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Transplantation (Authorisation of Removal of Organs etc.) Scotland Bill 

Scottish Donation and Transplant Group 

As Chair of the Scottish Donation and Transplant Group (SDTG), I am 
providing a response, on behalf of the Group, to the recent Call for Evidence 
from the Health & Sport Committee, on the above Bill. 

The SDTG was first established in 2001 to provide a regular forum for 
representatives of the donation and transplant community in Scotland. Its 
thirty plus members provide expert advice and make recommendations to the 
Scottish Government on matters relating to organ and tissue donation and 
transplantation. The SDTG also had the task of overseeing the 
implementation in Scotland of the recommendations from the first report of the 
UK Organ Donation Taskforce, and, since then, has been overseeing 
implementation of the recommendations from the Scottish Government’s 
‘Donation and Transplantation Plan for Scotland 2013-2020’. 

The SDTG membership includes key experts and organisations closely 
involved in organ and tissue donation in Scotland (and indeed the wider UK), 
and also includes transplant recipients and donor family representatives. Full 
membership details are provided as Annex A to this letter. It is the very 
breadth and extensive knowledge base of the membership, however, that can 
make it difficult to gain a consensus view on a controversial topic.  

For that reason, the SDTG agreed at its last meeting to ask its members to 
respond anonymously to a survey of the questions posed by the Health and 
Sport Committee, with an option for individuals to provide additional 
comments if they so wished. The full survey results are provided at Annex B. I 
have not attempted to summarise or analyse the comments but instead offer 
them as reflecting the range of opinion on presumed consent with opt out. I 
am particularly impressed by the detail contained within some of the 
comments and commend these to the Committee. On the more 
straightforward ‘yes/no’ type questions, however, it can very easily be seen 
that whilst there is a fairly even split in views as to whether presumed consent 
with opt out is worth pursuing or not (ie 38% broadly in favour, 8% neutral and 
54% broadly against) the Group is much more obviously opposed (80%) to 
the introduction and implementation of the measures contained within this 
particular Bill.  

Given this range of views, I have separately encouraged each SDTG member 
to submit their own individual and / or organisational response to the Health 
and Sport Committee by the requested deadline date. It is critical that the 
Committee’s discussions and debates on such a significant step are informed 
by those experts working in this field who will be directly affected by the 
proposed changes. 

Professor John Forsythe 
Scottish Donation and Transplant Group  
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ANNEX A 

SCOTTISH DONATION & TRANSPLANT GROUP MEMBERSHIP 

Name Role / Organisation Representing 

Professor 
Nawwar Al-
Attar 

Consultant Cardiac and Transplant Surgeon 
and Director, Scottish National Advanced Heart 
Failure Service (SNAHFS), Golden Jubilee 
National Hospital 

Heart Transplant 
Unit (Golden Jubilee 
National Hospital) 

Mrs Lynne 
Ayton 

Head of Operations, Golden Jubilee National 
Hospital 

Heart Transplant 
Unit (Golden Jubilee 
National Hospital) 

Mr Gareth 
Brown 

Head of Health Protection, Scottish Government Scottish Government 

Mr John 
Brown 

Patient Representative Liver Transplant 
Recipient 

Mr Marc 
Clancy 

Consultant Renal Transplant Surgeon, Western 
Infirmary, Glasgow, NHS Greater Glasgow and 
Clyde 

Glasgow Transplant 
Unit 

Ms Katherine 
Collins 

Director of Nursing and Quality NHS National 
Services Scotland's 
National Services 
Division 

Mrs Ann Craig Donor Family Representative Donor Families 

Dr Pam 
Doherty 

Regional Clinical Lead for Organ Donation, 
Glasgow Victoria Infirmary, NHS Greater 
Glasgow and Clyde 

Clincial Lead for 
Organ Donation 

Ms Susan 
Donaldson 

Lead Nurse for Tissue Services, Scottish 
National Blood Transfusion Service (SNBTS) 

Tissue Services 

Professor 
John Forsythe 
(Chair) 

