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VERSION 1 - REVIEW 

REVIEWER Sophie Day 
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REVIEW RETURNED 24-May-2014 

 

GENERAL COMMENTS This paper presents an original and engaging approach to the study 
of narratives that might illuminate patient experiences of brain 
cancer. The humanities perspective is refreshing. It is an 
exploratory, pilot study to test methods with 4 patients and 5 
associates: family and professional (hospital and community). 
Interviews were transcribed and analysed from a variety of 
humanities perspectives and then discussed in a workshop. There 
are a number of scientific questions to address:  
 
1. Relevance for other studies: the authors emphasise individual and 
unique life stories as well as common themes. With a pool of nine, 
including just four patients, the limitations of this approach could 
have been addressed. To turn to specific details, it could be clarified 
how brain cancer relates to some apparently general experience of 
cancer and how patients' associates' stories related to each other 
(lay/professional), to the patient and/or the speaker's life story. 
Given the literary emphasis, it is not very clear how concepts of self 
and other are narrated.  
2. Methods: the life story is elicited with very little direction provided 
but we hear nothing of the images used to help elicit a narrative. 
Further details would be helpful. This point relates to a larger 
question:  
3. Rationale/analysis: if the scripts are to be treated as literature, it 
would be helpful to explain this more clearly. What is the impact of 
the setting, of the interviewer, of the medium, of the one point in time 
approach? How does the life story approach relate to particular 
themes such as experiences of health care or brain cancer? There 
are many kinds of literature elicited in many different ways and I 
would have expected this particular approach to have been framed 
both in terms of analyses of elicited oral literature in highly specific 
settings and in terms of the vast auto/biographical genre of health 
stories. The references are scant and it might also be helpful to 
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show how the authors attribute life stories of this kind to the 
inspiration of Geertz and Foucault.  
 
On the questions about the limitations and ethics of the study, I had 
two further questions. In relation to (12) above, the authors do not 
address language issues whether dialect variations in English, the 
exclusion of non-English speakers or the issues of analysing 
transcripts produced by those for whom English is not their first 
language. In relation to (14) above, it would be helpful if the authors 
could clarify the division of labour between SHM and UCL since the 
documentation suggests that Biriotti and perhaps others hold 
positions in both. 

 

REVIEWER Dr Maggie Evans 
University of Bristol, UK 

REVIEW RETURNED 27-May-2014 

 

GENERAL COMMENTS This is an interesting article using a novel methodology involving 
humanities academics and I applaud the researchers for this 
approach. The fact that the findings are grounded in the data is 
sound.  
However the research appears to have been carried out without any 
reference to other work in the field, in fact to the long history of 
narrative research in medicine, medical sociology and associated 
traditions. As such this piece of research is not contextualised nor 
does it make clear how it adds to to other work in the field. Whilst the 
methods are novel the findings are not and I find it very surprising 
that the researchers have so little apparent knowledge of the 
qualitative work on patients‘ narratives, such as Kleinman, Frank, 
Riessman, Greenhalgh and Bury. I have included some references 
at the end of this review which really only scrape the surface of this 
rich literature but they are a good basis for starting. The reference 
list of the article is paltry.  
In more detail:  
Abstract: Needs more detail on the Design, beyond just the 
interviews  
Article Summary: The first bullet point is too vague and doesn‘t say 
what patients‘ experience is the focus eg is it their experience of the 
disease, of its treatment, of the care process et etc  
Key messages: Points two and three are not new, particularly point 
three in view of the huge literature on patients‘ preferences for 
holistic care and being ‗heard‘ (see references esp Mishler and 
Barry)  
A good discipline as part of the Article Summary would be to 
consider two additional points: What is already known on this topic 
and What this study adds  
Introduction: The first quote needs some kind of ID eg what age of 
patients, what type of cancer so that the reader can understand the 
relevance to the article  
The Introductions reads as if the limitations of structured surveys in 
identifying aspects of patient experience is a novel idea rather than 
an ideological and methodological force driving qualitative research 
over many decades. Strangely one of the only narrative refs given 
refers to psychotherapy which is not highly relevant to the field of 
cancer care. Also the way in which these authors have contributed is 
not explained (White, Foucault, Geertz)  
Exploratory study design: The authors do not say what constituted 
the Research Group – did it include patient representatives?  
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Study sample: this is characterised as ‗purposive‘ but in fact is a 
‗convenience‘ sample hand-picked by nurses, who may not be 
representative of the patient group. The choice of ‗significant other‘ 
to interview is vague. Patients were invited ...but then prompted . 
Either they were asked to identify anyone or to identify a clinician. 
There is no justification for who or why a person was chosen or how 
the question was posed to the patient – what were the researchers 
aims here? Whilst the study is aptly named as ‗exploratory‘ there is 
no justification for such a small sample and no detail given of who 
they were eg age, gender, ethnicity, marital status, socio-economic 
status, so we cannot assess the potential transferability of the 
findings. The only justification for such a small sample is if the 
methodolodogy was, for example, IPA, or that the project ad very 
limited funding.  
 
