frightening in any 

way 

Sundeep: ...I felt very comfortable and psychologically I didn’t feel any issues at all...it 

was just fine 

Craig: ... it was sort of quite a little pleasant experience, most bizarre way of putting it, 

there was no, but there was no this is horrible 

Participants reflected on this particularly in relation to them being the centre of 

attention in the operating space: 

Craig: ... you didn’t feel sort of the odd one out of it all, you were sort of you were the 

centre of everything and everything did work around you and for you, it was quite weird 

but it was nice 

To control the emotion felt during the awake craniotomy, provoked by finding 

the awake craniotomy bizarre, participants appeared to rely on their self-

preservation strategies: 

Emma: ...I think you try not to sort of think...about what’s really going on then it doesn’t, 

y’know it’s just you can’t feel anything, you can’t see anything 

Ben: ...I had the green covers around me, you know I wasn’t even trying to have a 

sneaky peak, I was focussing straight ahead 

Jen: ...You’ve built up that relationship with him [neurosurgeon], and when you wake up 

and you hear that familiar voice, in a way, it relaxes you, I don’t know if that’s the right 

word, it does, I suppose it reassures you 

This may have been a combination of participants adopting self-preservation 

strategies, for example Jen described drawing on the relationship she had 

developed with the neurosurgeon, or it could be attributed to the neurosurgical 

team strategically adopting distraction strategies throughout the awake 

craniotomy:  
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Emma: ...they were all quite jokey, jovial they were all talking to me all the time and it 

seemed to go really quickly, I wasn’t thinking oh God when is this going to be 

over?...they’re talking to you, that kept me occupied 

Craig: ...The fact their talking to me there was always sort of [pause] how are you, can 

you see anything moving, can you still move your fingers, can you still wiggle your toes, 

how’s your leg, how’s your arms, can you feel anything in your face, there was no sort of 

my lying there awake in complete silence, they either were asking me what was going on 

or they were reassuring me 

It was felt that if the relationship with the neurosurgeon did not exist, or self-

preservation strategies were not adopted or facilitated by the neurosurgical 

team, participants may have focused more on the bizarre aspects of the 

operation and potentially suffered increased apprehension levels.  Emma 

articulates this point: 

Emma: ...I think he if he had not made me feel comfortable and just and y’know quite 

relaxed about it all I would have been y’know different 

[See 4.1 for further quotes, additional thoughts and an addition to the operation 

environment theme] 

Information  

The theme information encompasses ideas presented by participants about the 

lack of concrete information given to them prior to the awake craniotomy.  

Participants described the impact this had on their ability to relay information 

back to family and friends, understand the operation procedure and understand 

the potential consequences.  Although this was the case no participants 

reported seeking out additional concrete information prior to the awake 

craniotomy, this was interpreted as associated to their relationship with the 

neurosurgeon. 

Most participants reflected on the lack of concrete information available to them 

during their experience of awake craniotomy as unsatisfactory:   

Jen: ...there wasn’t a lot of information I felt was available to find out exactly what was 

going to be done  
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Participants discussed feeling that adequate information was not available to 

give to family and friends: 

Rachel: ...because a lot of questions they [family and friends] ask you, you can’t answer 

so you, because you don’t know yourself, so to have just an information pack, it would’ve 

been so much easier to just come home when there all, everyone wants to ask you the 

same question 10 times, to just drop a leaflet in the hand and just say read that 

Jen discussed that a lack of concrete information impacted her understanding 

during the awake craniotomy: 

Jen: ...maybe a bit of a not quite understood what, what you know, I didn’t quite fully 

understand what they wanted to do [in the awake craniotomy]  

Craig and Ben discussed that a lack of concrete information impacted on their 

understanding of the expected outcomes:  

Craig: ....we [Craig and his wife] didn’t realise at the time but its only since our last 

meeting with the consultant [neurosurgeon] that although a tumour on your brain can 

cause you to have an epileptic fit, the scar tissue from having a tumour and having the 

operation, is as effective if not more effective at causing fits 

Ben: ... wasn’t until I went back and saw the Dr. Carr [the anaesthetist] he explained the 

epileptic network but that was never explained to me before the op [awake craniotomy]...  

Given the participants‟ retrospective dissatisfaction with the lack of concrete 

information, yet their failure to seek out concrete information at the time, it was 

interpreted that participants utilised their relationship with the neurosurgeon as 

a compensation strategy for concrete information: 

Emma: ...but Mr. Johns [neurosurgeon] was lovely and just totally put me at ease  

Jen: ...I’d had quite a few appointments with him [neurosurgeon] and it was quite in 

depth, go through quite a lot with you 

Jo summarised this point: 

Jo: ... he gave lots of information...umm so yeah I just kind of stuck with y’know what they 

said 
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Emma articulated the impact that the relationship with the neurosurgeon had on 

her need to seek out different opinions or more information: 

Emma: ...I mean to be fair I felt comfortable with him [neurosurgeon] from the word go, I 

mean Ben [husband] sort of said y’know do you want to look for different surgeons this 

that and the other, somebody in [a different county], I said to be honest I can’t be arsed to 

trail around, I said I’m, not feeling the best, I just want to get it over with 

In this extract Emma discussed how the relationship she had developed with 

the neurosurgeon stopped her from seeking out information and opinion from 

elsewhere.  In doing this Emma alluded to her utilisation of self-preservation 

strategies, for example using the relationship with the neurosurgeon and 

avoiding thinking about the upcoming awake craniotomy.  Emma also alluded to 

her displeasure with her husband seeking information from elsewhere.  It 

appeared that due to his lack of certainty or understanding he was continually 

attempting to engage Emma with questions and new information.  Therefore on 

one hand, a lack of information appeared to facilitate the self-preservation 

strategies of participants through facilitating their avoidance of information.  

However, on the other hand as participants did not have concrete information to 

share with their family and friends their self-preservation strategies appeared to 

be continually challenged.  

[See 4.2 for addition to the information subtheme] 
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Discussion 

Analysis of data revealed three superordinate themes: self-preservation, 

operation environment and information.  The superordinate themes were 

interpreted as embedded in a core theme: relationship with the neurosurgeon.  

In line with previous research, the current study supports that participants were 

satisfied with17,43,63 , and tolerant of71,74,90 the awake craniotomy experience.   

Core theme: relationship with the neurosurgeon 

The relationship with the neurosurgeon was reported as crucial to the patient 

experience of awake craniotomy.  Although the importance of the neurosurgeon 

has been alluded to in a previous thematic study exploring the patient 

experience of awake craniotomy in Canada43, the emphasis placed on the core 

theme in the current study is novel to the awake craniotomy literature.  The 

importance of the relationship with the neurosurgeon is consistent with a wider 

emphasis on the surgeon-patient2, neurosurgical team-patient55 and clinician-

patient12 relationship.  The emphasis on the surgeon2 is thought to be 

attributable to the fact that more operations are now conducted awake, involving 

the surgeon in building a relationship, and communicating with the patient.  In 

addition research has reported that participants who were awake during an 

operation felt that one of the most important aspects of their care was their 

interactions with the neurosurgical team55. Finally the emphasis on the 

clinician12 is reported in back pain research discussing the importance of social 

and contextual factors, such as the clinician-patient relationship, when patients 

are making treatment decisions12.   

Through the emphasis on the relationship with the neurosurgeon in the current 

study neurosurgical37,70, medical37 and low grade glioma70 research is 

supported that suggests that patients who are listened to, treated respectfully 

and shown concern feel more secure and able to participate70, have more 

psychological benefits37 and are more satisfied70.  In contrast, research 

proposing that neurosurgeons display fewer therapeutic characteristics than 

other medical disciplines36,72 is questioned.   
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Although the relationship with the neurosurgeon appears crucial to the patient 

experience in the current study a need is highlighted for all neurosurgeons to be 

facilitating trust and mutual respect.  This places pressure on upcoming and 

practicing neurosurgeons to develop relationships with patients through the use 

of therapeutic skills2 and through allowing the patient time to develop a 

relationship with the surgical team prior to an operation, reported as important in 

awake glioma surgery38.  The importance of facilitating the development of 

therapeutic skills is emphasised when considering research reporting that 

surgeons who were completing their training overemphasised their own 

communication skills when asked to self-rate33.  This was in comparison to 

clinician rating scales given to their patients.   

To develop therapeutic skills the University of Massachusetts has developed a 

human factors curriculum for upcoming neurosurgeons50.  This training 

develops skills such as patient communication, empathy and caring, educating 

the patient and working with difficult personality styles.  This is clearly directed 

towards the neurosurgeon-patient relationship and has reported positive 

outcomes with regard to increased empathy.  Similarly clinicians in primary care 

settings are required to undergo mandatory empathy training75.  This is a 

feasible option for neurosurgeons and discrete but focused sessions of training, 

utilising patient input, could impact on a surgeon‟s insight in to their own 

communication skills and subsequently lead to improvement in patient 

experience.  This is also supported by research in to nursing communication48.   

Self-preservation 

The first superordinate theme, self-preservation, illustrates how participants 

utilised strategies, such as avoidance, distraction, external focus and humour, 

to protect them from thinking about the upcoming awake craniotomy and the 

potential consequences associated with it.  Using self-preservation strategies in 

this way was discussed briefly within a theme, „preoperative concerns: working 

out the intraoperative role‟ (p. 168), in a previous phenomenological study 

exploring the patient experience of awake craniotomy in Italy71.  The authors in 

this study
71

 placed less emphasis on self-preservation strategies than the 

current study.  They briefly reported that the evening prior to the awake 
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craniotomy participants wanted to keep busy or distract themselves to cope with 

their situation.  Aside from this the theme self-preservation does not directly 

support any previously identified themes on the experience of awake 

craniotomy.   

In contrast to the current study, previous qualitative studies43,71 exploring the 

patient experience of awake craniotomy have identified self preservation as the 

choice to have the awake craniotomy.  This relates to the participant choosing 

to decrease the probability of damage, defect or disability from the tumour, or 

defeat the tumour, through having the awake craniotomy. 

The use of coping strategies for self-preservation, as in the current study, has 

been widely discussed.  Coping has been defined as a response to a demand 

which is placing pressure on a person‟s usual resources22.  Traditionally coping 

strategies are split in to emotion-focused coping: where participants act and 

think in an attempt to process their emotions, and problem-focused coping: 

where participants believe that they can change their situation by acting upon 

it51.  Exploring coping strategies is complex as individuals may use them 

synonymously or alternately11,28,83.  The impact of adopting coping strategies 

can lead to adaptation to a new situation51.  However if the coping strategies 

are dysfunctional patients may struggle to adapt9,29 and their quality of life may 

suffer29.  There is limited literature exploring coping strategies for the purpose of 

self-preservation prior to any type of surgery, or for brain tumour populations79.  

Findings consistent with and contrasting to the current study will be discussed 

for each strategy of self-preservation. 

 Avoidance.  The finding that participants use avoidance as a way to cope 

with their upcoming awake craniotomy supports previous research on 

participant preparation for surgical procedures.  One study asked 80 

participants with Parkinson‟s disease awaiting neurosurgery to complete a 

coping strategy questionnaire15.  The authors reported that participants are 

most likely to adopt behavioural strategies such as avoidance.  The use of 

avoidance was also reported in patients awaiting heart transplants7.  Although 

the findings of these studies are similar to the current study they were 

conducted on people with different conditions.  For example, patients with 
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Parkinson‟s disease may have a different disease process to a brain tumour 

population.  Thus, where surgery may be the first choice of treatment for brain 

tumour patients65,68, it is most often used in Parkinson‟s disease populations 

where drug therapy is no longer effective82.  This may alter the coping strategies 

adopted by participants. 

The use of avoidance as a coping strategy has also been reported in brain 

tumour and oncology populations.  One study reported individuals as “refraining 

from and avoiding”(p. 728)26 when diagnosed with a low grade brain tumour.  In 

addition a Korean study suggested that patients with cancer are more likely to 

use avoidance as their primary coping strategy45.  Although these studies more 

closely resemble the disease process of the awake craniotomy population, 

differences may exist in the coping strategies of cancer patients who are not 

offered awake craniotomy as a treatment option.  Neither study discussed 

specifies the options available to patients at the time of coping strategy 

exploration however one study alluded to medication as treatment for their 

sample population26. 

When considering the implications of using avoidance as a coping strategy 

contrasting literature exists.  Traditional coping literature reports that avoidance 

can maintain anxiety disorders3,25 and could be a risk factor for depressive 

symptoms.  This does not appear to be the case in neurosurgery.  When 

considering self-preservation or coping literature differing effects according to 

the control individuals feel they have of the situation should be 

considered15,24,88.  Literature suggests that where a situation is uncontrollable 

(such as the awake craniotomy) individuals may benefit more from behavioural 

strategies such as avoidance15,24,88.  Two studies have reported that avoidance 

in preparation for neurosurgery can have a positive effect on depressive 

symptoms15,24.  In the current study it was felt that the adoption of self-

preservation strategies prior to the awake craniotomy meant that participants‟ 

only realised that the operation was upon them immediately prior to the 

operation, suggesting that the use of action-based strategies such as avoidance 

helped to contain their levels of apprehension prior to the awake craniotomy.  

This emphasises the importance of considering the specific situation when 

generalising coping literature.  
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 Humour and distraction.  The use of humour and distraction as self-

preservation strategies will be discussed together.  This is due to the lack of 

research referring to the use of distraction as a coping strategy prior to 

neurosurgery or in the face of a life threatening event.  In this respect it was 

anticipated that distraction may be amalgamated with alternative coping 

strategies in the literature.  For example distraction has been referred to 

alongside humour and irony1. 

Humour has been described as “a protective cushion against the jagged impact 

of stressful experiences” (p. 232)42.  The use of humour in the current study is 

not discussed in previous research exploring coping strategies for 

neurosurgery.  However it is consistent with literature reporting the use of 

distraction, irony and humour by brain tumour patients1, by patients facing life-

threatening illness28,61 and again when exploring the coping strategies of 

different populations such as diabetes86. 

The use of humour has been proposed to have positive effects on patients‟ well-

being31.  Research suggests that humour can be a key part of a relationship 

and if used tactfully by clinicians it can have benefits for oncology patients31.  

Sense of humour could also facilitate coping and adjustment in everyday 

stressful life events46 and significantly reduce levels of stress54. 

 Religion.  The findings from one participant in the current study are 

consistent with reports that when people are faced with stressful life events, if 

they have a religious orientation, this is often used as a coping strategy84.  The 

use of religion as a coping strategy is thought to have contrasting effects.  A 

systematic review of the literature exploring the potential benefits or harm 

related to adopting religious or spiritual coping strategies concluded that due to 

methodological constraints in evidence suggesting that religious coping could 

be harmful, the potential benefits or harm caused by this is unknown84.   

Although this is the case, a study not included in the systematic review reported 

an association between religious coping and improved quality of life for 

participants with advanced cancer80.  The authors concluded that positive 

religious coping, for example drawing on religious beliefs, was associated with a 

better overall quality of life80.  However, negative religious coping, such as 
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blaming a God, is related to poorer quality of life80.  This supports past research 

suggesting that religion can help patients face the adjustment process, sustain 

self-esteem and gain a sense of meaning30,84.    

 External Focus.  The current findings show support for a study on the 

coping strategies of patients with Parkinson‟s disease15.  In addition to findings 

on avoidance, the authors reported that where participants were faced with an 

acute stressor, for example the decision to have neurosurgery, they adopted 

strategies such as seeking out enjoyable activities15.  This is similar to 

participants in the current study who reported turning to their favourite sport or 

to spending time with their families.  Adopting such activities is thought to be 

associated with better mood15.  

Treatment decision making.  The findings in the current study suggest 

that participants rely on the neurosurgeon to make the treatment decision.  

Thus they use their relationship with the neurosurgeon as a self-preservation 

strategy. This is consistent with research reporting that following advice was a 

main strategy used by cancer patients when making a treatment decision72 and 

on a broader scale the Cancer Guidance Subgroup10 reported that lung cancer 

patients did not want to be part of the decision making process.   

 

Implications exist for strategic planning in the NHS regarding the utilisation of 

the relationship with the neurosurgeon as a self-preservation strategy to make a 

treatment decision.  Thus, the NHS is currently promoting patient choice and 

autonomy in treatment decision making.   The current study lends support to 

literature claiming that patients would prefer clinicians to make decisions on 

their behalf, particularly where the decision was based on a life threatening 

illness23.  However, implications of avoiding treatment decisions have been 

reported as impacting on a patient‟s ability to cope72.  

Operation environment 

The second superordinate theme, operation environment, supports previous 

research suggesting that participants are less concerned about the awake 

craniotomy procedure, in comparison to other parts of the experience43.  It also 

demonstrates support for previous research suggesting that participants‟ find 
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staying awake a positive aspect of any operation22.   One study reported that 

during orthopaedic surgery patients reported staying awake as a positive 

aspect22.  A second study41 concluded that the most stressful part of awake 

caesarean surgery was immediately prior to the operation when it was imminent 

and a final study8 reported that 80% of participants would have awake surgery 

again.  In contrast, and in support of an Italian study exploring the awake 

craniotomy71, literature exists stating the negative experience of the patient 

during awake operations.  Studies of other operations including caesareans13, 

hip replacements34 and elective surgery39 reported that participants became 

distressed during the procedure due to the sounds of the operation and the 

physical aspects of the operating space.  

The contrast between the current study and the previous literature could be 

attributed to the time in which the participants were asked to provide data.  The 

phenomenological study71 exploring the patient experience of awake 

craniotomy, asked participants immediately following awake craniotomy to 

describe their experience.  However the thematic study43 asked participants up 

to two weeks following surgery and the current study asked up to four years 

following surgery.  This could account for the differences in recollections by 

participants.   

