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Health and Community Care Committee

10th Meeting, 2003

Tuesday 25 February 2003

The Committee will meet at 2.00 pm in Committee Room 1, Committee
Chambers, George IV Bridge, Edinburgh.

1. Item in private: The Committee will consider whether to take item 6 in private.

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

the Animal By-Products (Identification) Amendment (Scotland) Regulations
2003, (SSI 2003/53)

the Community Care and Health (Scotland) Act 2002 (Transitional Provisions)
Order 2003, (SSI 2003/63)

the National Health Service (General Medical Services Supplementary Lists)
(Scotland) Regulations 2003, (SSI 2003/64)

3. OFT Report on Retail Pharmacies: The Committee will take evidence from—

Frank McAveety MSP, Deputy Minister for Health and Community Care

4. Petitions: The Committee will consider a progress report on petitions

5. Hepatitis C: The Committee will consider correspondence from Philip Dolan,
Scottish Haemophilia Groups Forum.

6. Hepatitis C: The Committee will consider a paper from the Clerk.

Jennifer Smart
Clerk to the Committee

Room 2.5
email jennifer.smart@scottish.parliament.uk
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The Following papers are attached for this meeting:

Agenda item 2

The Subordinate Legislation Committee report on these
instruments can be found at:

http://www.scottish.parliament.uk/official_report/cttee/subord-
03/sur03-18-01.htm

Agenda item 3

OFT Report paper from the clerk

For the full OFT Report of Retail Pharmacies, please go to:

http://www.oft.gov.uk/NR/rdonlyres/e7rktzjbulbqdiw3pv6as6wesy
wxmtlzhtdusisl2l7sgj5tiy6q2xu7eytdcawzhqsc3itrqx4rgg7mgzv77f
5xoef/oft609.pdf

Agenda item 4

Petitions Report

Agenda Item 5

Correspondence from Philip Dolan, Haemophilia Society

Agenda item 6

Papers from the Clerk (PRIVATE)

HC/03/10/1

HC/03/10/2

HC/03/10/3

HC/03/10/4

HC/03/10/5

http://www.oft.gov.uk/NR/rdonlyres/e7rktzjbulbqdiw3pv6as6wesywxmtlzhtdusisl2l7sgj5tiy6q2xu7eytdcawzhqsc3itrqx4rgg7mgzv77f5xoef/oft609.pdf
http://www.scottish.parliament.uk/official_report/cttee/subord-03/sur03-18-01.htm
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SCOTTISH PARLIAMENT

WRITTEN ANSWER

17 January 2003

Index Heading: Health Department

Mr Alasdair Morrison (Western Isles) (Lab): To ask the
Scottish Executive  when it expects to receive the Office of Fair
Trading report into the arrangements by which community
pharmacists may dispense NHS prescriptions and how it intends to
respond to the report.

(S1W-33254)

Malcolm Chisholm:

The Executive received a copy of the OFT report today, as did
Ministers in the other three UK Health Departments.

We shall consider the recommendations in the report very
carefully.  The recommendations could have potentially significant
implications for both community pharmacists and patients alike.
We are therefore arranging meetings to give key stakeholders the
opportunity to give their views and reaction to the report’s
recommendations.  Additionally, stakeholders who wish to do so
may submit written comments to the Executive.

SCOTTISH EXECUTIVE
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Media and Communications Group

News Release

St Andrew’s House
Regent Road
Edinburgh EH1 3DG

Telephone: 0131-244 1111
17 January 2003

Executive responds to OFT report on retail pharmacies

A Office of Fair Trading report on the UK market for retail
pharmacies - and whether consumers are best served by current
entry controls for NHS prescribing  - will now be subject to
extensive consultation in Scotland.

Copies of the report have gone to ministers in all four UK
health departments.

Deputy Health Minister Frank McAveety said today:

"Community pharmacies are  a very important part of primary
care services in Scotland, particularly in our inner city and
rural communities where they play a key role in the network of
local services.

"The recommendations in this report have potentially
significant implications, not only for community pharmacists
but, importantly, for patients as well.

"We shall, therefore, consider the report and its
recommendations very carefully. In doing this, we will listen
to the views of all key stakeholders before responding. We will
be arranging meetings with the appropriate bodies and
welcome any written submissions from interested parties.

"We greatly value community pharmacies and we are
committed to working in partnership with them in as part of
primary care policy."

Notes to editors:

1. Consumer interest issues are a reserved matter for the UK
Government. Health is a devolved issue and it will be for
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Scottish Ministers to decide what action, if any, should be
taken regarding the statutory arrangements for controlling
entry to NHS Pharmaceutical Lists which were introduced
in 1987.

2. Any intention to change those arrangements would be
subject to full public consultation under the normal Scottish
Executive process.

3. Regulations made under the NHS (Scotland) Act 1978
provide that a pharmacy shall be granted the right to
dispense NHS prescriptions only if it is "necessary or
desirable" to secure the adequate provision of
pharmaceutical services in the neighbourhood.

