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BMJ Open publishes all reviews undertaken for accepted manuscripts. Reviewers are asked to 

complete a checklist review form (http://bmjopen.bmj.com/site/about/resources/checklist.pdf) and 

are provided with free text boxes to elaborate on their assessment. These free text comments are 

reproduced below.   
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VERSION 1 - REVIEW 

REVIEWER Richard Lehman 
Nuffield Dept of Primary Care Health Sciences,  
University of Oxford,  
UK 

REVIEW RETURNED 23-Jul-2015 

 

GENERAL COMMENTS This is an excellent exploratory study of a neglected area. It does 
not offer any simple solutions, which is appropriate. But I am left 
unclear as to what physical, symptomatic "palliative" needs these 
patients have, as separate from the need to discuss such generic 
"palliative care" issues as the possibility of death, anxieties, social 
isolation etc.   

 

REVIEWER Joseph Low 
Marie Curie Palliative Care Research Department  
University College London,  
UNITED KINGDOM 

REVIEW RETURNED 02-Oct-2015 

 

GENERAL COMMENTS This study aims to understand the experience, needs and priorities 
of patients and lay carers towards the end of life in order to propose 
effective models of care in advanced liver disease. As such, this 
study is novel as there are currently few studies looking the 
provision of care to patients with advanced liver and fewer looking at 
it from the patient perspective.  
 
In their methodology, they take a 'constructivist' theoretical 
perspective in which they conduct qualitative serial in-depth 
interviews with patients, lay carers and case linked professionals. 
Data were analysed using ground theory. This methodology would 
be consistent in answering the research question of this study. 
However, in the aims, I would suggest that they need to add 
professionals' perspectives as I am assuming that they will be also 
using these in developing a suitable model.  
 
Comments on the Results section:  
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Overall, the findings provide a detailed description of the lived 
experience of patients with cirrhosis, from the onset of diagnosis 
through to discussions about deteriorating health. 'Pervasive 
uncertainty' was particularly identified as a major theme 
subsequently underpinning findings from the sub-section. As 
uncertainty plays a key role, a brief definition of what they meant by 
uncertainty to help the readers get a conceptual framework of what 
is being discussed. Mishel (1988) defines uncertainty as 'the inability 
to determine the meaning of illness events', but happy if the authors 
have used another framework.  
 
The authors identify important barriers facing participants in 
accessing care, such as a poor communication about prognosis and 
what participant understand about their illness, a lack of continuity of 
care between primary and secondary care, and illness related 
factors preventing attendance at follow-up clinics. However, bearing 
in mind that this study collected full longitudinal data from at least 6 
patients, it would have been good to get a sense of how their needs 
potentially changed or not over the course of the year. I didn't feel 
that this aspect of the analysis was reflected in the findings.  
 
On p8, l.28- l.42, the authors correctly identify that provision of 
information was poor, but do they have any data from their health 
professional (HP) data to suggest what these HP thought the 
reasons for this were.  
 
On p8, l.43- l.55, the authors interestingly highlight that that the 
unpredictable and uncertainty was considered empowering by some. 
In what ways was it empowering? Was it because it provided 
participants with hindsight of how life would be in the future?  
 
In the section on uncertainty as a barrier....dying (p10, l.48-53). 
Whilst I agree with the finding that GP lack expertise and 
confidence, it would have also been interesting to know why the 
specialists were not having these conversation with patients.  
 
Comments on the Discussion:  
1) I am happy with the general contents and the main thrust of the 
discussion as being reflected by the results, although there are 
certain points eg 'patients' acute medical appeared to be well 
coordinated' (p11, l.50-51) and 'care being symptom focused' (p11, 
l.54-55), which I found difficult to identify from the data presented.  
2) Overall, the authors acknowledge most of the limitations of their 
study. However, I think an additional one not mentioned is that most 
of their professionals came from primary care, which limits 
interpretation of some of the findings (see comment on uncertainty 
as a barrier).  
 
Minor points  
In results section, can the authors provided how many of the 
different professionals were involved ie. number of GPs, 
hepatologists, etc. I assume that there were 8 GPs and one for each 
of the different professionals listed in p7.  
 
Reference:  
Mishel MH. (1988) Uncertainty in illness. Journal of Nursing 
Scholarship 20, pp.225-231.  
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VERSION 1 – AUTHOR RESPONSE 

Reviewer: 1 

Richard Lehman, Nuffield Dept of Primary Care Health Sciences, University of Oxford, UK 

This is an excellent exploratory study of a neglected area. It does not offer any simple solutions, 

which is appropriate. But I am left unclear as to what physical, symptomatic "palliative" needs these 

patients have, as separate from the need to discuss such generic "palliative care" issues as the 

possibility of death, anxieties, social isolation etc.   

Response: Our paper focuses on the key aspect of uncertainty which was found to unify the 

holistic needs and experiences of all stakeholders: patients, lay carers and professionals. Due 

to space restraints, we are unable to give a detailed account of any specific aspect of need. 