The participants in the current study described the operation as bizarre yet 

pleasant.  Such bizarre or surreal interpretations are consistent with previous 

awake craniotomy literature43.  The pleasant aspect of the experience was 

partly attributed to the participants‟ relationship with the neurosurgeon in the 

current study.  It was interpreted that participants utilised their relationship with 

the neurosurgeon to contain their apprehension during the procedure.  Again, 

the utility of the relationship with the neurosurgeon in this way is novel to this 

awake craniotomy study.  However it supports previous research exploring 

awake caesarean surgery13, the emphasis placed on the surgeon-patient 

relationship2 and research recognising the importance of the therapeutic 

relationship in psychotherapies47.  Such research proposes that if the 

participants develop a good relationship with the neurosurgeon, they may 

develop more trust and confidence in the neurosurgeon2, potentially leading to a 

better experience with less distress.   
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As well as the relationship with the neurosurgeon it was interpreted that 

participant apprehension was contained due to use of distraction or avoidance 

techniques by participants and the neurosurgical team during the awake 

craniotomy.   This is consistent with research proposing that distraction 

techniques during awake operations can be beneficial for patients.   For 

example, studies have reported that therapeutic hand massage44, hand 

stroking67, intra operative music56 and viewing a video compact disc62 can 

significantly reduce participant anxiety during neurosurgery.  Although beneficial 

these studies were conducted on cataract, spinal and elective patients 

respectively.  Thus none of these operations required the participant to 

complete an awake task during the procedure.   

 [See 5.2 in extended paper for further a discussion on the operation 

environment] 

Information 

The final superordinate theme, information, illustrates how participants accepted 

face-to-face consultation sessions as adequate to gather information about 

awake craniotomy.  However, when retrospectively considering information 

provision, participants reported dissatisfaction, particularly with respect to 

concrete information.  It was interpreted that at the time of awake craniotomy 

participants avoided seeking further information as a self-preservation strategy.  

Instead participants utilised their relationship with the neurosurgeon to 

compensate for further information. Participants appeared to be containing their 

apprehension through blocking any further knowledge of the awake craniotomy 

procedure.   

Avoidance of information is consistent with research suggesting that patients 

with low grade brain tumours avoid information26.  However it is inconsistent 

with a previous qualitative study43 which reported that participants who have 

experienced an awake craniotomy seek information through the neurosurgery 

team as well as the internet.  Not receiving adequate concrete information is 

consistent with previous research that has found that patients are unhappy with 

the amount of information they are given59 as well as clinical guidelines 
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recommending a need for improvement of information provision in neurosurgery 

departments19-21. 

The implications of the lack of concrete information, or relying on the 

relationship with the neurosurgeon, span across the awake craniotomy 

experience.  Following leaving the consultation space participants were 

compromised by their ability to understand the awake craniotomy, their ability to 

discuss the procedure with friends and family and their ability to understand the 

potential consequences.  This is consistent with awake craniotomy research 

reporting that not having information affects the participants‟ understanding 

during the operation68.  In contrast to previous research it did not appear that 

the lack of adequate information affected the participants perception of the 

experience53 or levels of anxiety40,53,66, instead the lack of information may have 

improved the participant experience through facilitated avoidance   [See 5.3 in 

extended paper for a discussion on information] 

Strengths and limitations 

The current study is the first in the UK to explore the experience of awake 

craniotomy and the first to explore this using IPA methodology.  This extends 

the small evidence base, adding to neurosurgeon understanding, as well as, for 

the first time in awake craniotomy studies, placing emphasis on the 

neurosurgeon to develop skills to facilitate their relationship with the patient.   

A limitation of the study was the opt-in procedure used to recruit participants.  

No attempt was made to find out the reasons why potential participants chose 

not to take part and it is unclear if the participants who did not choose to take 

part had a more intolerable, or less satisfactory experience. This supports 

findings in previous awake craniotomy studies17,32,71,90 and is important to 

consider when attempting to transfer findings across populations. 

A further potential limitation of the study is that all participants were recruited 

from a single neurosurgery department.  This could impact on the ability to 

transfer the findings to wider populations.  However, IPA77 cautions against 

attempting to transfer findings from small, purposive samples.  Therefore it 

could be argued that recruiting from a number of neurosurgery departments 
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would not have added to the transferability.  Instead the findings of the study 

can be used to inform neurosurgery departments about their practice.  In 

addition, data was collected from participants about their experience of awake 

craniotomy up to four years following the experience.  Clinicians have reported 

observations that perceptions of the procedure change over time17.  Although 

IPA77 proposes that it is the experience itself that is of primary interest and the 

time frame is insignificant, having differing time frames to previous studies 

makes it more difficult to draw comparisons across the studies.   [See 5.5 for 

further discussion on the strengths and limitations of the current study] 

Implications 

The findings of this study add to previous awake craniotomy research through 

their emphasis on the relationship with the neurosurgeon.  This is consistent 

with literature outside of the awake craniotomy experience2.  It is important to 

consider the effect this may have on the neurosurgeon.  Thus, if the 

neurosurgeon does not have the skills to build the relationship, and the patient 

does not understand the procedure, the current findings amalgamated with past 

literature suggest that apprehension prior to the experience, and during the 

awake craniotomy procedure may rise5,57,74,90.  In order to fulfil this role 

neurosurgeons may require further training in communication and empathy2,50,69 

and subsequently research needs to be conducted to inform this training. 

In primary care, research has been conducted to explore the relationship 

between communication behaviours and patient outcomes.  This has included 

patient satisfaction73.  Future research could focus on the core theme in this 

way.  Such research is supported by authors who discuss the excess of this 

type of research in primary care but the lack of it in surgery65.  Future research 

could also replicate an observational study conducted65 but with 

neurosurgeons.  This study aimed to capture interactions between physician 

and patient through observing usual clinical practice.  This would add to the 

literature base for surgeons as well as influencing more positive awake 

craniotomy experiences.  Given the increasing focus on the neurosurgeon to 

develop relationships such research is of high importance.  Conducting further 

research will ensure the relevance and validity of recommendations for 
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improving communication skills rather than generalising from an alternative 

discipline. 

 

Further to the implications on the neurosurgeon the findings also have 

implications for neurosurgery departments.  Participants in the current study 

reported a satisfaction with the consultation meeting at the time of awake 

craniotomy.  However it appears that, although participants were satisfied, a 

lack of concrete information compromised their understanding of the awake 

craniotomy procedure, the information they had to communicate to family and 

friends and their understanding of the expected outcomes of the operation.  To 

help patients make an informed decision further research is required on the 

preferences of brain tumour patients regarding information provision69.  In the 

mean time information must consist of both face-to-face consultations and 

written information.  Alternatively, as recommended in a recent NHS report for 

patients with lung cancer, consultation sessions could be recorded for 

patients10.  Either way, information should outline the advantages and 

disadvantages of their decision to have the awake craniotomy and in line with 

the findings in the current study, could include a section on effective coping 

strategies.  Once the information was available participants could then decide if 

and how they wanted to use the information, potentially improving patient 

understanding of the procedure, facilitating their families in understanding their 

experience and helping contain apprehension for awake craniotomy patients. 

 

To generate research on coping strategies the contrast between controllable 

and uncontrollable situations and their link to coping strategies also warrants 

further investigation.  With regards to the current study it is suggested that 

further research should explore the use of coping strategies by brain tumour 

patients prior to and during the awake craniotomy procedure.  This would 

provide an evidence base specific to the awake craniotomy population.  The 

effects of such evidence could help to generate ideas for the facilitation of 

coping for prospective patients, potentially improving the awake craniotomy 

experience15.  
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Conclusions 

A positive step forward has been taken by this research to add to the 

understanding of the patient experience of awake craniotomy: brain tumour 

diagnosis to discharge.  The current study extends on findings reported in 

previous research through the core theme: relationship with the neurosurgeon.  

It was interpreted that this relationship had an impact on the decision to have 

the awake craniotomy, on the acceptance of the information given and on 

participants‟ levels of apprehension during the operation.  Implications for 

neurosurgery departments include more consideration for the skills of the 

neurosurgeon, a more in-depth understanding of self-preservation strategies for 

patients and better provision of written information.  Being aware of the 

implications may facilitate positive awake craniotomy experiences in the future, 

as well as helping future patients to understand how to prepare for the operation 

they are about to undertake.  [See 5.7 in extended paper for extended 

conclusions] 
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Extended Paper 

The extended paper is intended to be an adjunct to the journal paper.  This will 

expand on the introduction and methodology in my journal article, present 

additional support for the superordinate themes, present two new subthemes 

and develop the points made in my discussion.  Finally a critical reflection of my 

work will be presented.  Throughout the research process my decision making 

has reflected my epistemological position which is explicitly discussed in the 

method section. [See section 3.0] 

1.0 Rationale for journal choice 

My journal paper was written for submission to the Journal of Neurosurgery.  

This journal is aimed at neurosurgeons and has an impact factor of 2.769 

(Institute for scientific information, 1996). As my study aimed to inform 

neurosurgeons and their teams about the patients‟ experience of awake 

craniotomy I felt that this journal would reach the intended audience. 

Furthermore, the most recent qualitative publication exploring the patient 

experience of awake craniotomy (Khu et al. 2009) was published in the same 

journal.  Publishing in the same journal was thought to emphasise the 

importance of the awake craniotomy and make similar research easily 

accessible. [See section 5.6 for critical reflection on how my research fits in with 

the larger body of scientific discourse] 

The Journal of Neurosurgery author‟s instructions prohibited the use of a first 

person account and APA referencing style.   Throughout the extended paper I 

will revert to first person and APA referencing styles.   

(Guidance for authors can be found at: http://jns.msubmit.net/cgi-

bin/main.plex?form_type=display_auth_instructions) 
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2.0 Extended Introduction 

Systematic searches of the literature were conducted to gain an understanding 

of the evidence base.  To do this, major databases were searched, such as 

PsycInfo, PubMed and MEDline.  Terms such as awake craniotomy, patient 

perception, patient experience and brain tumour were utilised.  

2.1 The brain tumour 

2.1.1 Brain tumour definition.  

A brain tumour is an abnormal growth of cells inside the skull or within the brain 

which multiply uncontrollably (Rose, 2004).  Traditionally brain tumours are 

classified as either benign (non-cancerous) or malignant (cancerous) (Rose, 

2004).  NICE guidelines (2006) caution against this clinical split due to the 

possible perception of benign brain tumours as harmless. Therefore, the terms 

low grade and high grade, referring to grading used by the World Health 

Organisation (2004), will be utilised respectively.  A low grade tumour grows at a 

slow pace, and does not spread across the body (Marsh, 2005).  This kind of 

tumour could have existed for a long time prior to the onset of symptoms (NICE, 

2006).  In contrast a high grade tumour is aggressive and infiltrates other 

regions of the brain and body (NICE, 2006).  Either form of tumour can have life 

threatening implications on the patient and tumours initially diagnosed as low 

grade are at risk of transforming to high grade tumours (NICE, 2006).   

Implications for patient health are caused through tumours placing pressure on 

the brain, or preventing areas of the brain from functioning correctly. This can 

cause damage and neurological impairment (NICE, 2006).  There is no generic 

brain tumour diagnosis for patients to undergo awake craniotomy.  However the 

tumour is often intrinsic:  a tumour originating from neural and supporting tissue.  

In addition, the tumour is usually in an eloquent area, or an area of the brain 

which is associated with important functions, for example movement, sensation, 

speech or vision. The most common cause for neurosurgery is the 

understanding that without resection a low grade tumour may transform into a 

high grade tumour S. Basu (personal communication, October 5, 2010).  This is 

thought to happen in 80% of tumour cases (Bigner, McLendon & Bruner, 1998). 
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2.1.2 Brain tumour incidence. 

The incidence rate of brain tumours report the frequency of which they occur.  

Of the 6500 new brain tumour cases each year, NICE guidelines (2006) 

reported that more than half were high grade. However, research suggests that 

low grade tumours are often under reported (Pobereskin & Chadduck, 2000).  

Quinn, Babb, Brock, Kirby and Jones (2001) go so far as to suggest that almost 

half of the brain tumours experienced in England and Wales are not registered. 

Of those tumours that are reported, the incidence is increasing. Over a decade, 

1991 to 2000, registration of brain tumours had an estimated increase of 17%, 

(NICE, 2006).  Within the general population aged 75 to 79 years the increase 

was 50% (NICE, 2006). This increase could be due to more accurate diagnosis 

as well as an ageing population (Davis, Kupelian, Freels, McCarthy & Surawicz, 

2001; Jukich, McCarthy, Surawicz, Freels & Davis, 2001). 

2.1.3 Brain tumour prevalence. 

Prevalence refers to the relative magnitude of two quantities, in this case the 

amount of people per 100,000 who have a brain tumour diagnosis at any one 

time.  NICE (2006) estimates that 8.54 people per 100,000 have a high grade 

brain tumour and 1.25 people per 100,000 have a low grade brain tumour.  

Caution should be taken with these figures as the estimates have been reported 

to vary from seven to 21 people per 100,000 (Ogungbo, Najim, Mendolow & 

Crawford, 2002).  

2.1.4 Brain tumour survival rates. 

Prognosis for brain tumour patients, particularly with high grade brain tumours, 

is poor (NICE, 2006). Estimated survival rates can be found in Table 3.  
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Table 3  

High Grade Brain Tumour Survival Rates (Adapted from Nice, 2006, p. 15) 

 Patients diagnosed 1991-1995 Patients diagnosed 1996-1999 

 1 year* 5 year* 1 year* 5 year* 

Men 30.8** 13** 32.2** 12.5** 

Women 32.2** 15.4** 32.1** 15.3** 

Note. *post diagnosis, **percentage of survival 

2.2 Treatment options 

2.2.1 Treatment for brain tumours. 

Brain tumour treatment can range from surgery, to chemotherapy or 

radiotherapy depending on the type and position of the brain tumour (NICE, 

2006).  One type of surgical procedure is known as a craniotomy. The 

craniotomy can be conducted asleep or awake (Lanier, 2001).  There are 

reported advantages and disadvantages to each option.  These will now be 

discussed. 

2.2.2 Craniotomy under general anaesthetic. 

Traditionally a craniotomy involves the patient being placed under general 

anaesthetic.  The aim of this is to re-sect the brain tumour and its marginal 

tissue in its entirety.  The benefits of removing the entire tumour include 

lessening tumour reoccurrence (Lanier, 2001) reducing the probability that the 

tumour will reform (Sarang & Dinsmore, 2003) and potentially enhancing long 

term survival (Lanier, 2001; Meyer et al. 2001).  However, removing a tumour in 

this way can potentially have devastating effects on patient function, for 

example causing paralysis.  Given the poor prognosis of brain tumour patients, 

this is not a desirable outcome for patient or surgeon (Lanier, 2001; NICE, 

2006). 
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2.2.3 Awake craniotomy. 

Awake craniotomy has been performed for over seventy years universally 

(Whittle, Midgley, Georges, Pringle & Taylor, 2005).  Over the last decade the 

use of awake craniotomy has increased and it is now thought to be preferential 

to traditional brain tumour surgery under general anaesthetic (Meyer et al. 2001; 

Moritz-Gasser & Duffau, 2010).  This is potentially due to its‟ demonstrated 

ability to preserve patient function.  

The awake craniotomy aims to safely remove as much of the brain tumour as 

possible.  To achieve this aim the patient remains awake to assist the 

neurosurgeon in “locating the interface between the tumor and functionally 

eloquent brain” (Lanier, 2001, p. 670).  This is thought to help patients function 

optimally and preserve or improve their quality of life, whist increasing chances 

of survival (Grant & Metcalfe, 2004; Lanier, 2001; NICE, 2006).  Single site 

studies have reported that when undergoing awake craniotomy less than 10% 

of patients are left with permanent language impairment (Tonn, 2007) and less 

than 25% with a long term lifestyle altering functional deficit (Costello & Cormac, 

2004; Lanier, 2001).  However these figures are not reported against traditional 

craniotomy data.  Although this appears promising preservation of function is 

not a certainty (Whittle, 2004).  Given that awake craniotomy only aims to re-

sect part of the tumour, the patient may be at an increased risk of the tumour 

reforming (Lanier, 2001).  

2.3 Quality of life for brain tumour patients. 

Quality of life for brain tumour patients is an under-investigated area (Fox & 

Lantz, 1998; Gilbert, Armstrong, Meyers, 2000). Given that the aim of awake 

craniotomy is to preserve patient function and the decision regarding the type of 

treatment is thought to rest on the “desires and life view” (Lanier, 2001, p. 670) 

of the patient, the effect of treatment choice on quality of life will be discussed.   

Literature reports a poorer quality of life for brain tumour patients than healthy 

controls (Glaus, Crow & Hammond, 1996; Klein et al. 2001; Pelletier, Verhoef, 

Khatri & Hagen, 2002; Reijneveld, Sitskoorn, Klein, Nuyen & Taphoorn, 2001; 

Weitzner & Meyers, 1997).  This is attributed to the physical, cognitive and 
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psychological factors associated with a brain tumour diagnosis. Osoba, Brada, 

Prados and Yung (2000) discussed a comprehensive list of the most common 

symptoms or impairments suffered by brain tumour patients.  Of all of the 

symptoms fatigue is most often reported (Glaus et al. 1996).  However pressure 

from the tumour on the brain can cause headaches, sickness or visual 

problems.  In severe cases this can extend to fluctuating consciousness and 

lethargy (NICE, 2006) and the focal deficits experienced by patients can lead to 

motor weakness or sensory loss as well as speech or comprehension problems 

(NICE, 2006).   

Awake craniotomy cannot help patients to come to terms with a potentially life 

threatening illness (Heimans & Taphoorn, 2002) or cope with the effect of their 

diagnosis and symptoms on their loved ones (Wideheim, Edvardsson, Pahlson 

& Ahlstrom, 2002).  However it has the potential to facilitate patients to 

extinguish brain tumour symptoms and sustain or improve their quality of life 

(Moritz-Gasser & Daffau, 2010; Weitzner & Meyers, 1997).   Research by 

Weitzner and Meyers (1997) attributed this to awake craniotomy allowing 

patients to continue with desirable activities through the preservation of 

function.  This could also lead to a decrease in emotional burden (Bradley et al. 

2007) as by having the awake craniotomy patients may not suffer many of the 

psychosocial effects reported in brain tumour research (Armstrong, 2004; 

Bradley et al. 2007; Cassileth, Lusk, Miller, Brown, & Miller, 1985; Khalili, 2007).  

For example cancer costs to families can become very high (Bradley et al. 

