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

TITLE (PROVISIONAL) ‘Patient involvement in research priorities (PIRE) – a study protocol’ 

AUTHORS Piil, Karin; Jarden, Mary 

 

VERSION 1 - REVIEW 

REVIEWER Ingvild Kjeken 
National Advisory Unit on Rehabilitation in Rheumatology, 
Department of Rheumatology, Diakonhjemmet Hospital, Oslo, 
Norway. 

REVIEW RETURNED 17-Dec-2015 

 

GENERAL COMMENTS Thank you for asking me to review this article, which is a protocol of 
a pilot study where the main aims are to identify, discuss and 
prioritise issues that are viewed as important by patients, relatives, 
patient representatives from patient organisations and clinicians to 
address in future research within supportive care and rehabilitation 
for people with life-threatening cancer. Those who live with a 
disease or condition still have limited influence when it comes to 
setting the research agenda, and as a consequence, knowledge 
concerning patients’ research priorities is scarce. The present study 
is therefore very relevant.  
 
Below are some recommended revisions to improve the clarity of the 
manuscript as a whole, as well as to provide more information to the 
readers.  
 
In general, I would advise the authors to use the future tense (will 
be) throughout the whole manuscript, and avoid the present tense. 
An example of the latter is the second sentence in the third 
paragraph at page 6 (“This pilot study combines…”).  
 
Title: The study is described as a “pilot-study”. This term usually 
refers to mini versions of a full-scale study, or the specific pre-testing 
of a particular research instrument such as a questionnaire or 
interview schedule. However, to my opinion, the study described in 
the protocol is a full-scale study. If this is correct, I suggest that the 
term “pilot-study” is changed in the title and throughout the 
mansucript.  
 
Abstract: The aim as described in in the abstract should be 
consistent with the aim in the introduction (last sentence at page 4 
and first at page 5). I would prefer the aim as formulated in the 
abstract, as I find the aim in the introduction, although probably not 
intended, somewhat paternalistic; “…providing healthcare users the 
opportunity to impact future areas of research within supportive care 
and rehabilitation during the cancer trajectory for primary malignant 
brain tumor and acute leukemia”. To my opinion it is maybe even 
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more important to provide researchers with the opportunity to 
explore and get insight in what patients, relatives, patient 
representatives from patient organisations and clinicians regard as 
important issues for future research.  
 
Introduction: In general, I encourage the authors to provide the 
readers with brief summaries of relevant findings from the cited 
studies. One example is the sentence “At the same time this 
procedure challenges the attitudes and convictions of researchers 
and clinical specialists  
as far as current research practices”. What are the current attitudes 
and convictions, and how are they challenged?  
Another example is the listing of studies starting with “One 
Scandinavian study… “ and ending with “Grundy and Ghazi 
searched for research priorities among haemato-oncology nurses”. It 
would be interesting to know what the main results or conclusions 
were in these studies.  
This also applies to the list of patient involvement organisations. 
Would it be possible to describe very briefly the main aim or 
activities of each of these organisations?  
In line with this, the authors could also summarise how involving 
patient representatives in developing research issues and questions 
is addressed (or not?) in recommendations from the literature.  
And again at page 6, what are the results from the few studies 
where patients have been invited to collaborate on identifying 
research topics (ref 28 and 44)?  
 
Method: Please explain in full text before using abbreviations (i.e. 
JLA method – page 7). Also, when referring to tables, do not include 
the table legend. When describing how the interview topics were 
developed, please explain in a little more details what”other 
methods” means.  
Page 9, first paragraph: Having a Karnofsky Performance Status 
(KPS) of ≥ 60 is an inclusion criteria. What does this imply?  
Page 10: Again – what (or who) is the working group?  
 
Data collection and analyses:  
It is described that three researchers will carry out the analyses. Will 
they work in parallel and thereafter compare and discuss, or work 
together? And what is the role of the third researcher (KHP)?  
Regarding the search for and review of existing evidence: What kind 
of studies will be included, how will the methodological quality of the 
studies be assessed, and how will it be determined whether or not 
the evidence is considered to be satisfying?  
 
