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VERSION 1 - REVIEW 

REVIEWER A/Prof Michael Jefford  
Director, Australian Cancer Survivorship Centre  
Australia  
 
I spent part of my sabbatical in 2011 with authors Adam Glaser and 
Mike Richards  
 
I have co-authored a paper with Adam Glaser and Mike Richards 

REVIEW RETURNED 11-Nov-2012 

 

THE STUDY The objective / aim could be more completely stated  
Abstract / key messages are not all justified 

RESULTS & CONCLUSIONS Some interpretation is overstated 

REPORTING & ETHICS Ethics approval was not sought  
Query about how people who wrote a 'call for help' were dealt with 

GENERAL COMMENTS This is an interesting paper that provides additional information to 
complement the PROMs survey  
 
Some of the paper‟s conclusions seem difficult to justify (see below)  
 
It would be particularly useful to know whether the positive 
comments are from people who report higher QOL and vice versa – 
are the negative comments associated with inferior QOL. This 
analysis is presumably possible. It would give more weight to the 
proposed model (Figure 1)  
 
Little is said about:  
- how this data adds to the quantitative data  
- whether subsequent PROMs waves will include questions to get to 
the themes identified in Table 2  
 
Specific comments:  
 
Abstract, conclusion  
- I‟m not sure what „successfully complements‟ means. It would be 
helpful to explain (in the paper) what aspects (of Table 2) are not 
captured within the PROMs surveys  
- „significantly worse QOL than general population‟ – this is not really 
true, in some areas of QOL this may be true, at some time points, 
but is too general  
Key messages  
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- „free text comments … valuable addition‟ – is not adequately 
justified in the paper (but could be)  
- „individuals reported they were poorly prepared for life after cancer‟ 
– is NOT justified – 36 of 1056 people indicated they were poorly 
prepared – 3.4%!  
- „greater emphasis … to support individuals to self-manage‟ also not 
justified  
Strengths and limitations  
- „mirrored scores from the PROMS measures‟ – no data is shown to 
justify this. This would be interesting and needs to be included – did 
people reporting negative experiences also report inferior QOL? Did 
those reporting better experiences have better QOL?  
Objectives  
- „examined how free text comments … can complement formal 
PROMs‟ – how was this defined? was there an a priori plan?  
Methods, cohort identification  
- re 3 cancer registries - comment on what % of all cancer cases are 
included in these registries, whether they are representative of all 
cancer cases  
Ethics, governance  
- I‟m a little anxious that some people requested services / indicated 
a „call for help‟ in the free text box. How was this dealt with? In the 
PROMs survey, what was done if people reported severe 
depression / suicidal ideation?  
Method, analysis  
- “…aimed to shed light on why outcomes reported have arisen…” – 
so was there an attempt to link the quantitative data to the qualitative 
comments?  
Findings  
- Table 1 includes 1056 respondents. Compare to the whole 4992 
population (just in a couple of sentences)  
- Table 1- it would be useful to know how many people were 1, 2, 3, 
5 years post diagnosis  
- Page 8, 4th, 5th line down („experiences of cancer…‟) it would be 
better to use the same headings as used in the table  
- Page 8, second paragraph – text does not match / follow the table 
well  
- Page 9 – it would be very useful to know whether positive 
experiences correlate with improved QOL and vice versa. In that 
way the free text entries do complement the PROMS data. It‟s 
certainly possible that this relationship does NOT exist – that is, 
people may have very good QOL but report challenges  
- Page 9, second half of the page – it would be useful to discuss the 
data in the order of the table  
- Page 9, 3rd to bottom line „as many describing problems five years 
as those diagnosed more recently‟ – no data is shown to support this  
- Re quotes, it would be useful to explain (in the method) how and 
why quotes were chosen, slightly odd as just a few quotes from 
>1000 responses, not necessarily typical of themes  
- Page 10, 2nd paragraph “radiotherapy m[a]y cause „mood swings‟” 
– this is included under „physical side effects‟ – firstly, mood swings 
are not a physical side effect, secondly, does radiotherapy really 
cause mood swings?  
- Page 10, bottom of 2nd paragraph “such lack of preparation often 
contributed to the negative impact that ongoing physical and 
psychological problems had on quality of life” – is this based on an 
analysis showing that people reporting lack of preparation had more 
problems and poorer QOL? Or is it based on the person‟s own 
assessment? This is important  
- Page 11, quote on the top of the page, do we know that [drug 
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name] actually causes bruising, bleeding, tiredness, joint pain, 
cramp? If not, then this is not a case of inadequate preparation  
- Page 11, last paragraph – I‟m uncomfortable with this example. 
The fact that the person thought she needed „her tumour genetically 
identified‟ does not mean that it was necessary or likely to impact 
decision making. Likewise the fact that another participant‟s 
information booklet was „reportedly out of date‟ may be of no 
consequence (and I would think is better removed)  
- Page 12, paragraph starting „Many participants (n=83)…‟ 
“Contrasts are made between good hospital treatment and lack of 
aftercare” – I object to this statement. Yes there were 209 positive 
experiences regarding diagnosis and treatment, but there were also 
81 negative comments. Of the 83 „experiences of aftercare services‟ 
31 were positive and (a maximum of) 35+13+4 (some may be the 
same people)=52 had problems. 52 / 1056 (4.9%) does not 
constitute „lack of aftercare.‟ The authors should be more careful 
interpreting the data  
- Page 12, at line number 22, 23 “the free text box was used 
specifically to ask for help” – what was done to help these people?  
- On the above, and the following quote – did the PROMs survey 
direct people to information / support / telephone help lines? If so, it 
would be good to include that information in the paper. If not, why 
not? Will the surveys do this in the future?  
- Page 12, sentence beginning “Participants who described…” is this 
association purely on the basis of the free text response, or does it 
bring in PROMs quantitative data?  
- Similarly, later in that paragraph, “Survivors describing good 
experiences…” is this also purely on the basis on the free text? This 
needs to be clarified. As stated above, hopefully there is analysis 
that links the free text responses to data from the quant work  
Discussion  
- Page 14, lines 23-25, „across all four tumour groups and time 
points‟ no data shown, sometimes low numbers – is this correct?  
- Page 14, lines 26-30 „enables policy makers to decide‟ – how?  
- Page 14, line 33, „many participants indicated‟ 36/1056 (3.4%) is 
not „many‟  
- Page 14, line 40, 41 „a large number dissatisfied with aftercare‟ 52 
of 1056 people is not „a large number‟  
Conclusion  
- this is too strong and not justified: “Preparation and support for life 
after cancer treatment is urgently needed. Individuals are ill 
prepared for the physical consequences of some treatments for 
cancer and the psychological aftermath of receiving a diagnosis of a 
potentially life threatening illness.”  
References  
- large number, not all essential. Some not correctly formatted, eg 11 