2007) and only 18% of patients with a high grade tumour are thought to be 

capable of returning to work (Armstrong, 2004). 

2.4 Patient experience of awake craniotomy 

There is a paucity of literature available on the patient experience of awake 

craniotomy. The available literature will be reviewed here with particular 

attention paid to the methodological constraints of the studies. 

Three studies have concluded awake craniotomy has good patient satisfaction 

and tolerance although each study is methodologically flawed (Danks, Aglio, 

Gugino & Black, 2000; Sarang & Dinsmore, 2003; Tonn, 2007).  Danks et al. 

(2000) reported good patient satisfaction with the awake craniotomy, Sarang 
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and Dinsmore (2003) reported that patients accepted the awake craniotomy 

procedure and Tonn (2007) reported that 120 of 150 patients found the awake 

craniotomy procedure „not onerous‟ (p. 1197).  However, in each study, no 

attempt was made to describe the methodology of attaining participants‟ 

accounts.   

Danks, Rogers, Aglio, Gugino and Black (1998) was the first study to make a 

more complex attempt at understanding the subjective experience of awake 

craniotomy.  Danks et al. (1998) reported that at least 12 out of 20 patients were 

completely satisfied with the awake craniotomy.  Of the eight remaining the 

authors reported that three had moderate pain and five had moderate to severe 

pain.  To ascertain these results Danks et al. (1998) utilised a mixed methods 

design.  Methods included a questionnaire, the profile of mood states (Cella et 

al. 1987) and a structured interview.   

The questionnaire and profile of mood states (Cella et al. 1987) were 

administered by a member of the neurosurgery team.  In addition participants 

were made aware that each method of data collection focused on the problems 

associated with awake craniotomy, for example the interview focused on signs 

of post-traumatic stress.  It is anticipated that using a member of the 

neurosurgical team to collect participant data and making participants aware of 

the aim to identify potential problems may have led to bias in the data obtained.  

Thus participants may have been guided to discuss the negative aspects of the 

procedure or may have been more inclined to emphasise problems with the 

procedure, moving awake from the subjective experience of the participant 

(Rosenthal & Rosnow, 1969).  

Following Danks et al. (1998), Whittle et al. (2005) attempted to address patient 

perceptions of awake craniotomy through a dedicated questionnaire.  Whittle et 

al. (2005) reported that most participants tolerated the awake craniotomy 

procedure well.  However in this conclusion, Whittle et al. (2005) failed to 

address the findings that 15-29% of their participants, as reported in the results, 

found the awake craniotomy uncomfortable, fearful or anxiety provoking.  This 

calls into question the transparency of the data reported (Baxter & Eyles, 1997).  

In addition the way in which data was obtained was not specified by the 
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authors, for example if the participants were given a questionnaire to fill out 

alone or with a member of the neurosurgical team.  In either case several 

factors may have influenced the reporting of data by participants.   

Manninen, Balki, Lukitto & Bernstein (2006) reported that 93% of participants 

were completely satisfied with their awake craniotomy experience, with a 

particular focus on the anaesthetic management technique.  Improving on 

Danks et al. (1998) the study used an investigator, unknown to participants, to 

interview 50 participants at three time points following awake craniotomy.  

Participants were initially asked to recall their experience however this led to 

more specific questions about particular parts of the procedure, for example the 

times at which pins were inserted into the skull.  All data obtained from 

participants was than ranked and quantified according to a mild, moderate and 

severe scale, depending on how many times participants mentioned distressing 

events.  Given the aim, to determine patient satisfaction, little time was given to 

the participants to express their own views without guided questions.  In 

addition, quantifying interview data could have implications on the reliability of 

the study, for example there was a potential for researcher bias and implications 

on the transparency of the data obtained. 

The most recent attempt to determine the patient experience of awake 

craniotomy was through the utilisation of a structured interview.  Goebel, 

Nabavi, Schubert and Mehdorn (2010) reported that satisfaction with the awake 

craniotomy was high in 24 out of 25 participants.  However similarly to Whittle et 

al. (2005) authors failed to address the 39% of participants, reported in the 

results, who described minor to moderate difficulties.  Goebel et al. (2010) 

utilised a similar methodology to Danks et al. (1998) however strength of the 

study was that structured interviews were completed by a clinician external to 

the neurosurgical team. 

In summary, all of the literature attempting to adhere to a more positivist 

framework has constrained the understanding of awake craniotomy.  This is not 

only through poor methodological considerations but also through a desire to 

reduce patient perceptions or experiences to statistical analyses.  Reasons for 

the dismissal of qualitative data generated by the studies have not been given.  
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However, reporting quotes to emphasise statistical results which are later 

concluded as not significant, leads to the questioning of the transparency of the 

data and subsequently the reliability of the data obtained. 

 2.4.1. Qualitative studies. 

In contrast to the previous research described, two recent studies, conducted in 

Canada (Khu et al. 2009) and Italy (Palese, Skrap, Fachini, Visioli & Zannini, 

2008) have facilitated patients to express their account of the awake craniotomy 

experience through the utilisation of qualitative methodology.  Given the 

variation in the countries where the awake craniotomy procedures took place 

there may be differences in the procedure.  Manninen et al. (2005) reported that 

in Toronto, Canada patients were kept awake throughout the entire procedure.  

However in the UK, patients are woken following craniotomy, when the brain 

tumour excision begins.  This may impose limits on the ability to transfer the 

data generated.  However cross-cultural research can still add depth to the 

literature and inform neurosurgery departments about the experience of awake 

craniotomy.  

The qualitative studies have utilised semi-structured interviews prior to and post 

awake craniotomy.  When considering the interview schedules, Palese et al. 

(2009) encouraged free speech through the provision of a brief interview 

schedule.  However the interview schedule used by Khu et al. (2009) was more 

extensive and limited the participants‟ description of the experience through 

directed questions.  It is arguable that this prompted the participants to consider 

aspects of the experience that may not have been crucial to their experience.  

However ironically, it was Palese et al. (2008) who reported a more anxiety 

provoking experience and Khu et al. (2009) who reported a satisfying 

experience for participants. 

In addition to the critique of the schedule itself, both studies (Khu et al. 2009; 

Palese et al. 2008) conducted two interviews, prior to and post awake 

craniotomy.  This may have generated a superficial split in the participants‟ 

experience of awake craniotomy, and forged a purposeful focus on the awake 

craniotomy procedure itself.  Despite this split Khu et al. (2009) discussed the 

low priority of the awake craniotomy procedure, in contrast to alternative parts 
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of the experience.  It is arguable that conducting a single interview, following the 

entire awake craniotomy experience, would shed light on the participants 

experience and the importance they place on individual aspects of awake 

craniotomy. 

An additional point of critique for Palese et al. (2009) was the sample size. The 

authors interviewed 21 participants on two occasions. Consequently the depth 

of the analysis could be questioned.  This may be representative of the analysis 

completed.  Palese et al. (2008) conducted phenomenological analysis.  This 

has been reported as constrained by its lack of interpretation or integration on 

part of the researcher (Finlay, 2009). [See 3.1.4 for further discussion on 

alternative approaches to analysis] 
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Method 

The following section develops the methods section in the journal paper.  This 

will provide a comprehensive overview of the methodology, including rationale 

for qualitative research and interpretative phenomenological analysis (IPA; 

Smith, 1996), as well as a discussion on the epistemological position of the 

researcher. 

3.1 Study rationale 

3.1.1 Researcher characteristics and epistemological position. 

I am a trainee clinical psychologist whose work is informed by systemic, 

cognitive-behavioural, psychodynamic and attachment perspectives.  I have an 

academic and clinical interest in applied neuropsychology, demonstrated 

through previous research within this arena.  Prior to commencing the current 

research I have had no research experience using qualitative methodology.  I 

was drawn to qualitative research, and specifically IPA, as previously I have felt 

constrained by the limitations of the interpretative framework in quantitative 

methodologies. 

Conclusions made in my previous research have focused on statistical 

analyses.  I can appreciate the utility of quantitative research, for example its 

ability to generalise across populations. However I do not adhere to a 

quantitative paradigm in my clinical work, particularly when developing 

formulations.  As a trainee clinical psychologist my work is grounded in the 

central tenets of a critical realist epistemological position (Bhaskar, 1975).  

Thus, I accept that past experiences influence how we behave and what we 

say, irrespective of attempts to “bracket” (Kvale, 1996, p.54) these experiences.  

In relation to the current study, a critical realist position proposes that 

participants and researchers can experience objective events in different ways 

depending on individual “thoughts, beliefs, expectations and judgments” (Willig, 

2008, p. 70).  This means that my access to the participant‟s experience is 

dependent not only on what the participant discloses (Smith, Flowers and 

Larkin, 2009) but also on my own personal life experiences (Bhaskar, 1975).  

Although I have no personal experience of brain tumours or awake craniotomy, 
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I accept that my experiences and personality may influence my view of awake 

craniotomy.  This may have influenced my choice to complete this study in the 

first instant, as well as the data collection, analysis and write up conducted.  An 

example of this is my consideration of conducting qualitative research with the 

aim of publishing in a medical journal.  This plays a small role in facilitating the 

move towards qualitative research being respected in healthcare (Brocki & 

Wearden, 2006), as well as in evidence based medicine (Popay & Williams, 

1998).  I felt being part of this movement was important as this is consistent with 

my beliefs as a trainee clinical psychologist. 

 

3.1.2 Rationale for qualitative methodology. 

 

The aim of the current study is to explore the patient experience of awake 

craniotomy.  Given the paucity in research, I wanted to utilise a methodology 

which would move the literature towards a greater understanding of the awake 

craniotomy, thus a method which was appropriate to what I was trying to find 

out (Punch, 2005; Turpin et al. 1997).  Previous research exploring patient 

experience of awake craniotomy (e.g. Danks et al. 1998; Manninen et al. 2006) 

has illustrated a tendency to use structured interviews, containing the 

exploration of experience through adhering to an unrealistic objectivity 

(Hammersley, 2000).  In particular, Whittle et al. (2005) illustrated the priority of 

some research to develop technology, such as a questionnaire, to reduce 

observable qualities to statistical analyses (Yates & Yates, 2004).  

Understanding the subjective experiences of awake craniotomy is essential, 

therefore quantitative methodology was felt to be inconsistent with the aim of 

the current research, to explore the patient experience through the “meaning, 

interpretation and understanding” (Turpin et al. 1997, p. 4) offered by the 

participant.   

 

Not wanting to adhere to an unrealistic objectivity is also appropriate to my 

second rationale for qualitative research.  When aiming to explore the patient 

experience of awake craniotomy, the potential that I would only have access to 

a small sample size was taken in to consideration.  Given the rare nature of 

brain tumours and the infrequent practice of awake craniotomy in the United 
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Kingdom, I anticipated that recruiting participants may face difficulties.  For this 

reason, quantitative research, or research aiming to generalise findings, was felt 

to be inappropriate and unfeasible for the current study.   

 

To summarise, qualitative methodology is consistent with my research aim, it is 

a feasible option and it can accommodate my critical realist epistemological 

position.  Furthermore it fits with my position as a researcher as I wanted to 

diversify from my quantitative background in an attempt to widen my knowledge 

base.  Exploring the patient experience of awake craniotomy has given me this 

opportunity whilst allowing my research to continue in the neuropsychological 

arena.   

 

3.1.3 Rationale for IPA. 

 

IPA emerged in the later part of the 1990‟s, advocated by Smith (1996). A 

reason for choosing IPA analysis for the current study was based on its multi-

faceted approach.  The combination of phenomenology and interpretation 

(Smith et al. 2009) matched the aim of my study and was consistent with my 

critical realist epistemological position.    

 

Phenomenology. 

 

Phenomenology is concerned with exploring an experience in its own terms 

(Husserl, 1970).  Finlay (2009) reported that IPA deviates from traditional 

Husserlian phenomenology and instead is phenomenological in “its concern for 

individuals‟ perceptions” (Finlay, 2009, p. 2).  Thus the aim of the 

phenomenological aspect of IPA is to bring the meaning to the centre of the 

analysis, whilst trying to understand the substance and complexity of the 

meaning (Smith & Osborn, 2008). This involves exploring how people make 

sense of and perceive specific life experiences (Smith et al. 2009), and is 

achieved through asking critical questions of the data, gaining an understanding 

of what lies underneath what the participant is saying (Smith & Osborn, 2008).   
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Exploring a specific experience using IPA fits with the current study as the aim 

is to explore patients‟ experiences of awake craniotomy.  In this respect I am 

attempting to understand the time where participants are momentarily aware of 

their experience of awake craniotomy, rather than immersed in the everyday 

flow of life (Smith et al. 2009).  Further support for the use of IPA in the current 

study comes from comparisons with previous IPA studies.  The topic of the 

current study is synonymous with previous IPA research exploring health 

conditions (Smith, 1996), novel experiences (Smith, Michie, Stephenson & 

Quarrell, 2002) and life-threatening events (Smith, 2004).   

 

Hermeneutics. 

 

Understanding the phenomenological aspects of IPA is only a starting point.  To 

understand IPA in its entirety the hermeneutic tradition, or interpretation, must 

also be considered.  As discussed IPA accepts that the researcher plays an 

active role in understanding the participants‟ interpretation of their experience 

(Smith et al. 2009).  In this respect IPA accepts that researchers‟ engage in a 

double hermeneutic process, thus the analysis itself is the researchers‟ 

interpretation of the participants‟ interpretation of their experience (Bhaskar, 

1975; Smith et al. 2009).  In addition IPA does not support the use of bracketing 

(Smith, 2004).  Therefore in its entirety IPA is synonymous with a critical realist 

position as it is suggesting that analysis can and should make inferences about 

peoples‟ experiences, and that researchers will inevitably play a role in the data 

analysis. 

 

The double hermeneutic in IPA fits with the current study due to the acceptance 

that previous knowledge and experience will influence both participants and the 

researcher.  The participants will be influenced in their speech and choice of 

language and the researcher in their analysis and interpretations.  This is 

particularly poignant when considering the empathy I share with the data and 

my questioning of it (Smith et al. 2009).  As a trainee clinical psychologist I am 

accustomed to being inquisitive of both behaviour and discourse.  IPA supports 

this inquisitive nature through the double hermeneutic (Smith et al. 2009), 

allowing me to know the data through my own experiences.  
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In addition the use of IPA fits with the current study due to the population of 

awake craniotomy patients available to take part in research in the United 

Kingdom. This is consistent with IPA (Smith et al. 2009) which proposes that a 

sample size of between four and ten is adequate to allow space for “time, 

reflection and dialogue” to a high level (Smith et al. 2009, p. 42). 

 

3.1.4 Critique of IPA and alternative approaches. 

 

Each method of qualitative analysis applies a different theoretical interest to the 

analysis of the data.  As discussed, the two existing studies exploring patient 

experience of awake craniotomy have utilised thematic analysis (Khu et al. 

2009) and phenomenological analysis (Palese et al. 2008).  These will be 

considered whilst developing a critique of IPA. [See section 2.4.1 for further 

discussion on methodological shortcomings of these studies] 

 

Thematic analysis. 

 

Thematic analysis aims to extract patterns or themes from participant data 

(Braun & Clarke, 2006). It has been described as a generic approach to data 

analysis and recommended as the first method which should be learnt by a new 

researcher as it offers a flexible approach to data analysis (Braun & Clarke, 

2006).  Advocates of thematic analysis praise its independence from theory or 

epistemology, claiming this can yield rich and complex accounts (Braun & 

Clarke, 2006).  This was apparent in the awake craniotomy study by Khu et al. 

(2009).  However more positivist thematic analysis can be consistent with 

traditional quantitative paradigms and therefore only offer a descriptive account 

of the data.   

 

The current study is arguably more suited to the theoretical ties of IPA (Smith, 

1996).  The emphasis on the hermeneutic would secure an in-depth and 

complex account of the experience.  It is recognised however that as I am a 

first-time researcher, this was at risk of loosely adhering to a cookbook method 

of which IPA has received criticism (Braun & Clarke, 2006).   
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Phenomenological analysis.  

 

Phenomenological analysis is somewhat different to the phenomenological 

aspect of IPA (Finlay, 2009).  The aim of phenomenological analysis is to 

reduce lived experiences to their embodied or experiential meaning (Wertz, 

2005).  The advantage of adopting a phenomenological perspective is that it 

can be highly revealing regarding the experience (Finlay, 2009).  However, it 

has faced criticism for lacking an interconnection between the researcher and 

the data as it requires the researcher to bracket previous experiences and 

knowledge (Finlay, 2009).  In this respect Phenomenological analysis is 

inconsistent with my epistemological position. 

 

Due to my epistemological position the current study is more suited to the 

explicit incorporation of the hermeneutic in IPA (Smith et al. 2009).  In addition 

IPA is thought to have more impact at a scientific level and is increasingly 

accepted in healthcare research (Brocki & Wearden, 2006; Popay & Williams, 

1998). 

 

Critique. 

 

Each methodology has strengths and weaknesses.  In respect to IPA several 

factors can be taken in to consideration.  IPA, and most other qualitative 

methodologies take a backwards focus on a participants experience, gathering 

retrospective descriptions of an account (Smith et al. 2009).  This can arouse 

issues of perceptual error or deceit from the participant (Giorgi & Giorgi, 2008).  

Participant deceit in IPA studies may not be purposeful but could unconsciously 

move the researcher towards a certain way of thinking about the experience.  

For example, a participant who has a successful awake craniotomy procedure 

may want to display gratitude to the neurosurgery team. This can be overcome 

in IPA due to the longer, semi-structured interviews, which should allow space 

and time for honest accounts to present themselves (Giorgi & Giorgi, 2008). 
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The honesty of IPA, the declaration that it is a subjective methodology, can 

overcome this aspect, as there is no intention to deceive outsiders that the 

analysis is based on objective reports.  In addition IPA‟s interest in the situation 

or phenomenology extends to the way in which participants discuss their 

experience, thus the factors which stand out about the experience to individual 

participants can be revealing (Giorgi & Giorgi, 2008).   

 

3.1.5 Summary. 

 

All qualitative methodologies admit to the interpretative element of the 

researcher throughout the research process (Elliot, Fischer & Rennie, 1999).   