References:  
Some of the references are not correctly cited, see ref. 13, 14, and 
20.  
 
Table 1:  
Planning phase: What(or who) are the “working groups”?  
Data collection and analyses: The first bullet point describes that 
four FGIs shall be held. However, only FGI 1, 2 and 3 are listed. 
What about the fourth? (Probably it is described under the fourth 
bullet point, but it makes it easier for readers to follow if it is listed as 
FGI4. 
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REVIEWER Georgia Halkett 
Curtin University, Australia 

REVIEW RETURNED 20-Dec-2015 

 

GENERAL COMMENTS Abstract  
Change the first sentence to state “patient involvement in 
healthcare”  
 
Need to further highlight the significance of the study after describing 
the methods  
 
Introduction  
Well written. Please check for grammatical errors throughout the 
introduction.  
In the rationale for the study please rewrite the second sentence – it 
is difficult to read.  
 
Aims  
There are a number of grammatical errors in this section. The 
specific aims are not clear. The fourth specific aim does not provide 
enough information.  
 
Methods  
The first two sentences are not clear – not sure what the authors are 
trying to explain.  
 
The methods are described clearly.  
 
Three sets of initials are listed for the analysis; however, there are 
only two authors for this paper.  
 
Is the method that is being described a Delphi process? It might be 
useful to consider using a Delphi process because this allows the 
researcher to go back and forth to participants and prioritise issues 
discussed. It is also a well established research method that is 
appropriate for this type of study.  
 
Discussion  
This section could be stronger and more succinct. Please check 
grammar as well. 

 

VERSION 1 – AUTHOR RESPONSE 

 

Comment 
No 

Reviewer 1: Change report (new text is 
highlighted in the main text with red 
colored text) 

1 In general, I would advise the authors to use the future 
tense (will be) throughout the whole manuscript, and avoid 
the present tense. An example of the latter is the second 
sentence in the third paragraph at page 6 (“This pilot study 
combines…”) 

We agree with the reviewer and 
have changed the tense throughout 
the manuscript. 

 Title  

2 Title: The study is described as a “pilot-study”. This term 
usually refers to mini versions of a full-scale study, or the 
specific pre-testing of a particular research instrument 
such as a questionnaire or interview schedule. However, 
to my opinion, the study described in the protocol is a full-

We took out the term pilot-study 
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scale study. If this is correct, I suggest that the term “pilot-
study” is changed in the title and throughout the 
manuscript. 

 Abstract  

3 The aim as described in in the abstract should be 
consistent with the aim in the introduction (last sentence at 
page 4 and first at page 5). I would prefer the aim as 
formulated in the abstract, as I find the aim in the 
introduction, although probably not intended, somewhat  
paternalistic; “…providing healthcare users the opportunity 
to impact future areas of research within supportive care 
and rehabilitation during the cancer trajectory for primary 
malignant brain tumor and acute leukemia”. To my opinion 
it is maybe even more important to provide researchers 
with the opportunity to explore and get insight in what 
patients, relatives, patient representatives from patient 
organisations and clinicians regard as important issues for 
future research 

We have changed the aim according 
to the reviewer´s suggestions 
 

 Introduction  

4 Introduction: In general, I encourage the authors to provide 
the readers with brief summaries of relevant findings from 
the cited studies. One example is the sentence “At the 
same time this procedure challenges the attitudes and 
convictions of researchers and clinical specialists as far as 
current research practices”. What are the current attitudes 
and convictions, and how are they challenged? Another 
example is the listing of studies starting with “One 
Scandinavian study… “ and ending with “Grundy and 
Ghazi searched for research priorities among haemato-
oncology nurses”. It would be interesting to know what the 
main results or conclusions were in these studies.  

We have included several more 
sentences that outline some of the 
relevant findings from the cited 
studies. 

