
Health and Community Care Committee

1st Meeting, 2002

Wednesday 16 January 2002

The Committee will meet at 9.30 am in Committee Room 2, Committee
Chambers, George IV Bridge, Edinburgh

1. Items in private: The Committee will consider whether to take items 4 and 5 in
private.

2. Subordinate Legislation: The Committee will consider the following negative
instruments—

The National Health Service (Scotland) Superannuation Scheme and
Additional Voluntary Contributions) (Pension Sharing on Divorce) Amendment
Regulations 2001, (SSI 2001/465)

The Road Traffic (NHS Charges) Amendment (Scotland) Regulations 2001
(SSI 2001/466).

3. Community Care and Health (Scotland) Bill: The Committee will consider the
Bill at Stage 2 (Day 3).

4. Appointment of an Adviser: The Committee will consider the terms of reference
for an adviser on forthcoming mental health legislation.

5. Organ Donation for Transplantation: The Committee will consider a draft
report.

Jennifer Smart
Clerk to the Committee

Room 2.5
 email jennifer.smart@scottish.parliament.uk

***********************



The Following papers are attached for this meeting:

Agenda Item 4

Draft Paper on Adviser Specification HC/02/1/1

Agenda Item 5

Cover note by clerk HC/02/1/2
Reporter’s report by Dr Richard Simpson HC/02/1/3
Executive consultation letter on organ retention HC/02/1/4
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FINAL REPORT OF THE REVIEW GROUP ON RETENTION OF ORGANS AT POST-
MORTEM

The Minister for Health & Community Care announced today that she is publishing the final report
from the independent Review Group on the Retention of Organs at Post-Mortem on a consultative
basis.  The Minister wishes as wide a range of individuals and organisations as possible to have an
opportunity of commenting on the report’s recommendations, since these are wide-ranging and, in
many cases, radical.  Given the extremely sensitive nature of the subject, the Scottish Executive
wishes to be satisfied, in taking forward these recommendations, that they command broad support.

Comments on the generality of the report’s contents are therefore welcome.  There are, however, a
number of specific aspects of the report’s recommendations on which the Minister indicated that she
would welcome comments.  These are as follows.

Research Involving Organs and Tissue Retained under past practice

Since paragraph 121 of the final report was written, there have been further discussions with the
support groups, who have indicated that they would find the following arrangements acceptable:

• There should be no moratorium on existing research involving organs and tissue retained
under past post-mortem practice, including Fiscal post-mortems, and new research projects
can be initiated from 6 months into the 5-year period during which families are entitled to
reclaim such organs or tissues, subject to the following provisos:

• The research should be non-destructive, by which is meant research which is either
observational or requires only minute samples of tissue, and there should therefore be
something for the family to reclaim up to the end of the 5-year period;

• Since for some families even the removal of the smallest sample of tissue is objectionable,
the advertising campaign should encourage those who object even to this limited research to
make that objection known;

• The research should have been, or be, evaluated as being likely to make a significant
contribution to diagnosis or therapy;

• Existing research should be allowed to proceed provided it had been given ethical approval,
and new research is approved both by a Research Ethics Committee and by the Review
Group.

Agenda item 5
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As this is an extremely sensitive issue, the Executive wishes to allow an opportunity for as many
people as possible to comment, particularly those who are not members of one of the support groups
with whom the Review Group has been in discussion.  The Executive would also wish to consider
the weight which should be given to guidance issued on the subject by professional bodies with an
interest in research.

Standard Information Leaflet and Authorisation Forms

The Review Group has included a proposed standard information leaflet and authorisation forms as
Appendix 3 of its final report.  These are based, to a large extent, on as many existing models as the
Review Group had access to.  Since there will in future be only one leaflet and form, the Executive
believes it is essential that consultation on them should be as widespread and thorough as possible, so
that all those who have already given a great deal of thought to this subject can feel that their ideas
and expertise have been properly captured in the final product.

