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Summary of online survey for the lay transplant 
community  

 

 

 

Background 
 

NHS Blood and Transplant undertook a Review of its Clinical Advisory Groups to 

determine how they might work better and thus help it fulfil its statutory functions. As 

part of this Review, people who have experienced transplant services were invited to 

complete an online survey during July 2012. Respondents were patients at any stage of 

the transplant pathway, or members of their families, or their carers. This Appendix sets 

out the findings from the survey together with some comments on the responses. 

 

The survey comprised 8 questions, focused on the roles of the advisory groups, their 

form, how they might agree their work and how the lay community might best make its 

contribution to agreeing policy with NHS BT at a national level. At the end the survey 

requested information on those who completed it so that there is a record of the 

disposition of respondents: 

 

Questions and findings 
 

Each question is set out below together with the responses, with some discussion on 

each. 

 

Main findings 
 

The survey was filled in (though not always completely) by 297 people. There were 

respondents from all organ groups with the greatest number from the kidney transplant 

community. A few people had experience of services pertinent to more than one organ. 

The respondents were large enough in number, and with a sufficient spread of the 

disciplines and the gamut of solid organs, to be useful for this Review. 

Their clearest messages from these respondents were: 
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Question 1 
 

NHS Blood and Transplant works at a national level to set transplant policy and makes 

sure that all hospital units stick to the standards and practices which have been agreed. 

The policies are built up with advice from Clinical Advisory Groups which learn from 

careful analysis of statistics from all the units brought together. They also look at new 

techniques developed either locally or in other countries.  

 

There is a Clinical Advisory Group for each of the organs for which NHS Blood and 

Transplant provides services. The Clinical Advisory Groups comprise senior clinicians 

from the hospitals and units which look after patients within the transplant services. 

Specialists in biostatistics, senior managers, and some other experts (eg the Specialist 

Nurses in Organ Donation) attend Clinical Advisory Group meetings to work with the 

clinicians. They review the statistics and information on all technical aspects of 

transplantation and recommend taking up any suitable new findings into services. The 

intent is that patients get the benefit from the most up to date ways of working.    

 

Do you think that Clinical Advisory Groups should have patient, family or carer 

members? 

 

There was space for free comment on the final part of this question 

 

Responses 

 

291 people answered this question, 6 skipped it. 

 

Response No Percentage1 

   

Yes 229 79 

No 17 6 

Maybe 43 15 

Don’t know 4 1 

 

 

79% respondents favoured a presence on Clinical Advisory Groups (CAGs), though 15% 

were uncertain and 6% were against it. There were 88 comments2. These below give a 

(proportionate) flavour of them 

 

Yes. After all, it is patients who are to benefit from best practice and a patient view 

might inform clinical thinking, as this provides a fresh perspective 

 

Direct patient input - as opposed to an indirect interpretation from the professional 

perspective - must surely be valuable. I'm not sure the input of relatives is so valid 

 

I think it is extremely important for the CAG to have patient, family or carer members. 

This way they will hopefully learn the reality of their decision making. They are setting 

transplant policies for hospital units to stick to and can get caught up in too much 

'officialdom' and possibly red tape.  This way, they will see that patients are not just 

numbers and names on forms, but real people with real lives and what the actual reality 

                                                 
1
 Note that throughout this summary percentages do not always round to 100 because of rounding 

errors 
2
 Verbatim quotes are offered as given online but spelling errors have been corrected 
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of transplantation (whatever the organ) means to us.  The sooner this happens the 

better for everyone concerned 

 

Most working groups that have an impact on how a service is delivered should have 

some kind of patient representative or patient reference group clearly identified within its 

processes. This is all about putting patients at the heart of the process. 