5a This also applies to the list of patient involvement 
organisations. Would it be possible to describe very briefly 
the main aim or activities of each of these organisations? 
In line with this, the authors could also summarise how 
involving patient representatives in developing research 
issues and questions is addressed (or not?) in 
recommendations from the literature 

We have included some of the 
organizations’ aims so the reader will 
achieve a greater understanding of 
the organizations’ role. 
We included recommendations from 
literature regarding cooperation with 
organisations.  

5b And again at page 6, what are the results from the few 
studies where patients have been invited to collaborate on 
identifying research topics (ref 28 and 44)?  

We have included several more 
sentences that outline some of the 
relevant findings from the cited 
studies. 

 Method  

6a 
 
 
6b 
 
6c 

Method: Please explain in full text before using 
abbreviations (i.e. JLA method – page 7).  
 
Also, when referring to tables, do not include the table 
legend.  
 
When describing how the interview topics were developed, 
please explain in a little more details what ”other methods” 
means 

 6a. JLA abbreviation has now been 
explained in full, the first time it is 
mentioned 
 
6b. Table legend has been excluded 
at page 7 
 
6c. Instead of ‘other methods’ we 
write: ….and how to carry out, plan 
and evaluate FGI. 
 

7 Page 9, first paragraph: Having a Karnofsky Performance 
Status (KPS) of ≥ 60 is an inclusion. criteria. What does 
this imply? 

We acknowledge that this is not a 
necessary criterion, and took this 
out. 

8 Page 10: Again – what (or who) is the working group? 
 

We have included an improved 
description of  the working group: 
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Led by the principal investigators 
(MJ, KP), the project working group 
will comprise an FGI moderator 
(KHP), research assistant and an 
information specialist.  

9 Data collection and analyses: 
It is described that three researchers will carry out the 
analyses. Will they work in parallel and thereafter compare 
and discuss, or work together? And what is the role of the 
third researcher (KHP)? 
 

This has been outlined according to 
the reviewer´s comments. 
 
 

10 Regarding the search for and review of existing evidence: 
What kind of studies will be included, how will the 
methodological quality of the studies be assessed, and 
how will it be determined whether or not the evidence is 
considered to be satisfying? 
 

We have included:  

An appraisal tool suitable to the 
study design, such as the Critical 
Appraisal Skills Programme (CASP) 
2014 will be used to present the 
existing evidence,

51
 which will then 

be outlined according to the 
evidence hierarchy.

49
 

 References  

11 Some of the references are not correctly cited, see ref. 13, 
14, and 20. 
 

These have been correctly cited now 

 Table  

12 Table 1: Planning phase: What (or who) are the “working 
groups”? 
 

Please see response to comment 
no. 8  

13 Data collection and analyses: The first bullet point 
describes that four FGIs shall be held. However, only FGI 
1, 2 and 3 are listed. What about the fourth? (Probably it is 
described under the fourth bullet point, but it makes it 
easier for readers to follow if it is listed as FGI4  

The reviewer is right; we have 
included FGI 4 in this explanation in 
Table 1. 
 

 Reviewer II  

 Abstract 
 

 

1 Change the first sentence to state “patient involvement in 
healthcare” 

The sentence has been added 
according to this suggestion 

2 Need to further highlight the significance of the study after 
describing the methods 

We have included a sentence about 
the significance in the strengths and 
limitation of the study placed after 
the abstract. 

 Introduction 
 

 

3 Well written. Please check for grammatical errors 
throughout the introduction. 
 

We have corrected grammatical 
errors throughout the paper 

4 In the rationale for the study please rewrite the second 
sentence – it is difficult to read. 

Has been re-written 

 Aims  

5 There are a number of grammatical errors in this section. 
The specific aims are not clear. The fourth specific aim 
does not provide enough information. 

We have deleted the specific aims 
as we believe the study aim is 
described in the overall aim. 