The method of interviews followed by analysis, academics workshop 
and then patient and carers event is a good sound collaborative 
strategy. However the lack of any detail of the analysis process is an 
important omission as we have no idea what the academics did. 
Also there is no account of reflexivity amongst academics or the 
researchers so we have no idea how much of their personal 
experience contributes to their analysis.  
Findings: In the first paragraph, the sentence ‗the need for careful 
consideration .....‘ doesn‘t make sense and needs to be clarified. Do 
they mean that they assessed the number of participants who 
contributed to each theme? This data should be included and a 
consideration of conflicting experiences.  
In all the themes or ‗Insights‘ the authors must refer to the work of 
Frank and of Evans on cancer patients‘ narrative types and 
Charmaz on Loss and others (see ref list) when they get to the 
Discussion. Patients wanting to be ‗treated as a whole person‘ is not 
exactly novel!  
The term ‗Accountability‘ is not defined in the context of these 
findings. The sentence ‗...these apparent contradictions do not have 
to be factored away‘ defies belief! Any qualitative researcher must 
surely be aware of the importance of contradictory cases and the 
complexity of qualitative data that rarely produces a single narrative. 
To suggest that this finding is novel is simplistic. The same goes for 
the idea of individual preferences around accountability etc. See 
Bishop and Yardley and many others who have written on this topic.  
The Life context ‗insight‘ is referred to by just about every narrative 
researcher, the reference would be too long to include. The same 
goes for the fact that patients have individual goals etc etc.  
The ‗Time‘ and ‗Language‘ ‗insights‘ were interesting and novel in 
their conceptualisation.  
The term ‗Rigour‘ is not defined in this context. Again there is a huge 
literature on the rigour v empathy debate – at least see Burkitt 
Wright and others on the ref list.  
Discussion: the discussion of ‗individual differences‘ is woolly and 
needs more detail and more quotations.  
Testing a new approach is a novel outcome of this study. In fact one 
way to re-design this article would be to write it as a methodological 
piece (with a strong background and discussion of methodologies). 
As expressed before, the Research approach discussion point about 
the limitations of surveys reads as about high school standard. The 
use of literary devices is novel and interesting but we need alot more 
detail about what these devices were.  
The most interesting discussion point is the need to further explore 
the mis-alignment of patient and professionals viewpoints and 
expectations.  
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This study uses novel and interesting methods and shows promise 
but as it stands it cannot be assessed as a serious piece of 
academic work without considerable re-writing.  
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REVIEWER Judy Z. Segal. Professor 
Department of English  
University of British Columbia  
Canada 

REVIEW RETURNED 29-May-2014 

 

GENERAL COMMENTS The improvement of patients‘ experience of cancer is a worthy goal, 

and research into ways in which that experience might be improved 

can be valuable.  In its current form, this research report is less 

valuable than it might be (and less valuable than the appended 

research proposal suggests it might be).  The authors provide this 

disclaimer: ―As an exploratory study, this was not intended to 

produce generalisable implications for immediate practice‖; the 

disclaimer underestimates the limitations of the report itself:  

 

1. Methodology is underspecified.  The authors introduce a 
―humanities-based research method,‖ but offer as 
explanation little more than their instruction to academics in 
various humanities disciplines to read patient interview 
transcripts as ―literature.‖ Nothing is said about how the 
interview transcripts were analyzed.—as if literary analysis 
were self-explanatory or monolithic. (Compare, for example, 
Kirsten Bell‘s ―The breast-cancer-ization of cancer 
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survivorship: Implications for experiences of the disease,‖ 
Social Science and Medicine 110 [2014]: 56-63.) 