 

REVIEWER Ray Fitzpatrick  
Nuffield College  
Oxford  
OX1 1NF 

REVIEW RETURNED 21-Dec-2012 

 

THE STUDY Consort not relevant 
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VERSION 1 – AUTHOR RESPONSE 

Reviewers comments Research Team’s response 

The objective / aim could be more completely 

stated 

 

Prior to examining the comments it was not 

possible for researchers to know what issues 

were addressed by participants. The research 

was therefore exploratory, firstly to find out how 

individuals had used the opportunity to make 

comments and to identify the themes that 

emerged, and then to map evidence of 

relationships between those themes. This is in 

keeping with qualitative methodological 

approaches. An a proiri plan would not have been 

appropriate and would have predetermined the 

findings. The objective has been re-phrased in 

the body of the text, but has been unchanged in 

the abstract to ensure word count remains under 

300. 

 

 

 

Ethics approval was not sought 

Query about how people who wrote a 'call for 

help' were dealt with  

 

See also response to „Methods, governance‟ 

below. 

 

Respondents to the survey had access to a 

telephone support line that could be used to 

discuss any issues raised by the survey.  

 

The text comments themselves were not looked 

at by researchers until some months after the 

survey had been completed and therefore it was 

not the role of the researchers to provide support 

or address any call for help raised. The following 

text has also been added to the Discussion to 

outline this: 

 

„There were also a small number of participants 

who used the text box to ‘call for help’, relating 

issues such as thoughts of suicide. While it was 

not the role of the research team to provide such 

support, given the time lapse between the survey 

and the analysis of a very large volume of free 
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text material, the survey revealed a level of 

serious unmet need among a minority of cancer 

survivors that is of concern. This underlines the 

need to better post treatment assessment of 

individuals and aftercare services that can 

provide early intervention for both emotional and 

physical problems that arise from treatment for 

cancer.‟   

 

It would be particularly useful to know whether 

the positive comments are from people who 

report higher QOL and vice versa – are the 

negative comments associated with inferior QOL. 