However the focus of IPA on a specific experience, linked with the acceptance 

of the inherent interpretation by the participant and the researcher confirmed my 

decision (Smith & Osborn, 2008).  Thus, IPA is consistent with my research 

aim, my research focus: awake craniotomy and my epistemological position.  

This decision was further reassured through the labelling of IPA as the “method 

of choice” in healthcare research (Biggerstaff, 2008, p. 214).   

 

3.2 Participants 

 

3.2.1 Purposive sampling. 

 

Purposive sampling is the selection of participants to represent certain subject 

characteristics relevant to the research study (Stommel & Wills, 2004).  In the 

current study that is patients who have had an awake craniotomy procedure. 

This is supported by the phenomenological aspect in IPA, thus an attempt to 

explore participants‟ perception of a specific experience (Smith et al. 2009).  In 

adhering to purposive sampling I was not aiming to generate a sample that was 

representative of a more expansive target population (Stommel & Wills, 2004).   

 

3.2.2 Homogeneity. 

The aim of IPA is to recruit a homogenous sample (Smith et al. 2009).  A 

homogenous sample helps to establish the rigour of the study (Yardley, 2000).  
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This is through the sample allowing the analysis of convergence and divergence 

in detail.  In aiming for a homogenous sample any immediate claims are 

constrained by the group studied and thus their experience of the experience in 

question.  However the researcher can use professional knowledge to assess 

the evidence and consider its theoretical generalisability (Smith et al. 2009).  

3.2.3 Participant withdrawal 

As discussed, one participant became distressed during an interview.  I 

managed the participant‟s distress using my clinical skills and reminded them of 

their ethical rights to discontinue participation.  At this point the participant 

withdrew from the study.  Prior to leaving their home I directed the participant to 

the contact numbers on the information sheet.  In addition I reinforced that 

should they need extra support that they should contact his G.P.  [See 3.7 for 

further discussion on ethical considerations and 5.6.2 for critical reflection on 

the participant withdrawal from the study] 

3.3 Participant recruitment 

  

3.3.1 Procedure. 

 

The procedure followed steps outlined by Smith et al. (2009) for researchers 

conducting an IPA study.  Throughout the study I was mindful of using a step-

by-step method as this is not consistent with a critical realist position.  However, 

this method is thought to be most useful for first-time IPA researchers (Smith et 

al. 2009).  As I was new to IPA, I decided that following this structure and 

reflecting on it in light of pre-existing scholarly knowledge would be sufficient to 

satisfy the epistemological position and not buy into a prescriptive method 

(Smith, 2004).   

Participant recruitment commenced following single site ethical approval 

(appendix E) and research and development approval (appendix F) in 

November 2009 and January 2010 respectively.  The study was given 

favourable opinion with few amendments.  Amendments included a request to 

see the interview schedule and minor changes to the participant information 

sheet (for full details see appendix G). 
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Patient eligibility was determined through information held at the Department of 

Neurosurgery and through liaison with participants.  Participants opted into the 

study following receiving an information pack (see appendix A, B & C) from the 

Department of Neurosurgery on my behalf (see figure 2 for recruitment flow 

chart).  Asking the department to send out information packs allowed patients to 

remain anonymous until they made the decision to opt-in to the study.  

Recruitment methods were agreed with the Consultant Neurosurgeon at the 

Department of Neurosurgery who completed checks to ensure deceased 

patients would not receive an information pack. 

 

 3.3.2 Information packs. 

 

The information pack received by participants contained a cover letter, an 

information sheet, an opt-in slip and a stamped addressed envelope (for cover 

letter, information sheet and opt-in slip see appendix A, B & C).  Patients were 

asked to opt-in to the study by contacting me using the opt-in slip, telephone or 

email.  Due to the small number of potential participants available, potential 

participants who had not opted-in to the study following a two-week period were 

re-approached with a follow-up information pack (for follow-up letter see 

appendix H).  No further contact was made with the participant if they did not 

opt-in at this point.  On receiving a participant‟s wish to opt-in to the study I 

allowed time to discuss any questions by email or over the telephone, and 

subsequently a time and location was arranged for the interview to take place.  
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Figure 2. Recruitment flow-chart 
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3.4 Data collection 

 

 3.4.1 Interviews. 

Following recruitment I conducted and audio-recorded eight semi-structured 

interviews.  As discussed, one interview was terminated and the data withdrawn 

from the analysis.  Using IPA methodology limits the data collection methods 

available to me as a researcher.  Proponents of IPA advocate face-to-face, 

semi-structured interviews (Smith et al., 2009) which have been used in the 

majority of IPA studies (Brocki & Wearden, 2006).   More recently IPA studies 

have also used focus groups (Flowers, Duncan & Frankis, 2000).  In line with 

my epistemological position I decided that a semi-structured interview would 

give me the most insight in to the participant‟s experience and allow them to 

report their experience openly.  Through following the interview schedule and 

chasing down the experiences discussed this gave the experience the 

maximum potential to present itself (Larkin, Watts and Clifton, 2006).   

Participants had the option to travel to the University of Nottingham and receive 

travel expenses if they preferred.  However, it was advised that home visits 

would facilitate comfort and privacy.   On three occasions a partner was present 

at the request of the participant.  Prior to commencing the interview I explained 

the purpose to the participant and they were given the opportunity to ask any 

questions.  At this point it was made clear that the partner‟s input should be 

minimal.  This was to ensure that a third hermeneutic was not added to the 

interview.  Thus if the partner of the participant had commented during the 

interview it would be my interpretation, of the partner‟s interpretation of the 

participants interpretation of the experience.  Participants were then asked to 

read and sign a consent form (see appendix I) and complete a brief 

demographic questionnaire (see appendix D).  Minimal information was 

required due to the exploratory rather than comparative nature of the study.  

[See section 3.7.2 for further discussion on gaining informed consent] 

Finally the participant was thanked for their time and offered the opportunity to 

receive a study summary following thesis write-up (for study summary request 

form see appendix J).  Each participant was left with contact details of the 



1011, RES, UofN: 4093414, UofL: 08127474, Thesis, Page 63 of 141 

clinical supervisor, advice to contact their general practitioner if any issues 

arose and the contact details for the Patient Advice and Liaison Service (PALS).  

Participants were also given the opportunity to ask any questions and reminded 

that they could withdraw from the study up to 48 hours following the interview. 

Participants had my contact information and the chief investigator‟s if they 

wanted to make contact.     

Each interview was then transcribed verbatim following a 48 hour withdrawal 

period.  External transcription was considered but ruled out.  Although this 

would have been an economical solution, in terms of time, the cost of external 

transcription was substantial and may have exceeded the budget available to 

me to complete the doctoral research.  Furthermore, IPA methodology 

emphasises the importance of data engagement through transcription, allowing 

for a more thorough analysis process (Smith et al. 2009).   

3.4.2 Development of the semi-structured interview schedule.  

[For interview schedule see Table 1 in journal paper] 

 

To conduct the interview IPA recommends the development of a semi-

structured interview schedule.  In the current study schedule development 

followed an iterative process designed by Smith et al. (2009).  Initially I 

consulted existing literature to consider the scope of information accessible 

when asking how people diagnosed with a brain tumour think about the 

experience of awake craniotomy.  I then held consultations with the academic 

and clinical supervisors which resulted in the schedule being redrafted and 

reduced.   

 

The final interview schedule followed a temporal sequence to explore the 

experience in its entirety.  This allowed for scene setting, for example the 

interview began by taking the participant back to their decision to have the 

awake craniotomy.  This gave the participant time to relax into the interview, or 

funnel information, prior to discussing the central aspect of awake craniotomy 

itself.  When the interview arrived at the awake craniotomy the participant was 

asked „can you tell me about your awake craniotomy?‟  This open-ended 
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question encouraged individual interpretations and reflections on the experience 

in line with IPA methodology and a critical realist epistemological position.   

 

The interview schedule had no formal prompts for the researcher to follow.  This 

was to ensure that the interview loosely followed the schedule but was not 

directive in its approach.  The use of minimal prompts is supported by Smith 

and Osborn (2003).  On completion of schedule development it was piloted with 

a colleague who was also a trainee clinical psychologist.  This process provided 

information regarding content including the approach to sensitive information 

and the language used.  This is considered an important step in the research 

process primarily because of the sensitivity of working with cancer patients 

(McIlfatrick, Sullivan & McKenna, 2006).  During the interview the interview 

schedule was not referred to directly.  However, my knowledge of the schedule 

was sufficient to loosely follow the questions in line with the interests and views 

offered by the patient. 

 

3.5 Analysis process 

 

The overarching aim of IPA analysis is to make sense of the individual‟s 

experience (Smith et al. 2009).  To do this IPA is an inductive process, rejecting 

hypotheses in favour of open-ended research questions.  As a first time 

researcher I endeavoured to adhere to Smith et al. (2009) stages of analysis 

which are described below.  However this was treated as a flexible method of 

analysis, moving in both directions through the analysis, rather than a cookbook 

prescription.   

Working through the stages of analysis was an iterative process (Smith et al. 

2009).  Transcripts were worked through sequentially in order to move from the 

participants account to the joint account and from the descriptive account to the 

interpretative account (Smith et al. 2009).  In doing this I was part of a cyclical 

process.  This involved moving from the individual participant‟s descriptive 

account to my own interpretation and back to the individual‟s descriptive 

account (Smith et al. 2009).   
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Throughout each transcript analysis I was mindful of themes emerging from the 

data.  I paid attention to similarities, differences and novelties within the data 

set.  This process was evolving throughout analysis and took place for both 

individual transcripts and across multiple cases.  In doing so I engaged with the 

individual data and my own psychological knowledge to make interpretations of 

what the data meant for participants.  Whilst completing this process an audit 

trail was kept to ensure any interpretations could be traced back through the 

stages of analysis.  These stages will now be described in more detail.  (See 

appendix K to follow the stages of analysis with additional reflective diary 

extracts for one participant, Emma) [See 3.6.1 for further discussion on the 

audit trail] 

Stage one: Active engagement. 

I transcribed each interview, allowing around eight hours per transcription.  

Following transcription I familiarised myself with the data.  To do this I listened 

to the audio-recording during reading and re-reading the transcript.  The aim of 

this process was to focus the analysis on the descriptive account of the awake 

craniotomy experience offered by each participant.   

Through reading and re-reading I was also able to move from the chronological 

account offered by the participant, in line with the interview schedule, and gain a 

more comprehensive overview of the transcript.  I came to know the transcript, 

including parts where the interaction between myself and the participant was 

lacking in fluidity and the parts where the interview was richer and in full flow 

(Smith et al. 2009).  

 Stage two: Initial noting. 

To engage with the data on an exploratory level I carefully examined the 

participants‟ transcripts, line-by-line (Larkin et al. 2006).  To record the analysis 

I divided the transcription page in to three columns: transcription, exploratory 

comments and emergent themes.  For the first stage the right hand column, or 

exploratory comments was utilised. (For extract see appendix K, part A for 

example). 
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When conducting the analysis stage two was intertwined with stage one.  Thus 

the process began by noting down anything of interest which arose through 

transcript reading and re-reading.  Although this involved an element of free 

reading I was guided by levels of analysis presented in Smith et al. (2009): 

descriptive, linguistic and conceptual reading. 

The descriptive comments made had a clear focus on the participants‟ 

experience of awake craniotomy.  This focused on what mattered to the 

participants and the meaning they attributed to their experience.  In addition 

analysis noted where the participant led the interview given their freedom of 

speech (Smith et al. 2009). This helped me to understand the “objects which 

structure the participant‟s thoughts and experiences” (Smith et al. 2009, p. 88).  

The central focus of the linguistic comments was on the language being used 

by participants (Smith et al. 2009).  This can help to reflect the way participants 

have presented meaning or context.  The focus of my linguistic comments 

mainly highlighted linguistic features, for example pauses, participants 

whispering, or raising their voice and sarcasm.  Indications were also noted 

about a participants‟ hesitancy when discussing a topic.  This was felt to be 

important as it gave clues regarding the nature of a participants‟ description, for 

example where a participant struggled to speak about their initial diagnosis.  

Metaphors and similes were also noted.   

The conceptual comments were facilitated by the linguistic and descriptive 

comments (Smith et al. 2009).  This involved taking what the participant was 

talking about, as well as how they were talking about it.  This led to interrogation 

of the data and abstract thinking, in an attempt to engage in an analytic 

dialogue.  When completing conceptual noting I wrote down questions I was 

asking myself as I was reading the data.  This moved me away from the 

participants‟ data towards a coherence of what they were discussing.  An 

example of this is where Emma was talking about keeping herself busy and I 

was questioning what this would achieve for her prior to the awake craniotomy.   

It was at the stage of the conceptual comments where I first became aware of 

my own personal reflections on the data.  A critical realist epistemological 

position proposes that this is inevitable at some stage.  An example of this is 
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when I thought about times when I have kept myself busy and what purpose 

this has served for me.  This facilitated my engagement with the data and 

opened my mind to possible meanings or interpretations.  The process of noting 

was complete when the transcript had come to an end.  

Stage three:  Developing emergent themes. 

To develop emergent themes I diverted my attention to capturing an 

understanding of the presented data. This attempted to reduce the data already 

derived through identifying “interrelationships, connections and patterns 

between exploratory notes” (Smith et al. 2009, p. 91).   To do this I began 

reading through the transcript and exploratory comments together, and used the 

left hand column, to develop emerging themes (Smith & Osborn, 2008).  (For 

extract see appendix K, part B for example). 

As this stage took me a step further away from the data I felt a growing sense of 

centrality in my role.  This was due to the fragmentation across the data.  

Therefore, whilst the data remained true to the participant account, at stage 

three I was more inclined to place my interpretations on the data, forming a 

synergy of the two (Smith et al. 2009).  In doing so, exploratory data was 

transformed in to succinct statements with the aim of capturing the essence of 

the data.  Stage three was complete when the transcript had come to an end.  

At this stage I utilised supervision to ensure that he could see the rationality 

behind my emerging themes. [See 3.6.2 for further discussion on use of 

supervision] 

Stage four: Connecting the themes. 

When attempting to connect the themes the left hand column, emerging 

themes, was separated from the data.  Thus, to begin I made a chronological 

list of themes as they appeared in the transcript.  To condense the themes, prior 

to thinking about how they fit together, a frequency chart was developed. 

(Appendix K, Part C).  The frequency did not indicate the importance of the 

theme rather it was a useful way to conceptualise the themes identified (Smith 

et al. 2009). 
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On completion of condensing the themes I began to consider how they might fit 

together.  To do so a level of creativity and innovation was utilised.  A 

combination of abstraction and subsumption dominated the analysis process. 

The analysis then moved to a theoretical ordering.  This involved making sense 

of the relationships between themes and clustering themes together.  Thus as 

links were identified between emerging themes they were linked together 

through abstraction: where all the themes gained a representative title, or 

through subsumption: where one of the emerging themes became the title of a 

group of themes (Smith et al. 2009). Attention was also paid to contrasts 

between themes and the contextual factors, for example all participants turning 

to a family member for support at the point of brain tumour diagnosis.  

Once themes were grouped, a table was developed to represent the emergent 

themes. (Appendix K, Part D).  This then evolved in to a larger table 

incorporating the superordinate theme, subordinate theme, quotes representing 

the theme and page and line number where it could be located in the data (for 

extract see Appendix K, Part E). This involved referring back to the raw data to 

ensure that the themes being interpreted were consistent with the data.  In 

doing so a theme table was developed relating the theme to the data and its 

place in the transcript noted.  

At this point of analysis for each transcript notes and commentaries were made 

in the reflective diary.  This helped to reflect on the decisions made through the 

different transcripts, and to consider the reason for discarding any themes. [See 

3.6.3 for further discussion on reflective diary]  

  Stage four: Moving on. 

Each reading has the potential to develop new insights in to the data (Smith & 

Osborn, 2008).  Therefore on completion of one transcript I moved on to the 

next.  When doing this I was aware of the themes from the prior transcript 

however I allowed new themes to develop given the new data.   In this respect I 

was not endeavouring to reach a saturation of the data as this is inconsistent 

with the aims of IPA (Smith et al. 2009). 

Stage five. Patterns across transcripts. 
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On completion of each individual transcript I began to look for emerging 

patterns across the participants.  To do this each emergent theme table was 

laid out and I began a questioning process.  This led to the separation of all 

superordinate themes and a creative process of grouping themes according to 

their content, their potency and their support for one another.  This led to some 

of the themes being reorganised in line with the new information (Smith et al. 

2009).   

In addition to this part of the analysis I also identified the recurrent themes for 

the sample of participants (Appendix M, Part F).  I did this due to my sample 

size of seven participants.  Smith et al. (2009) suggests that where samples 

become larger this is a useful task.  Therefore this did not lead my analysis but 

informed it through presenting themes which were recurrent in more than half of 

the participants (Smith et al. 2009). 

At this stage I utilised supervision from my research supervisor to ensure that 

he could see the rationality behind my combined themes.  Subsequently a 

diagram representing themes identified was developed (Appendix M, Part G).  

Analysis then continued in to the write up of the study, this involved creating 

additional diagrams to comprehend the links between the themes (Appendix M, 

Part H).   

3.6 Quality assurance methods 

Conducting IPA is a complex process.  In order to assert the validity and quality 

of the current research, given the inherent subjectivity of the researcher, I have 

utilised several strategies.  These included keeping an audit trail, using 

supervision and keeping a reflective diary.  Each of these will be discussed with 

reference to trustworthiness (Lincoln & Guba, 1985) and transparency, as well 

as the quality criteria set out by Yardley (2000).    

 3.6.1 Audit trail. 

Trustworthiness (Lincoln & Guba, 1985) was sought through keeping an audit 

trail of analytical decision making, detailing any events, influences or actions.  

This ensured that interpretations made could be traced back through the data 

(Smith et al. 2009), facilitating the validity of the research.  As described and 
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illustrated in the analysis process [See 3.5] the data acquired and the evolving 

analysis was filed away.  This helped to confront record keeping challenges in 

IPA where intrinsic decisions can be questioned if a rationale is not clearly 

displayed.  This is important from a critical realist perspective as I accepted that 

my interpretations of the participant data would change depending on the 

context I was in (Bhaskar, 1975).   