Consultant Transplant Surgeon, Royal Infirmary 
of Edinburgh and Lead Clinician for Organ 
Donation (Scotland), NHS Lothian 

Edinburgh 
Transplant Services 

Ms Clare 
Gorman 

Service Manager, Renal, Transplant & 
Dermatology, NHS Lothian 

Edinburgh 
Transplant Services 

Ms Gill Hollis Patient Representative Lung Transplant 
Recipient 

Dr Alastair 
Innes 

Consultant Respiratory Physician, Western 
General Hospital, Edinburgh NHS Lothian 

Lung Transplantation 

Ms Sally 
Johnson 

Director of Organ Donation – NHS Blood and 
Transplant (NHSBT) 

NHSBT 

Dr Ann-
Margaret Little 

Consultant Clinical Scientist, NHS Greater 
Glasgow and Clyde 

Histocompatibility 
and Immunogenetics  

Mrs Lesley Regional Manager, Scotland, NHS Blood and Specialist Nurses for 
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Logan Transplant (NHSBT) Organ Donation 

Mr Colin 
MacIver 

Consultant Oral - Maxillofacial Surgeon (OMFS), 
Southern General Hospital Glasgow, NHS 
Greater Glasgow and Clyde 

OMFS Surgery 

Dr Heather 
Maxwell 

Consultant Paediatric Nephrologist, Royal 
Hospital for Children, NHS Greater Glasgow 
and Clyde 

Paediatrics 

Professor 
James 
Neuberger 

Associate Medical Director, NHS Blood and 
Transplant (NHSBT) 

NHSBT 

Ms Pamela 
Niven 

Programme Manager – Organ Donation and 
Transplantation, Scottish Government 

Scottish Government 

Dr Neal 
Padmanabhan 

Consultant Nephrologist, NHS Greater Glasgow 
& Clyde 

Glasgow Kidney 
Transplant Unit 

Dr Brodie 
Paterson 

Consultant in Emergency Medicine, NHS 
Tayside 

College of 
Emergency Medicine 

Mr James 
Powell 

Clinical Director, Edinburgh Transplant Unit Edinburgh 
Transplant Services 

Mr Keith Rigg Consultant Transplant Surgeon, and Non-
Executive Director, NHS Blood and Transplant 
(NHSBT) 

NHSBT 

Dr Lesley 
Ross 

Patient Representative Live Donation 

Dr David 
Turner 

Consultant Clinical Scientist, Scottish National 
Blood Transfusion Service (SNBTS) 

Histocompatibility 
and Immunogenetics 

Dr David 
Walbaum 

Consultant Renal Physician, Aberdeen Royal 
Infirmary, NHS Grampian 

Referring 
Nephrologist 

Dr Charles 
Wallis 

Clinical Lead for Organ Donation and 
Consultant in Intensive Care Medicine, Western 
General Hospital, Edinburgh, NHS Lothian 

Scottish Intensive 
Care Society 

Mr Andrew 
Walls  

Organ Donation Committee Chair, Dumfries and 
Galloway 

Donation Committee 
Chairs 

Dr Mark 
Worsley 

Clinical Lead, Organ Donation, NHS Forth 
Valley 

Clinical Lead for 
Organ Donation 

Mr Anthony 
Warrens 

President, British Transplantation Society Human Tissue 
Authority 

Dr Sharon 
Zahra 

Clinical Lead, Tissue and Cells, Scottish 
National Blood Transfusion Service (SNBTS) 

Tissue Services 
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ANNEX B 
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Q2 Do you think the Bill (if enacted) would achieve its aim of 
increasing the number of organs and tissue available for 
transplantation in Scotland? 

 

 it would be a huge positive statement that organ donation is "the 
norm" in Scotland and empower coordinators in approaching patients 

 

 It will add to the number of organ/tissue donors by including that group 
of individuals who have not opted in. 

 

 No evidence that "opt-out" per se directly increases organ donor.  

 No clear evidence of such provided.  

