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carers on 9 July 2012 

 

 

Summary 
 

Background 

 

NHS Blood and Transplant is undertaking 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, on 9 July 2012 the Review Manager held a 

workshop for 18 people from patient/family/carers groups to discuss how best to 

canvass the views of the lay community for transplantation on a continuing basis 

at a national level. This workshop complemented an online survey exploring the 

same issues. 

 

Process 

 

The meeting initially split into two groups and set out some markers by which 

participants would know if NHS Blood and Transplant were canvassing their views 

satisfactorily. The meeting as a whole then debated the advantages and 

disadvantages of five possible models provided by NHS Blood and Transplant 

which might be used to garner the opinion of the lay community at a national 

level. The intent was to identify a single preferred option as the prime means for 

NHS Blood and Transplant to invest in for the future. 

 

The meeting set out some ground rules for any model for involvement which 

might be selected. These were chiefly focused on clarity and transparency of 

information and process, and on an assurance that the views of the lay 

community once sought should be demonstrably included in any decision on 

policy, or some cogent explanation given of why they were not. 

 

Outcome 

 

The meeting clearly agreed that three models merited further exploration. There 

was a well defined sense that an interactive website would complement the other 

options put forward  

 

1. The development of a dedicated and readily accessible part of the NHS Blood 

and Transplant website with functionality that would enable good, clear, easy 

to understand, current information on relevant issues to be placed on it, and 

for two way conversation on policy issues to take place 

 

2. The establishment of a properly led and supported standing panel of people 

drawn from the lay community to which NHS Blood and Transplant could turn 

for advice, much as NICE and the Royal College of Physicians have lay panels. 

The experience of those two bodies should inform any similar panel  

 

3. The appointment of at least two people to sit on Clinical Advisory Groups. 

Here again the meeting offered clear advice on several aspects of this model 

(see p 10 and 11) 

 

There was no ranking of preference between these three. 
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The meeting encouraged  NHS Blood and Transplant to consider how lay views 

could be heard at every level of the organisation.   

 

 

1 Introduction 
 

NHS Blood and Transplant has commissioned an independent Review of the 

current Clinical Advisory Group mechanism seeking advice on: 

 

 Whether the current structures are most appropriate to meet its need for 

clinical advice to enable it to carry out its statutory obligations 

 

 Whether the current structures meet the needs and expectations of 

stakeholders in the Transplant Units (clinicians, commissioners, providers, 

patients) 

 

 Alternative models or other changes by which NHS Blood and Transplant 

can engage with clinicians and receive advice to improve the transplant 

process in the UK 

 

 How NHS Blood and Transplant and Clinical Advisory Groups can work with 

appropriate professional organisations to ensure the practice of organ 

transplantation achieves the best possible standards 

 

The current remit of the Clinical Advisory Groups covers 

 

 Advice to the Directorate of Organ Donation and Transplantation, including 

policy advice and the assessment and mitigation of risk 

 

 Advice on the selection of patients for transplantation and the allocation 

and use of donated organs 

 

 The governance of the transplant pathway, with particular focus on 

outcomes, and supporting the management of  those units which do not 

meet agreed standards 

 

 Analysis and audit of performance of the transplant pathway to provide 

evidence for those areas where changes in practice should improve patient 

care, organ allocations policy, organs utilisation, and a range of outcome 

measures 

 

 Communications between the Organ Donation Taskforce and the field, 

including transplant units 

 

 Advice to other stakeholders such as the Department of Health and 

Commissioners. 

 

This Review expects to offer clear advice on the remit, ways of working, and 

development of the work programme of the Clinical Advisory Groups. Three 

senior clinicians - Dr John Black, Prof Sir Ian Gilmore and Dr Donal O’Donoghue - 

are leading the Review. The Review report is expected in September 2012. 