Transparency was also shown through a more obvious audit trail, the write up of 

the thesis (Smith et al. 2009).  This is evidenced in the current study, such that 

there is a clear description of the participants and how they were selected, a 

description of the interview schedule development and interview process, and 

the analysis stages worked through (Smith et al. 2009). 

 3.6.2 Use of supervision. 

Supervision was utilised to check the plausibility on my interpretations (Smith et 

al. 2009). Supervision enabled me to discuss the evolving themes throughout 

the research process.  For example, in the initial stages part of a transcript was 

taken to supervision and I checked with my supervisor that he could see the 

emerging themes coming from the data.  On the completion of all the transcripts 

the large theme table was taken to supervision to ensure that my supervisor 

could „see‟ my clustering of themes.       

 3.6.3 Reflective diary. 

The individual researcher‟s effect on the thesis findings has been proposed as 

creating the potential for a credibility problem (Madill, Jordan & Shirley, 2000).  

The reflective diary was utilised to think about the processes I went through and 

key decisions I made, from data collection to data write up (Smith, Jarman & 

Osborn, 1999; Smith et al. 2009).  The aim of the reflective diary was inform my 

analysis and allow for transparency (Yardley, 2000) 

Although writing in my reflective diary became a continuous process for me I will 

describe three occasions where I felt this was necessary.  First I made notes 

about my pre-conceptions having spoken to or emailed a participant.  This was 

based on my position that the experience and context of the contact with the 

participant may, consciously or unconsciously, shape the account that the 
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participant offers as well as my own approach to the analysis and the 

subsequent themes identified (Bhaskar, 1975).  

Second, I made notes immediately following each interview I conducted 

(appendix L). These were to account for the critical realist acknowledgement 

that knowledge is transient.  Thus, at a different time and in a different context, 

the same participant could give a different account of their experience and I 

could interpret the data differently (Bhaskar, 1975).  Therefore, on leaving the 

interview location, I made reflective notes on the process of the interview, how 

the person made me feel before, during and after the interview, the judgments I 

made about the person and my instinctual reaction to their experience.  

 

Third, I made notes throughout my data analysis.  These detailed any choices I 

made regarding theme dismissal, inclusion or exclusion of themes.  These 

helped me to reflect on my rationale and were useful to read prior to supervision 

sessions (See appendix K).   

 

3.7 Ethical Considerations and seeking ethical approval 

 

Ethical considerations were made throughout study development, data 

collection, data analysis and write-up.  These will now be discussed. [Ethical 

approval has also been discussed previously in section 3.3.1]  

 

3.7.1 Risk of harm.  

Prior to study commencement the potential benefits and risks were studied.  

Potential benefits of taking part were thought to include the possibility of the 

study validating the experience of the patient and empowering them.  The 

interview could also have a cathartic effect, promoting healing (Hutchinson & 

Wilson, 1994).  The potential drawbacks of the study included the opportunity 

for the interviews to provoke sensitive and spontaneous conversation, leading 

to distress.  The occurrence of adverse events as a result of participation in the 

study was not expected, however contingencies were made.  I am a trainee 

clinical psychologist and so could provide a sufficient level of support if distress 

occurred.  The participants were also made fully aware, through the information 
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sheet, consent form and discussion, that they could take a break or withdraw at 

any time during the interview. This was emphasised throughout the recruitment 

and interview process, as discussed when considering the withdrawal of a 

participant. [See 3.2.3] 

3.7.2 Informed consent.  

The opportunity was given to the patients to discuss the study prior to arranging 

a time for the interview to take place.  This included informing the participants 

that the research could be submitted for marking by the university and 

potentially published.  It was reinforced to participants that every effort would be 

made to protect their confidentiality.  The opportunity to ask questions was re-

emphasised on the day of the interview and prior to the consent taking process.  

Participants then completed the consent form (appendix I).  At this stage I 

assumed that all patients had capacity to consent as there was no evidence to 

suggest otherwise (Mental Capacity Act, 2005). 

3.7.3 Confidentiality, anonymity and information storage. 

Confidentiality was ensured through several methods.  Once the interview was 

completed audio data was transferred to computers at the University of 

Nottingham and encrypted.  During transcription I replaced names and places 

with pseudonyms to ensure that participant identification was not possible.  On 

completion of transcription the audio data was transferred to individual Compact 

Discs (CD).  This was labelled and deleted from University of Nottingham 

computers.   Demographic information sheets and interview transcripts were 

also labelled with an interview code.  All data was then stored in a locked filing 

cabinet at the University of Nottingham.  Data sheets containing participant 

information, for example the consent form and study summary request, were 

stored in a separate locked filing cabinet at the University of Nottingham.  A 

sheet connecting participant data with interview codes was stored in a separate 

filing cabinet to other data at the University of Nottingham.  All data will be 

stored for a period of seven years at the University of Nottingham in accordance 

with the code of conduct and to ensure adherence to the Caldecott Principles 

(DOH, 1997). 
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4.0 Extended results 

This section will elaborate on two of the three superordinate themes:  operation 

environment and information.  In addition two sub-themes: physical aspect and 

involving the family will be intertwined.  For conceptualisation of where these 

subthemes sit within the scope of the analysis see figure 3.  Although 

participants discussed each of the additional subthemes it was understood that 

they were not as important to the participant experience as the themes 

discussed in the journal paper.   

 

 

Figure 3: Conceptualisation of all themes identified through the analysis.   
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4.1 Further quotes, additional thoughts and added subtheme for 

operation environment. 

Due to the contrasting nature of the evidence base for understanding the 

experience of awake craniotomy it was felt that additional quotes from 

participants emphasising their experience during the awake craniotomy might 

be useful.  As discussed participants‟ were reported that the operation felt 

„bizarre‟: 

Sundeep: ...they [surgery team] asked me to move my arm, I couldn’t...that felt, really 

really really [long pause] weird.  It felt unbelievably [long pause] it’s like...you’ve got your 

neuron sending information down to your arm for it to move, and you’ve just been moving 

it, and then you can’t move it, it’s very, what’s the word, it’s very, I don’t know, not having 

control over your own body, just feels very, don’t want to say scared but intimidating... 

made me feel a bit strange 

Despite this they continued to report the positive psychological space in the 

awake craniotomy:  

Sundeep: ...yeh it’s just fantastic [laughs] so yeh, it was an experience, an interesting 

experience, umm one that was equally as enjoyable...but umm surreal at the same time 

Craig: ...umm intrigued more than anything...it was something different, a novelty 

Craig: ...I don’t know how to put it into words really, my sort of more inquisitive side, was 

more prevalent than anything else, I was more intrigued in to what was actually gonna 

happen rather than sort of worrying about what was happening 

It was interpreted that participants may have used their self-preservation 

strategies during the awake craniotomy.  For example Emma and Rachel 

reported joking with the neurosurgeon about his ability to conduct the surgery: 

Emma: ...I said I hope you’ve got a steady hand [laughs], you weren’t drinking last night  

Rachel: ...I said I’ve just bought my dancing shoes for Christmas do if you leave me in a 

wheelchair I want a refund [laughs] 

Physical aspect. 
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All participants reported aspects of the physical operation environment.  

However, the small amount of time dedicated to the discussion of these aspects 

led to my decision that, in contrast to the themes discussed in the journal paper, 

it was not of primary importance to the participants‟ experience of awake 

craniotomy.    It was understood that participants did not find the physical 

operation environment anxiety provoking: 

Craig: ... it was an odd one, cos there was no sort of no shock there was no sort of like 

wow, and there was no sort of like bang to any of it [the awake craniotomy] 

Emma: ...no really comfortable in the operation itself in the theatre when I came round...I 

say we were all sort of, it wasn’t [pause], they made it quite a light sort of experience 

really, it wasn’t sort of [pause], I don’t know if anything went sort of went off I was 

unaware of it 

Emma: ...Lying there with your head open it umm [laughs] I mean I mean I suppose 

y’know heart surgery and things but umm yeh so yeh so they did make it a good 

environment for that to happen 

Craig emphasised the normality of the awake craniotomy.  This was consistent 

with the reports of other participants: 

Jo: ...and it wasn’t painful or uncomfortable and it wasn’t frightening and it’s definitely the 

way to go... there was nothing about having it done awake that was in any way horrible 

Emma: ... but umm no it’s just y’know just normal really, it just, I didn’t sort of feel any 

pain or anything  

The normality associated with the awake craniotomy extended to the awake 

task that participants were asked to do during the operation: 

Emma: ...well just like normal [referring to the awake task during the awake craniotomy], 

to be honest it wasn’t, I didn’t have to, it, think about it or you know it wasn’t any 

great strain 

 

Jo: ...during the operation I think I was just quite happy, telling him the answers, I just felt 

quite happy [laughs] 
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Emma discussed that it felt quite normal to be completing a task.  Similarly 

Craig reported feeling that his involvements in the awake task made him feel 

helpful: 

 

Craig: ... you do feel helpful, like your helping them, they’re asking a question, your giving 

an answer, it’s kind of a two way street 

 

In contrast Jen appeared to find completing the task slightly more stressful: 

 

Jen: ...in my mind I think I thought, that I’ve got to make sure that I give the correct 

answer, got to give exactly what they need to know, I think I was quite aware of that, 

umm when they kept saying to me can you feel it now can you move it, I knew, I don’t 

know how I knew, but I knew that I had to say yes or I knew that I had to say no, and you 

know I was fully aware that I had to give them in depth answers umm and and I think I 

knew why they needed to know, as in obviously they needed to know so they knew the 

operation was going well so your sort of very aware of that going on if that makes sense 

 

It was interpreted that the most abnormal part of the operation for participants 

was that they found it normal: 

Rachel: ...I couldn’t get my head around how I could be awake and totally compus 

mentus but not feel any pain 

Sundeep: ... it’s unbelievable, I’m here, I’m in the theatre, my heads open, skull is open, 

chatting to this woman as if nothing’s happening [laughs]   

Jo: ... so y’know I was probably expecting worse than what it [awake craniotomy] was 

actually like 

Some participants attributed this to the medication: 

Emma: ...it’s a bit like having a drunken conversation really because umm, I was 

obviously, y’know, on my lots of umm [pause] well whatever they’d put me on, 

paracetomols and all sorts of things being pumped in but umm 

Sundeep: ...I was perfectly comfortable, I suppose because I was drugged up as well 

[laughs] that’s something to do with it 
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Or the communication: 

Sundeep: ...the communication was very good, communication is one of the most 

important aspects, I thought, and and yeh each point they were communicating to me, 

asking me how I was doing, how I’m feeling, hum yeh so on awaking I think I was I was 

made comfortable, hum and people told me exactly what was going on I was I was happy 

with that 

Ben and Emma go on to rationalise why they found the operation so normal:  

Ben: ...it’s a fairly major operation, you see all through this experience, I’ve never really 

considered it a major operation, everyone else has but not me, I don’t know why, it’s just 

I’ve been reassured, when I was awake down there it was like being in the dentist so 

what’s the big deal you know 

Emma: ...I just think it’s just cos it’s probably just a lot of worse than it sounds, it’s 

probably to sum it up it just like yeh, y’know, sounds horrendous but it’s not y’know 

Emma: ...I just said oh God, I feel like I’m at the dentist 

Rachel expressed that her perception of the experience could have changed 

over time: 

Rachel: ...I sometimes do think that maybe now I say oh that wasn’t so bad because I got 

the result out of it I wanted and erased some bits so I think you’ve built it up to be so 

terrible that when it’s not terrible its instantly good...you don’t care if there were bits that 

were crappy because it wasn’t as bad as what you thought...I thought this is gonna be 

horrendous, it’s going to be terrible, I’m gonna take weeks to recover 

In summary it was understood that in retrospect the participants found the 

awake craniotomy a very normal experience.   However given the extract from 

Rachel above, caution should be taken when generalising or comparing the 

data. [See 5.5 for further discussion on study limitations] 

4.2 Added subtheme for information 

Involving the family. 



1011, RES, UofN: 4093414, UofL: 08127474, Thesis, Page 78 of 141 

At times throughout the interviews participants made references to their 

families.  Although their experience of awake craniotomy did not appear to be 

contingent on their families, extracts led to the interpretation that they were an 

important aspect.  Given the extract from Jen in the journal paper about the lack 

of information for family and friends, extracts illustrating the importance of the 

family will be presented. 

Some of the participants discussed relying on their family for support 

Sundeep: ... so it was decided that I was going to move in to my parents, for a while, for 

two weeks or so, they could look after me 

Jo: ...my mum stayed...overnight in a hotel nearby, which was good because at least it 

meant they were there and stuff so yeh that was good 

The women particularly considered their children during the process: 

Emma: ...I’d rather it be me than them n so y’know be y’know taking it on myself, than, 

them having to deal with me, so I was just, yeh, that’s how I thought about it 

Jen: ... I didn’t want them to come and visit [Jen’s children], didn’t think it was very fair, 

they were only young, quite young, so that was the first time I saw them [when she got 

home after the operation]...it felt very good 

Participants considered how their family must have felt: 

Sundeep: ...so on the morning, my parents came in, I think my family members [pause], I 

sensed that they were sort of [pause] sc [scared], not scared, I wouldn’t say scared but 

anxious, umm y’know 

Emma: ...he slept in the chair... my mum had the kids but he just didn’t [saying her 

husband didn’t leave the hospital when she was having seizures prior to the awake 

craniotomy] I mean when you’re seeing someone seizuring all the time...he probably just 

thinks, God she might not be there 

Rachel: ...I think it’s worse for everybody else, like your family and stuff, than it is for 

yourself  

Most participants put themselves in the position of their family: 
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Emma: ...If I was in their shoes I can see me blubbering at the bedside, n this that and 

the other, I was sort of a bit like stop crying 

Jo: ...I remember afterwards he [Richard Hammond – TV presenter, after his car 

accident] wrote his autobiography and y’know like reading that, n like how it was, m his 

wife’s experiences and I remember thinking oh my God that’s how they [Jo’s family] 

must’ve felt, so yeh [begins to cry], that’s quite upsetting cos I think it must’ve been worse 

for them really in a way 

Participants relying on their family, considering their families feelings and 

placing themselves in their shoes emphasises the need to involve the family in 

information from the department of neurosurgery.  It was understood from the 

above extracts that the family goes through the experience with the participant.  

Therefore they have a right to understand each aspect of the awake craniotomy 

experience. 
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5.0 Discussion 

 

The discussion will expand on the information in the journal paper.  As 

anticipated in IPA research, much of the literature presented in the discussion 

was not discussed in the introduction section to this study.  This is attributable 

to the idiographic nature of IPA and the focus on the themes emerging from this 

sample of participants (Smith et al. 2009).  Although the extended discussion is 

structured in a similar way to the journal paper the interconnected nature of the 

identified themes and the addition of two new subthemes, means that 

information presented will often overlap in different sections. To resolve this, 

and avoid duplication, the reader will be directed to the section which best 

explores what is being discussed.  Implications and recommendations for future 

research will be presented throughout the discussion.  

 

 5.1.1 Self-preservation in previous awake craniotomy studies 
 

The emphasis placed on self-preservation in the current study, in contrast to 

Palese et al. (2008), could be attributable to the differences in the time frame of 

the two studies, for example Palese et al. (2008) interviewed participants prior 

to awake craniotomy, or the interpretative element in IPA (Smith, 1996).  Thus 

as participants alluded to adopting self-preservation strategies throughout their 

entire experience it was interpreted as an important part of their experience.  

Differences in analytic journeys, for example thematic and phenomenological 

analysis in contrast to IPA, could also be the catalyst for further differences 

between the current study and the two previous qualitative studies (Khu et al. 

2009; Palese et al. 2008).  [See 3.1.4 for further discussion on alternative 

approaches to analysis] 

The interpretations made in the current study, that participants adopted self-

preservation strategies due to their understanding of the potential 

consequences, supports a theme identified in Khu et al. (2009):  “patients 

understood the rationale behind awake surgery” (p. 4).  Khu et al. (2009) 

discussed a gradual acceptance of the awake craniotomy by participants as 

they gained more information from the neurosurgeon.  The authors reported 
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that at the time of the awake craniotomy participants understood why they 

needed to have the operation awake rather than under general anaesthetic. 

5.2 Operation experience 

The findings in the current study support previous research reporting that 

participants do not place a lot of emphasis on the awake craniotomy procedure 

itself (Khu et al. 2009).  Khu et al. (2009) reported a theme “patients were more 

concerned about the disease process than the procedure” (p. 4). However 

Palese et al. (2008) discussed the experience as a more anxiety provoking 

experience, with an explicit focus on the physical aspects of the operation.   

 5.2.1 Relationship with the neurosurgeon and operation

 environment 

The importance of the relationship has also drawn comparison with 

psychotherapy literature (Lambert & Barley, 2001).  It was reported that specific 

therapy techniques do not provide a major contribution towards successful 

therapeutic outcomes, rather these are attributable to the therapeutic 

relationship.  In the current study the positive experience of awake craniotomy 

was not interpreted as dependent upon the physical characteristics, for example 

concrete information or the noise in the operation, but attributable to the 

relationship with the neurosurgeon.  

            5.2.3 Summary 

There is contrasting literature available regarding the participant tolerance of 

awake operations.  It appears that the participants in the current study found the 

awake craniotomy tolerable however it was interpreted that this was facilitated 

by their relationship with the neurosurgeon.  The contrast in the literature could 

represent different neurosurgeons, it could represent the differences between 

the participants in individual studies or it could represent the variations in time of 

data collection.  With so many unanswered questions it is clear that further 

research needs to focus on exploring the experience of awake craniotomy 

further.   
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To do this, additional qualitative studies could be conducted within the awake 

craniotomy population, specifically within the UK.  This could develop a 

literature base to represent if the physical aspects of the operation are important 

to the participants through allowing them the opportunity to speak freely.  For 

example more studies utilising semi-structured or unstructured interview 

schedules.  If as in the current study and Khu et al. (2009) participants place 

greater emphasis on other parts of the experience these should begin to be 

considered more closely.  This clearly has implications for the future of awake 

craniotomy particularly in relation to the patient-neurosurgeon relationship, as 

well as implications for conducting alternative awake surgeries (Zanchetta & 

Bernstein, 2004) and for the role of neurosurgeons and nurses who have to 

work with patients during the procedure (Chit Ying et al. 2001). 