 

In an area as specialised as this, I think we should rely on professionals to make 

decisions.  There's no room for well-meaning amateurs 

 

Discussion 

 

These responses solidly back the presence of patients on the CAGs. One or two 

respondents had experience of being members of these groups. They wished for a return 

to a patient presence, but with reservations. For example, one said that the patient voice 

would only be useful of the CAG changed the way it worked so as to use the patient 

voice better, “…extremely daunting: too large, poorly structured agenda, too much 

business with minimal opportunity for meaningful professional discussion, let alone 

public engagement in this!” This respondent went on to recommend establishing 

structures like those used by NICE and the RCP where a forum has been set up to listen 

to patient views on specific issues, and not with patients attending regular, lengthy and 

technical meetings typical of the CAGs. Other respondents highlighted the need for 

anyone from the lay community who was appointed to attend the CAGs to receive a 

structured induction and continuing support, “…I would need to know the background to 

the meeting. I would need to know I could ask questions to help me understand the 

work” and “Can a lay person really understand the clinical discussion on things I haven’t 

had training for? Would NHS BT have someone available to answer questions when I had 

the time to read the papers? Would I get papers in time to talk about them with other 

people I’m in contact with?” 

Respondents wrote at some length. Many of their comments were strong and direct in 

their language, whether supportive of CAG membership, expressing doubt, or definitely 

against. 
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Question 2 
 

 

The Clinical Advisory Groups sometimes look at questions where a non-clinical view is 

very helpful. For example, there has been a debate recently on the allocation of kidneys 

from donors following circulatory death. UK practice is that kidneys from donors after 

brain death are allocated nationally whereas kidneys from donors following circulatory 

death are allocated locally. There is a proposal to change to a system for kidneys taken 

after circulatory death so that one kidney will be retained locally and the other allocated 

nationally.   This is a question where the views of patients, families and carers have been 

sought and will be used to reach a decision.   

 

How should NHS Blood and Transplant get the views of patients, families and carers on 

policy questions?    

 

Please rank these approaches with 1 being your first choice.  

 

NHS Blood and Transplant cannot fund more than one approach 

 

Responses 

 

232 people answered this question, 65 skipped it. 

 

 

Response Number of responses 

  

Use independent online surveys like this one as 

and when a question comes up 

 

 

55 

Use the NHS Blood and Transplant website to 

inform patients, families and carers about the 

issue and get their feedback either through a 

survey or online discussion 

 

 

41 

Work with a formal, appointed panel of patients, 

families and carers where some new members 

would join each year and an equal number would 

stand down 

 

 

109 

Take space at the larger annual patient and family 

meetings each year and hold a group discussion 

session as part of the agenda from which 

participants can choose 

 

 

30 

 

This question sought to ascertain support for mechanisms other than having patients or 

their proxies on the CAGs.  

 

The most popular first choice was the establishment of a standing panel, and the use of 

lay meetings annually the least favoured. 
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2.1 Surveys 

 

Some respondents though that surveys would be useful and proponents had thoughts on 

how to maximise their utility. The mechanics and scale of surveys were topics which 

brought comments. 

 

Online surveys of any stripe give credence primarily to groups with organised mailing 

lists 

 

The use of independent surveys requires that strenuous efforts are made to circulate 

them to as wide a responsive public as possible with a strong statistical sample in every 

case - e.g. a minimum of 15,000 respondents. With modern internet technology this is 

perfectly possible. This ensures that the views of some who are not yet active patients or 

those waiting transplant are taken into consideration Also a significant part (say one 

fifth) of the sample should be directly collected from patients in clinics. 

 

2.2 Website 

 

There were many comments expressing concern about the NHS BT website. These 

chiefly rested on two anxieties 

 

1. Some people do not use the internet. Among those who do, some respondents 

explained that they had no knowledge or experience of the NHS BT website. 

There are people who do not have the skills to communicate in this way and 

would be disenfranchised. Some comments reminded the Review that not 

everyone uses the internet freely and with easy familiarity, perhaps because 

people are not computer literate, because of poor sight, or for other reasons. 

There was a clear concern that if the website were the prime means of collecting 

lay opinion that this would mean that a significant number of people whose views 

would be important to NHS BT would not be heard. 