This analysis is presumably possible. It would 

give more weight to the proposed model (Figure 

1) 

 

The comments provided are not linked in the 

analysis with the QoL scores reported by 

particular individuals. The research team believe 

that given the PROMs survey incorporates 

several separate outcome measures (including 

SDI, FACT and EQ5D), and multiple items, there 

is no straightforward or meaningful way of 

comparing the individual‟s responses to formal 

measures with the comments provided, which 

can be on any subject the respondent chose to 

offer.  

 

Moreover, many of those who would have had 

similar problems did not take the opportunity to 

describe their problems, we also cannot assume 

that only those that commented upon 

experiences had them. The comments are 

therefore used to complement the quantitative 

PROMs data by showing how many individuals 

felt strongly enough about their experiences to 

write about them, in addition to ticking boxes (and 

that a third of all survey respondents did so is 

significant), but also to illuminate how various 

experiences are interrelated, something that is 

not possible using quantitative PROMS data.  

 

The following sentence has been added to the 

Analysis section: 

 

„However, it was not appropriate to make 

associations between the comments of individual 

participants and their scores in the quantitative 

PROMs data as, given the several outcome 

measures incorporated into the survey, there was 

no meaningful way of comparing them.‟
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Little is said about: 

- how this data adds to the quantitative 

data  

- whether subsequent PROMs waves will 

include questions to get to the themes identified 

in Table 2 

 

Please see above and response to Abstract, 

conclusion below. 

 

Subsequent PROMS  surveys as part of the DH 

PROMS programme may have additional 

questions to address the themes that emerged, 

but this has yet to be determined. The following 

sentence has been added to the end of the 

Discussion: 

 

„It is possible that as part of the DH PROMS 

programme subsequent PROMs surveys may 

have additional questions to address the specific 

themes that have emerged within this data.‟ 

 

 

Abstract, conclusion 

- I‟m not sure what „successfully 

complements‟ means. It would be helpful to 

explain (in the paper) what aspects (of Table 2) 

are not captured within the PROMs surveys 

 

 

 

 

 

 

 

 

 

-  „significantly worse QOL than general 

population‟ – this is not really true, in some areas 

of QOL this may be true, at some time points, but 

is too general 

 

The text has been revised slightly to indicate how 

the conceptual model developed from the 

qualitative data complements the quantitative 

data: 

 

„This analysis of free-text comments 

complements quantitative analysis of PROMs 

measures by illuminating relationships between 

factors that impact upon quality of life (QoL) or 

mitigate against negative effects‟ 

 

The first line of the Discussion has similarly been 

revised. 

 

The text has been revised to read „evidence is 

emerging that cancer patients may demonstrate 

significantly worse QoL than the general 

population‟. 
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Key messages 

- „free text comments … valuable addition‟ 

– is not adequately justified in the paper (but 

could be) 

 

 

  „individuals reported they were poorly prepared 

for life after cancer‟ – is NOT justified – 36 of 

1056 people indicated they were poorly prepared 

– 3.4%! 

 

„greater emphasis … to support individuals to 

self-manage‟ also not justified 

The free text data give direct insights from 

participants experiencing problems that explain 

relationships between factors that impact either 

negatively or positively on QoL or mitigate 

against negative effects. 

 

The text  

has been revised to read „Some individuals 

reported that they were poorly prepared for life 

after cancer treatment‟ 

 

 

We would argue that the compelling nature of 

many of the comments does justify „greater 

emphasis  to… support individuals to self-

manage.‟ Within qualitative analysis, the fact that 

36 participants have taken time to write 

comments about how they feel they were not 

adequately prepared for their experiences after 

treatment indicates a strong theme. This referred 

to in the Analysis section: 

 

„simple counts are used to illustrate the 

proportion of comments that addressed particular 

themes, and when an issue was raised 

frequently, weight is attributed to this as reflecting 

an important element of experience.‟ (Bryman & 

Burgess 1994) 

 

 

Strengths and limitations 

- „mirrored scores from the PROMS 

measures‟ – no data is shown to justify this. This 

would be interesting and needs to be included – 

did people reporting negative experiences also 

report inferior QOL? Did those reporting better 

experiences have better QOL? 

 

This data „mirrors‟ the PROMS scores in the 

sense that respondents chose to use the text box 

to elaborate upon issues they indicated in the 

survey they were experiencing. This provides 

support for the findings of the quantitative data 

because so many individuals chose to use this 

opportunity to describe issues that the survey 

asked them about.   