5.3 Information  

It was understood that participants in the current study needed additional 

information to help them to understand the operation procedure and operation 

outcomes.  This supports research reporting that 38% of patients are unhappy 

with the amount of information they are given about their illness (Lidstone et al. 

2003).  The lack of concrete information reported in the current study is 

consistent with Royal College of Physicians guidelines (Davies & Hopkins, 

1997; Davies & Hopkins, 1997b) which recommend that neurosurgery 

departments need to improve their information provision. More recently this 

need has been reiterated in a systematic review of the provision of information 

for adults with high grade brain tumours (Davies & Higginson 2003) and in NICE 

guidelines (2006).  

The current study shows partial support for Khu et al. (2009).  Khu et al. (2009) 

reported that participants obtain information via the neurosurgery team and the 

internet.  However Khu et al. (2009) did not report that participants asked for 

concrete information.  In addition the current study is consistent with research 

suggesting that patients with low and high grade brain tumours avoid concrete 

information (Dunkel-Schetter, Feinstein, Taylor & Falke, 1992; Maes, Lewenthal 

& Ridder, 1996).   The current findings do not support research exploring coping 

strategies and Parkinson disease patients prior to neurosurgery (Montel & 
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Bungener, 2008).  Montel and Bungener (2008) reported that participants were 

most likely to utilise instrumental coping strategies, including seeking out 

information, prior to neurosurgery.  The different conclusions drawn by these 

two studies could represent the differences between the health conditions under 

investigation.  

The current study showed some support for research suggesting that 

information and preparation impact on the surgical experience however in 

contrast to previous research they were not interpreted as essential to the 

surgical experience (Gnanalingham & Budhoo, 1998; Moritz-Gasser & Duffau, 

2010).  Moritz-Gasser & Duffau (2010) reported that participants would have a 

satisfactory perception of the operation if they have clear information of the role 

they were playing during the operation.  Additionally if they did not have this 

information the authors proposed that this anxiety would increase.  In the 

current study the participants reported being satisfied with the awake 

craniotomy.  However some support is shown for the role information could play 

in reducing apprehension during the operation (Lee, Chui & Gin, 2003; 

Johansson, Nuutila, Virtanen, Katajisto & Salantera, 2005; McKenna, 1997). 

5.3.1 Involving the family  

The current study proposed that participants drew on their family for support 

during their experience of awake craniotomy.  This is not reflected in the two 

previous qualitative studies (Khu et al. 2009; Palese et al. 2008).  However 

support is shown for previous phenomenological research reporting that the 

family is used as a source of support for brain tumour patients (Poon, 2005).  

The findings in the current study also suggest that the women particularly 

focused on their children.  This supports research suggesting that brain tumour 

patients create meaningfulness through their family (Strang & Strang, 2001).  

 

The findings in the current study also support Axelrod & Dorr Goold (2000) who 

reported that families, as well as patients, need to develop trust in the surgeon.  

Fox and Lantz (1998) through a thematic analysis identified “my family has a 

brain tumour” (p. 245) as a key theme. This represents the impact of a brain 

tumour diagnosis for the rest of the family.   Thus Weston and Weston (2006) 
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report the importance of communicating knowledge, perspective and advice to 

both patients and families as crucial to patient care.   

 

5.3.2 Summary 

 

Although guidelines (Davies & Hopkins, 1997; Davies & Hopkins, 1997b; NICE, 

2006) have outlined a need for improved information for high grade tumour 

patients, the current study shows no support for the provision of concrete 

written information for patients.  Little is known about what type of information 

participants would prefer (NICE, 2006).  Therefore further research could 

explore this within a brain tumour population.  This combined with a finding that 

doctors and nurses have low ability to recognise patient need (Cancer guidance 

subgroup, 1998) means that allowing patients, and their families, access to 

concrete information is crucial (NICE, 2006).  

 

In addition some of the studies conducted have alluded to the client group when 

considering information, for example the cognitive or memory difficulties 

associated with having a brain tumour (Lidstone et al. 2003).  Although this 

does not appear to be relevant to the participants in this study, this should be 

taken in to consideration.  This is a further reason for the provision of written 

information, involving patient‟s families and enhancing creativity in practice.  For 

example, a recent report on patients with lung cancer suggested that, when 

mindful of patient preference, recording the consultation sessions for the 

patients can be a positive source of information (Cancer Guidance Subgroup, 

1998).  Information for participants could also incorporate ideas for self-

preservation strategies to help patients to cope with their brain tumour and 

upcoming awake craniotomy.  If the literature was improved in this area, this 

could generate some useful strategies for patients. 

 

5.5 Strengths and limitations  

Using IPA to explore the patient experiences of awake craniotomy was a 

particular strength of the study.  My analytic attention has focused on the 

participants‟ attempts to make sense of their awake craniotomy experiences.  In 
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doing so I feel I have moved between the individual accounts and the shared 

accounts and from the descriptive account offered by the participant during the 

interview to an interpretation.  This has revealed aspects of the experience 

which are important for the participants going through the procedure.  Due to 

my epistemological position and the subjectivity of IPA, the claims I have made 

are tentative however the process of reaching them has been systematic and 

rigorous.  This is displayed in the journal paper through its accessibility for the 

reader.   

In addition, unlike previous qualitative studies (Khu et al. 2009; Palese et al. 

2008) the single semi-structured interview conducted in the participants‟ own 

homes, did not create a superficial split.  In addition the questions did not direct 

participants to discuss a particular aspect of their experience or ask the 

participants for an honest account of the experience in the environment of the 

neurosurgery team.  This has ensured that the participants‟ perception of their 

experience, at the time of the interview, was construed throughout the analysis 

and is emphasised in the final write up.  In addition conducting interviews at the 

participants‟ own homes was viewed as a particular strength of this study.  This 

allowed participants a personal space to discuss their experiences.  This may 

have enhanced how comfortable the participant felt during the interview and 

potentially added depth to the data obtained.   

In addition to the limitations extensively discussed in the journal paper, as well 

as the limitations which apply more generally to the use of IPA analysis, a final 

consideration is of the researchers experience using qualitative research.  This 

study is my first attempt at completing an IPA study.  I have conformed to 

quality guidelines, kept a comprehensive audit trail and reflective diary and 

utilised supervision when and where appropriate.  However, Smith et al. (2009) 

proposed that researchers develop their IPA skills over time (Smith et al. 2009).    

[See section 3.1.4 for IPA critique] 

5.6 Critical reflective component 

To complete my doctoral thesis a critical reflection on my research project will 

be presented.  This reflection will consider the scientific, ethical and theoretical 

issues which have been raised through the production of my research.   
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5.6.1 Scientific issues. 

My journal paper „An interpretative phenomenological analysis of the patient 

experience of awake craniotomy: brain tumour diagnosis to discharge‟ was 

written for submission to the „Journal of Neurosurgery‟.  Therefore when 

considering the scientific issues raised by my research I felt it would be crucial 

to critically reflect on how my journal paper, utilising qualitative methodology, 

could attempt to integrate with the dominant medical discourse in neurosurgery 

departments and journals. 

I knew instinctively that given the paucity in the literature, my target audience 

and the topic of my work, that my article would be better placed in a 

neurosurgery journal.  However when searching the literature for research on 

the awake craniotomy it appeared that the dominant discourse was around the 

safety of the patient in the operating theatre.  Thus research focused on 

comparisons across anaesthesia techniques and addressed complications that 

may arise through the procedure.    This induced insecurity within me I reflected 

on this in my reflective diary: 

“I‟m asking people which journal to submit to.  It feels right to submit to a 

neurosurgery journal however this is dominated by jargon that I am 

struggling to understand.  Where would I start in keeping up with the medical 

jargon? Or should I write for the journal in my own words.  Give them 

something to read about which makes sense and is applicable. Something 

other than the statistical effects of remifentanil and fentanyl in conjunction 

with propofol!? Or is that the point.  I don‟t understand their language and 

can find no use for it from a psychological perspective.  Rather than their 

discourse being inaccessible to me, my discourse, particularly as I am using 

IPA, would that be inaccessible to them.  Will neurosurgeons see the study 

and brush past it?” 

Since the excerpt in the reflective diary was written I have come to accept that 

the dominant medical discourse discussed exists alongside the knowledge that 

throughout their studies neurosurgeons have made attempts at establishing 

patient satisfaction (e.g. Danks et al. 1998).  In addition, more recent attempts 
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have been made to explore the patient experience of the awake craniotomy 

(Khu et al. 2009; Palese et al. 2008) and have been granted publication in 

neurosurgery journals: Acta Neurochirurgica and Journal of Neurosurgery.  

Therefore it was hoped that the fundamental importance of qualitative research 

in medical journals (Black, 1994), has been recognised through the welcoming 

of the research in to the neurosurgery arena, providing information for 

neurosurgeons that they were struggling to collect themselves.  This is 

summarised in a quote from Reicher (2000): 

 “...if something is defined and understood by reference to its [qualitative 

research] limits, then understanding the domain in which quantitative 

methods should not be used, leads to a more profound understanding of 

when and how such methods [qualitative] should be used” (p. 2). 

In reality, qualitative work in neurosurgery journals is rare and so it is difficult to 

establish how much of an impact previous research has actually made on 

neurosurgery departments.  In an attempt to overcome this issue during my 

research I have made an active effort to build a relationship with the 

Department of Neurosurgery, particularly with the neurosurgeons.  This 

research evolved from a request from the neurosurgeon for a study examining 

patient experiences of awake craniotomy.  It was highlighted that an 

understanding of the experience could be beneficial to the department and 

departments around the UK.  I have attempted to capture and retain this interest 

through constant communication with the neurosurgeons involved.  This has 

included any decisions I have made about the methodology, for example 

deviating from the neurosurgeons quantitative ideals to qualitative methodology, 

outlining the type of analysis I have conducted, the recruitment of participants, 

the progress of the study and the timeline of completion.  I have also 

encouraged the neurosurgeons to discuss the research with their colleagues. 

To understand the importance of involving the neurosurgeons I reflected on my 

relationships with my clinical psychology colleagues. This helped me to 

consider the importance of building a rapport with neurosurgeons with the hope 

that the nature of the research would be passed on informally to their medical 

colleagues.  Therefore to establish momentum for the current research it was 
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felt that emphasis needed to be developed from the inside out.  On submission 

of my doctoral thesis my work to establish credibility with the neurosurgery 

department will not end.  I plan to meet with the neurosurgeons to feedback the 

research and gain their comments and ideas for disseminating the research.  I 

will then act on these ideas.  In addition, I intend to share the research with 

other clinical psychologists through the NHS Trust‟s quarterly research meeting. 

It is hoped that developing recognition amongst clinical psychologists about the 

transference of the positive effects of patient-clinician relationships to our 

medical colleagues could bridge the gap with the medical model.  Thus 

recognising how to work together to capitalise on the strengths of each tradition. 

 5.6.2 Ethical issues. 

A key ethical issue raised in my research study was the balance between 

asking participants to discuss a topic which may cause them distress and the 

ability to produce a research study which may have benefits for future patients.  

It has been proposed that there are benefits to taking part in research, for 

example validating the participants‟ experience, empowering patients through 

research and interviews having a cathartic effect and promoting healing 

(Hutchinson & Wilson, 1994).  Despite the reported benefits my first participant 

withdrew following becoming distressed, leading me to reflect on the ethics of 

the study: 

“The participant becoming distressed, I felt in control, I could manage 

what was happening but still it makes me question if it‟s all worth it.  It 

makes me sad that the outcome will not impact his experience, it won‟t 

change it for him.  But I suppose that‟s the point use peoples past 

experiences to improve others future ones.  If I consider my family or me, 

if I had a bad experience I would want to know it could be better for 

others wouldn‟t I?” 

The study had passed through the NHS ethics committee so I was fully aware 

of the contingencies if a participant became distressed.  As a trainee clinical 

psychologist I was able to provide a sufficient level of support to the participant 

and I also redirected the participant to alternative sources of contact.  As this 

interview was the first interview I conducted it made me more mindful of the 
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potential distress the interviews could cause and I was vigilant in identifying 

participant distress and offering breaks.  I reflected on this in my reflective diary: 

“…I am about to go in to my 2nd interview.  I have turned up early.  I am 

feeling somewhat apprehensive about it given how the first interview 

went.  However at least I can see that I know how to handle it.  I wasn‟t 

expecting it last time but I managed it well.  I was able to follow my 

procedure. I also know the importance of not rushing in to the interview 

now.  I was trying to slow down in the last interview with my consent form 

but I think I might take it even slower this time.  Get a feel for the 

atmosphere and her personality before we begin” 

The withdrawal of a participant also brought me closer to the research and the 

analysis process.  Thus I treated the data with the upmost respect, adhered to 

quality guidelines and ensured that each participant was represented through 

the write up of the study.  On completion of my doctoral thesis I will ensure that 

the data is treated with respect through actively disseminating the research and 

storing the information safely. 

I also considered the power imbalance throughout my research process.  Thus I 

became very aware that participants had taken part in an interview and then it 

was in my hands to analyse and interpret their accounts.  At one stage in my 

write up I became very conscious of if the participants ever got to read my 

journal article: 

“...I‟m writing my interpretations and writing up what I have found which I 

feel confident about.  I feel confident that I have stayed true to the 

participant data and that I have done justice to those who took part.  

However I cannot get away from wondering what participants would think 

if they read the full article.  I will send them a summary but its‟ not the 

same.  What would they think?” 

As discussed in the extract from my diary I am overcoming some of the anxiety 

about participants through sending each participant a summary of the study.  

Considered together the ethical implications and the potential power imbalance 

leave me, and other researchers, in a position of power.  The findings from my 
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study have helped me to understand the utility of qualitative research, whilst 

simultaneously developing a greater respect for the complex NHS ethics 

procedure that the study went through at the start of the research, as well as the 

audit trail and reflective diary kept throughout the experience.  Thus research 

should be appropriately planned, with implications for potential participants 

thought out and quality criteria adhered to.   

5.6.3 Theoretical issues. 

A key theoretical issue to evolve from my research is the paradox between 

qualitative methodology and writing a journal paper for publication.  When 

developing my understanding of qualitative methodologies I became aware of 

the evolving nature of qualitative enquiry as crucial to the analysis process.  

This was particularly poignant due to the double hermeneutic and the iterative 

process of IPA (Smith et al. 2009).  Throughout the analysis process I became 

intertwined with the analysis process, fluctuating between being close to the 

data and distant from it.  Throughout the study I relished the interplay between 

myself and the data.  I wrote about this in my reflective diary: 

“...everything I have read about, particularly the hermeneutic cycle is being 

played out as I speak.  I am so in touch with my data.  I feel as though I 

become completely absorbed, and feel a need to get out. When out I can 

tolerate this for a short while but then I must go back in.  I have gathered 

momentum in this process and am finding it difficult to know when to stop” 

As a researcher I used my own experiences to inform my analytic process.  

However, when it came to writing up my research I became aware that what I 

would write in my journal paper would be a snapshot of my analysis, thus 

analysis is rigid on completion of the write up.  This presented to me the 

paradox between the nature of qualitative enquiry and the pragmatic need to 

communicate what we find in our research.  I reflected on this in my reflective 

diary: 

“...I don‟t know when to stop my analysis.  I have been trying to write up 

my results section for what feels like a long time now but it is still 

evolving.  I consulted the IPA text book and I am right, the analysis 
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should continue through the write up but where do I stop? How will I 

know enough is enough and move on to the discussion because if I carry 

on like this I will never reach my discussion? And what point is there in 

presenting results without any implications?” 

Although I appreciate the evolving nature of IPA I equally value the importance 

of communicating our research findings.  These should be accessible and 

honest.  I will attempt to overcome this paradox through presenting my research 

to various groups within the NHS, attempting to accompany my research with 

an understanding of IPA methodology. 
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5.7 Conclusions 

The paucity and methodological weaknesses of previous literature investigating 

the patients‟ experience of awake craniotomy formed the rationale for the 

current study.  In support of this research the current study has shown that it is 

important for the neurosurgical team to develop an understanding of the 

patients‟ experience.  It has been suggested through the current study that the 

awake craniotomy procedure is not the priority for the patient (Khu et al. 2009).  

Instead the interconnection of others aspects, for example self-preservation 

prior to the operation, the relationship with the neurosurgeon throughout the 

experience and the need for different types of information play more of a 

paramount role.   This should inform the direction of future research.   

It is hoped that the emphasis of the current study on the relationship with the 

neurosurgeon during awake craniotomy will develop an understanding for 

neurosurgeons about the importance of their role.  In doing so neurosurgeons 

should recognise the positive effects of their input, for example containing 

patient apprehension, whilst keeping in mind that the relationship should not act 

as a substitute for concrete forms of information, thus affecting patient choice.  

On a wider scale it is hoped that the submission of a qualitative study to a 

neurosurgical journal will not only add to the literature on awake craniotomy, but 

also encourage further publication of qualitative research in the medical world.   
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Appendices 

Appendix A: Cover letter sent out to participants 

The Experience of Awake Craniotomy from a Patients’ Perspective 

Hello, 

My name is Kimberley Fletcher.  I am currently training to be a Clinical 

Psychologist with the NHS through the University of Nottingham.  The 

Department of Neurosurgery at the Queens Medical Centre, Nottingham has 

sent you this information pack on my behalf.  I am contacting you because you 

have had an awake craniotomy procedure and I would like to invite you to take 

part in my research study.   

The purpose of my study is to explore your experience of an awake craniotomy.  

The study will be the first in the United Kingdom to do this.  The aim of the study 

is to help to „give voice‟ to patients, with the goal of promoting an understanding 

for patients (past, present and future), families, healthcare teams, current and 

future surgeons and more broadly the NHS.  The study will also form my 

Doctoral Thesis and will go towards my qualification as a Clinical Psychologist. 