The forms contain a number of novel points, on which the Executive wishes to canvas views.

The existing legislation

Hospital post-mortem examinations are governed at present by the Human Tissue Act 1961.  Section
1(1) provides that if the deceased expressed a request in writing, or made a declaration in front of at
least 2 people during his or her last illness, that his or her body, or any part of it, should be used after
death for therapeutic purposes, or for purposes of medical education or research, the person lawfully
in charge of the body after death (usually regarded as the hospital authority) may, unless he has
reason to believe the request was subsequently withdrawn, authorise the removal from the body of
any part, or the specified part, for use in accordance with the request.

This provision is not reflected in any of the existing forms, but the Review Group is recommending
that those wishes should be respected, unless the deceased had changed his or her mind before death.
The Review Group was aware that giving effect to those wishes can be highly significant in relation,
for example, to research into conditions such as dementia, where numbers of people do in fact make
statements indicating that they wish their brain to be used as part of that research after their death.

As the adult form points out, the discretion rests with the person lawfully in charge of the body, who
will need to consider what factors to take into account in reaching a decision whether or not to fulfil
the deceased’s wishes.  The Executive would welcome comments on what factors should influence
that decision, and the relative weight to be given to them.

The design of the forms is intended to address the position of those relatives who are willing to
authorise a hospital post-mortem examination but who indicate that they do not wish to be told in
detail about the examination itself.  The Executive would appreciate comments on whether the form
as currently designed achieves that aim.  If not, it would welcome suggestions on what more needs to
be done to meet the needs of this group of relatives.

Adult and Paediatric forms

The Review Group has devised separate authorisation forms for adults and for children under the age
of 16, though it makes clear that the adult form should be used in the case of ‘mature minors’.  The
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paediatric form is being piloted in Lothian during the consultation period.  The Executive would
welcome comments on the fine-tuning of the respective forms given the different contexts in which
they will be used.

Retention of Organs and Tissues

This aspect of hospital post-mortem examinations is touched on only slightly in some existing forms,
yet has been the aspect of past practice which has caused most distress to relatives, particularly
parents.  The Review Group therefore felt it essential that there should be complete clarity in the
standard form about the authorisation of organs and tissues for medical research and education, as
well as the arrangements for the disposal of those organs and tissues.  These points are dealt with in
Sections 6 and 7 of the draft form, and the Executive would be particularly interested in comments
on whether these provide the desired degree of clarity.

Penalty Provisions

Paragraph 62 of the Review Group’s report recommends that the retention of organs and tissues in
the absence of appropriate authorisation, or failure to adhere to the terms of any authorisation given,
should be subject to a penalty imposed by law.  The Executive would welcome views on whether
these are the correct triggers for the penalty provisions.  It would also welcome views on how any
future legislation should determine to whom the sanction should apply, the level of sanction which
would be appropriate and indeed whether there should be different levels of sanction.

Research Ethics Committees

The Review Group’s recommendations on strengthening Research Ethics Committee arrangements
are grouped in paragraphs 39-42 of the Introduction to its final report.  The Executive would
welcome views on these.  In this context, it should be noted that the Minister for Health &
Community Care recently published a Research Governance Framework which seeks to place the
responsibility for the monitoring and proper conduct of research firmly with those employing the
researchers, rather than any third party.  It has also been suggested that in order to comply with the
European Directive on Clinical Trials it may be necessary to place the Research Ethics Committee
system on a statutory basis, which would address in part the recommendations of the Review Group.

The Executive would welcome responses on these issues in order to help it reach a view on the
recommendation that the Review Group, or equivalent, should remain in place until reform of the
law has been completed with a specific remit to provide ethical review of all research projects
involving human tissue removed from deceased persons.