2. Even if methodology were better specified (as it is in the 
research proposal), the number of patients studied was 
four—a sample rather small even for an ―exploratory‖ study. 
The interview pool was expanded by including five people in 
each patient‘s network of care—and this is certainly 
interesting (and novel)—but it suggests a further problem: 
Given at least 24 interviews, each one conducted with many 
open-ended questions, the investigators must have 
collected hundreds of pages of transcript; from that corpus, 
they isolate six themes (without saying how these themes 
were identified) and provide as evidence of these themes 
only one or two selected excerpts from the data.  

3. There is a substantial literature using patient narrative and 
interview data in the qualitative study of patient experience 
(while the authors suggest most cancer-experience research 
to date has been survey research); almost none of this 
literature is cited in this paper. Narrative studies of patient 
experience of cancer date back to the early 1990‘s, at least. 
Recently, we have seen both first-person narrative 
scholarship on the cancer experience (for example, S. 
Lochlann Jain‘s Malignant [2013]) and reports of narrative 
research on the cancer experience—including that 
experience in relation to cancer institutions (for example, C. 
Sinding and R. Gray‘s ―Active aging—spunky survivorship? 
Discourses and experiences of the years beyond breast 
cancer.‖ Journal of Aging Studies 19 [2005]; 147-61).  

 

BMJ OPEN publishes short research reports and welcomes 

accounts of pilot studies.  Bearing this in mind, I would still hope the 

authors could sharpen their account of methodology and increase 

their familiarity with existing work in health/medical humanities and 

narrative analysis.  

 

 

VERSION 1 – AUTHOR RESPONSE 

Maggie 

Evans 

Abstract: more detail on design  Further information on the design 

included in the abstract 

 Article Summary: focus  The focus of ‗experience‘ is detailed in 

the opening sentences 

The focus on what is known/ not known 

is highlighted 

  

 Introduction: more info for quote and grounding 

in the context of the existing  body of literature 

The patient was a female patient with 

brain cancer 

 

Further information is provided within 
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the introduction to contextualise the 

study within the context of the existing 

body of research 

 

 Research group: who was on it  The membership of the group is 

detailed in the methods  

 Study sample: clarify instructions for significant 

other. What were the aims and why was the 

study so small  

Further information is provided on the 

instructions to patients, the aims and 

why the study sample was so small in 

the ‗sampling and recruitment‘ section  

 Method: more detail needed on what the 

academics did   

Further information is detailed within 

the methods section (‗‗Analysis‘) 

 Findings: the ‗need for careful consideration’ 

needs clarifying  

More detail is provided to clarify this 

sentence 

 Findings: reference existing literature for the 

insights - identity, accountability, life context 

and rigour  

Further information is provided within 

the results to discuss the findings 

within the context of the existing body 

of research 

 Discussion: need more detail on individual 

differences 

Further detail is provided in the 

findings.  

 Rewrite as a methodological piece We have considered this  

We decided to edit the paper as an 

exploratory study as the primary 

purpose of the study was to uncover 

insights in to the patient experience in 

order to stimulate thinking on how to 

address poor experience. The use of a 

new method was to enable this rather 

than being the primary purpose 

Judy Z. 

Segal 

Methodology is unspecified Further information has been provided 

to specify in more detail the methods  

 24 interviews with only six themes isolated and 

one or two selected excerpts of from the data  

There were only nine transcripts – four 

patients and five significant others. 

Patients were asked to nominate up to 

five other interviewees who were 

significant in their care pathway.   

 Grounding in the context of existing literature Further reading has been undertaken 

and referenced both within the 

introduction and findings  
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VERSION 2 – REVIEW 

REVIEWER Dr Maggie Evans 
Academic Unit of Primary Care, School of Social & Community 
Medicine, University of Bristol, UK 

REVIEW RETURNED 07-Aug-2014 

 

GENERAL COMMENTS This s a second review of this article and I was pleased to see that 
most of the recommendations of the first review have been acted 
upon. The article now reads well and the focus is clearer. Also the 
study has been placed in the context of narrative research in 
medicine with appropriate references.  
A few minor comments remain:  
In some paragraphs because additional sentences have been added 
there is now some repetition which may need re-wording eg: p4 para 
beg According to the .... there are twp sentences about rarer 
cancers. The paragraphs on Accountability, Life Context and Time 
could be re-worded to avoid repetition eg the use of the word 
'context' twice in the last sentence on p11. The last sentence on p11 
appears to be incomplete: 'Individual differences is what ...'  
I still would like to see a demogrpahics for patients: age, 
gender,length of time since diagnosis in a little table and as an ID for 
quotations.  
The article is not divided into the traditional sections of Methods and 
Results so that some sections eg: Sampling and Recruitment, 
contatin both what the researchers planned to do (Methods) and 
what they did eg how many recruited (Results). This layout is really 
an issue for the preferred formal of the journal.  
In the Analysis how many humanities academics were involved?  
Who attended the half-day facilitated workshop?  
In the Discussion, 'the connection between control and naming' ...I 
don't think 'naming' is mentioned as a construct in the text?  
In the Discussion 'contrasting two narrative frames' - I am not sure 
which two frames this refers to - I guess it is the clinicians and 
patients?  
I look forward to seeing the published article. 

