
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.   
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AUTHORS Wijnhoven, Marleen; Terpstra, Wim; van Rossem, Ronald; Haazer, 
Carolien; Gunnink-Boonstra, Nicolette; Sonke, Gabe; Buiting, Hilde 

 

VERSION 1 - REVIEW 

REVIEWER Dr Peter Speck 
Cicely Saunders' Institute  
King's College London  
UK 

REVIEW RETURNED 04-Aug-2015 

 

GENERAL COMMENTS While this paper presents some interesting and helpful findings I was 
surprised that there was no discussion of the effects of anticipatory 
grief on the carer burden, either in the discussion or in the 
references. e.g. Grass L (2007) Bereavement in families with 
relatives dying of cancer. Curt open Support Palliate Care 1: 43-49: 
Tomarken et al (2008) Factors of complicated grief pre-death in 
caregivers of cancer patients. Psychooncology 17(2) 105-11: 
Johansson AK (2012) Anticipatory grief among relatives of patients 
at hospice & palliative wards. Am J Hospice Pall Med 29(2). 134-8: 
Bouchal et al (2015) Holding On, Letting Go: families' experiences of 
anticipatory mourning in terminal cancer. Omega - J of Death and 
Dying. March 10.  
I cite these refs because the burden for carers, esp in diseases with 
short time span to death, can be significantly increased by their pre-
grieving which can affect their ability to "be there" for the patient and 
potentially their ability to participate in decision-making.  
This paper would be strengthened by addressing/ acknowledging 
these issues. 

 

REVIEWER Bruce Mason 
University of Edinburgh,  
UK 

REVIEW RETURNED 06-Aug-2015 

 

GENERAL COMMENTS This is a good, methodologically sound paper that reports on an 
issue from a larger project. The only significant criticism I have is 
that the format of the paper inevitably leads to a certain amount of 
superficiality. E.g. the varying reasons for choosing and stopping 
chemotherapy could do with greater analysis. The extra burden on 
carers after stopping chemotherapy is also of great interest but not 
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explored in depth. Should any other reviewers request revisions then 
I would like to see if the authors can find some way to explore these 
issues more thoroughly within the constraints of the format.  
 
All in all this is a useful contribution to studies of carer experiences 
in end of life care. 

 

REVIEWER Peter Hudson 
Centre for Palliative Care  
Melbourne  
Australia 

REVIEW RETURNED 17-Aug-2015 

 

GENERAL COMMENTS The manuscript requires further detail before the results and 
implications/discussion can be objectively considered.  
 
In particular the following need to be addressed:  
 
The rationale for the study needs to be more comprehensively and 
articulately outlined.  
 
The specific purpose and research questions needs to be explicitly 
outlined and justified.  
 
This seems to be a sub analysis of a larger data set or study; 
currently this is not clearly conveyed.  
 
Why were interviews selected as the data collection method; were 
they in-depth, unstructured or semi-structured ?  
 
How specifically were close relatives identified?  
 
The process and description of the interview schedule lacks detail  
 
The analysis process requires further detail and evidence/supporting 
references to underpin the approach 

 

VERSION 1 – AUTHOR RESPONSE 

Reviewer: 1  

 

While this paper presents some interesting and helpful findings, I was surprised that there was no 

discussion of the effects of anticipatory grief on the carer burden, either in the discussion or in the 

references. e.g. [several references are mentioned by reviewer 1]  

 

I cite these refs because the burden for carers, especially in diseases with short time span to death, 

can be significantly increased by their pre-grieving which can affect their ability to "be there" for the 

patient and potentially their ability to participate in decision-making. This paper would be strengthened 

by addressing / acknowledging these issues.  

 We thank reviewer 1 for this worthwhile suggestion with respect to anticipatory grief on the carer 

burden. We now included some information about pre-grief in the introduction of the paper, on page 3.  

 

“Such ‘pre-grieving’12, especially in cancers with a short time span to death can affect relatives’ ability 

to "be there" for the patient, and possibly their ability to participate in chemotherapy decisions.”  
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 We now included extra information about the possible association between pre-grief and relatives’ 

ability to take care for the patient and participate in (treatment) decisions. See point 4, reviewer 1.  

 

Reviewer: 2  

 

This is a good, methodologically sound paper that reports on an issue from a larger project. The only 

significant criticism I have is that the format of the paper inevitably leads to a certain amount of 

superficiality. E.g. the varying reasons for choosing and stopping chemotherapy could do with greater 

analysis. The extra burden on carers after stopping chemotherapy is also of great interest but not 

explored in depth. Should any other reviewers request revisions then I would like to see if the authors 

can find some way to explore these issues more thoroughly within the constraints of the format.  

 

 We thank reviewer 2 for his positive response. We agree with the reviewer that the extra burden of 

carers after stopping chemotherapy is interesting. We now included some extra information about this 

topic, which you can find on page 8 of the Results section: Changing care roles throughout different 

stages of the disease.  