 

Text box responses provide themes and 

identifying relationships between themes that 

were raised in the main survey. The survey itself 
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does not indicate relationships between various 

experiences individuals may have. The text box 

data allows us to draw links between these 

problems to see how they might be connected for 

many other survey participants who chose not to 

add comments.  This is an established use of 

mixed quantitative and qualitative methods (see 

references to Bryman & Burgess (1994) and 

Seale (1999) referenced in the text). The text has 

been revised: 

 

 „Free text comments elaborated upon 
experiences indicated within the PROMS 
measures, suggesting they are a valid 
representation of the views of 
participants.‟  

 

Objectives 

- „examined how free text comments … 

can complement formal PROMs‟ – how was this 

defined? was there an a priori plan? 

 

Please see above. 

 

The objective has been re-phrased: 

 

‘The study explored how participants utilised the 

opportunity to make free text comments as part of 

the England PROMs survey programme for 

cancer, and examined how emerging themes 

complement formal patient reported outcome 

measures (PROMs) to provide understanding of 

quality of life issues for cancer survivors.‟ 

 

Methods, cohort identification 

- re 3 cancer registries - comment on what 

% of all cancer cases are included in these 

registries, whether they are representative of all 

cancer cases 

 

The text has been revised to read: 

 

„The total of 4,992 patients was equally 

distributed between the cancer groups and cohort 

years, giving an initial sample of 312 in each 

cohort year and cancer group. Patients were 

randomly selected and are therefore 

representative of all cases.‟ 

 

 

Ethics, governance 

- I‟m a little anxious that some people 

Please see above also „Abstract, ethics‟ above: 
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requested services / indicated a „call for help‟ in 

the free text box. How was this dealt with? In the 

PROMs survey, what was done if people reported 

severe depression / suicidal ideation? 

 

The following sentence has been added to the 

text: 

 

„Survey participants had access to a telephone 

support line that could be used to discuss any 

issues raised by the survey.‟ 

 

Method, analysis 

- “…aimed to shed light on why outcomes 

reported have arisen…” – so was there an 

attempt to link the quantitative data to the 

qualitative comments? 

 

Please see response to „Objective/aim‟ above. 

Findings 

Table 1 includes 1056 respondents. Compare to 

the whole 4992 population (just in a couple of 

sentences) 

 

The following note has been added at the bottom 

of Table 1: 

 

Note: Survey participants who provided 

comments to the text box (n=1056) represented 

32% of all survey participants (n=4992) 

 

Table 1- it would be useful to know how many 

people were 1, 2, 3, 5 years post diagnosis 

Four columns have been added to Table 1 to 

provide this data. 

 

Page 8, 4th, 5th line down („experiences of 

cancer…‟) it would be better to use the same 

headings as used in the table 

This has been corrected. 

Page 8, second paragraph – text does not match 

/ follow the table well 

 

The paragraph has been revised to reflect the 

table headings more closely. 

Page 9 – it would be very useful to know whether 

positive experiences correlate with improved 

QOL and vice versa. In that way the free text 

entries do complement the PROMS data. It‟s 

certainly possible that this relationship does NOT 

exist – that is, people may have very good QOL 

but report challenges 

 

Please see response to third reviewer‟s comment 

above. 
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Page 9, second half of the page – it would be 

useful to discuss the data in the order of the table 

 

Table 1 has been revised to list the on-going 

problems in order that they are discussed in the 

text. The text on second part of Page 9 has also 

been revised slightly. 

 

Page 9, 3rd to bottom line „as many describing 

problems five years as those diagnosed more 

recently‟ – no data is shown to support this 

 

There were a similar number of comments 

provided by participants who were 5 years post 

diagnosis as there were 1 year post-diagnosis, 

though this varies between different problems. It 

is not possible to provide many examples of 

quotes in the space available. Nevertheless, to 

ensure readers will not be mistaken in thinking 

that the number of participants from 5 years and 

1 year post diagnosis are saying the same things 

the text has been revised to read: 

 

„there were similar numbers of participants 

describing such on-going problems five years 

from their diagnosis as participants diagnosed 

more recently.‟ 

Re quotes, it would be useful to explain (in the 

method) how and why quotes were chosen, 

slightly odd as just a few quotes from >1000 

responses, not necessarily typical of themes 

 

Unfortunately due to the word count restriction 

very few quotes can be used. These have been 

selected to represent some of the important 

themes but consideration is also given to how 

well they fit the prose. A sentence has been 

added to the Analysis subsection of the Methods 

to read: 

 

„A limited number of direct quotes from 

participants have been used to convey some 

important themes.‟  

Page 10, 2nd paragraph “radiotherapy m[a]y 

cause „mood swings‟” – this is included under 

„physical side effects‟ – firstly, mood swings are 

not a physical side effect, secondly, does 

radiotherapy really cause mood swings? 