 

2 Work with patients, families and carers 
 

The Review has sought the views of patients, families and carers through two key 

strands of work: 
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 A workshop held on 9 July 2012 at the Queen Elizabeth Hospital, 

Birmingham 

 

 An online survey (which has asked the same questions) 

 

This note summarises the workshop held on 9 July 2012. This work is expected to 

inform further work commissioned by NHS Blood and Transplant on the 

involvement of patients, families and carers. 

 

3 Aim of workshop 
 

The workshop had a single aim: 

 

To discuss and if possible agree how best to canvass the views of the lay 

community (patients, families, carers) for transplantation. 

 

4 Details of workshop logistics 
 

The invitation to attend the workshops was issued through NHS Blood and 

Transplant to all third sector organisations for which they had contact details (82  

bodies). On the day, the 18 attenders were: 

 

 

 Name Organisation 

   

1 Catherine Arkley Children’s Liver Disease Foundation 

2 Victoria Armitage RNIB 

3 Nick Flint Kidney Patient Support Group (Birmingham) 

4 Mary Fortune Wilson’s Disease Support Group 

5 John Gibbs QE Birmingham Liver Patient Support Group 

6 Lynda Hayward PSC Support 

7 Mr Raj Johal PKD Charity/SIKH community 

8 Mr Sarbjit Johal PKD Charity/SIKH community 

9 Anne Klepacz Keratoconus Group 

10 Andrew Langford British Liver Trust 

11 Ewen Maclean National Kidney Federation 

12 Alan Mannering Haemochromatosis Society 

13 Susan McRae The Hepatitis C Trust 

14 Robert Mitchell-Thain PBC Foundation 

15 Elaine Nickolay OTAG Patient Support Group 

16 Elwyn Nicol 

 

Heart transplant patient, lately on SABTO 

committee (and support facilitator to this meeting) 

17 Martin Vaux Chairman of LISTEN at KCH 

18 Valerie Wheater Wilson’s Disease Support Group 

 

The meeting first considered two questions 

 

How will those in this meeting know that they are being properly heard?  

 

and  

 

Should NHS BT generally distinguish between pre- and post-transplant people in 

its work with patients, families and carers? 
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The meeting then heard of five possible models which NHS Blood and Transplant 

might use as its prime means of canvassing the opinion of the lay community. 

After some debate, one was amended, and the meeting then listed the 

advantages and disadvantages of each. 

 

Finally the meeting agreed which of the five models they considered least likely 

to meet their criteria for successfully listening to patients, families and carers. 

 

5 Findings on the first two questions 
 

This section sets out the main points made by the meeting attendees. 

 

5.1 How will those in this meeting know that they are being properly 

heard? 

 

The meeting agreed that good listening by NHS Blood and Transplant could be 

judged by a set of indicators which would show that the lay view was appreciated 

and respected. Example evidence would include1: 

 

 Minutes of Clinical Advisory Group meetings would be circulated in timely 

fashion to interested organisations and individuals, as well their being on 

the NHS BT website 

 

 Patient groups invited to attend meetings would be provided with papers 

in good time to circulate them to interested organisations and individuals, 

as well as their being placed on the NHS Blood and Transplant website, 

ensuring the lay community is well informed ahead of meetings 

 

 Any officials, clinicians or others who meet with lay organisations would be 

well briefed and informed about the issues under discussion and have an 

understanding of the organisation they are meeting. They would declare 

any preferences or support for particular viewpoints as the outset: the lay 

community understand that some people are seeking to propound a 

specific proposal and seek honesty here rather than neutrality 

 

 Plain English would be used for documents on which patient views are 

sought. Further, any graphs or figures would be clearly explained in simple 

terms 

 

 NHS Blood and Transplant would use different means at different times as 

appropriate to elicit views  

 

 The topics on which views are sought would sometimes be chosen by the 

lay community. These would be taken seriously by NHS Blood and 

Transplant and given due attention 

 

 The inclusion of time to canvass the lay view would be built into work 

programmes to allow patients, families and carers to have early input into 

proposals where their view is sought. To properly receive, understand and 

debate any policy issues may commonly take 6 months (as it might for 

clinicians) 