Our paper however highlights that patients’ physical needs were largely in line with existing 

literature (page 7). We also note (see page 8) that fatigue and ascites were the two problems 

which patients perceived as most disruptive to their everyday life. Sporadic issues with 

mobility and balance were also reported as troublesome by many patient participants. 

 

Reviewer: 2 

Joseph Low, Marie Curie Palliative Care Research Department University College London, UNITED 

KINGDOM 

This study aims to understand the experience, needs and priorities of patients and lay carers towards 

the end of life in order to propose effective models of care in advanced liver disease. As such, this 

study is novel as there are currently few studies looking the provision of care to patients with 

advanced liver and fewer looking at it from the patient perspective.  

In their methodology, they take a 'constructivist' theoretical perspective in which they conduct 

qualitative serial in-depth interviews with patients, lay carers and case linked professionals. Data were 

analysed using ground theory. This methodology would be consistent in answering the research 

question of this study. However, in the aims, I would suggest that they need to add professionals' 

perspectives as I am assuming that they will be also using these in developing a suitable model.       

Response: This has now been added to the aims paragraph on page 4.  

 

 

Comments on the Results section: 

Overall, the findings provide a detailed description of the lived experience of patients with cirrhosis, 

from the onset of diagnosis through to discussions about deteriorating health. 'Pervasive uncertainty' 

was particularly identified as a major theme subsequently underpinning findings from the sub-section. 

As uncertainty plays a key role, a brief definition of what they meant by uncertainty to help the readers 

get a conceptual framework of what is being discussed. Mishel (1988) defines uncertainty as 'the 

inability to determine the meaning of illness events', but happy if the authors have used another 

framework.  

Response: We make reference to Mishel’s work in the Discussion section. However, we have 

now added a clarifying comment to the Results section on page 7 as suggested. 
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The authors identify important barriers facing participants in accessing care, such as a poor 

communication about prognosis and what participant understand about their illness, a lack of 

continuity of care between primary and secondary care, and illness related factors preventing 

attendance at follow-up clinics. However, bearing in mind that this study collected full longitudinal data 

from at least 6 patients, it would have been good to get a sense of how their needs potentially 

changed or not over the course of the year. I didn't feel that this aspect of the analysis was reflected in 

the findings. 

Response: While the paper highlights the fact that relational and organisational continuity of 

care remained consistently inadequate (page 10), we agree that this aspect was not made clear 

in respect of wider care matters. No obvious changes were observed regarding these issues 

over time. We have now added a comment to this effect to the end of this section on page 11. 

On p8, l.28- l.42, the authors correctly identify that provision of information was poor, but do they have 

any data from their health professional (HP) data to suggest what these HP thought the reasons for 

this were. 

Response: There were no data which gave specific insight into why HPs’ felt patients may 

perceive to be lacking understanding about their condition. From a patient perspective, this 

was likely to be due to issues such as time-pressured appointments and the use of over-

medicalised language as indicated on page 10 in the Results section. However, as described 

on page 11 in Results, the GPs interviewed professed to having limited knowledge of the 

condition and expressed a lack of confidence in educating patients in this respect. This was 

often due to a lack of exposure to these patients, whose ongoing care is predominantly 

located in secondary care.  

On p8, l.43- l.55, the authors interestingly highlight that that the unpredictable and uncertainty was 

considered empowering by some. In what ways was it empowering? Was it because it provided 

participants with hindsight of how life would be in the future?     

Response: We wish to clarify that the point made here does not suggest that people found 

uncertainty itself empowering. Our data indicated that, in the absence of detailed information, 

professionals being upfront about the uncertain aspects of the illness, such as likely 

prognosis and pathway, was perceived equally as helpful by patients and lay carers and aided 

their coping.  

In the section on uncertainty as a barrier....dying (p10, l.48-53). Whilst I agree with the finding that GP 

lack expertise and confidence, it would have also been interesting to know why the specialists were 

not having these conversation with patients.   

Response: Comment and quotation from a specialist perspective now added on page 11. 

Comments on the Discussion:  

1) I am happy with the general contents and the main thrust of the discussion as being reflected by 

the results, although there are certain points eg 'patients' acute medical appeared to be well 

coordinated' (p11, l.50-51) and 'care being symptom focused' (p11, l.54-55), which I found difficult 

to identify from the data presented.      

Response: We have now added a sentence on page 8 in Results to indicate this. 

2) Overall, the authors acknowledge most of the limitations of their study. However, I think an 

additional one not  mentioned is that most of their professionals came from primary care, which limits 

interpretation of some of the findings (see comment on uncertainty as a barrier).   

Response:  This limitation is now inserted on page 15. 
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Minor points 

In results section, can the authors provided how many of the different professionals were involved ie. 

number of GPs, hepatologists, etc.  I assume that there were 8 GPs and one for each of the different 

professionals listed in p7.  

Response: This detail has now been added on page 7. 

 

 

VERSION 2 – REVIEW 

REVIEWER Dr Joseph Low 
Marie Curie Palliative Care Research Department  
University College London  
UNITED KINDGOM 

REVIEW RETURNED 23-Oct-2015 

 

GENERAL COMMENTS The reviewer completed the checklist but made no further 
comments. 
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