 

The reference to mood swings has been omitted. 

 

Page 10, bottom of 2nd paragraph “such lack of 

preparation often contributed to the negative 

impact that on-going physical and psychological 

problems had on quality of life” – is this based on 

an analysis showing that people reporting lack of 

preparation had more problems and poorer QOL? 

Or is it based on the person‟s own assessment? 

The link between a perceived lack of preparation 

and it having an exacerbating impact upon on-

going problems was made by many of those 

participants that complained of a lack of 

preparation. This makes it a compelling theme. 

The text has been revised to reflect this: 
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This is important 

 

 

„Participants indicated that such lack of 

preparation could greatly contribute to the 

negative impact that on-going physical and 

psychological problems had on quality of life,...‟  

 

Page 11, quote on the top of the page, do we 

know that [drug name] actually causes bruising, 

bleeding, tiredness, joint pain, cramp? If not, then 

this is not a case of inadequate preparation 

 

The drug referred to by the participant is 

Tamoxifen, the side-effects of which include 

fatigue, cramps and thrombosis. The text 

preceding the quote has been revised to read: 

 

„The issue of preparation is not restricted to the 

responsibility of clinical teams: rather it is a 

system wide issue and includes the information 

provided by pharmaceutical companies 

concerning known side-effects of drugs:‟ 

 

Other participants also asked for „More 

information on Tamoxifen and its side effects - 

I`ve only heard stories.‟ 

 

Page 11, last paragraph – I‟m uncomfortable with 

this example. The fact that the person thought 

she needed „her tumour genetically identified‟ 

does not mean that it was necessary or likely to 

impact decision making.  

 

Likewise the fact that another participant‟s 

information booklet was „reportedly out of date‟ 

may be of no consequence (and I would think is 

better removed) 

 

This example has been removed. 

 

 

 

 

 

The research team believe that it is important 

because it was of consequence for the 

participant. 

 

Page 12, paragraph starting „Many participants 

(n=83)…‟ “Contrasts are made between good 

hospital treatment and lack of aftercare” – I object 

to this statement. Yes there were 209 positive 

experiences regarding diagnosis and treatment, 

but there were also 81 negative comments. Of 

the 83 „experiences of aftercare services‟ 31 were 

positive and (a maximum of) 35+13+4 (some may 

15 of the 35 participants who described a lack of 

aftercare made the direct comparison with the 

good hospital treatment they had received. Those 

that did make the comparison are a subset of 

those who described a „lack of aftercare‟, and 

there may be many others among the 209 who 

described excellent treatment who also 

experienced poor aftercare, but chose not to 
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be the same people)=52 had problems. 52 / 1056 

(4.9%) does not constitute „lack of aftercare.‟ The 

authors should be more careful interpreting the 

data 

 

comment upon it. This makes the quantifying of 

comments possibly misleading.  

The text has therefore been revised: 

 

„Some of these participants contrasted the good 

hospital treatment they had received with a lack 

of aftercare, which left them feeling isolated by 

the health care system once primary treatment 

was completed.‟ 

Page 12, at line number 22, 23 “the free text box 

was used specifically to ask for help” – what was 

done to help these people? 

 

Please see response the Ethics/governance 

above 

On the above, and the following quote – did the 

PROMs survey direct people to information / 

support / telephone help lines? If so, it would be 

good to include that information in the paper. If 

not, why not? Will the surveys do this in the 

future? 

 

Please see response the Ethics/governance 

above 

Page 12, sentence beginning “Participants who 

described…” is this association purely on the 

basis of the free text response, or does it bring in 

PROMs quantitative data? 

 

The associations are made by participants who 

responded to the text box and do not make a 

direct link between individuals who have 

described significant impact and quantitative 

PROMs data. 

Similarly, later in that paragraph, “Survivors 

describing good experiences…” is this also purely 

on the basis on the free text? This needs to be 

clarified. As stated above, hopefully there is 

analysis that links the free text responses to data 

from the quant work 

 

Please see above. 

Discussion 

Page 14, lines 23-25, „across all four tumour 

groups and time points‟ no data shown, 

sometimes low numbers – is this correct? 

 

The text has been revised to emphasise that 

similar numbers of comments came from 

individuals at different time points from cancer 

diagnosis: 

 

„Within this study similar numbers of participants 

provided comments on such issues across all 

four tumour groups and time-points from cancer 
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diagnosis, indicating these are widespread and 

enduring,‟ 

 

The text in the methods section has also been 

revised to indicate the analytic process involved 

indexing time from diagnosis and tumour group to 

comments within the thematic analysis 

undertaken within NVivo software. 