 Methods  

6a 
 
 
 
6b 

6a: The first two sentences are not clear – not sure what 
the authors are trying to explain. The methods are 
described clearly. 
 
6b: Three sets of initials are listed for the analysis; 

6a. These have been deleted 
 
6b. It is correct that there are 2 
authors of this paper and 3 
researchers involved in the research 

 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-2015-010615 on 24 M

ay 2016. D
ow

nloaded from
 

http://bmjopen.bmj.com/


however, there are only two authors for this paper. 
 

process. The third researcher (KHP) 
does not fulfill the Vancouver 
guidelines for being an author for this 
protocol paper as she was not 
included in the early design of the 
study. 

7 Is the method that is being described a Delphi process? It 
might be useful to consider using a Delphi process 
because this allows the researcher to go back and forth to 
participants and prioritise issues discussed. It is also a 
well-established research method that is appropriate for 
this type of study. 
 

We acknowledge that the Delphi 
technique is well suited as a method 
for consensus building. At this point 
we have already started the data 
collection and therefore believe it is 
too late for this study to use the 
Delphi process.  
We hope that the reviewer will 
accept our decision.  

 Discussion 
 

 

8 This section could be stronger and more succinct. Please 
check grammar as well. 
 

The discussion has been made 
clearer. Grammar has been checked 
and corrected throughout the paper. 
 

 

 
 
 

VERSION 2 – REVIEW 

REVIEWER Ingvild Kjeken 
National Advisory Unit on Rehabilitation in Rheumatology, 
Department of Rheumatology, Diakonhjemmet Hospital, Norway 

REVIEW RETURNED 25-Feb-2016 

 

GENERAL COMMENTS Comments to the Authors  
I think this is now a sound manuscript, worthy of publication. 
However, there is still some typing errors, and the manuscript would 
profit from professional proofreading.  
Also, there are still errors in the references; see for example 
reference 4, which was published in 2014 (not 2012), and where 
volume and pages are missing. Further, only volume (not issue) 
should be cited. 

 

REVIEWER Georgia Halkett 
Curtin University 

REVIEW RETURNED 09-Mar-2016 

 

GENERAL COMMENTS This study is very important and it is very pleasing that these two 

patient groups will have the opportunity to participate in this process. 

The main feedback below focuses on explaining the study in more 

detail for the readers.  

Abstract 

Aim: This sentence needs to be rewritten to provide clear aims for 

the study 
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In methods – please add an s to the word representative 

More details about the benefits of the study could be provided in the 

abstract.  

Background 

This section reads well initially– I think several aims should be listed 

–I would remove the word possibly from the aims. As the 

perspectives of two different groups of patients with different cancer 

types are being explored should this be two aims? 

Please check spacing between words throughout and for 

spelling/grammatical errors. 

The aim does not need to be listed on line 99 – it is confusing to 

have this here and then the subsequent headings and then the aim 

listed later. Please rework these sections so that they flow clearly for 

the reader.  

The paragraph on recommendations from the literature does not 

provide enough detail and is difficult to follow – please rewrite this 

paragraph with more detail about what was found.   

This background section needs to be pulled together more 

Methods  

This section is detailed and easy to follow 

Will a particular theorectical framework be used for the analysis? 

More detail could be provided about the fourth FGI – this sentence is 

currently not clear 

Need to highlight who is in the steering committee line 236 – ie are 

you going back to consumers.  

Rigour of the study needs to be discussed 

It is not clear whether the two disease groups will be separated for 

analysis. This needs to be explained further.  

What role will family members have in the research?  

What does the written evaluation tool involve? 

Discussion 

Why were these two groups selected and included in the same 

protocol? – this needs to be outlined and reiterated in discussion 
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VERSION 2 – AUTHOR RESPONSE 

 
 

Commen
t No 

Reviewer 1 Ingvild Kjeken Change report (new text is highlighted in the 
main text with red colored text) 

1 I think this is now a sound manuscript, worthy of 
publication. However, there is still some typing 
errors, and the manuscript would profit from 
professional proofreading 

This is also a comment from reviewer 2 and 
proofreading has been done throughout the 
manuscript. 