Please take the time to read the information sheet included.  This will tell you a 

lot more about the study.  I have also included an „opt-in‟ slip and a stamped 

addressed envelope.  If you would like some more information about the study 

or if you would like to speak with me to discuss the study further please post 

this back to me with your contact details and a convenient time to be contacted.  

I will try my best to get in touch with you at this time.  Alternatively if you prefer 

to use the phone or email please feel free to contact me on 07908 351073 or 

email me on lwxkjf@nottingham.ac.uk and I will get back to you as soon as 

possible. 

Thank you very much for your time, 

Best Wishes, Kimberley (Trainee Clinical Psychologist) 

 

 

mailto:lwxkjf@nottingham.ac.uk
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Appendix B: Information sheet sent out to participants 

Participant Information Sheet 

The Experience of Awake Craniotomy from a Patients’ 

Perspective 

Researchers:   Kimberley Fletcher (Study Coordinator), Prof. Nadina Lincoln 

(Chief Investigator), Dr. Roshan das Nair (Academic Supervisor) and Dr. Jamie 

Macniven (Clinical Supervisor). 

I would like to invite you to take part in a research study.  Before you decide you 

need to understand why the research is being done and what it would involve 

for you.  Please take time to read the following information carefully.  Talk to 

others about the study if you wish. 

This sheet will tell you detailed information about the purpose of this study and 

what will happen to you if you take part.  Please feel free to ask me if there is 

anything that is not clear or if you would like more information.  Take time to 

decide whether or not you wish to take part in the study. 

What is the purpose of the study? 

To explore the experience of patients who have had an awake craniotomy.  The 

study will be the first in the United Kingdom to do this.  The aim of the study is 

to help „give voice‟ to patients, with the goal of promoting an understanding for 

patients (past, present and future), families, healthcare teams, current and 

future surgeons and more broadly the NHS.  The study will also form my 

Doctoral Thesis which will go towards my qualification as a Clinical 

Psychologist. 

Why have I been invited? 

I am interested in your experience of the awake craniotomy procedure and what 

this means to you.  I have contacted you because you have experienced an 

awake craniotomy.  I am hoping to interview around ten awake craniotomy 

patients to complete the research. 
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Do I have to take part? 

It is up to you to decide.  If you do not want to be included in the study your 

normal treatment will not be affected in any way.  If you decide to take part you 

are still free to withdraw from the study at any time up until 48 hours after the 

interview has taken place, without giving reason.  This would not affect the 

standard of care you receive. 

What will happen to me if I take part? 

You will be asked to take part in a semi-structured interview.  This interview will 

last for around one hour.  You can have somebody present with you at the 

interview if you wish.  However, this person will be asked not to take part in the 

interview.  You will get to see a copy of the interview themes to have a look at 

before we conduct the interview.   

It is important for you to know that the interview will be audio recorded.  This is 

because I will need to write up the interview, word for word prior to beginning 

the analysis.  The data will be stored on a university computer.  The data will be 

protected by a password and only I will have access to the data.  Following this 

the data will be copied on to a CD and kept in a locked filing cabinet at the 

University of Nottingham.  All data files will be stored anonymously.  The data 

that is gathered will only we viewed in full by myself and my academic 

supervisor.  On submission of the Doctoral thesis quotes will be used directly 

from the data in the analysis, you will not be identifiable from these quotes.  

Before any of this process happens we can discuss this information sheet and 

you can ask any questions about the study.  We can discuss this over the 

telephone.  To arrange this you can post the „opt-in‟ slip in the stamped 

addressed envelope provided.  Alternatively if you prefer to use the phone or 

email you can contact me on 07908 351073 or email me at 

lwxkjf@nottingham.ac.uk. I have included the following diagram to make this 

clearer for you. 

mailto:lwxkjf@nottingham.ac.uk


1011, RES, UofN: 4093414, UofL: 08127474, Thesis, Page 110 of 141 

 

 

Expenses and payments 

You have received this information pack telling you 
about the study

You can return the opt-in slip enclosed in the 
stamped addressed evelope to me, or you can 

contact me by telephone or email

I will contact you on your preferred time and date to 
discuss any questions you have about the study

If you decide that you would like to participate we 
can arrange a convinient time and place to conduct 
the interveiw - this can be at your own home or you 

can come to the University of Nottingham

I will call you one day before to check the interveiw 
time and date is still ok

I will ask you to sign a consent form and we will 
conduct the interview.  Following this you can ask any 

questions and you will have the opportunity to give 
me any feedback on your involvement in the study

You can receive a summary of the study once it has 
been completed.
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I hope to meet with you at your own home.  However, if you would prefer to 

meet at the University of Nottingham I will pay reasonable travel expenses. 

What are the potential disadvantages and risks of taking part? 

As the research is interested in exploring your experience of an awake 

craniotomy there is no defined schedule.  Instead the interview will loosely 

follow a set of questions.  This leaves the potential for the interview to provoke 

sensitive conversation.  If this does happen and you feel like you need to take a 

break from the interview at any time, or stop the interview then that is fine.  

What are the possible benefits of taking part? 

I cannot promise that the study will help you but I hope that your experiences 

will benefit patients and healthcare providers in the future. 

What if there is a problem? 

Any complaint about your participation in the study or any possible harm you 

might suffer can be reported to the chief investigator. 

Will my taking part in this study be confidential? 

Yes.  We will follow ethical and legal practice and all information about you will 

be handled in confidence.   

What will happen if I don’t want to carry on with the study? 

You can withdraw from the study at any time up to 48 hours after the interview 

has taken place.  After this time I will begin to transcribe and analyse the data.  

If you decide to withdraw from the study up to 48 hours following the interview 

the data will not be used.  In either case your routine care will not be affected in 

anyway. 

What if there is a problem? 

If you have any concerns about any aspect of the study, you should speak to 

me and I will do my best to answer your question, my contact number is 07908 

351073.  If you remain unhappy and wish to complain formally, you can do this 
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through the NHS complaints procedure.  Details can be obtained from the 

hospital. 

Will my taking part in the study be kept confidential? 

All information which is collected about you during the course of the research 

will be kept strictly confidential. 

Any personal information collected from you will be stored in a locked filing 

cabinet at the University of Nottingham.   This will be anonymous and coded.  

The demographic information collected will include your age and the time since 

you have had the operation.  This information will be used to provide 

information to the write up of the thesis only. 

What will happen to the results of the research study? 

The results of the research study will be written up as part of my Doctoral thesis 

with the aim of a publication in a peer reviewed journal.  On completion of the 

interview you will be asked if you want to receive a summary of the study.  You 

will not be identified in any report or publication. 

Who is organising and funding the research? 

The study is being sponsored and funded by the University of Nottingham. 

Who has reviewed the study? 

All research in the NHS is looked at by an independent group of people, called 

a Research Ethics Committee to protect your safety, rights, well being and 

dignity.  This study has been reviewed and given favourable opinion by 

Leicestershire, Northamptonshire and Rutland 1 Research Ethics Committee. 

Further information and contact details 

If you require more specific information about the research project or if you 

would like any information or advice on whether or not you should participate in 

the study, please feel free to contact me on 07908 351073 or email at 

lwxkjf@nottingham.ac.uk. 
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Alternatively you can speak to a member of your health care team or to the 

Patient Advice and Liaison Service on 0115 9249924 extension. 65412.  You 

could also have a look at the Cancer Research UK website at 

www.cancerresearchuk.org which has some useful information about 

participation in research. 

 

 

 

 

 

 

 

Study Coordinator     Chief Investigator 

Kimberley Fletcher     Prof. Nadina Lincoln  

Institute of Work, Health and Organisations,  Institute of Work, Health and 
Organisations 

University of Nottingham,    University of Nottingham, 

Jubilee Campus,     Jubilee Campus, 

Wollaton Road,     Wollaton Road, 

Nottingham      Nottingham, 

NG8 1BB      NG8 1BB 

07908 351073      0115 9515315 

lwxkjf@nottingham.ac.uk  nadina.lincoln@nottingham.ac.uk 

mailto:lwxkjf@nottingham.ac.uk
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Appendix C: Participant Opt-In Slip 

OPT-IN SLIP 

The Experience of Awake Craniotomy from a Patients’ 

Perspective 

I __________________________________________ 

(NAME) would like to discuss the study further with the 

study coordinator. 

My preferred method of contact is 

[  ]  Telephone  

 _________________________(NUMBER) 

[  ]  Email   _________________________ 

[  ]  Post 

_______________________________________________

_______________________________________________

________________________________________(HOME 

ADDRESS) 

My preferred day or time to be contacted is 

__________________________________ 

Alternatively if you prefer to contact me please feel free to call me on 

07908 351073, you will have to leave a message or email me on 

lwxkjf@nottingham.ac.uk and I will get back to you as soon as 

possible. 

mailto:lwxkjf@nottingham.ac.uk
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Appendix D: Demographic information sheet 

 

DEMOGRAPHIC INFORMATION 

The Experience of Awake Craniotomy from a Patients’ 

Perspective 

 

Participant number ___ 

Gender:        M / F 

Age:          ____   years 

Date of awake craniotomy procedure: _____________  
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Appendix E: Ethics approval letter  

 

Leicestershire, Northamptonshire & Rutland Research Ethics Committee 1 

1 Standard Court 

Park Row 

Nottingham 

NG1 6GN 

 Telephone: 0115 8839428 

Facsimile: 0115 9123300 

25 November 2009 

Professor Nadina Lincoln 

University of Nottingham 

I-WHO, Jubilee Campus, 

Wollaton Road 

Nottingham 

NG2 1BB 

 

Dear Professor Lincoln 

Study Title: The Experience of Awake Craniotomy from a Patient's 

Perspective 

REC reference number: 09/H0406/111 

Protocol number: 1 

Thank you for your letter of 18 November 2009, responding to the Committee’s request for 

further information on the above research and submitting revised documentation. 

The further information has been considered on behalf of the Committee by the Chair. 

Confirmation of ethical opinion 

On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for the 

above research on the basis described in the application form, protocol and supporting 

documentation as revised, subject to the conditions specified below. 

Ethical review of research sites 
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The favourable opinion applies to all NHS sites taking part in the study, subject to management 

permission being obtained from the NHS/HSC R&D office prior to the start of the study (see 

“Conditions of the favourable opinion” below). 

Document    Version    Date    

REC application  19274/67108/1/333     

Protocol       

Investigator CV       

Evidence of insurance or indemnity       

Letter from Sponsor       

REC application  2.5  09 October 2009  

Protocol  1  14 September 2009  

Investigator CV  4  09 October 2009  

Evidence of insurance or indemnity    28 July 2009  

Letter from Sponsor    06 October 2009  

Covering Letter    09 October 2009  

Investigator CV  student CV 09 October 2009  

Referees or other scientific critique report  c84rdi     

Investigator CV  supervisor CV 11 September 2009  

Participant Consent Form  1  27 September 2009  

Letter of invitation to participant  1  27 September 2009  

Referees or other scientific critique report  RDI     

Questionnaire: Demographic Information  1  27 September 2009  

reminder letter  1  27 October 2009  

Participant Consent Form: study summery 

request  

1  27 September 2009  

Participant Information Sheet  2  18 November 2009  

Participant Consent Form  Final  18 November 2009  
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Conditi

ons of 

the 

favour

able opinion 

The favourable opinion is subject to the following conditions being met prior to the start of the 

study. 

Management permission or approval must be obtained from each host organisation prior to 

the start of the study at the site concerned. 

For NHS research sites only, management permission for research (“R&D approval”) 
should be obtained from the relevant care organisation(s) in accordance with NHS 
research governance arrangements.  Guidance on applying for NHS permission for 
research is available in the Integrated Research Application System or at 
http://www.rdforum.nhs.uk.   
 
Where the only involvement of the NHS organisation is as a Participant Identification 
Centre, management permission for research is not required but the R&D office should 
be notified of the study. Guidance should be sought from the R&D office where 
necessary. 
 
Sponsors are not required to notify the Committee of approvals from host 
organisations. 

It is the responsibility of the sponsor to ensure that all the conditions are complied 

with before the start of the study or its initiation at a particular site (as applicable). 

Approved documents 

The final list of documents reviewed and approved by the Committee is as follows: 

Statement of compliance 

The Committee is constituted in accordance with the Governance Arrangements for Research 

Ethics Committees (July 2001) and complies fully with the Standard Operating Procedures for 

Research Ethics Committees in the UK. 

After ethical review 

Now that you have completed the application process please visit the National Research Ethics 

Service website > After Review 

You are invited to give your view of the service that you have received from the National 

Research Ethics Service and the application procedure.  If you wish to make your views known 

please use the feedback form available on the website. 

The attached document “After ethical review – guidance for researchers” gives detailed 

guidance on reporting requirements for studies with a favourable opinion, including: 

 Notifying substantial amendments 

 Adding new sites and investigators 

Interview Schedules/Topic Guides  1  27 September 2009  

Response to Request for Further Information    18 November 2009  

http://www.rdforum.nhs.uk/
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 Progress and safety reports 

 Notifying the end of the study 
The NRES website also provides guidance on these topics, which is updated in the light of 

changes in reporting requirements or procedures. 

We would also like to inform you that we consult regularly with stakeholders to improve our 

service. If you would like to join our Reference Group please email 

referencegroup@nres.npsa.nhs.uk.  

09/H0406/111 Please quote this number on all correspondence 

 

Yours sincerely 

 

 

Dr Carl Edwards / Miss Jeannie D McKie 

Chair / Committee Coordinator 

 

Email: jeannie.mckie@nottspct.nhs.uk 

 

  

mailto:referencegroup@nres.npsa.nhs.uk
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Appendix F: Research and Development Approval Letter 
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Appendix G: Ethics amendment letter  

Leicestershire, Northamptonshire & Rutland Research Ethics Committee 1 

1 Standard Court 

Park Row 

Nottingham 

NG1 6GN 

Telephone: 0115 8839428 

Facsimile: 0115 9123300 

18 November 2009 

Professor Nadina Lincoln 

University of Nottingham 

I-WHO, Jubilee Campus, 

Wollaton Road 

Nottingham 

NG2 1BB 

Dear Professor Lincoln 

Study Title: The Experience of Awake Craniotomy from a Patient's 

Perspective 

REC reference number: 09/H0406/111 

Protocol number: 1 

The Research Ethics Committee reviewed the above application at the meeting held on 06 

November 2009. Thank you for arranging for Miss Kimberley Fletcher to attend to discuss the 

study. 

Documents reviewed 

The documents reviewed at the meeting were: 

 

Document    Version    Date    

REC application  19274/67108/1/333     

Protocol       
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Provisional opinion 

In discussion, the Committee queried the following issues: 

1. The Committee asked what the patient population is. The researcher explained that 
about 10 to 15 patients have had this operation in Nottingham since 2004. The 
researcher will have access to a database with the contact details and so will be able 
to send an invitation to them all. The researcher will know from the data base if 
anyone has passed away. It is a very limited population, 10 to 15 retrospective 
patients and 10 prospective. 

2. The Committee asked for clarification of why home visits will be made. The 
researcher explained that the main reason for offering home visits is that these 

Investigator CV       

Evidence of insurance or indemnity       

Letter from Sponsor       

REC application  2.5  09 October 2009  

Protocol  1  14 September 2009  

Investigator CV  4  09 October 2009  

Evidence of insurance or indemnity    28 July 2009  

Letter from Sponsor    06 October 2009  

Covering Letter    09 October 2009  

Investigator CV  Student CV 09 October 2009  

Participant Information Sheet 1  27 September 2009  

Participant Consent Form: opt-in slip  1  27 September 2009  

Referees or other scientific critique report  c84rdi     

Investigator CV  Supervisor CV 11 September 2009  

Participant Consent Form  1  27 September 2009  

Letter of invitation to participant  1  27 September 2009  

Referees or other scientific critique report  RDI     

Questionnaire: Demographic Information  1  27 September 2009  

reminder letter  1  27 October 2009  

Participant Consent Form: study summery request  1  27 September 2009  
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people may have problems travelling and it is a widely spread population so some of 
them would have a long distance to travel if they came to the hospital. 

3. The Committee asked if the reason why patients have had the operation could affect 
their responses and if this will be analysed. The researcher explained that the reason 
is not the main focus but can be recorded. 

4. The Committee asked why patients with ongoing neurological problems are not 
excluded. The researcher explained that she has spoken to the neurosurgeons and 
so far no patients have come out of the operation with problems that would prevent 
them from participating.  

5. The Committee asked about the reference to additional people not being involved in 
the interview. The researcher explained that if the participant wants somebody with 
them they can but the person will be asked not to take part in the discussion. 

6. The Committee asked if you thought that this study may leads to future projects. The 
researcher said that it might lead to more quantitative or patient satisfaction 
studies. 

7. The Committee asked why some of the reviewer’s recommendation did not seem to 
have been implemented. The researcher explained that the protocol has been 
extensively revised since the review and so not all of the comments are still relevant. 

8. The Committee asked how soon after their operation prospective patient will be 
contacted. The researcher explained that they are only in hospital for about 24 hours 
after surgery so the researcher plans to wait two to four weeks before arranging the 
interviews. 

The Committee would be content to give a favourable ethical opinion of the research, subject 

to receiving a complete response to the request for further information set out below. 

The Committee delegated authority to confirm its final opinion on the application to the Chair. 

Further information or clarification required 

1. A copy of the semi-structured interview schedule must be submitted. 
2. The Committee request the following changes / amendments to the patient 

information sheet and consent form: 
a. A statement should be included under the heading ‘What will happen to 

me if I take part?’ explaining that if the participant wants someone else to 
be present this is acceptable providing that the other person does not take 
part in the interview or discussion. 

b. Under the heading ‘Who has reviewed the study?’ the name of the 
reviewing research ethics committee should be corrected to refer to the 
Leicestershire, Northamptonshire and Rutland 1 Research Ethics 
Committee. 

c. The consent form should make clear that data can be erased up to 48 
hours after the interview as stated in the information sheet. 

d. Statement one of the consent form should be updated to refer to the new 
version number and date of the information sheet. 

 

If you have any queries about the content of this letter, please contact the Co-ordinator. 