 

„The purpose of the analysis was to develop a 

thematic framework that captured all the 

qualitative data, indexed against participants’ 

tumour groups and time from diagnosis, to 

identify associations between separate themes 

and from which defensible inferences could be 

made.‟ 

 

Page 14, lines 26-30 „enables policy makers to 

decide‟ – how? 

 

The text has been revised to suggest that 

knowing relationships between the themes 

identified will be helpful for policy makers in 

deciding how to improve services, and be more 

tentative in its potential impact: 

 

„By illustrating relationships between difficulties 

experienced by cancer survivors, and identifying 

risk profiles within the English cancer population 

on a basis greater than the single trial or 

observational study, this study assists policy 

makers to explore ways to target system 

improvement efforts.‟ 

 

Page 14, line 33, „many participants indicated‟ 

36/1056 (3.4%) is not „many‟ 

Given that 52 people chose to comment upon 

their perceived lack of aftercare, when they could 

have commented upon anything at all about their 

cancer experience, indicates that this is an 

important theme and could well be described as 

„many‟ in qualitative terms (See Seale 1999). 

Nevertheless, the text has been revised to 

indicate this was an important theme amongst 

participants rather than that „many‟ participants 

commented upon it: 

 

„An important theme amongst participants was a 
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perceived lack of preparation about what to 

expect with regards potential physical and 

psychological impact of the cancer and treatment 

side-effects‟ 

Page 14, line 40, 41 „a large number dissatisfied 

with aftercare‟ 52 of 1056 people is not „a large 

number‟ 

Again, 52 individuals chose to comment on this 

issue without any prompting. From a qualitative 

perspective this represents a „large‟ number 

(Seale 1999). However, the text has been has 

been revised to read: 

 

„Another theme was a dissatisfaction with 

aftercare services amongst some participants,‟  

Conclusion 

this is too strong and not justified: “Preparation 

and support for life after cancer treatment is 

urgently needed. Individuals are ill prepared for 

the physical consequences of some treatments 

for cancer and the psychological aftermath of 

receiving a diagnosis of a potentially life 

threatening illness.” 

 

The text has been revised to read: 

 

“Preparation and support for life after cancer 

treatment should be consistently provided for all 

cancer survivors. Some individuals are currently 

ill-prepared for the physical consequences of 

some treatments for cancer and the 

psychological aftermath of receiving a diagnosis 

of a potentially life threatening illness.” 

 

References 

large number, not all essential. Some not 

correctly formatted, eg 11 

 

The number of references has been reduced 

from 59 to 45, and are correctly formatted. 

 

VERSION 2 – REVIEW 

REVIEWER A/Prof Michael Jefford  
Australian Cancer Survivorship Centre  
Peter MacCallum Cancer Centre  
Melbourne  
Victoria  
Australia  
 
Note that I have authored a paper with Glaser, Richards  
I spent part of my sabbatical (2011) working with NCSI / some of the 
authors 

REVIEW RETURNED 10-Feb-2013 

 

THE STUDY Could provide further detail re the second part of the qualitative 
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analysis 

RESULTS & CONCLUSIONS Figure 1 / results from the 2nd part of the qualitative analysis require 
further justification / explanation 

GENERAL COMMENTS In my opinion the manuscript is improved  
 
I have a few further comments below  
 
The second part of the qualitative analysis is not described in much 
detail – the method of analysis (some references are cited, but the 
analysis is not described) or the results (these are presented briefly).  
 
Figure 1 should be labelled as „A tentative model…‟ or similar.  
 
I am surprised that, within this model, there is no mention of „support 
from family and friends‟ as 47 people noted „support from 
friends/family‟ (Table 2) as part of „coping / self-management 
strategies.‟ As has been argued throughout 47 people represent a 
very major theme. Likewise „keeping active‟ (29), „maintaining a 
positive approach‟ (41), „returning to employment‟ (20) don‟t appear 
to be reflected in the mediating factors listed in the abstract / results 
/ Figure 1.  
 
I am still a little concerned about drawing associations between QOL 
and the comments in a single text box. This data may be available 
(e.g. if someone indicated that (for them) poor preparation or 
ongoing side effects was linked to them feeling unwell or distressed 
(i.e. some assessment of poor QOL)), but this is not really presented 
(though I note on page 3 „clearly inter-related associations‟). To my 
reading Figure 1 is a useful proposed model, however it‟s not 
obvious how well it is supported by the data presented. Is there 
sufficient evidence from the available data (given that it is not linked 
to poor QOL on PROMs) to say that the factors on the left (of Figure 
1) are associated with the (middle) PROs?  
 
