
PEER REVIEW HISTORY 

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.   

 

ARTICLE DETAILS 

TITLE (PROVISIONAL) Experiences of long-term life-limiting conditions among patients and 
carers: what can we learn from a meta-review of systematic reviews 
of qualitative studies of chronic heart failure, chronic obstructive 
pulmonary disease and chronic kidney disease?  

AUTHORS May, Carl; Cummings, Amanda; Myall, Michelle; Harvey, Jonathan; 
Pope, Catherine; Griffiths, Peter; Roderick, Paul; Arber, Mick; 
Boehmer, Kasey R.; Mair, Frances; Richardson, Alison 

 

VERSION 1 - REVIEW 

REVIEWER Antonello Gavazzi 
FROM Foundation for Research  
at Ospedale Papa Giovanni XXIII  
Bergamo (Italy) 

REVIEW RETURNED 11-Apr-2016 

 

GENERAL COMMENTS This is a very extensive and complex systematic summary of 
qualitative reviews and metasyntheses published over a 15 years 
period in the field of three different chronic organ disease, made by 
experts from well-known Academic and Research Centers.  
The results reported in Table 2-4 help to better understand the 
complexity of patient and caregiver expectations.  
I have only the following minor suggestions:  
- Keywords, change the "long-term conditions" with "chronic illness"  
- Abstract, section Design, "systematic" and "qualitative" are 
repeated in the same line. 

 

REVIEWER Dr Rebecca Disler 
The University of Sydney, Australia. 

REVIEW RETURNED 18-Apr-2016 

 

GENERAL COMMENTS Thankyou for the invitation to review this systematic review of 
qualitative reviews. I commend the authors both on the quality of 
their review and the quality of the paper presented.  
I have a few thoughts and comments for the authors’ consideration:  
1. Page 4, first paragraph, sentence regarding complex balancing 
act – consider mentioning the need to balance all those things 
already mentioned against also retaining qualify of and everyday life.  
2. Similarly, page 4, para 3, factors leading to patho. deterioration 
limit their capacity to .. consider again adding ‘engage with normal 
life activities’. Or perhaps add this at the end of this paragraph when 
discussion informing future intervention ’and supporting better 
quality of life for patients and families’??  
3. In the results, it might be useful to position the findings within the 
disease groups – where there any particular differences between 
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CKD, COPD and CHF?? Where any themes of particular relevance 
to one group compared to another?  
4. Page 14 Self-management regimes, it might be useful to articulate 
the burden that patients face as a consequence of self-
management. This is discussed in detail in the discussion, but 
should be introduced here. Or this could be included in the disease 
burden section that follows self-management.  
5. Page 16, paragraph 1, it would be useful to connect burden with 
overall quality of life and ability for patients to engage in normal 
everyday living.  
6. Page 16, paragraph 2, last sentence – consider adding patient 
and caregiver burden associated with self-man as another element 
that may overwhelm, or be balanced against, any derived benefit.  
7. I note in the PICO that health professionals are included, just 
make sure this matches the abstract. In the inclusion criteria, 
perhaps rephrase to ‘were published in English’, as some non-
English journals may also publish in English, so focus on the 
language of the paper, instead of the journal.  
8. In considering the review overall, I think what is missing is an 
overt focus on improved quality of life/empowerment as an outcome 
of better interaction, structural advance and resilience – it was there 
as an underlying theme, but felt a little hidden in the detail. Similarly, 
as noted by the authors, a key finding is the emphasis on what the 
patients and caregivers value, but it didn’t feel like this was strongly 
argued throughout the piece as necessary for high quality care.  
9. Similarly again, the authors state that they provide concrete 
recommendations, but again these feel hidden in the overall findings 
– I know the review alludes to what is needed, but again this gets 
lost in the detailed discussions; this review is really important and 
deserves a clear, strong section directly stating how practice should 
change.  
10. It might also be useful early in the piece to just justify why the 
authors chose to focus on secondary data? Similarly in the 
limitations, publication bias is already noted, but it would be useful to 
discuss the potential compounding influence of author assumptions 
and bias, not just at individual systematic review level mentioned, 
but the potentially compounded bias when combining a selection of 
these pieces into a meta-metasynthesis of qual data – if that makes 
sense! A short statement acknowledging this and pointing back to 
the rigorous nature of the review would be ample.  
Thankyou again for the invitation to review this systematic review of 
qualitative reviews. I again commend the authors both on the quality 
of their review and the quality of the paper presented. I hope the 
thoughts and comments are useful.  