Arrangements for Submitting Comments

We have tried to be as inclusive as possible of organisations and groups, but should you feel that
there are others who should be on the list, please contact David Cowan, at the address above
(telephone 0131 244 5208, fax 0131 244 2671, david.cowan@scotland.gsi.gov.uk) and he will
arrange for the circulation of additional copies.  Alternatively, the report can be viewed at
http://www.show.scot.nhs.uk/scotorgrev .
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We would be grateful if you could submit any comments to David Cowan by 31 March 2002.  These
comments will help us in developing our approach to ensure that the mistakes of past practice should
never happen again.

Yours sincerely,

W S SCOTT
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List of Organisations Being Consulted

Action for Sick Children
Action of Churches Together in Scotland
Africa Centre Scotland
Agency for Inter-faith Relations Churches Together in Britain
Asian Concern
Asian Welfare Association
Associated Presbyterian Churches of Scotland
Association for Children with Heart Disorders
Association Church of Scotland Churches
Association of Clinical Pathologists Baptist Union of Scotland
Bangladesh Welfare Council
British Medical Association Scottish Office
British Paediatric Pathology, Scottish Branch
Church of Scotland
Church of Scotland National Association for Welfare of Children in Hospital
Citizens Advice Scotland
Clinical Standards Board for Scotland
Commission for Racial Equality
Conference of Scotland Council of Christians and Jews
Crown Office (Edinburgh)
CRUSE Bereavement Care
Department of Forensic Medicine & Science, University of Glasgow
Department of General Practice, Edinburgh University
Department of Health, London
Department of Pathology, Western Infirmary, Glasgow
Ethics & Advisory Committee, Royal College of Paediatrics and Child Health
Evangelical Alliance Scotland Faculty of Advocates (Edinburgh)
The Free Church of Scotland
The Free Presbyterian Church of Scotland
General Medical Council
Guardian Angels
Health & Community Care Committee, Scottish Parliament
Hospital Chaplains Association
Human Organs Inquiry, Northern Ireland
Law Society of Scotland
Local Health Councils
Local Medical Research
Local Research Ethics Committees
Edinburgh & District Chinese Association
Medical & Dental Defence Union of Scotland
Medical Research Council
MRC Social & Public Sciences Unit, University of Glasgow
National Association of Funeral Directors
Neuropathology Deaprtment, University of Edinburgh
NHS Trusts’ Patients Councils
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NHS Trust Chief Executives
NHS Trust Medical Directors
Office of the Chief Rabbi
The Patients Association
Procurator Fiscals Society
Professor D Pounder, Ninewells Hospital and Medical School
Reformed Presbyterian Church of Scotland
Reform of Synagogues of Great Britain
Religious Society of Friends (Quakers)
Retained Organs Commission
Royal College of Anaesthetists
Royal College of General Practitioners
Royal College of Nursing, Scottish Branch
Royal College of Paediatrics & Child Health
Royal College of Pathologists Royal College of Pathologists (Scotland)
Royal College of Physicians & Surgeons of Glasgow
Royal College of Physicians of Edinburgh
Royal College of Surgeons of Edinburgh
Scottish Association of Health Councils
Scottish Committee, Royal College of Pathologists
Scottish Cot Death Trust
Scottish Council for Voluntary Organisations: Voluntary Sector Health Network
Scottish Deans Medical Curriculum Group
Scottish Episcopal Church
Scottish Ethnic Social & Cultural Organisation Council
Scottish Inter-Faith
Scottish Law Commission
Scottish Medico-legal Society
Scottish Neonatal Consultants’ Group
Scottish Organisation Relating to the Retention of Organs (SORRO)
Scottish Partnership Forum
Scottish Parents for a Public Inquiry into Organ Retention
Scottish Regional Council, Institute of Biomedical Sciences
Stillbirth and Neonatal Death Society (SANDS)
Strathclyde Police
UK Central Council for Nursing, Midwifery and Health Visiting
United Free Church of Scotland

Individual members of the public, family support groups and the health professions who requested a
copy.