 

Their personal wishes sometimes seemed to contrast with what the patient in fact wanted. They for 

instance tried to prepare the most delicious meals, and make home as comfortable as possible, but 

they sometimes just could not satisfy the patient.  

 

I bought all sorts of stuff, yoghurt - oh I don't know - all sorts. And then he said to my son that he could 

just fancy a beer [...] so there was a quick dash over the road to the supermarket. Relative 5 

(Pancreas patient - no chemotherapy)  

And  

 

“Some of the relatives regretted that they had had no opportunities to openly speak about their 

partners’ approaching death, but most of the relatives did not. They accepted their partners’ wishes, 

which sometimes contrasted with what they themselves wanted.  

 

You know it’s going to happen… in my head I was already working towards the end. He was maybe 

doing it unconsciously, but I certainly was. Relative 11 (pancreas patient - chemotherapy)”  

 

Reviewer: 3  

 

The manuscript requires further detail before the results and implications/discussion can be 

objectively considered. In particular the following need to be addressed:  

 

1. The rationale for the study needs to be more comprehensively and articulately outlined.  

 We agree with reviewer 3 that the rationale can be more comprehensively outlined in the 

Introduction section. We therefore introduced our objective a little more in the final paragraph of the 

Introduction section, on page 3:  

 

“Such ‘pre-grieving’12, especially in cancers with a short time span to death can affect relatives’ ability 

to "be there" for the patient and possibly their ability to participate in chemotherapy decisions. 

Surprisingly, the relatives’ role and their personal experiences have not previously been studied. 

Accordingly, the main aim of our study was to examine experiences of close relatives of patients who 

died from pancreatic cancer or NSCLC from the time of diagnosis of incurable cancer until death. 

Underlying research questions subsequently focused on relatives’ role in the (end-of-life) decision-

making and on their (unmet) personal needs during the incurable phase of cancer.”  
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2. The specific purpose and research questions needs to be explicitly outlined and justified.  

 We rephrased the final paragraph of the Introduction section and subdivided the purpose and the 

underlying research questions as follows, on page 3:  

 

“Accordingly, the main aim of our study was to examine experiences of close relatives of patients who 

died from pancreatic cancer or NSCLC from the time of diagnosis of incurable cancer until death. 

Underlying research questions focused on relatives’ role in the (end-of-life) decision-making and on 

their (unmet) personal needs during the incurable phase of cancer.”  

 

3. This seems to be a sub analysis of a larger data set or study; currently this is not clearly conveyed.  

 The reviewer is correct that this study is a subset of a larger study. We now addressed this more 

carefully in the Methods-section on page 4:  

 

“This qualitative interview study is part of a larger project that examines chemotherapy-use in the 

incurable phase of cancer. Apart from this qualitative study, the project also comprises a study that 

explored in-depth what is documented about chemotherapy use/decisions in the patient’s hospital 

medical files.”  

 

4. Why were interviews selected as the data collection method; were they in-depth, unstructured or 

semi-structured?  

 Qualitative interviews are the best method to gain in-depth information about a specific topic, we 

only know some basic/general information. We conducted semi-structured interviews since we had 

some specific topics we wanted to explore further, e.g. the relatives’ experiences, their interpretation 

of quality of life, the very last stage of life, et cetera. On page 4 in the Methods section we added that 

the interviews were semi-structured:  

 

“The interviews were semi-structured and lasted on average 78 minutes (± 27 minutes) and were 

tape-recorded.”  

 

5. How specifically were close relatives identified?  

 See also point 2, editorial comments.  

 

6. The process and description of the interview schedule lacks detail  

 We now added some extra information about the process and description of the interview schedule 

on page 4 of the Methods section.  

 

“ We started every interview with some general questions about the deceased patient such as the 

patient’s character and the patient’s age. We subsequently requested the relatives to describe what 

had happened and how they themselves were feeling throughout the disease course. Next, we asked 

them about their treatment experiences (including goals and expectations about treatment) and 

whether they felt that they could support their partner. In our topic list, example questions and bullets 

helped us to ask similar and open-ended questions. If relatives started to talk about something else, 

we let them continue, especially if the topic was mentioned in our topic list in a later stage.”  

 

7. The analysis process requires further detail and evidence/supporting references to underpin the 

approach  

 We elaborated our analysis section on page 5 of the Methods section, as follows:  

 

“We (HMB and MNW) individually read 8 interviews in different time intervals to identify general 

themes, and subsequently, specific categories within the themes to check for interpreter consensus 

concerning the assignment of text fragments to major themes: e.g. for the theme ‘Slow acceptance of 

the incurable nature of the disease’ we provided categories such as: receiving chemotherapy or not; 
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relatives’ involvement in treatment decisions; and patients’ experiences in this.13 We discussed these 

themes, until we achieved consensus. After reaching agreement, MNW always checked whether the 

interpretations were in line with the existing data.” 

 

VERSION 2 – REVIEW 

REVIEWER Dr Peter Speck 
Cicely Saunders Institute  
King's College London  
UK 

REVIEW RETURNED 09-Oct-2015 

 

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