 

REVIEWER Doris Yu 
The Nethersole School of Nursing, the Chinese University of Hong 
Kong 

REVIEW RETURNED 20-May-2016 

 

GENERAL COMMENTS This is a systematic review of qualitative review papers with the aim 
to elucidate factors that shape patients and caregiver experiences of 
various chronic conditions. The paper addresses an important 
agenda in health and social care. With the population aging, the 
prevalence of these conditions will be on a rising trend. Addressing 
the patients’ need and identifying strategies to sustain the informal 
care would be a highly prioritized agenda. However, it is not clear 
about how the findings among these studies are being integrated. A 
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table to list out the key findings from the identified papers can lend 
more support to the presented findings. As the review focused on 
qualitative studies, it is expected that the findings can give more 
insights on how and why the phenomena was constructed. However, 
this has not been adequately communicated. Following are more 
specific comments for the authors’ consideration.  
 
Selection criteria:  
The search was comprehensive, except the authors need to state 
clearly that this paper only include review papers rather than original 
research study.  
 
Quality assessment would be an important part to allow readers to 
understand the trustworthiness of the presented findings. Even 
though this paper included different types of review, relevant quality 
assurance frameworks can be used according to the type of the 
review paper.  
 
Results:  
Evidence of integration of findings is limited. It appears that the 
authors just describe the findings of different review papers. As the 
review focused on qualitative studies, effort needs to place on 
elaborating how and why the patients’ or caregivers’ experiences 
were constructed. Conflicted findings were presented without 
adequate explanation. For example, on P.13, line 8 – 11, the authors 
mentioned that the patients and caregivers had high expectation of 
clinicians… … but they also see the clinicians as lacking expertise 
around coordinating care in multimobilities. Are these findings 
resulted from the difference in the participants’ clinical and 
demographic profiles or health context between the two studies. 
Another example is on p.14, line 25-32, it is written that the patients’ 
need constant effort to maintain the adaptive processes. Did the 
review studies mention about what “constant effort” is referring to. 
Under what situation this constant effort would be interrupted or 
promoted among the reviewed studies. On p. 15, line 14-20, why 
health technology would only provide “temporary mastery”. It is 
unclear about why patients regarded the technology as intrusive but 
“felt isolated from clinical help”. With more effort to integrate the 
findings, it was possible that the missing link between findings 
presented in different review studies can be identified.  
 
Findings about hospital admission were presented, but what is the 
impact of such experience on the caregivers. Indeed, there were 
limited findings about the caregivers’ coping process or experience 
in dealing with these chronic conditions. This has been stated as 
one of the core objectives of this review paper.  
 
In the discussion session, the authors presented the process tracing 
model. However, it appears that the model was only proposed based 
on a list of constructs presented in Table 5. The rich qualitative 
findings will be compressed as the authors only focused on what are 
those factors but not extract data about how those factors influence 
the patients’ and caregivers’ disease experience. Information about 
‘how’ would be important to inform the interaction of those factors in 
shaping the experience, and thereby provide better support to the 
proposed model.  
 
Implications on practice and research were not stated explicitly in 
the paper. Besides, it was not clear about what is the new 
knowledge added by this review paper? 
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VERSION 1 – AUTHOR RESPONSE 

Reviewer 1  

1) Keywords: change the long term conditions with chronic illness  

In the UK there has been a shift from using the term ‘chronic illness’ as policymakers seem to prefer 

to label them as ‘long term’. We note that this journal also often labels them in this way.  

2) Abstract, section Design, “systematic” and “qualitative” are repeated in the same line  

This has been amended.  

Reviewer 2  

1) Page 4, first paragraph, sentence regarding complex balancing act – consider mentioning the need 

to balance all those things already mentioned against also retaining qualify of and everyday life.  

We agree and this point figures prominently in some of our other work. We have amended this 

paragraph to reflect the impact on quality of life.  

2) Similarly, page 4, para 3, factors leading to patho. deterioration limit their capacity to .. consider 

again adding ‘engage with normal life activities’. Or perhaps add this at the end of this paragraph 

when discussion informing future intervention ’and supporting better quality of life for patients and 

families’??  

We agree and again this point is made in some of our other work.  

3) In the results, it might be useful to position the findings within the disease groups – where there any 

particular differences between CKD, COPD and CHF? Where any themes of particular relevance to 

one group compared to another?  

Our aim was to identify common features that pertained to experiences of care delivery as these were 

revealed by reviews. Our view is that differences are likely to be more clearly revealed in the reviews 

of primary studies that we are currently undertaking. These draw out differences between diseases 

more powerfully.  

4) Page 14 Self-management regimes, it might be useful to articulate the burden that patients face as 

a consequence of self-management. This is discussed in detail in the discussion, but should be 

introduced here. Or this could be included in the disease burden section that follows self-

management.  

We have addressed this point. However, we feel we need to be careful here about separating our 

analytic position from the attributions that authors of the reviews have made.  

5) Page 16, paragraph 1, it would be useful to connect burden with overall quality of life and ability for 

patients to engage in normal everyday living.  