 

                                                 
1
 These points were not ranked or rated in the meeting to prioritise which were most 

important. 
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 An ability to demonstrate the extent of lay involvement: any canvassing of 

views must show that real efforts have been made to garner everyone’s 

views, even those who are traditionally hard to reach 

 

 An ability to demonstrate that, whenever possible, once NHS Blood and 

Transplant has decided to seek the view of the lay community that it count 

as the equal of the clinicians view. Where the lay view is then not taken 

into policy NHS Blood and Transplant must give a timely and cogent 

explanation  

 

 An ability to demonstrate that patients, carers, and families are engaged 

with NHS Blood and Transplant at all levels, such that there is lay 

engagement on the governance of the organisation and at all decision 

taking fora (here NICE was named as a good model of an organisation 

which does achieve this) 

 

 An ability to describe the structures and governance of NHS Blood and 

Transplant openly and fully, ie transparently 

 

 Readily accessible means of feeding the lay view into policy discussions on 

any policy, pathway, or process under consideration 

 

 The involvement of patient groups in training days for clinicians and other 

staff involved in the care of people at all points along the transplant 

pathway 

 

5.2 Should NHS Blood and Transplant generally distinguish between 

pre- and post-transplant people in its work with patients, families and 

carers? 

 

The meeting agreed that all involvement with NHS Blood and Transplant should 

be inclusive. People would decide if the issues at hand are relevant to them and 

come forward or not as they choose. The advice of this workshop was that NHS 

Blood and Transplant engage with people along the pathway as fully as they are 

able and do not distinguish between people pre- and post-transplant. 

 

6 Findings on the five alternative models to hear the voices of 
the lay community 
 

The meeting heard that NHS Blood and Transplant sought to agree with the lay 

community a single preferred model for engagement. The promise was that this 

model would receive some investment from NHS Blood and Transplant and that 

for those occasions when engagement was undertaken, the views of the lay 

community would demonstrably be taken on board (or a lucid explanation given if 

not). This would mean that NHS Blood and Transplant would need to choose and 

carefully frame appropriate questions. 

 

For all the models there were some key features in common which the lay 

community sought: 

 

 There should be alerts to these so that the lay community doesn’t miss the 

chance to respond to any particular question 

 

 There should be adequate time for people to receive information, seek 

clarifications as needed, understand and discuss within their groups, and 

respond. This would often take 6 months if done properly 
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 There should be a clear link between the question and the policy change 

sought 

 

 There would need to be a clear understanding that the lay view will be 

visible in the policy decision made 

 

 There would be help clearly available so that the lay community could ask 

for clarifications on the questions asked before they respond 

 

 There needs to be transparency of follow up to any question. The lay 

community would wish to know when and where the issue would be 

decided upon, and when it would likely be implemented.  

 

The proposed models were:  

 

1. Website-based engagement 

 

2. Ad hoc bespoke work 

 

3. Standing panel 

 

4. Use existing meetings of the lay community 

 

5. Appoint patients to each Clinical Advisory Group 

 

6.1 Website based engagement 

 

This model would see NHS Blood and Transplant invest in its website so that it 

becomes a good conduit for information to pass between the NHS Blood and 

Transplant staff and the lay community. This investment would include 

 

 creating an area where good information is available on all relevant issues 

 

 creating discussion fora  where topics could be aired 

 

 (maybe) uploading material drawn together by parents, families, carers 

and their societies and organisations 

 

 (maybe) placing surveys or key questions on which NHS Blood and 

Transplant seeks lay input 

 

 The ability to upgrade and evolve the website as the need arises 

 

It might be important to create a (non-pay) members only area of the website so 

that there is some status to the responses, since NHS Blood and Transplant will 

know the provenance of those who respond and can weed out mischief makers 

from true lay responders. 

 

Meeting views – general 

 

The meeting wondered if only NHS Blood and Transplant would choose the 

questions or if the lay community could raise questions too.  