 

REVIEWER Judy Z. Segal, Professor of English 
University of British Columbia, Canada 

REVIEW RETURNED 11-Aug-2014 

 

GENERAL COMMENTS This iteration of the essay improves on the last one.  There remains 

some room for revision.  

 

I noted in my first review that the authors had not acknowledged the 

large body of literature that takes a humanities approach to the study 

of patient experience (and cancer-patient experience in particular). 

The authors have now added a section on ―narrative medicine,‖ but 

the section is quite weak, I think, as evidenced even in this single 

sentence: ―However, there remains a strong sense that the 

institutional practices of the present healthcare system afford only 
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limited opportunities for patients to ‗share their personal experience 

of illness‘ (p17)[7] and ‗render such holism untenable.‘(p144)[8].‖ 

The sentence (and it is difficult to parse) indicates that the authors 

have not engaged in depth with the literature in narrative medicine 

and health humanities. For example, why render ―share their 

personal experience of illness‖ as a direct quotation from Evans, 

Shaw, and Sharp (2012), when those authors no doubt said 

something less generic and more quotable in their essay on 

―narrative in supportive cancer care‖; furthermore, the sentence 

concludes with Arthur Frank‘s assessment of the promise of 

narrative medicine, published nearly 20 years ago.  (Frank has much 

more recent work on illness narratives, and cancer narratives too. 

See, for example, his essay in Literature and Medicine [Fall 2009]—

the journal‘s special issue on cancer stories.)  

 

I raised questions initially about methodology, suggesting there are 

many ways to read illness narratives ―as pieces of literature,‖ and 

these questions are not fully answered. The minor revision the 

authors have made does not clarify what it means to take a literary 

approach to a personal narrative. The authors say, ―A better 

understanding was sought of the language used by different 

participants, the different ‗stories‘ told to describe the experience of 

giving or receiving care and the patients‘ journey through the 

healthcare system. Points of similarity and difference were also 

identified in order to explore the challenges and the possibilities of 

establishing ‗common ground‘ between patients and NHS 

professionals.‖  The ―Analysis‖ section of the essay begins with 

these only slightly modified sentences about the methodology: ―The 

anonymised interview transcripts were passed securely to 

humanities academics who analysed the transcripts individually from 

a range of critical angles: linguistic, philosophical and especially 

literary. . . . The academics were not directed as to how to read or 

interpret the transcripts, beyond an instruction to treat them as 

literature, as though they had been ‗authored.‘‖ What any expert 

reader did is still fuzzy.  

 

I do, however, admire many of changes made to the original 

manuscript. The authors‘ new descriptions of how narratives were 

elicited and of how the ―academic workshop‖ proceeded are very 

good. Moreover, the findings—the six themes (their discussion 

slightly expanded and better referenced)—make sense, although 

they will be unsurprising to readers acquainted with existing studies 

exploring illness experience through narrative analysis. Overall, I 

believe the study is suggestive and interesting—but I have some 

doubts (not only about methods of analysis but also) about the 

essay‘s place in existing literature and about the originality and 

significance of its contribution.  
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My understanding, and not from this essay alone, is that narrative 

medicine and health humanities have been less fully explored in the 

UK than in North America.  This study outlines an ―experimental 

paradigm for interpretation and analysis‖ and is aimed primarily at 

reforms within the NHS.  While I don‘t think the essay will seem 

compelling to every reader, I believe there would be value in 

publishing it, with some further revision.    

 

 

VERSION 2 – AUTHOR RESPONSE 

I have uploaded a document - bmjopen-2014-005550.R1 Response to Reviewers - detailing the 

revisions made to the article in response to each comment. In summary:  

- repetition has been addressed,  

- details on the interviewees has been moved to the results section,  

- a table describing the patients has been included,  

- sentences within the 'discussion' section have been removed,  

- further information has been provided in the 'analysis' section and  

- further reading on narrative medicine has been undertaken with changes made to the introduction. 
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