This point has been addressed.  

6) Page 16, paragraph 2, last sentence – consider adding patient and caregiver burden associated 

with self-man as another element that may overwhelm, or be balanced against, any derived benefit.  

This point has been addressed.  

7) I note in the PICO that health professionals are included, just make sure this matches the abstract. 

In the inclusion criteria, perhaps rephrase to ‘were published in English’, as some non-English 

journals may also publish in English, so focus on the language of the paper, instead of the journal.  

This point has been addressed and amended as suggested.  

8) In considering the review overall, I think what is missing is an overt focus on improved quality of 

life/empowerment as an outcome of better interaction, structural advance and resilience – it was there 

as an underlying theme, but felt a little hidden in the detail. Similarly, as noted by the authors, a key 

finding is the emphasis on what the patients and caregivers value, but it didn’t feel like this was 

strongly argued throughout the piece as necessary for high quality care.  

Thank you for this comment. We felt we had perhaps over-emphasised this point in the paper.  

9) Similarly again, the authors state that they provide concrete recommendations, but again these feel 

hidden in the overall findings – I know the review alludes to what is needed, but again this gets lost in 

the detailed discussions; this review is really important and deserves a clear, strong section directly 

stating how practice should change.  

Thank you for this comment. As with the previous comment we feel we have emphasised this in the 

paper.  
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10) It might also be useful early in the piece to just justify why the authors chose to focus on 

secondary data? Similarly in the limitations, publication bias is already noted, but it would be useful to 

discuss the potential compounding influence of author assumptions and bias, not just at individual 

systematic review level mentioned, but the potentially compounded bias when combining a selection 

of these pieces into a meta-metasynthesis of qual data – if that makes sense! A short statement 

acknowledging this and pointing back to the rigorous nature of the review would be ample.  

Thank you for this comment. We have explained in the Results in context section the rationale for 

focusing on secondary data as this felt like the appropriate place for this explanation.  

Reviewer 3  

1) A table to list out the key findings from the identified papers can lend more support to the presented 

findings. As the review focused on qualitative studies, it is expected that the findings can give more 

insights on how and why the phenomena was constructed. However, this has not been adequately 

communicated.  

Thank you for your suggestion. Key findings from the included reviews were included in Table 5 but 

we had not clearly labelled it as such. We have amended this so that it now clear what the key 

findings from the papers were.  

2) Selection criteria: The search was comprehensive, except the authors need to state clearly that this 

paper only include review papers rather than original research study.  

 

Thank you for this comment. We feel that this point is stated in the methods section and is re-

emphasised in the Results in Context section.  

 

3) Quality assessment would be an important part to allow readers to understand the trustworthiness 

of the presented findings. Even though this paper included different types of review, relevant quality 

assurance frameworks can be used according to the type of the review paper.  

 

We have taken on board this comment and have carried out a retrospective quality assessment of the 

included paper and scores have been included in Tables 2-4. However, as were reviewing a 

heterogeneous set of papers, drawing on different methodological and epistemological positions we 

feel the quality assurance scores should be treated with caution.  

 

4) Results: Evidence of integration of findings is limited. It appears that the authors just describe the 

findings of different review papers. As the review focused on qualitative studies, effort needs to place 

on elaborating how and why the patients’ or caregivers’ experiences were constructed.  

 

Thank you for this comment. However, we have to disagree here, and draw attention to the very 

different perspective on this work offered by Review 1 and 2. In fact, the whole model 

building/process tracing component of the paper, reflects the integration of analysis. We recognise 

that the the key thing is that we have restricted this to the discussion and conclusion and excluded it 

from the results section of the paper, In a review of reviews, it is difficult to investigate construction at 

the level without going back to the original primary studies that contributed to these reviews. (There 

are 559 of these.) We are currently undertaking a set of reviews that will draw on 607 primary studies 

and will answer some of these questions more conclusively.  

 

For example, on P.13, line 8 – 11, the authors mentioned that the patients and caregivers had high 

expectation of clinicians… … but they also see the clinicians as lacking expertise around coordinating 

care in multimorbidities. Are these findings resulted from the difference in the participants’ clinical and 

demographic profiles or health context between the two studies.  

 

This is not clear from the papers. As we note elsewhere in the paper, some of these reviews actually 

need to tell us a bit more about the papers that they have included.  
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Another example is on p.14, line 25-32, it is written that the patients’ need constant effort to maintain 

the adaptive processes. Did the review studies mention about what “constant effort” is referring to.  

 

Dying of long-term, profoundly disabling, chronic diseases is long and drawn out and involves a good 

deal of hard work. The work doesn’t go away.  

 

Under what situation this constant effort would be interrupted or promoted among the reviewed 

studies.  

