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VERSION 1 - REVIEW 

REVIEWER Martin Howell 
School of Public Health  
University of Sydney  
Australia 

REVIEW RETURNED 20-Apr-2016 

 

GENERAL COMMENTS Overall Comments.  
This is a well written pilot study that endeavours to address a topic 
of relevance and importance to equitable access to transplantation. 
The methodology is sound in that the authors have provided well 
documented justification for the design of the survey and the 
instruments used. Adequate detail has been provided to describe 
the validity of the instruments and relevance to the stated study 
objectives as well as the proposed analysis. Of note is the use of a 
MID in deriving a sample size – something that is commonly lacking 
in these types of studies.  
Below I have listed some specific comments that the authors may 
wish to consider in finalising the study.  
1. The study objectives are to:  
“assess whether SED is associated with:  
i) the number of potential living kidney donors available to a 
transplant candidate, and their  
medical, surgical and psychological suitability,  
ii) the social support experienced by a transplant candidate,  
iii) a transplant candidate's beliefs and knowledge about living 
kidney donation and  
transplantation, and  
iv) an individual’s level of engagement in their healthcare.”  
These have arisen from the prior qualitative study. I have some 
concerns with item iii). The questionnaire is to be administered to 
LDKT and DDKT transplant recipients both of whom obviously have 
experienced transplantation and thus beliefs and knowledge will 
reflect this experience and be subject to a range of cognitive biases 
including justifying their decision, confirmation bias, recall bias, and 
endowment effects. I would have thought the relevant question 
would be what were the beliefs and knowledge prior to making 
decisions in relation to LD or DD rather than after. Recalling 
transplant preference prior to transplantation would also be subject 
to justification/confirmation bias.  
In relation to i) it is not clear how medical surgical and psychological 
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suitability will be derived from the questionnaire. Perhaps there are 
additional questions that are not apparent from the manuscript. Also 
I assume that such assessments will be patient reported. In which 
case they may also suffer from recall bias. This is an important area 
particularly as the pilot study suggests (albeit with small numbers) 
that the number of potential donors is similar between the two 
groups. The pilot implies that a relatively large proportion (35%) of 
the DDKT recipients ‘asked’ potential donors yet they received a 
DDKT. An important question here would be why the donors did not 
proceed. Did they say no? Were there medical issues etc. Also will 
the questionnaire include questioning as to why donors were not 
asked? Both these issues could represent important barriers.  
 
2. I would suggest that Figure 1 does not add to the pilot study and 
could be removed.  
 
3. The associations in Table 5 essentially show what is described in 
the introduction, namely that indexes of SED are associated with 
lower rates of LKD. This type of analysis seems unlikely to lead to 
identifying anything new that might assist in development of 
interventions to address the disparity.  
 
4. Could costs associated with LKD present a barrier and explain 
some of the disparity. Whilst I assume medical costs are covered, 
are there issues related to unrecompensed time away from work, 
travel costs, child minding costs etc. that may present barriers? If 
costs do not present barriers in the UK setting, then this should be 
explained as this is not the case for many settings.  
 
5. The final statement in the discussion is: This understanding will 
help us to design and appropriately tailor an intervention to reduce 
inequitable access to live-donor kidney transplantation.  
Interventions would presumably be designed to address barriers to 
donation, however based on the issues above, the study does not 
seem to be addressing barriers rather providing analysis of 
associations that may or may not be modifiable. This concern or lack 
of understanding on my part could be addressed by giving simple 
examples of the types of interventions that the authors consider may 
be informed by the study. 

 

REVIEWER Evangelos Mazaris 
Urology Department, Hinchingbroooke Hospital, Hinchingbrooke 
Park, Huntingdon PE29 6NT, Cambridgeshire, UK 

REVIEW RETURNED 24-Apr-2016 

 

GENERAL COMMENTS Well written. Pilot study. Expecting results of main study.  

 

VERSION 1 – AUTHOR RESPONSE 

Reviewer: 1  

 

Reviewer Name  

Martin Howell  

 

Institution and Country  

School of Public Health  
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University of Sydney  

Australia  

 

Please state any competing interests or state ‘None declared’:  

None  

 

Please leave your comments for the authors below  

 

Overall Comments.  