 It is not clear if opting out legislation will increase the number of 
organs for transplantation in a UK culture. Scotland already have the 
highest proportion of the population in the ODR in the UK, and 
resources may be better targeted in improving the current 
infrastructure and ODR listing. There are strong feelings on both sides 
of the debate, and will be costly to implement. It would make more 
sense to await the results of the Welsh legislation to see if this does 
result in increased donation rates. 

 

 There is little evidence either way - a lot of prejudice. We will see the 
outcome of the Welsh legislation and it may be sensible to await the 
outcome first 

 

 I do not believe that presumed consent with opt out will significantly 
increase organ donor or transplant numbers. Even with presumed 
consent I do not think surgeons would (or should) remove organs 
against the wishes of the next of kin at the time of death (ie I do not 
think a "soft" opt out will make a significant difference. I do not think a 
"hard" opt out is appropriate or justifiable). 

 

 I support Opt Out, but believe the bill is poorly drafted and may make 
consent for organ donation more difficult to obtain 

 

 Not sure the mechanisms have been well thought through nor 
discussed with those who work in this area. 

 

 The proposals within the Bill have been poorly thought through and 
will be hard and costly to implement. 

 

 I suspect significant numbers of people would feel coerced and that 
this will create a negative feeling towards donation. As a soft opt-out, 
this may result in reduced numbers of organs 

 

 I am concerned that there may be a negative response to the Bill that 
could reduce donation rates. It will be interesting to see what happens 
in Wales. There are other factors that influence donation rates that will 
not be affected by this Bill. 
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Q2 Do you think the Bill (if enacted) would achieve its aim of 
increasing the number of organs and tissue available for 
transplantation in Scotland? 

 

 the risk of adverse publicity around transplantation as a whole may 
have negative consequences 

 

 I am a transplantee. I think that the Bill could result in relatives 
accusing Government of being heavy handed and this would cause 
confrontation with NHS organ coordinators just at the time when that 
is not needed. The proposals for proxies and authorised investigating 
persons would cause havoc. I believe that it is always better to use 
persuasion rather than the law in such a fundamentally and ethically 
important area. The present system does this. It is not perfect, but it 
works well, and is improving all the time. 

 

 There is a significant risk that the Bill complicates further an already 
complicated process and will extend the time to donation: this is a 
known factor in refusal to authorise and in withdrawal of authorisation. 
It may also lead to conflict between families, proxies and AIPs and 
damage trust in the UK's organ donation system 

 

 Not clear that the Bill will increase organs/tissue number such as to 
have a significant impact. Family involvement is required to ensure 
safety of organs/tissue - this Bill adds levels of complexity to an 
already complex process by introducing proxies and AIPs. 

 

 I think there is a real risk that the complexity of the bill, as it currently 
stands, may be detrimental to the whole donation process. I am not 
convinced that presumed consent leads to higher donation rates and 
adverse publicity that may result may actually reduce them. I would 
rather see the resources that this bill would require being used to 
invest into more SN-ODs and better ITU infrastructure, for example. It 
is remarkable how the recent increase in transplantation has been 
achieved without any major new investment in transplant 
infrastructure (i.e surgical, anaesthetic, nursing, beds), but I don't think 
that this will be sustainable in the long term and I think that we would 
make better use of precious public funds by so investing than in 
supporting this legislation 

 

 I think the Bill is overly complex and could actually result in a 
decrease in donor numbers. The Bill does not state how many 
additional donors it would achieve. With the exception of last year 
(when donor potential dropped in Scotland and across the UK) we 
have seen a year on year increase in donor numbers therefore efforts 
should be continued to improve the donation infrastructure across 
Scotland rather than be diverted to opt-out. The explanatory notes and 
other accompanying documents do not seem to understand the 
concept of authorisation in Scotland and how this differs from consent 
i.e. the approach of SNODs is different in Scotland. Concerned that 
this could result in adverse publicity in relation to organ donation 
which could detract from what has been achieved to date. People 
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Q2 Do you think the Bill (if enacted) would achieve its aim of 
increasing the number of organs and tissue available for 
transplantation in Scotland? 