 

Meeting views – positive advantages 

 

 Communication would be two way, with NHS Blood and Transplant 

responding to queries on the website so all could see everyone’s thoughts 
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 This could suit people in poor health who can voice their views when they 

feel at their best and without needing to travel 

 

 Over time NHS Blood and Transplant might build a community of 

interested people. Once there is a critical mass of interest this might be 

attractive for others to join in 

 

Meeting views – negatives 

 

 NHS Blood and Transplant would never sit down with the lay community 

and form relationships of trust over time 

 

 Experience of those who had tried to canvass views on specific issues 

through their websites was of very poor response rates 

 

 It may be that policymakers would find it easy to ignore website views. 

This was the experience of several people who attended this meeting 

 

 Websites might not be attractive routes for either very elderly people 

unfamiliar with electronic media or those with sight loss 

 

 Online work sometimes attracts a “lunatic fringe” and might even move 

people to stir up a minority element who could post send numerous 

messages and distort the responses to the questions asked.  

 

 The engagement might feel like a box ticking exercise such that people 

feel used for a purpose rather than truly involved in the process 

 

6.2 Ad hoc bespoke work 

 

For this model, NHS Blood and Transplant would commission an independent 

organisation to undertake bespoke work tailored to each topic under discussion. 

The work might include focus groups, surveys, interviews with key people and 

attending meetings already planned (such as those of patient groups or societies) 

to canvass people’s views. 

 

These pieces of work would be discrete and there would be no continuing 

engagement with the lay community. Rather the focus would be on making sure 

that when lay opinion was really wanted that it would be canvassed as broadly 

and completely as possible, eg there are organisations which work to get the 

views of traditionally hard to reach communities and this would be a part of the 

specification agreed for such ad hoc work. Specification of these pieces of work 

would need to be carefully done to yield optimum results: it would be very 

important to understand how a well-informed debate would be achieved. 

 

Meeting views – general 

 

The meeting believed that it was key to know who could pose questions. Would it 

be NHS Blood and Transplant or could the lay community pose questions which 

NHS Blood and transplant would fund to fruition? 

 

Meeting views – positive advantages 

 

 This approach would work well for the big policy questions  
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 This method might be good at getting to hard to reach communities. The 

meeting acknowledged that organisations exist which specialise in this 

work  

 

Meeting views – downsides 

 

 There would be no continuing dialogue with the lay community, so no 

building relationships and trust 

 

 It would be difficult for evolving debate as issues change and move, and it 

might well be rare for follow up to determine whether the patients, 

families and carers would wish further changes to the policy under 

discussion 

 

 The meeting wondered if it might be too easy for NHS Blood and 

Transplant to set aside the outcomes of these pieces of work since they 

would be task-and-finish in their method with therefore no on-going voice 

championing the implementation of their results 

 

 The use of an external agency, while being neutral, would interpose 

another layer between the lay community and the NHS Blood and 

Transplant, adding distance to any work between them. There was also a 

perceived danger of questions being framed so as to elicit responses 

desired by NHS Blood and Transplant 

 

 This approach might be a blunt instrument and miss important information 

and nuances 

 

 This approach was specifically aimed at national engagement. It would not 

address the wish for lay involvement at all levels. 

 

 

 

6.3 Standing Panel 

 

This model would see the establishment of a standing panel to which NHS Blood 

and Transplant would turn on relevant policy decisions, much as NICE or the 

Royal College of Physicians turns to their lay panels. Both of these organisations 

have successful by used this model, and NHS Blood and Transplant could learn 

from their experience, much of which is published and easily available.  

 

The panel would comprise an agreed number of individuals drawn to reflect as far 

as possible the transplant community. They would receive a proper induction and 

be funded to attend meetings and work with NHS Blood and Transplant for an 

agreed term. If the agreed term were (say) three years then each year one third 

of the members would finish their work, and be replaced by a new tranche of 

members so that the panel was always a mix of experience and freshness. There 

would need to be close support offered  to make sure each member was able to 

fulfil the needs of the panel. The chairing of the panel would be key, and there 

would need to be strong consensus on the appointment of that individual, who 

could be drawn from lay or professional background. 