When submitting your response to the Committee, please send revised documentation where 

appropriate underlining or otherwise highlighting the changes you have made and giving 

revised version numbers and dates. It would help to speed up review of your response if you 

would email your response as well as sending a hard copy.  
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If the committee has asked for clarification or changes to any answers given in the application 

form, please do not submit a revised copy of the application form; these can be addressed in a 

covering letter to the REC. 

The Committee will confirm the final ethical opinion within a maximum of 60 days from the 

date of initial receipt of the application, excluding the time taken by you to respond fully to the 

above points.  A response should be submitted by no later than 18 March 2010. 

Membership of the Committee 

The members of the Committee who were present at the meeting are listed on the attached 

sheet. 

Mr Steve Barrett declared that he knows the researcher but has no personal involvement with 

the study. 

Statement of compliance  

The Committee is constituted in accordance with the Governance Arrangements for Research 

Ethics Committees (July 2001) and complies fully with the Standard Operating Procedures for 

Research Ethics Committees in the UK.  

09/H0406/111   Please quote this number on all correspondence 

Yours sincerely 

Dr Carl Edwards / Miss Jeannie D McKie 

Chair / Committee Coordinator 

Email: jeannie.mckie@nottspct.nhs.uk 

Enclosures: List of names and professions of members who were present at the 
meeting and those who submitted written comments. 

 

 

Leicestershire, Northamptonshire & Rutland Research Ethics Committee 1 

Attendance at Committee meeting on 06 November 2009 

Committee Members:  

Name   Profession   Present    Notes    

Miss Alison Armstrong  Consultant Orthopaedic 

Surgeon  

Yes    

Mr John Baker  Radiation Protection 

Advisor and Senior 

Yes    
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Lecturer (retired)  

Dr Jonathan Barratt  Senior Lecturer and 

Honorary Consultant 

Nephrologist   

Yes    

Mr Steve Barrett  Research Coordinator  Yes    

Dr Martin Dennis  Consultant Vascular 

Surgeon  

No    

Dr Carl Edwards  Director  Yes    

Dr Jayprakash Gosalakkal  Consultant Paediatric 

Neurologist  

Yes    

Mrs Sandra Hall  Principal Lecturer in 

Clinical Pharmacy & 

Pharmacy Practice  

Yes    

Mrs Bessie Hayes  Educational Psychologist 

(retired)  

Yes    

Mr Ian Long  Solicitor  Yes    

Mr Mark McCarthy  Consultant Vascular 

Surgeon / Honorary 

Senior Lecturer  

Yes    

Dr Esther Waterhouse  Consultant in Palliative 

Medicine  

No    

Mrs Valerie Webb  Nurse  No    

Ms Rose Webster  Cardio Respiratory 

Education Lead   

No    

Dr Iain Williamson  Senior Lecturer in 

Psychology  

Yes    

  

Also in attendance:  

 

Name   Position (or reason for attending)   

Miss Jeannie McKie  Committee Coordinator  

Dr Kuan Huei Ng  Specialist Registrar & Observer 
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Appendix H: Participant follow-up letter  

 

The Experience of Awake Craniotomy from a Patients’ Perspective 

Hello, 

My name is Kimberley Fletcher.  I have recently sent you an information pack 

asking if you would like to take part in a research study that wants to explore 

your experience of an awake craniotomy.  The study will be the first in the 

United Kingdom to do this.  The aim of the study is to help to „give voice‟ to 

patients, with the goal of promoting an understanding for patients (past, present 

and future), families, healthcare teams, current and future surgeons and more 

broadly the NHS.  The study will also form my Doctoral Thesis and will go 

towards my qualification as a Clinical Psychologist. 

As I have not heard back from you I hope you don‟t mind that I have popped 

another copy of the information sheet, opt-in slip and stamped addressed 

envelope in the post.  Please take the time to consider if you would like to be 

involved.  If you would like some more information about the study or if you 

would like to speak with me to discuss the study further please post this back to 

me with your contact details and a convenient time to be contacted.  I will try my 

best to get in touch with you at this time.  Alternatively if you prefer to use the 

phone or email please feel free to contact me on 07908 351073 or email me on 

lwxkjf@nottingham.ac.uk and I will get back to you as soon as possible. 

Again, thank you very much for your time, 

Best Wishes, 

 

 

Kimberley Fletcher 

Trainee Clinical Psychologist 

 

mailto:lwxkjf@nottingham.ac.uk
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Appendix I: Participant consent form 

CONSENT FORM: Final version: 18/11/09 

The Experience of Awake Craniotomy from a Patients’ Perspective 

REC ref: 09/H0406/111 Name of Researcher:  Kimberley Fletcher 

Name of Participant: 

1. I confirm that I have read and understand the information sheet version 

number 2 dated 18/11/09 for the above study and have had the 

opportunity to ask questions. 

2. I understand that my participation is voluntary and that I am free to 

withdraw up to 48 hours following the interview, without giving any 

reason, and without my medical care or legal rights being affected. I 

understand that should I wish to withdraw after 48 hours following the 

interview then the information collected cannot be erased and that this 

information may still be used in the project analysis. 

3. I understand that relevant sections of my medical notes and data 

collected in the study may be looked at by authorised individuals from 

the University of Nottingham, the research group and regulatory 

authorities where it is relevant to my taking part in this study. I give 

permission for these individuals to have access to these records and to 

collect, store, analyse and publish information obtained from my 

participation in this study. I understand that my personal details will be 

kept confidential. 

4. I understand that the interview will be recorded and that anonymous 

direct quotes from the interview may be used in the study reports. 

5. I agree to take part in the above study. 

______________________ ______________    ___________ 

Name of Participant   Date          Signature 

________________________ ______________    _____________ 

 Name of Person taking consent Date          Signature 

________________________ ______________   ______________   

Name of Principal Investigator Date          Signature 

 

 

Please initial box 

 



1011, RES, UofN: 4093414, UofL: 08127474, Thesis, Page 129 of 141 

Appendix J: Study summary request form 

STUDY SUMMARY REQUEST 

The Experience of Awake Craniotomy from a Patients’ 

Perspective 

I ____________________________________________(NAME) 

would like to receive a summary of the study once complete. 

 

I would like to be sent this by 

Post 

____________________________________________________________

____________________________________________________________

____________________________________________________________

______________________________________________            (Address) 

 

Email 

__________________________________________________ 
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Appendix K: A: Phase one. Conceptual, linguistic and descriptive comments for participant „Emma‟ 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

802
803
804
805
806
807
808
809
810
811
812
813
814
815
816
817
818
819
820
821
822
823
824
825
826
827
828
829
830 

Emma: yeh probably, yeh I just didn’t, no no I just 
didn’t, I just didn’t think about it, I just thought if I 
d on’t think about it then then I can’t worry about 
it, I don’t tend to worry anyway but obviously with 
something like that I just thought well (2) (intake 
breath) if I had too long to dwell on it you might 
think, start thinking o god or start looking perhaps 
on the internet at things n stories n all that so I 
thought no I don’t want to do that nd umm what I I 
think that the main thing is just cuz its y’know you 
go in here and you kept yourself busy I went back 
to work n didn’t have enough time to sort of think 
ponder it I mean and again it at the end of the day 
when you put your sensible head on you’ve gotta 
have it done, y’know if you don’t wanna be 
paralysed or (1) you want the best outcome then 
it’s the only sort of thing I can do really so would I 
suppose if they give you a choice of saying well you 
can be asleep or you can be awake, (2) and your 
outcomes gonna be the same, I’d probably say oo 
yeh I’d probably stay asleep then,  but umm (2) but 
then I suppose some people, I don’t know whether 
they get that at all, but I don’t know some people 
may just be curious may not want to be, y’know 
may find it worse being put to sleep in an 
operation I know I don’t know if my brother in law 
he’s had a a a box in his heart, n I don’t know if he 
was awake for his last time, sort of went in, so I 
don’t know it’s a bit like caesarians n things  

Don’t think about it 
Repetition didn’t think about it = emphasis on this 
If I don’t think I can’t worry 
Something about self-preservation here, what 
happens if she doesn’t think? She doesn’t have to 
face it? 
 
Answers my question, too long to think would 
mean realisation of consequences 
 
Keeping herself busy self-preservation strategies? 
 
Going back to work, keeping herself busy 
Sort of think 
No time to think 
 
Decision to have the awake craniotomy 
Sensible head 
Looking for the best outcomes 
 
If she had the choice 
 
 
Thinking about other people’s choice  
 
 
Reflection on family members having operations 
What is comparing it achieving? 
Comparing it to other operations 
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Appendix K: A: Extract on initial noting from reflective diary 

 

“....Sticking to Smith‟s guidelines seems ok.  It is useful to have the 

framework of conceptual, linguistic and descriptive meanings.  I keep 

referring back to them and it encourages me to think on a wider scale.  It 

keeps me from simply looking for one aspect.  I like the conceptual 

coding it feels like developing a formulation, although I‟ve got to be 

careful or I run away with myself.  I start thinking about a whole array of 

ideas of meaning and reference, I can‟t help but think why I would do that 

or why my friends would,  It makes you realise that I think I would 

struggle to do anything that did not accept some kind of background 

knowledge and experience.  Can you ever truly bracket this off.  I think if 

I tried not to it would be impossible.  That is why I like having these 

sheets though.  They keep me from moving away from the data. When 

I‟m writing notes I‟m right next to it...” 
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Appendix K:  B: Phase 2. Identifying emerging themes 

 
 
Not thinking about it 
 
 
 
 
 
 
 
 
 
Keeping busy 
 
 
 
 
Treatment decision 
 
 
 
 
Comparison 

802
803
804
805
806
807
808
809
810
811
812
813
814
815
816
817
818
819
820
821
822
823
824
825
826
827
828
829
830 

Emma: yeh probably, yeh I just didn’t, no no I just 
didn’t, I just didn’t think about it, I just thought if I 
d on’t think about it then then I can’t worry about 
it, I don’t tend to worry anyway but obviously with 
something like that I just thought well (2) (intake 
breath) if I had too long to dwell on it you might 
think, start thinking o god or start looking perhaps 
on the internet at things n stories n all that so I 
thought no I don’t want to do that nd umm what I I 
think that the main thing is just cuz its y’know you 
go in here and you kept yourself busy I went back 
to work n didn’t have enough time to sort of think 
ponder it I mean and again it at the end of the day 
when you put your sensible head on you’ve gotta 
have it done, y’know if you don’t wanna be 
paralysed or (1) you want the best outcome then 
it’s the only sort of thing I can do really so would I 
suppose if they give you a choice of saying well you 
can be asleep or you can be awake, (2) and your 
outcomes gonna be the same, I’d probably say oo 
yeh I’d probably stay asleep then,  but umm (2) but 
then I suppose some people, I don’t know whether 
they get that at all, but I don’t know some people 
may just be curious may not want to be, y’know 
may find it worse being put to sleep in an 
operation I know I don’t know if my brother in law 
he’s had a a a box in his heart, n I don’t know if he 
was awake for his last time, sort of went in, so I 
don’t know it’s a bit like caesarians n things  

Don’t think about it 
Repetition didn’t think about it = emphasis on this 
If I don’t think I can’t worry 
Something about self-preservation here, what 
happens if she doesn’t think? She doesn’t have to 
face it? 
 
Answers my question, too long to think would 
mean realisation of consequences 
 
Keeping herself busy self-preservation strategies? 
 
Going back to work, keeping herself busy 
Sort of think 
No time to think 
 
Decision to have the awake craniotomy 
Sensible head 
Looking for the best outcomes 
 
If she had the choice 
 
 
Thinking about other people’s choice  
 
 
Reflection on family members having operations 
What is comparing it achieving? 
Comparing it to other operations 
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Appendix K: B: Extract on initial noting from reflective diary 

 

“I have begun to the do the emergent themes for the first transcript.  I am 

attempting to stick to not pulling them out during initial noting.  I can see 

the benefit of waiting.  The process doesn‟t get easier though.  Now I am 

reading across two columns.  It‟s strangely exciting as I am beginning to 

see the data from a new perspective.  I can see what Emma said I can 

see my own thoughts on what she said but now I am a bit further away 

through their combination.  It‟s useful to have the data next to me I can 

check back at what she is saying as I‟m coming up with themes, just look 

at the quotes to ensure I‟m not slipping too far away.  My head keeps 

making leaps to psychological theory but I am trying to contain it.  That 

isn‟t what this is about I need to stay with the data I need to do it so other 

people will say that‟s why she thought that” 
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Appendix K: C: Tally table of themes for „Emma‟ 

THEME AMOUNT 

Initial diagnosis 11111 

Symptoms 11111 

Options for treatment 1111 

Decision to have operation 11111111 

Operation awake task 1111 

Quick succession to operation 11111111 

Not thinking about it / keeping busy 1111111111 

Metaphor scary ride / dentist 111 

Got to have operation 111 

Consideration of children 11 

Feelings about operation 111111 

People in the room during operation 1111 

Noises during operation 111 

Confirmation of diagnosis 1111 

Choice for operation end 1111 

What you can see in the operation  1 

Operation constraint 111 

Normality felt in operation 11 

Appearance after operation 1111 

Consideration of family 111 

Back to normal follow operation 11111111 

Comparison to other operations / physical 

conditions 

111 

Responsibilities aside from operation 1 

Keeping occupied during operation 11111 

Reflection of potential consequences 111 

Searching on the internet 11 

Relationship with surgeon 111111111 

Get it over with 1 

Feeling comfortable  11111 
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Appendix K: D: Theme table for „Emma‟ 

Super-ordinate themes Theme inclusion 

Relationship with staff and surgeon Relationship with surgeon 
Feeling comfortable  

Preservation of self Distraction 
Keeping occupied during operation 
Avoidance of feelings 
Not thinking about it / keeping busy 

Operation environment 
 

What you can see in the operation 
Operation constraint 
Noises during operation 
People in the room during the operation 
Operation awake task 
Normality felt in operation 

Operation reflections Feelings about the operation 
Quick succession to operation 
Reflection of potential consequences 

Information Appearance after operation 
Searching on the internet 

Diagnosis Symptoms 
Confirmation of diagnosis 
Initial diagnosis 

Choice / no-choice 
 

Get it over with 
Options for treatment 
Decision to have operation 
Got to have operation  
Choice for operation end 
Get on with it 

Responsibilities outside of the operation 
 

Consideration of children 
Back to normal following operation 
Consideration of family 

 

Appendix K: D: Extract from reflective diary. 

“...it‟s strange seeing the themes all clumped together.  This point didn‟t 

seem possible when I was initially noting.  It is strange having an 

awareness of the development of each theme.  I know the route of each 

theme or its journey and where it has developed from.  I can even recall 

what she said for a lot of them...” 
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Appendix K: E: Snapshot of theme table developed for „Emma‟ including quotes 

Avoidance of feelings 
 
What would it have meant if she 
had to think about it.... allowed 
herself to feel scared /frightened? 
 

P3 L76 
 
 
 
 
 
P3 L88 
 
 
 
 
P24 L811 
 
 
 
 
 
 
P24 L805 
 
 
 
 
 
 

I I didn‟t really, to be honest, I 
didn‟t really think too much, I 
didn‟t dwell on it, or think about it 
too much n sort of kept myself 
busy 
 
so I just thought don‟t think about 
it, I won‟t dwell about it n then just 
get it over and done with really 
 
 
I think that the main thing is just 
cuz its y‟know you go in here and 
you kept yourself busy I went 
back to work n didn‟t have 
enough time to sort of think 
ponder it 
 
 I just thought if I don‟t think about 
it then then I can‟t worry about it, I 
don‟t tend to worry anyway but 
obviously with something like that 
I just thought well (2) (intake 
breath) if I had too long to dwell 
on it you might think, start 
thinking o god o god  

Describing picking her operation 
date and how quick it all came 
about 
 
 
 
Talking about husband fussing 
over it, before operation 
 
 
 
Talking about not wanting to look 
on the internet, before operation 
 
 
 
 
 
Following considering diagnosis, 
options, quick succession 
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Appendix K: F: Example of a recurrent theme table 

1. Relationship with the neurosurgeon 

In which 

subtheme? 

PP1 PP2 PP3 PP4 PP5 PP6 PP7 

Relationship with 

the surgeon 

 

X 
  X X   

Expert surgeon  

 

 

X X     

Communication 

with professionals 
     X  

Support       X 

 

Note. X = theme present for the participants 
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Appendix K: G: Diagram representing themes developed through supervision 
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Appendix K: G: Extract from reflective diary of generation of theme 

diagram  

             

           “...I went in to supervision today with an idea of my themes.  

Working through them with my supervisor has been useful.  We have 

developed a diagram which I think represents turning a corner for my 

analysis.  I‟m starting to get excited about the interrelations between the 

themes.  Considering which themes stand out and why.  It is very useful 

to discuss this and get everything that is going around in my head on 

paper.  I can see on the diagram that relationship with the neurosurgeon 

has links with most of the other themes coming through. That is 

interesting as it has been in my mind as an important aspect of the 

experience for a long time.  Now I can see its‟ nature...” 
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Appendix K: H: Theme table developed through analysis write-up 

 

 

 

Appendix K: H: Extract from reflective diary about my initial thoughts on 

the relationship between themes 

 

“... it doesn‟t feel right having the relationship with the neurosurgeon as 

an overarching theme.  It feels right that it is in some way more crucial to 

the other themes but having it as an overarching theme is not quite right.  

I can‟t put my finger on it but this theme is more than overarching, it 

didn‟t follow other themes it is within them.  It is underneath them....” 

 

 

 

Relationship with 
the neurosurgeon

Information 
seeking 

Potential 
consequences

Operation 
environment
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Appendix L: Extract from reflective diary after an interview 

 

 “... I always feel so exhausted when I come out of interviews.  I feel that 

that went well. She spoke a lot and had a lot to say which was good.  I 

felt we really got in to a flow throughout the interview.  I barely had to say 

anything.  I felt sorry for her this time.  I don‟t have that very often and 

she certainly didn‟t induce it but she was my age.  She talked with such 

strength.  I couldn‟t help but let my mind drift in to thinking would I be like 

that? I had a lot of respect for her words, perhaps it is because she is a 

similar age to me, I couldn‟t imagine myself in her position.  It was a very 

intense interview...” 

 

 

 

 

 

 

 

 

 

 

 

 

 