 

quote the 95% of people support organ donation but this is not the 
same as supporting opt out 

 I have concern that the increased bureaucracy and administration 
could result in loss of donation potential. The anticipated cost of the 
Bill could result in reduced funding being available for transplantation 
in the wider sense. 

 

 It seems to actually complicate the process that we have now, and 
might even reduce donor numbers 

 

 Think impact could be neutral at best - increase in numbers donating 
through the change in default position might be off-set by additional 
complication of the pathway to donation and lengthen the duration of 
the donation process. Length of time and complexity of the existing 
donation process already leads to families withdrawing consent during 
the process; to add to the complexity would only hinder matters. 

 

 Proxies and AIP steps will encumber the process of donation  

 I think the proxy will still have the ultimate decision and medics will be 
wary to overrule their decision for fear of legal implications. 

 

 Organ donation is too complex an area for a Bill to provide the 
answers. We need a change in people's behaviours and attitudes so 
that organ donation becomes the normal, socially right thing to do. It is 
only through organ donation becoming normalised that we will 
increase the number of organs and tissues available for transplant. 

 

 

Q3 Do you support the proposal of appointing a proxy?  

 This increases options and would reduce fears that decisions will be 
made when an individual no longer has any control over them. 

 

 It will provide an individual who was clearly accepted by the donor, in 
life, as someone who is trusted and understands the donor's wishes. 
Distressing arguments amongst family members will hopefully be 
reduced. 

 

 I think this is going to be expensive to implement and won't be used 
much 
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Q3 Do you support the proposal of appointing a proxy?  

 It would be helpful to align Scottish legislation with the rest of the UK. 
However the title, number of proxies and the way they operate within 
this legislation are unhelpfully different and complicated. 

 

 It would be horrendously complicated in practice. How would you 
locate a proxy in the middle of the night who is on holiday in, say, the 
Far East, in time to remove the donor organs. I think that this part of 
the Bill is especially ill-advised and badly thought through. 

 

 Seems to introduce an unnecessary complication.  

 makes the system too complex  

 The search for a proxy will complicate and lengthen the consent 
process 

 

 Unclear what this will add. Under the Human Tissue Act 2004 the use 
of the nominated representative, which is similar, has not to my 
knowledge been used. 

 

 Based on my reading of the Bill I do not think it is clear who this could 
be or how the process would work in practice. I do not understand 
how the proxy and next of kin would be involved at the time of death 
and decide about donation. I would not support organ retrieval against 
the wishes of next of kin even if a potential donor has not opted out 
and their proxy believes they wish to be a donor. 

 

 From reading the Bill it is unclear what their purpose would be. 
Suspect it would slow down the donation process and could actually 
result in losing donors. Has the potential to cause conflict between the 
NOK and the proxy which again could lead to adverse publicity and 
loss of good will in the ICUs 

 

 Not clear what a proxy would add given that Scottish public can at 
present register a wish to donate or an objection to donation through 
the NHS ODR. Having proxies adds to the complexity. Further a proxy 
can only provide authorisation for transplantation; would still need to 
contact NOK to get authorisation for research/education so 
complicates the system. 

 

 The proposal for appointing a proxy is unclear - it doesn't specify who 
can be a proxy and whether they could over-ride the decision of family 
members. Also multiple proxies can be appointed - if they all need to 
be contacted beforehand, this could slow down the donation process. 
What happens if one of the proxies can't be contacted? 

 

 Potential for additional confusion  

 In principle I support the idea of having a proxy, but I don't know how 
this could realistically be managed, and therefore cannot support it by 

 



TRA009 

9 

Q3 Do you support the proposal of appointing a proxy?  

saying yes. 

 No persuaded it has any useful purpose, also unavailable proxies in 
emergency situations would encumber donation 

 

 The appointment of a proxy creates further obstacles to achieving 
positive results. 

 

 I do not see what it adds to the current situation where we consult 
close family, and it’s another step to an already lengthy process. The 
only thing it might do is avoid the situation where one relative who is 
against donation can effectively veto a family who are broadly for it. 