 

However, some respondents pointed out that people who don’t use the internet 

may well have people around them who can help. Data collected online is quick 

and easy to collate which might speed up decision taking. There was a suggestion 

that any online dialogue should be drawn to the attention of the lay community 

through the websites the various groups and societies to which many people 

belong.  

 

2. Direct input is innately superior to any garnering of views using technology. There 

were comments stating that NHS BT would gain greatly from direct, face to face 

dialogue with the lay transplant community rather than using anything which 

interposed a layer between NHS BT and the views of patients, families and carers.  

 

Some direct quotes on the use of the website included  

  

Social media has to be incorporated and should not be ignored as it is used by people of 

all ages and from all walks of life 

 

Whatever option you choose will naturally exclude others as some people prefer face to 

face meeting and others are more comfortable with on line activity 
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2.3 Standing panel 

 

The standing panel was an idea which more than 100 respondents favoured. NHS BT 

would have the opportunity to bring any issues which would benefit from the views of 

the lay community to such a panel. The expectation would be that the panel would be 

briefed and have the chance to read any relevant documents and to ask questions to 

clarify and areas of doubt. The panel would then discuss the issues and agree what 

advice to give to NHS BT. The advice might be a consensus view or might highlight 

differences between panel members. NHS BT would listen to the opinions offered and 

would need to demonstrate that these had been taken into account, and to give the 

panel a timeline for decision and implementation of the issue at hand. 

 

In the responses to this question there were comments in support of this model but with 

caveats about its being properly supported, and with some people querying if regional 

panels should be appointed as well as a national panel. 

 

Something like the panel requires a physical presence which could prevent some 

individuals from participating for a variety of reasons, e.g. employment or mobility 

 

Having members joining and stepping down regularly maintaining a general knowledge 

base in the panels would be key. 

 

A formal panel might be the best option, if all participants had demonstrated substantial 

knowledge of medicine, statistics and medical ethics. However, in practice, such a 

system would likely to lead to internal politics and greatly reduced utility. 

 

2.4 Annual meetings 

 

The possibility of NHS BT attending the annual meetings of the larger and better 

supported groups and societies attracted fewest first choice checks. There were no 

comments in the free comment area on these (though at the lay workshop this idea was 

discussed and found little favour. See Appendix E). 

 

 

Discussion 

 

Each means of canvassing the views of the lay community had its charms and flaws. The 

standing panel was the most popular option. This survey has clarified some concerns 

expressed by the lay community for each of the proposed models. Respondent views 

were not homogenous and NHS BT will wish to use the information from this survey 

together with the information from the workshop, the intelligence gained from other 

organisations which engage their community in a range of ways, and internal debate to 

think through the best approach to garner the views of the lay community. 
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Question 3 
 

Currently the work of the Clinical Advisory Groups is set by the clinicians themselves, 

with some input from the expert biostatisticians, scientists, managers and other 

specialist staff working in the transplant field. Work programmes for some groups are set 

annually and some less frequently.   

 

Do you think that patient, family and carer views should directly influence the work 

programmes of the Clinical Advisory Groups?   

 

This question is not about how this would be achieved - there is a range of methods that 

could be used.   

 

Results 

 

238 people answered this question, 59 skipped it 

 

Response No Percentage 

   

Keep system as it is now 33 14% 

Directly include patient, family and carer views 173 73% 

Don’t know 25 10% 

Don’t mind 7 3% 

 

There was a clear majority of respondents who supported the inclusion of patient views 

on the work programme of the CAGs directly, while a smaller number (approx 27%) of 

those who expressed a view were either content to keep the system as it currently 

works, were uncertain, or did not mind.  

 

Typical points from the free comments were 

Include patient, family and carer views, but these should not be dominant 

I would expect that the clinicians are at the top of their respective fields and the things 

that they should be considering should be driven by them - they should know what they 

should be looking at 

Have input from patients and family etc, but final decisions with clinicians on work 

programmes and research 

Patients, family and carers are less able and less informed about medicine than 

clinicians. Allowing input from non-clinicians will just bias work towards politically well 

organised groups with large numbers of members (ie preferably common with a chronic 

condition preceding transplant). Clearly this is not optimal for outcomes. 