Specific comments  
 
Abstract  
- Mediating factors – as above, consider adding „support from 
friends/family‟ and also adding some caution around mediating 
factors.  
- Suggest „may experience … worse QOL‟  
 
Strengths and limitations (page 3)  
- „they are a valid representation‟ I am still concerned by the word 
„valid.‟ Could you perhaps say „valuable‟?  
 
Methods, analysis  
- it would be useful to provide more detail regarding “A second level 
of analysis was then undertaken…” as it is not clear how this was 
undertaken and how the mediating factors were determined, 
especially as they are not easily derived, and seem to include only a 
few of the factors shown in Table 2  
 
Findings  
- re the quote about tamoxifen, I am still concerned by this. It‟s not 
really an issue of „preparation‟ as some of the claimed side effects 
are not listed side effects of the drug! I could not see that bruising 
and easy bleeding are listed side effects of this drug (though aches 
and joint discomfort may be)  
- final paragraph in the „findings‟ section (“Many survivors who coped 
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well…”), the first sentence does not seem to be an appropriate 
summary of the following data. Again, support from family / friends 
seems to be underemphasised.  
 
Discussion  
- “the cancer population in this study demonstrate poor quality of life” 
– I‟d suggest “some of the people within this study sample appear to 
report poor quality of life”  
- new text “and identifying risk factors” – this is not clear. Are the 
authors referring to the factors on the left of Figure 1? 

 

VERSION 2 – AUTHOR RESPONSE 

Reviewer’s Comment  Response 

The second part of the qualitative analysis is not 

described in much detail – the method of analysis 

(some references are cited, but the analysis is 

not described) or the results (these are presented 

briefly). 

 

See response to „Methods, analysis‟ below. 

Figure 1 should be labelled as „A tentative 

model…‟ or similar. 

 

The title of the model in Figure 1 has been 

revised as suggested. 

I am surprised that, within this model, there is no 

mention of „support from family and friends‟ as 47 

people noted „support from friends/family‟ (Table 

2) as part of „coping / self-management 

strategies.‟ As has been argued throughout 47 

people represent a very major theme.  

 

 

 

 

 

 

 

 

 

 

 

The text has been revised to include a brief 

description of the ways in which „support from 

friends and family‟ assisted participants generally, 

but then goes on to explain how some individuals 

felt that friends and family actually filled a gap 

created by the absence of aftercare.   

 

„Participants (n=34) often described the support 

they had received from family and friends after 

treatment providing practical help with housework 

and child care, emotional and financial support. 

However, in the absence of aftercare some 

participants (n=13) related ways in which their 

families and friends had helped with nursing care 

and administering medication.  

 

„With regards to social services, more help etc. . 

They did nothing for me. We/I never saw a nurse 

or home help. Even my daughter had to 

administer my injections after having [instruction] 

from the cancer nurses.‟  
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„We received no support … My partner had to 

change the drain bags for me as I was unable to 

do this myself.‟ (pp12-13) 

 

 

The support provided by friends and family has 

also be referred to with reference to a lack of 

emotional support: 

 

Several participants noted that without informal 

support from friends and family individuals would 

have greater need of support from the NHS and 

allied agencies: 

  

„Support of my wife and family made it easier to 

deal with. I feel those facing this alone or who are 

afraid to talk about it or even say the word cancer 

would need more help and support.‟ (p13) 

 

 

A slight alteration had also been made to Table 2 

(under „Experiences of aftercare services‟), with 

the addition of the number of participants 

indicating their friends and families had to provide 

support in the absence of aftercare.  

 

 

These are examples of participant-led mitigating 

factors and are part of the description of that 

aspect of the model. To help the reader the 

numbers of participants referring to each of these 

coping strategies has been added to the text, and 

the list in Table 2 revised to reflect the order that 

they are described in the text: 

 

„Participants had adopted various strategies, 

such as focussing upon the ‘positive’ aspects of 

life (n=41); adopting healthier lifestyles (n=8); 

maintaining or gradually increasing activity (n=29) 
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Likewise „keeping active‟ (29), „maintaining a 

positive approach‟ (41), „returning to employment‟ 

(20) don‟t appear to be reflected in the mediating 

factors listed in the abstract / results / Figure 1. 