 

 Not in the manner described as there are many practical 
considerations that may impair the aim 

 

 In theory, it makes sense for an adult to appoint someone to make 
decisions after their death - ie a proxy. However, the practicalities and 
likelihood of this arrangement being in place for all adults in order for 
informed and legally binding decisions, is remote. 

 

 Current system provides for clear decision making surrounding 
decisions regarding organ donation 

 

 

Q4 Do you have any comments on the role of the 'authorised 
investigating persons' as provided for in the Bill? 

 

 It is unclear what the purpose of this role is, who will fulfil the role and 
how many will be required and how they will be managed. We do not 
believe the AIP role as currently described in the legislation is 
consistent with the role of the Specialist Nurses for Organ Donation 
and would present them with a conflict of interest. The role of the AIP 
is the area of greatest concern in the bill. 

 

 There is a real issue here. Who would do this? Would they be paid? 
How much? 

 

 The Bill is not clear about who this would be, how they would operate, 
how they would be regulated, how they would be trained or what legal 
responsibility they would have. 

 

 It is unclear what the purpose of the AIP is nor what it would add. Is 
this a new role? Is it to be undertaken by existing Health 
Professionals? How many are required. It is likely to add considerable 
cost which has not been taken into consideration in the financial 
memorandum. This carries heavy legal responsibility - not sure that 
any health professional is trained/equipped to deal with this which 
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suggests it would have to be a separate body of individuals 

 It is not clear whose role this should be.  

 Not clear which health professionals would be AIPs, what training they 
would need and what they would add over and above what the 
SNODs and TDCs currently already do - they would need to be 
available all day/night - will we be able to appoint enough AIPs to 
make this viable - further there is no details as to what a "reasonable 
time" would be to allow proxies to come back with a decision leaving it 
open to legal challenge if a proxy/NOK come back with evidence of an 
objection to donate after an AIP has taken the decision to proceed 
with donation leading to potential public outcry. 

 

 Might be difficult to define an individual in this role that is truly 
independent of the donation process. 

 

 No clear guidance on who these persons would be, how they would 
be appointed, how they would be "administered" 

 

 It sounds like this is a 'legal' role and is not clear who would do this - it 
is not in the SNOD's remit. Who would be making such decisions? 

 

 Invidious position with heavy legal responsibility - not persuaded that 
health professionals will volunteer for this. 

 

 Again, this represents the introduction of more legalistic bureaucracy 
into a situation where time is of the essence. I feel strongly that this 
provision would be completely unworkable in the hospital situation. 

 

 very complex, maybe costly and if donor coordinators do this, there is 
a conflict of interest 

 

 Not well defined and may come at a cost  

 Very difficult to implement. Costly to develop another register, this 
time of AIPs. 

 

 Requires further clarity including financial implication.  

 AIP would not enhance current process  

 This makes the authorisation process unnecessarily difficult. It should 
just be a matter of consulting the ODR 

 

 There is not enough detail to know what this will entail, but it seems 
an unnecessary role to deal with the issue in hand. 

 

 Not sure this is workable  
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 Seems complicated and can only add to bureaucracy and length of 
time of the donation process. Role is not well-defined and does not 
appear very attractive - even the name of the role 'authorised 
investigating persons' sounds unattractive and bureaucratic, which is 
important in a process where empathy and human contact is so 
important. 

 

 

Q5 Is there anything in the Bill you would change?  

 I would not pursue this Bill  

 I would delete the bill, but propose to invest more in transplantation  

 I have answered yes, in the sense that I advocate the withdrawal of 
the Bill. I have benefited greatly from my transplant, which has been 
very successful, and I can see how, if this Bill had been in force at the 
time, my transplant could well have been jeopardised. I support the 
intention of the Bill to help increase the number of transplants, but I 
believe that it would have the opposite effect 

 

 Not sure if appropriate for the Bill, but would want to know about what 
else could be done to improve the current system of opt-in. 

 

 defer until outcome of Welsh approach; simplify procedures  

 From an operational perspective it would be helpful if this Bill built on 
the experience in Wales. See comments above but in addition, the 
role of the family in relation to proxies and the AIP is unclear and may 
result in damaging conflict. At a more strategic level it is not entirely 
clear what problem the Bill is seeking to resolve and whether the 
money proposed to be spent implementing the new system might not 
be more effectively spent in other ways to increase the number of 
people willing to donate organs in Scotland. 