 

Meeting views – general 

 

 This was viewed as a costly approach and there was concern that there 

might be insufficient funds to maintain the panel to the highest standard. 

The time commitment of the selected panel members would be significant, 
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and the costs of their training, travel and subsistence (as well as their 

forma panel days) would need to be fully met 

 

 There were concerns expressed as to how a panel would be formed with a 

make-up acceptable to all lay groups and individuals. It would be 

important to agree a size and make up of panel to reflect the lay 

community beyond the groups and societies with the largest membership  

 

 Meeting members wondered how the issues to be considered by the panel 

would be selected: they believed that the lay community should have as 

much say as NHS Blood and Transplant 

 

 Meeting participants thought that this approach would work well if the 

website investment were made so that the two would complement one 

another 

 

Meeting views – positive advantages 

 

 The panel was seen as a good vehicle for debate on substantial policy 

issues 

 

 The notion of the turnover of panel members was seen as useful to keep 

currency and experience in balance 

 

Meeting views – downsides 

 

 There was concern that the panel might be seen as too expensive to be 

used for smaller issues, which might go unresolved  

 

 This approach was viewed as poor in reaching hard to reach people and 

communities 

 

 This approach might deny patients and patient bodies the opportunity for 

dialogue on issues at other levels which may be just as valid in terms of 

importance to the patient.  

 

6.4 Use existing meetings of the lay community 

 

NHS Blood and Transplant would take space on the agenda of the largest of the 

meetings organised by patients, families and carers groups and societies.  These 

are often annual meetings to which the lay community go in sufficiently large 

numbers to allow NHS Blood and Transplant to attend and run sessions on those 

issues where they could canvass the views of those present. These meetings are 

organised in locations convenient to the constituent community and have 

commonly agreed agendas that are attractive enough to encourage good 

numbers to attend. Some are known have up to 400 people and thus provide an 

opportunity for NHS Blood and Transplant to directly obtain the views of a greater 

number of people than other methods used to date. 

 

Meeting views – general 

 

 It might not be clear how to choose which meetings to attend. There was 

concern about how the selection would be made. 

 

 This approach would force some meetings to always include the proposed 

session on their agenda. The organisers might not always wish to do this, 
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but if they did not then a key opportunity for both NHS Blood and 

Transplant and for that community would be lost for at least 12 months 

 

Meeting views – positive advantages 

 

 NHS Blood and Transplant would meet many more of the lay community 

face to face than the other proposed models 

 

 The hoped for large numbers of attendees would allow a greater range of 

opinions than other methods to be heard directly and debated directly 

 

 People queried whether NHS Blood and Transplant would pay for them to 

both travel to and subscribe to these meetings, which could be a 

significant expense some people could not otherwise meet. 

 

Meeting views – downsides 

 

 Not all groups have sizeable annual meetings. How would views on their 

issues be garnered from the lay community? 

 

 There might be too many meetings for NHS Blood and Transplant to cover, 

especially bearing in mind that they commonly take place at weekends 

when clinicians are not always available 

 

 The meetings might not fall helpfully across the calendar making it slow 

and patchy to canvass opinion. Some issues might miss the meeting 

calendar completely even if the proposal was debated for 6 months before 

a decision needed to be made 

 

 The cycle of these meetings would mean that feedback on the proposals 

discussed might be very out of date by the time of the meeting 12 months 

later when follow up information could be given 

 

 Some important constituents might never have a meeting focused on their 

concerns. For example, at which annual meeting would the challenges 

facing children journeying along the transplant pathway be aired? 