This is a well written pilot study that endeavours to address a topic of relevance and importance to 

equitable access to transplantation. The methodology is sound in that the authors have provided well 

documented justification for the design of the survey and the instruments used. Adequate detail has 

been provided to describe the validity of the instruments and relevance to the stated study objectives 

as well as the proposed analysis. Of note is the use of a MID in deriving a sample size – something 

that is commonly lacking in these types of studies.  

 

Author’s (PB) response – Thank you for your positive and encouraging comments, and for your 

detailed attention to the paper. We have attempted to address each of your comments below.  

 

Below I have listed some specific comments that the authors may wish to consider in finalising the 

study.  

 

1. The study objectives are to:  

“assess whether SED is associated with:  

i) the number of potential living kidney donors available to a transplant candidate, and their medical, 

surgical and psychological suitability,  

ii) the social support experienced by a transplant candidate,  

iii) a transplant candidate's beliefs and knowledge about living kidney donation and  

transplantation, and  

iv) an individual’s level of engagement in their healthcare.”  

 

These have arisen from the prior qualitative study. I have some concerns with item iii). The 

questionnaire is to be administered to LDKT and DDKT transplant recipients both of whom obviously 

have experienced transplantation and thus beliefs and knowledge will reflect this experience and be 

subject to a range of cognitive biases including justifying their decision, confirmation bias, recall bias, 

and endowment effects. I would have thought the relevant question would be what were the beliefs 

and knowledge prior to making decisions in relation to LD or DD rather than after. Recalling transplant 

preference prior to transplantation would also be subject to justification/confirmation bias.  

 

Author’s (PB) response – Thank you for this comment. You rightly highlight a limitation of this case-

control study is that it does not collect prospective longitudinal data regarding preferences, beliefs and 

knowledge, comparing those expressed prior to transplantation with those expressed after. However, 

there are many ways we hope to be able to unpick and explore the possible effects of cognitive 

biases in the full scale study.  

 

The questionnaire attempts to collect data on transplant preferences prior to and after transplantation. 

Question 8 is designed to assess preferences before transplantation: ‘When you were told you could 

have a transplant, what was your preferred type of transplant? [Options supplied]’. Question 9 is 

designed to assess preferences after transplantation: ‘What would be your preferred type of 

transplant now? [Options supplied]’.  

 

Looking at responses to these questions in the pilot study, 22 (58%) individuals reported having a 
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preference for a LDKT or DDKT prior to transplantation, with 16 (42%) reporting having no 

preference. Of the 22 individuals expressing a preference, 15 (68%) received the type of transplant 

they had stated was their preference. For 7 (32%) individuals, their reported pre-transplant preference 

was discordant with what they received.  

 

After transplantation, of those 22 individuals who reported having a preference for transplant type 

prior to transplantation, 17 (77%) reported that their preference was unchanged. Of the total 38 

participants (including those who reported no preference), 30 (79%) reported the same preference 

before and after transplantation, but 8 (21%) reported that this had changed.  

 

These findings suggest that participants were able to recall and report different preferences prior to 

and after transplantation. In addition, many participants reported preferring a different transplant prior 

to transplantation to the one they actually received, and the preference persisted after transplantation 

for some, and changed for others.  

 

Questions 6 and 7 ask participants how well informed they felt about transplant options prior to and 

after transplantation. In the pilot study, 20 (53%) individuals reported that this didn’t change after 

transplantation. 6 (16%) participants felt they were less informed following transplantation, and 12 

(32%) felt they were more informed following transplantation.  

 

Whilst recognising the problem of cognitive biases, a comparison of live-donor transplant knowledge 

between DDKT and LDKT recipients after transplantation may still be valuable: whilst any difference 

found may be attributable to experiences of transplantation, if no difference is found, this might 

suggest that it was not a lack of knowledge that stopped an individual receiving a LDKT. If no 

difference between LDKT and DDKT recipients is found, there would be less concern that a LDKT 

recipient’s experience of transplantation had increased their knowledge when compared to DDKT 

recipients. However, if a difference was found that suggested LDKT recipients’ knowledge was 

greater than DDKT recipients, it is possible that this would be due to a LDKT recipient’s knowledge of 

LDKT gained during transplantation, rather than before; in this case the interpretation of this finding 

would indeed be limited by the possible impact of the transplant experience on participant knowledge.  

 

One might expect the live-donor transplant knowledge of recipients to be related to the number of 

potential donors who underwent some form of assessment, which might be greater for DDKT than 

LDKT recipients. As we ask participants whether any potential donors had any part of donor 

evaluation at a hospital, we will be able to explore this in the full scale study.  