 

as a way of getting life back to normal; returning 

to employment or voluntary work (n=20); and the 

use of psycho-social and complementary 

therapies (n=13).‟ (p14) 

 

I am still a little concerned about drawing 

associations between QOL and the comments in 

a single text box. This data may be available (e.g. 

if someone indicated that (for them) poor 

preparation or ongoing side effects was linked to 

them feeling unwell or distressed (i.e. some 

assessment of poor QOL)), but this is not really 

presented (though I note on page 3 „clearly inter-

related associations‟). To my reading Figure 1 is 

a useful proposed model, however it‟s not 

obvious how well it is supported by the data 

presented. Is there sufficient evidence from the 

available data (given that it is not linked to poor 

QOL on PROMs) to say that the factors on the 

left (of Figure 1) are associated with the (middle) 

PROs? 

 

Please see response to „Methods, analysis‟ 

below. The model in Figure 1 was developed by 

analysing the connections and causal 

relationships that participants themselves 

expressed, and which were included in the model 

only if they were described by at least several 

participants.  

Specific comments 

Abstract 

- Mediating factors – as above, consider 

adding „support from friends/family‟ and also 

adding some caution around mediating factors.  

 

 

 

- Suggest „may experience … worse QOL‟ 

 

 

 

The following sentence has been added to the 

abstract: 

 

„The support of friends and family was also a 

factor in participants’ outcomes.‟ 

 

 

- The text has been revised as suggested. 
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Strengths and limitations (page 3) 

- „they are a valid representation‟ I am still 

concerned by the word „valid.‟ Could you perhaps 

say „valuable‟? 

 

That analysis should be a „valid‟ representation of 

data is an accepted concept within qualitative 

research, and we believe we should not change 

the phrasing of the text. To indicate that data is 

„valuable‟, however, might be to ascribe it a value 

that it is for the reader to determine. 

  

Methods, analysis 

- it would be useful to provide more detail 

regarding “A second level of analysis was then 

undertaken…” as it is not clear how this was 

undertaken and how the mediating factors were 

determined, especially as they are not easily 

derived, and seem to include only a few of the 

factors shown in Table 2 

 

The text has been revised to more fully reflect the 

analytical process the model underwent during 

its‟ development: 

 

„A second level of analysis was then undertaken 

to identify patterns and relationships in the data, 

i.e. where many participants suggested there 

were relationships between factors that 

negatively impacted on their quality of life and 

indicated potentially mediating factors. The 

researchers began to develop a tentative 

conceptual model of the experiences of 

participants that might help qualify, clarify and 

support the findings of the quantitative survey.
29

 

Throughout its development the model underwent 

a thorough process of repeated testing against 

the data, to examine and challenge its capacity to 

represent all participant experiences. Several 

versions of the model were proposed, tested, 

discussed within the team and subsequently 

revised, to ensure the validity of the final model 

presented in Figure 1.‟
30

   

 (p7-8) 

 

Findings 

- re the quote about tamoxifen, I am still 

concerned by this. It‟s not really an issue of 

„preparation‟ as some of the claimed side effects 

are not listed side effects of the drug! I could not 

see that bruising and easy bleeding are listed 

side effects of this drug (though aches and joint 

discomfort may be) 

 

 

 

 

The research team continue to believe that the 

quote is important because it conveys the lack of 

information this participant has received 

concerning her condition, the symptoms she is 

experiencing and the possible side effects of 

drugs. Although all the symptoms she lists may 

not be caused by the drug it is nevertheless her 

perception that they are related to her condition 

and she has not been given adequate information 

concerning them. 

 

The first sentence of this paragraph has been 

revised to more clearly convey its meaning and to 
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- final paragraph in the „findings‟ section 

(“Many survivors who coped well…”), the first 

sentence does not seem to be an appropriate 

summary of the following data. Again, support 

from family / friends seems to be 

underemphasised. 

 

refer to friends and family as suggested:  

 

„Many survivors who coped well with on-going 

problems had reportedly discovered self-

management strategies for themselves through a 

process of trial and error, often with the support 

of friends or family members, or through talking to 

others with similar experiences, rather than 

having had them explained by professionals.‟  

 

Discussion 

- “the cancer population in this study 

demonstrate poor quality of life” – I‟d suggest 

“some of the people within this study sample 

appear to report poor quality of life” 

 

- new text “and identifying risk factors” – 

this is not clear. Are the authors referring to the 

factors on the left of Figure 1? 

 

 

 

The text has been revised as suggested. 

 

 

 

 

The text has been revised to convey its meaning 

more clearly: 

 

„By identifying the patterns of factors that might 

negatively impact upon quality of life within the 

English cancer population, on a basis greater 

than the single trial or observational study, this 

study assists policy makers to explore ways to 

target system improvement efforts.‟ 
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