2 Also, there are still errors in the references; see 
for example reference 4, which was published in 
2014 (not 2012), and where volume and pages 
are missing. Further, only volume (not issue) 
should be cited 

References have been checked and corrected. 
These are generated using the Refworks 
reference programme. 

 Reviewer  2 Georgia Halkett - 

1 This study is very important and it is very 
pleasing that these two patient groups will have 
the opportunity to participate in this process. 
The main feedback below focuses on explaining 
the study in more detail for the readers. 

- 

2 Abstract. Aim: This sentence needs to be 
rewritten to provide clear aims for the study. In 
methods – please add an s to the word 
representative.  
More details about the benefits of the study 
could be provided in the abstract. 

These recommendations have been met. More 
benefits have been included as suggested 
under Methods and analysis. 

3 Background. This section reads well initially– I 
think several aims should be listed –I would 
remove the word possibly from the aims. As the 
perspectives of two different groups of patients 
with different cancer types are being explored 
should this be two aims? 

The word possibly has been removed. We have 
kept a single and overall aim for the two groups 
and we hope that the reviewers will accept our 
decision. 

4 Please check spacing between words 
throughout and for spelling/grammatical errors. 

Have been checked and corrected. 

5 The aim does not need to be listed on line 99 – 
it is confusing to have this here and then the 
subsequent headings and then the aim listed 
later. Please rework these sections so that they 
flow clearly for the reader. 

The aim was removed from line 99. We have 
revised the background section and removed 
several headings. 

6 The paragraph on recommendations from the 
literature does not provide enough detail and is 
difficult to follow – please rewrite this paragraph 
with more detail about what was found. 

The section has been revised 

7 This background section needs to be pulled 
together more. 

The section has been revised 

8 Methods. This section is detailed and easy to 
follow. Will a particular theorectical framework 
be used for the analysis? 

We refer to the Hermeneutic approach framed 
in the thematic analysis as a theoretical 
framework used for the analysis process 

9 More detail could be provided about the fourth 
FGI – this sentence is currently not clear 

We have decided to not carry out a fourth FGI 
due to patients´ medical condition (not being 
able to participate) and we believe that a more 
optimal validation should be carried out by 
researcher triangulation. 

10 Need to highlight who is in the steering 
committee line 236 – ie are you going back to 
consumers 

This is explained (line 207-211) 

11 Rigour of the study needs to be discussed We evaluated on the rigour of the study (line 
241) 
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12 It is not clear whether the two disease groups 
will be separated for analysis. This needs to be 
explained further. 

Yes, this is now made clear under study design 
line 175. 

13 What role will family members have in the 
research? 

Family members are represented in the 2
nd

 FGI 
– and stated in the manuscript 

14 What does the written evaluation tool involve? Examples of the content of the evaluation have 
been presented (line 163) 

15 Discussion. Why were these two groups 
selected and included in the same protocol? – 
this needs to be outlined and reiterated in 
discussion 

The reason given in the paper is that both 
groups represent patients with life-threatening 
cancer. Moreover, the authors have clinical 
experience within these groups and are familiar 
with the relevant research field. In future papers 
we will elaborate on the inclusion of these 
specific groups. 

 

VERSION 3 - REVIEW 

REVIEWER Georgia Halkett 
Curtin University, Australia 

REVIEW RETURNED 27-Apr-2016 

 

GENERAL COMMENTS The authors have done a great job revising this manuscript. Please 
make the following amendments:  
 
1. In the abstract the aim needs to state which diagnoses you are 
focusing on.  
2. Line 146 - Please reword "conduct"  
3. Please consider whether Table 1 is necessary and what it adds to 
the paper - I am not sure that including the dates adds anything  
4. Line 173 change "appointed" to "identified" 
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