 

 This is not the time for opt out. Let’s wait and see what happens in 
Wales - a country which is much more comparable to Scotland rather 
than international comparisons with Spain/Croatia etc which have 
different cultures. Why risk derailing the work which has been 
undertaken over the last few years. The need for media and marketing 
campaigns is hugely understated in the Bill - a 2 year campaign is 
more likely to be required. Changes to the ODR in June of this year 
already allow people to record an "opt out" decision and to appoint 
representatives if they so wish. The Bill is an expensive distraction 
from the ongoing programme of improvement already in place in 
Scotland 

 

 Simplify the authorisation process  

 Simplify where possible - no proxies  
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Q5 Is there anything in the Bill you would change?  

 I would remove the AIP and place less prominence on the proxy which 
would likely be used infrequently 

 

 Remove proxies and AIPs. While I agree that we need to increase 
donor numbers I think the way to do this is to give clinicians a target of 
having considered donation at each and every death and giving them 
the resource to do this and by providing awareness and teaching to 
the public of the importance and reasons for transplantation and 
getting the public to start expecting the question about donation 
whenever a loved one dies so that this becomes seen as a normal 
part of end of life care. Presumed consent while at first glance should 
increase donations may well reduce the safety of the donated 
organs/tissues as we are completely dependent on the family to give 
us medical, social and behavioural history without which the safety of 
the donations is likely to fall. Further the Bill suggests that when it is 
unclear which came last of wish to donate, appointment of a proxy or 
registering an objection then the adult will be deemed to have done 
none which suggests that donation through law would be permitted - 
this means that the registered objection (which may well have been 
last) will be ignored. In the case of Adults with incapacity a welfare 
attorney cannot appoint a proxy or register an objection so that 
donation through law is presumably allowed in every case irrespective 
of the opinion of the people who knew the adult with incapacity best - 
this is likely to lead to public outcry The Bill seems to suggest a one 
off campaign of 6 months; further adults will be seen as being 
ordinarily resident in Scotland after 6 months (would include all 
students) - no detail is given as to how teenagers and all new 
immigrants would be informed in such a way that they understand the 
implications this has for them. 6 months seems a very short time. 

 

 Proxy and AIP. Needs more thought as to how it would work in 
practice 

 

 Provide specific details on the role of proxies and how this would 
work, clarify who the AIP would be, include details on ongoing 
awareness raising. Recognise that the new ODR already gives people 
the option to 'opt out'. 

 

 I would clarify that the role currently fulfilled by SNODs would be 
unchanged and incorporate this term into the bill 

 

 A move to an opt out and system of presumed consent would require 
a large, widespread and frequent public information programme. This 
would take much longer than six months and would need to be 
repeated frequently. I assume this would have a significant ongoing 
cost. I am not comfortable with a system where we "assume" a person 
does not object to the state taking ownership of their tissues & organs 
after death as we cannot be certain that the person has received and 
considered information about it. I prefer a system where someone can 
make a positive choice to be an organ donor by "opting in" (or their 
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Q5 Is there anything in the Bill you would change?  

next of kin can make that positive choice after death). The 
improvements to the UK Organ Donor Register will allow people to 
register either to be on the register, or not to be if they wish. In effect 
this will allow people to "opt in" or "opt out" - I believe we should 
support, promote and educate the public about that model 

 I'd increase the length of time for the awareness campaign. Too short 
an awareness campaign may cause people's attitudes towards 
donation to harden, if people don't think they're having sufficient time 
to learn about the changes and make an informed decision. 

 

 Needs to be practical, less costly to implement and better geared 
towards its role of increasing number of organs available for 
transplantation. 

 

 It is open to interpretation. The wording requires to be absolutely clear 
and written in such a way that can be clearly understood. 

 

 Requires more valid financial assessment.  

 

Scottish Donation and Transplant Group 