 

Regarding transplant beliefs, again, how concerned one might be about endowment effects depends 

on whether a difference between cases and controls is detected, and what that difference is. If there 

is no evidence of a difference in the beliefs of LDKTs and DDKTs this would suggest against 

endowment effects. If those who have received a DDKT express positive beliefs about LDKTs, then 

this might suggest other barriers stopped this being achieved. The pilot data suggested that DDKT 

and LDKT had similar beliefs regarding the ethics of live-donor kidney transplantation, with the 

majority of both DDKT and LDKT recipients agreeing that it was ethically acceptable to take a kidney 

from a healthy person, and the majority of both DDKT and LDKT recipients disagreeing with the 

statement that someone who needs a kidney transplant should wait for a kidney from someone who 

has died. There was also a suggestion that DDKT recipients were more likely to report not 

knowing/not having a belief rather than having a different/opposing belief to LDKT recipients.  

 

To acknowledge the important point you have raised, we have added a limitations section to the 

discussion that acknowledges the limitations of the study design:  

‘Limitations  
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Pilot studies are a key phase of study development and design, essential for evaluating any new 

research instrument, and for informing the design of a full-scale study. The study questionnaire 

development has been described in detail and the questionnaire evaluated in cognitive interviews. 

The findings of this pilot study will inform a sample size calculation for a full-scale study, by providing 

data on frequency of exposures, and variable distribution. However, this study has a couple of 

limitations. Firstly, the questionnaire was piloted in a transplant centre that serves a predominantly 

white British population, and all invited participants spoke English. Although the questionnaire will be 

translated if required in the full scale study, the response rate from individuals whose first language is 

not English may differ to that from in this study. A second limitation of this study is that the 

questionnaire is to be administered to LDKT and DDKT transplant recipients, both of whom have 

experienced transplantation and thus any detected differences in beliefs and knowledge may reflect 

this experience and be subject to a range of cognitive biases including justifying their decision, recall 

bias, and endowment effects. How important these biases might be for the interpretation of findings 

depends on whether a difference is detected in the full scale study.’  

 

 

In relation to i) it is not clear how medical surgical and psychological suitability will be derived from the 

questionnaire. Perhaps there are additional questions that are not apparent from the manuscript. Also 

I assume that such assessments will be patient reported. In which case they may also suffer from 

recall bias. This is an important area particularly as the pilot study suggests (albeit with small 

numbers) that the number of potential donors is similar between the two groups. The pilot implies that 

a relatively large proportion (35%) of the DDKT recipients ‘asked’ potential donors yet they received a 

DDKT. An important question here would be why the donors did not proceed. Did they say no? Were 

there medical issues etc. Also will the questionnaire include questioning as to why donors were not 

asked? Both these issues could represent important barriers.  

 

Author’s (PB) response – Thank you for this comment. We have edited objective i) to the following:  

 

‘i) the number of potential living kidney donors available to a transplant candidate, their suitability and 

the reasons any were considered unsuitable’  

 

The question in the questionnaire that collects information on this has seven parts. Initially individuals 

are requested to complete a table detailing their relatives. Of this list, individuals are then asked to 

state:  

• how many they have a close relationship with,  

• how many offered to donate a kidney,  

• how many the individual asked if they might donate a kidney,  

• how many the individual decided definitely could not donate a kidney, and  

• how many were assessed at a hospital for donation  

 

Finally, individuals are asked more about the people they considered unsuitable as donors, and asked 

to tick the reasons for this. Options are listed (Age – too old or too young to donate, Health – not 

healthy enough to donate, Weight – too over or underweight to donate, Location – they live too far 

away to be able to donate, Financial/Cost – the financial impact of donation would be too much, Job – 

not able to take the time off work to donate etc) and a free text box is also provided for additional 

information. The information collected is indeed regarding patient perceived and reported 

assessments, but, in the UK, as it is the transplant candidate who first considers friends and family for 

possible donation, it is this information we are interested in. We acknowledge that a patient perceiving 

a potential donor as being medically unsuitable for donation does not mean that that potential donor 

was indeed unsuitable, but the patient’s perception might create an earlier barrier to live-donor 

transplantation. If the full scale study suggests that certain people (e.g. the more deprived, or 

recipients of DDKTs) are indeed more likely to deem potential donors unsuitable then we agree that 
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the accuracy of these assessments should be explored further in other research.  