 

 Some people too unwell to attend would have no other way of expressing 

their views. Many of the conditions for which transplants are the solution 

run an unpredictable course and it would be hard for any individual to 

know ahead of time if they could attend on any specific day. Further, for 

kidney patients there are known problems for them in finding local dialysis 

space for these annual gatherings. If these meetings were key fora for the 

lay community and NHS Blood and Transplant there would be even greater 

pressure to try and attend 

 

 Changes and leave of NHS Blood and Transplant staff would mean that 

there might be little continuity in the engagement with the lay community 

 

6.5 Appoint two patients to each Clinical Advisory Group 

 

The final model would see NHS Blood and Transplant appointing two patients to 

each Clinical Advisory Group. The meeting set some clear conditions for this 

model. These were that 

 

 the appointees have a clear job description with terms of reference setting 

out their roles on the Group 
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 the appointees would have a formal induction 

 

 there would be some support to allow them to act as a conduit both to 

draw ideas and thoughts from their constituency and to disseminate the 

meeting material out again to the field 

 

 they would be invited to regular meetings of all the patient appointees 

with the Associate Medical Director in the same way he currently meets 

with the Chairs of the Clinical Advisory Groups 

 

 it was acknowledged that the Clinical Advisory Groups might at first be 

daunting and the meeting suggested that the clinicians have some training 

in how to work with lay people if this model is chosen. The meeting 

believed that as the patients attended and the clinicians became 

acquainted with them that trust would develop between all sides 

 

 it would be important to choose people whose style and fluency of 

expression makes them worth having on the group, which might exclude 

many who wish to contribute to the meetings 

 

The means of selection was briefly discussed. It may be that the organ specific 

societies and groups might nominate from among their number rather than NHS 

Blood and Transplant running an appointments process. 

 

Meeting views – general 

 

 This model was seen as the most transparent 

 

 The appointees would need a mechanism for canvassing views from field 

and taking outcomes of Clinical Advisory Groups back 

 

 The Chairs of the Clinical Advisory Groups would be key in the success of 

this model, and would need to be positive about its use. The meeting knew 

that some were not keen to go this route (because there had been 

patients on the Groups and this had been stopped) 

 

 Clinicians would need to be content to brief the lay appointees from time 

to time which might slow meetings down which already have long and 

heavy agendas 

 

 There is a working model in development in the liver transplantation 

community which might yield useful  learning which can be shared 

 

The meeting highlighted that appointees would not be patient representatives, 

they would be people bringing the patient voice 

 

Meeting views – positive advantages 

 

 Patients would have direct access to clinical discussions, something which 

they would greatly value 

 

 With two appointees it would happen rarely that there would be no lay 

input to the meetings 

  

Meeting views – downsides 
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 The two people would in the end represent only their own experience. 

They might from time to time have a particular stance on an issue where 

they might press a point with which few lay people agreed and this could 

not easily be known about or stopped 

 

 The Clinical Advisory Groups might discuss sensitive topics outside the 

room 

 

 The appointees might be subject to petty politics and find it tough to make 

a proper contribution 

 

 Important minority voices might never be appointed to one of the two lay 

spaces. For example, would the issues of children ever be heard if no 

appointee hailed from a children-focused group? There is no organ group 

for which children number the majority of transplants, but more than one 

where they form a significant minority 

 

7 Preferred model 

 

The debate over the advantages and disadvantages of the five proposed possible 

models ended with a vote on which models those in the room believed had so few 

advantages, and so many disadvantages, that they should be discarded. There 

was a very clear steer with no support for model 2 (bespoke ad hoc work) or 

model 4 (taking space at large lay-led annual meetings). The other three models 

all had support for further development work to be undertaken. 

 

Many people at the meeting were clear that no single approach would suffice. Any 

further work would benefit from assessing the possibility of a multi-stranded 

approach to lay involvement. Those present emphasised the importance of 

listening to lay views at all levels and not only for issues at a national level. 

 

8 Conclusion 

 

The single workshop held to inform this Review was useful in setting out some 

pointers to models for involving patients, families and carers. There is an appetite 

to work with NHS Blood and Transplant. The lay community wishes to be present 

as further work is undertaken so that they can contribute and shape any 

proposals. 
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