Discussion 

Responses to this question were mainly thoughtful and sought some influence on the 

work programme of the CAGs while recognising that the clinicians should be the final 

arbiters since their specialist knowledge and experience placed them in pole position to 

judge priorities.  
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Question 4 
 

NHS Blood and Transplant expects to make some changes to the ways it involves 

patients, families and carers as a result of this Review and (probably) some more 

detailed work which will follow.    

 

How will NHS Blood and Transplant know if it is doing better at taking the views of 

patients, families and carers on board? 

 

There was space for free comment on the final part of this question 

 

Results 

 

232 people answered this question, 65 skipped it 

 

Answer Options Response Percent Response Count 

When any new policy is drafted, or an 

existing policy is significantly changed, 

there should be a section for patients, 

families and carers setting out where the 

policy would change as a result of the 

views received 

62.1% 144 

Work programmes of Clinical Advisory 

Groups will include (say) annually one 

area of work determined by patients, 

families and carers 

21.6% 50 

All questions for patients, families, and 

carers would be accompanied by proper 

guidance on feasible responses; and a 

timetable for debate, decision taking, 

and (if agreed) implementation 

47.4% 110 

The NHS Blood and Transplant website 

would have information updated at 

agreed intervals (perhaps quarterly) 

about the progress of policy questions for 

which patient, family and carer views 

were sought 

56.5% 131 

Annually the NHS Blood and Transplant 

website would have a report setting out 

where patient, family and carer views 

had been requested and what had 

happened as a result 

64.2% 149 
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The area for free comment had several suggestions for using surveys to assess the views 

of the lay community. These included 

 

I would recommend that NHS Blood & Transplant provides communication to families 

through leaflets/surveys at clinic appointments which could be completed and returned 

 

I believe that some sort of anonymous survey filled out by every renal patient could be 

very informative, a lot of patients have opinions on different things 

 

A questionnaire which seeks to understand the public’s perception of organ donation and 

transplantation together with tools to measure acceptance of current and planned 

mechanisms of organ donation, procurement and transplantation can be created. This 

questionnaire can be an online survey similar to this. By repeated measures of the same 

questions on a regular basis the public’s perceptions can be assessed and thus the effect 

of NHS BT policy inferred. 

 

If each specialist nurse in organ donation were to target 25-50 random visitors to a 

hospital over a one week period a large response rate could be guaranteed. Alternatively 

a group such as MORI could be used to gather this data but a large cost would be 

associated with this 

 

Discussion 

 

The responses to this question suggest that there is a range of ways by which the lay 

community will judge any new ways by which NHS BT interacts and works to glean and 

use their views. The most popular responses indicated that people are keen to see where 

they have influence and where their opinions will be taken into account. The clear sense 

is that they would wish to know that their view has been acted upon, and have a clear 

steer on precisely where NHS BT can and do use their ideas on clinical issues at a 

national level. There was a frustration with being asked for views which were then 

ignored – this was seen as NHS BT acting in poor faith such that any lay involvement 

was done to tick a box and not because the organisation really wished to know and act 

upon the opinions they sought. 

 

The suggestion that the lay community might put forward topics for the CAG to include 

in the work programme was not popular. The key for the lay community appears to be 

that there is an opportunity for them to offer advice which will be followed. 