 

2. I would suggest that Figure 1 does not add to the pilot study and could be removed.  

 

Author’s (PB) response – As suggested, this figure has been removed.  

 

3. The associations in Table 5 essentially show what is described in the introduction, namely that 

indexes of SED are associated with lower rates of LKD. This type of analysis seems unlikely to lead to 

identifying anything new that might assist in development of interventions to address the disparity.  

 

Author’s (PB) response – We agree that this is demonstrating what is already known, but this analysis 

is useful as a comparison of different measures of SEP – both individual level and area level, as a 

common criticism of the IMD is that is doesn’t reflect individual level SEP. The table was also included 

as given the high non-response rate to the income question (42%) we considered removing this 

question, but this shows that there appears to be a strong relationship between income and LDKT 

outcome and so this contributed to our decision to keep that question in.  

 

4. Could costs associated with LKD present a barrier and explain some of the disparity. Whilst I 

assume medical costs are covered, are there issues related to unrecompensed time away from work, 

travel costs, child minding costs etc. that may present barriers? If costs do not present barriers in the 

UK setting, then this should be explained as this is not the case for many settings.  

 

Author’s (PB) response – Thank you for this comment. This information was lacking from the first draft 

and the following paragraph has now been added to the introduction:  

 

‘In the UK, there are no direct costs to an individual receiving a kidney transplant, and potential 

donors are entitled to reimbursement from NHS England, including for loss of earnings, travel costs, 

and additional child care costs (reference in main article).’  

 

However, it has been suggested that practice might be inconsistent, and that reimbursement of 

incurred expenses may not be adequate for individuals unable to afford the costs of donation ‘upfront’ 

that leave them ‘out of pocket’. Therefore, as detailed above, individuals are asked whether any 

potential donors were considered unsuitable as donors because of the following reasons: 

‘Financial/cost – the financial impact of donation would be too much, Job – not able to take the time 

off work to donate.’  

 

5. The final statement in the discussion is: This understanding will help us to design and appropriately 

tailor an intervention to reduce inequitable access to live-donor kidney transplantation.  

Interventions would presumably be designed to address barriers to donation, however based on the 

issues above, the study does not seem to be addressing barriers rather providing analysis of 

associations that may or may not be modifiable. This concern or lack of understanding on my part 

could be addressed by giving simple examples of the types of interventions that the authors consider 

may be informed by the study.  

 

Author’s (PB) response – Thank you for your comment. To try to provide examples of interventions 

we can postulate at this stage might be trialled in the future, we have added the following paragraph 

to the discussion:  

 

‘If the socioeconomic inequity in live-donor kidney transplantation is found to be associated with a lack 

of social support, not asking potential donors, low levels of patient activation, or a lack of knowledge 

then a number of possible interventions exist, that could be targeted at those most likely to benefit. 

These include the use of transplant candidate advocates (reference in main article) who are 
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individuals who advocate for a renal patient suitable for transplantation, discussing living donation 

with potential donors on the transplant candidate’s behalf. Transplant candidate advocates may mean 

that people who a transplant candidate had perceived as not offering social support and not being 

willing to donate do come forward to undergo evaluation. Patient empowerment interventions 

designed to increase patient activation include tailored coaching (reference in main article), 

counselling with information sheets (reference in main article), and support preparing questions for a 

consultation (reference in main article). The findings of the full scale study are essential to ensure the 

right intervention is developed and trialled, targeted at those most likely to benefit.’  

 

 

Reviewer: 2  

 

Reviewer Name  

Evangelos Mazaris  

 

Institution and Country  

Urology Department, Hinchingbroooke Hospital, Hinchingbrooke Park, Huntingdon PE29 6NT, 

Cambridgeshire, UK  

 

Please state any competing interests or state ‘None declared’:  

none declared  

 

Please leave your comments for the authors below  

Well written. Pilot study. Expecting results of main study.  

 

Author’s (PB) response – Thank you for your comments. We look forward to presenting the results of 

the main study. 

 

VERSION 2 – REVIEW 

REVIEWER Dr Martin Howell 
School of Public health  
University of Sydney  
Australia 

REVIEW RETURNED 04-May-2016 

 

GENERAL COMMENTS As stated previously this is a well written pilot study. The authors 
have addressed my previous comments and I look forward to the 
final study.  
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