 

Mastery is temporary because whatever happens people with these diseases are going to die. The 

technological interventions – continuous positive airway pressure devices (CPAP) in COPD, 

Implanted Cardiac Devices (ICD) in heart failure), and haemodialysis can only delay death from these 

disease in their terminal phase.  

 

It is unclear about why patients regarded the technology as intrusive but “felt isolated from clinical 

help”. With more effort to integrate the findings, it was possible that the missing link between findings 

presented in different review studies can be identified.  

 

We suggest that this is because the technology is there (and takes up a lot of space and time), but the 

health professionals are not.  

Findings about hospital admission were presented, but what is the impact of such experience on the 

caregivers. Indeed, there were limited findings about the caregivers’ coping process or experience in 

dealing with these chronic conditions. This has been stated as one of the core objectives of this 

review paper.  

While the inclusion of caregivers’ experiences was a key objective of the paper, the reviews did not 

adequately cover caregivers’ responses to the hospitalisation of people with CHF, COPD or CKD.  

 

5) In the discussion session, the authors presented the process tracing model. However, it appears 

that the model was only proposed based on a list of constructs presented in Table 5. The rich 

qualitative findings will be compressed as the authors only focused on what are those factors but not 

extract data about how those factors influence the patients’ and caregivers’ disease experience. 

Information about ‘how’ would be important to inform the interaction of those factors in shaping the 

experience, and thereby provide better support to the proposed model.  

 

Thank you for this comment. However, we have to disagree as the constructs in Column 1 of Table 

are related to the conclusions in Column 3. We do not see the rich qualitative findings as being 

compressed but summarised. In Figure 2 we show how these factors interact to shape patient and 

caregiver experience.  

 

Thank you again for considering our paper for publication in your journal. We hope you feel we have 

responded adequately to the reviewers’ comments and look forward to hearing from you in due 

course.  

VERSION 2 – REVIEW 

REVIEWER Dr Rebecca Disler 
The University of Sydney, Australia 

REVIEW RETURNED 27-Jul-2016 

 

GENERAL COMMENTS Thankyou for the opportunity to review this interesting metasynthesis 
of systematic reviews of qualitative data across several life limiting 
conditions. A mammoth task and well done.  
Overall the study is well presented and systematic in methodology.  
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I only have minor notes for consideration:  
Inclusion: Just make it clear that this is a review of reviews, not of 
qualitative studies or primary data.  
Quality assessment: it would be useful to briefly clarify that this 
process, while not used for exclusion, was used to inform…?? of the 
overall impressions.  
It would be useful to provide a brief justification for including only 
discussion data as opposed to summarising the results data?  
One limitation to be noted is that metasyntheses of qualitative data 
select and interpret the findings through the lense of the author – 
and therefore there is a level of separation from the context of 
primary sources, interpretation within context being an essential 
aspect of qual. In undertaking a meta-metasynthesis there is one 
further level of removal from these contexts. This obviously can’t be 
helped but should be noted as a limitation and a justification given.  
Thanks so much again for the opportunity to review this paper. I 
hope these suggestions are of use to the authors.  

 

VERSION 2 – AUTHOR RESPONSE 

Reviewer  

1) Inclusion: Just make it clear that this is a review of reviews, not of qualitative studies or primary 

data.  

 

This has been amended to reflect the reviewer’s comment.  

 

2) Quality assessment: it would be useful to briefly clarify that this process, while not used for 

exclusion, was used to inform…?? of the overall impressions.  

 

Quality appraisal was carried out after paper submission at the request of the Editor and Reviewer 

and was not used to inform overall impressions. We feel this is explicit in the manuscript and to 

provide any further explanation or claims with regard to the purpose of quality appraisal would only 

serve to mislead the reader.  

 

3) It would be useful to provide a brief justification for including only discussion data as opposed to 

summarising the results data?  

 

We have provided a summary of the results data in Table 5.  

 

4) One limitation to be noted is that metasyntheses of qualitative data select and interpret the findings 

through the lens of the author – and therefore there is a level of separation from the context of primary 

sources, interpretation within context being an essential aspect of qual. In undertaking a meta-

metasynthesis there is one further level of removal from these contexts. This obviously can’t be 

helped but should be noted as a limitation and a justification given.  

 

Thank you for this comment. However, this is a synthesis of qualitative reviews and methasyntheses 

using attribution and content analysis not a metasynthesis. We therefore do not consider the above 

comment to be wholly relevant.  

 

Thank you again for recommending our paper for publication. We hope you feel we have responded 

adequately to the reviewer's comments and look forward to hearing from you in due course. 

 on M
ay 16, 2023 by guest. P

rotected by copyright.
http://bm

jopen.bm
j.com

/
B

M
J O

pen: first published as 10.1136/bm
jopen-2016-011694 on 5 O

ctober 2016. D
ow

nloaded from
 

http://bmjopen.bmj.com/