 

This survey offered ideas for where NHS BT might use surveys in a range of settings to 

assess the views of the transplant community. There may be further work needed before 

any of these can be tried. It will be important to pilot any selected ideas to make sure 

that they work as intended especially for those organs where the numbers of transplants 

is modest and where it is more difficult to gain a sense of the sentiments of the majority.  
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Question 5 
 

Do you have any examples showing where the views of patients, families and carers 

have had an influence on health policy nationally?  NHS Blood and Transplant wants to 

learn from other areas where the involvement of patients, families and carers is 

successful 

 

 

Results 

 

There were useful suggestions given by members of the lay community. These included: 

 

 work by the Royal College of Anaesthetists 

 

 work by the Royal College of Physicians 

 

 work by NICE  

 

 work by the National Specialised Commissioning Group, eg on haemophilia 

 

 work undertaken in Coventry on patient engagement using a local panel 

 

 work by Involve for the NHS 

 

 work by the Scottish Intercollegiate Guidelines Network, eg on Hepatitis C 

 

 the process followed when drafting HIS HIV guidelines and the QIS Sexual Health 

Standards 

 

 work by the Hepatitis C Trust 

 

 the specific work in 2011 of Rapid Process Improvement Workshop with North 

East Ambulance Services 

 

 

As NHS BT decides how to engage better with patients this treasury of places where 

examples can be found, and people can be enlisted to support the work, will be 

extremely helpful 
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Question 6 
 

It will be very useful for us to understand who has responded to the questions posed by 

this Review. Please mark the answer which most closely fits your involvement.  Check 

the button which best describes your situation 

 

Results 

 

197 people answered this question, 100 skipped it 

 

Answer options 

Response 

percentage 

Response 

number 

   

I gave my own personal views as a patient 

pre-transplant 
19.8% 39 

I gave my own personal views as a patient 

post-transplant 
35.0% 69 

I gave my own personal views as a family 

member of a patient awaiting a transplant 
5.1% 10 

I gave my own personal views as a family 

member after a transplant 
7.6% 15 

I gave my own personal views as a carer for 

someone awaiting a transplant 
2.0% 4 

I gave my own personal views as a carer for 

someone after a transplant 
2.0% 4 

I gave my own personal views but have no 

direct involvement with a transplant 
22.3% 44 

I gave the views of a group or society having 

discussed the questions with other members 
0.5% 1 

I gave the views of a group or society but 

was unable to discuss the questions with 

other members 

5.6% 11 

 

Discussion 

 

Just over half the respondents were pre- or post-transplant patients. Just under a 

quarter of those who filled in the survey checked that they had no direct involvement 

with transplant. Overall the spread of views appeared to confirm that this survey did 

reasonably reflect the thoughts of people in the lay transplant community. 
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Question 7 
 

The Review hopes to include the views of as many groups or societies as possible. If you 

have answered on behalf of a group or society, please name it below 

 
17 people answered this question, but 280 skipped it.  

 

Results 

 

These organisations were named 

 
Addenbrooke’s Liver Transplant Association 

BAKPA (Bristol Area Kidney Patients Association) 

Donor Family Network 

Friends of Moorfields Eye Hospital 

Hep C trust x 4 

Kidney Research UK 

National Kidney Federation x 3 

Patient Liaison Group, Royal College of Anaesthetists 

The Royal College of Surgeons of Edinburgh 

The socialpartnership 

SH&S KPA 

 

 

Those who responded to this question named the organisation to which they belonged. 

This information was set alongside Question 8 where the individual respondents who 

answered the survey were analysed. 
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Question 8 
 

If you have responded as an individual, please say below if you are a patient, family 

member, carer or have other involvement.  

 

Results 

 

156 people responded to this question, while 141 skipped it 

 

Answer Options Response Percent Response Count 

Patient before transplant 27.6% 43 

Patient after transplant 45.5% 71 

Donor 3.2% 5 

Family member 17.9% 28 

Carer 5.8% 9 

  156 

 

114 of those who responded were patients at some point along the transplant pathway, 

while 42 were donors, family members or carers.  

 

42 people opted for the “other, please specify” choice. Their descriptors ranged from 

referring doctor to NHS manager, friend, people involved with dialysis and many others. 

There were 8 clinicians, 23 patients, 5 family members, 4 friends of people who may 

need or have had transplants and 3 others, eg an NHS manager. 

 

 

 

 

 

 

 

 

 

 