4. It has been agreed that reaction and views of stakeholders in
each country should be directed to their respective Health
Department. The Department for Trade and Industry (DTI)
will co-ordinate a response from across Government.

5. The OFT report is available on its website: www.oft.gov.uk

Contact: Chris Holme 0131 244 2797 or 07810 507009
News Release: «NewsReleaseNo»
Internet: www.scotland.gov.uk
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New Petitions

1

475 Mrs Cecilia Yardley on
behalf of Speakability

Calling of the Scottish Parliament to take the
necessary steps to
(a) recognise aphasia as a life-disabling considition;
(b) develop and produce accurate measures to
recognise, treat and support aphasic people;
(c) improve the quality of service available to aphasic
sufferers; and
(d) support service development based on accurate
measures of need and performance

Background
The PPC considered this petition and a
briefing note on the subject. (Paper copy
circulated)

The PPC agreed to ask this Committee to
provide an indication as to whether it
considers that the petition would merit
further investigation by its successor
committee in the new Parliamentary
session.

Recommendation
The Committee’s views on the matter are
sought.
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Ongoing Petitions

2

474 Mr James
Mackie

Calling for the Scottish Parliament to
take urgent steps to (a) recognise the
seriousness of the threat to children
posed by heavy metal poisoning and (b)
appoint a non-medical controlled
scientific review group to study all
relevant material available on the
subject of heavy metal poisoning and its
link to childhood conditions.

Background
The PPC considered a response from the Scottish Executive to
the petition at its meeting on Thursday 6 June 2002. The PPC
agreed to refer the petition to the Health and Community Care
Committee for further consideration.
At its meeting on 11 September the Health and Community Care
Committee agreed to write to the Medical Research Council for its
views.
The Medical Research Council responded on 31 October (copy
attached).  Although the MRC does not keep records of incidence
of particular conditions they had recently undertaken a review of
autism: Autism Research – Epidemiology and Causes.  The
report considered any possible influence of mercury and lead on
autism but not on the other conditions mentioned in the petition
nor any other heavy metals. The report reviewed factors affecting
the uptake of each of the four metals; lead, cadmium, mercury
and arsenic. The workshop concluded that given the low levels of
each metal occurring in the current diet in the UK there was no
general concern about population risk. However, the evidence
that children can accumulate lead and cadmium at a faster rate
than adults requires further investigation. The effects of vitamin D
deficiency on lead absorption suggests that such groups as Asian
children may be at extra risk and this too should be investigated.

The Committee at its meeting on 4 December agreed to write to
the Executive seeking information on research relating to the
threat to children that is posed by exposure to heavy metals.

Update
The Executive has now responded. Letter dated 3 February is
attached.   
The Committee’s views are sought on how it wishes to proceed
with this petition.
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Ongoing Petitions
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502 Ms Fiona
Stewart

Calling for the Scottish Parliament to
urge the Scottish Executive to show firm
commitment to provide digital hearing
aids and modernise audiology services
in Scotland.

Background
The PPC considered the petition at its meeting on 6 June and
agreed to pass a copy of the Health and Community Care
Committee for information only at this stage.

At the meeting on 11 September the Committee agreed to take
no action.

On Tuesday 24 September 2002 the PPC formally referred the
petition to the Health & Community Care Committee for further
consideration.

The Executive has responded to a number points raised by the
Public Petitions Committee.

The Audiology Sevices Review can be viewed on
http://www.phis.org.uk/news/detail.asp?q=zb&p=a&id=114.

The Committee agreed to invite the petitioners to comment on the
work of the review group.

Update
The views of the petitioners have still to arrive. It is recommended
that this petition be returned to the PPC with the recommendation
that it be reallocated to the appropriate subject committee in the
next session.
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Ongoing Petitions
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515 Ms
Dorothy
Wright

Calling for the Scottish
Parliament to take necessary
steps to make individual MMR
injections available without
delay

Background
The PPC agreed at its meeting on 25 June to refer the petition to the HCCC. The
PPC recommended that the issues raised should be considered within the
context of the examination of the MMR Expert Group’s Report.

In its 6 April 2001 report, the Health and Community Care Committee
recommended (at paragraph 56) no change at the present time to the current
MMR immunisation programme: “However, the Expert Group in liaison with the
Committee for Safety of Medicines and the Medicines Control Agency should
endeavour to deal with the unanswered questions raised by the Health and
Community Care Committee and determine what effect there would be on `herd
immunity' in offering single vaccines on a pragmatic basis for those children
whose parents remain unconvinced by the evidence of MMR safety”

The Expert Group subsequently appointed by the Executive, stated in its 30 April
2002 report that immunisation should continue to be by way of the MMR vaccine
and that single jabs should not be made available on the NHS.

At the meeting on the 11 September the Committee agreed to consider the
petition in the course of considering its response to the expert group report on
MMR at a future meeting.

At its meeting on 4 December the Committee agreed to hear evidence from the
Chief Medical Officer on the Executive’s response to the expert groups report.
The CMO attended the Committee on 29 January 2003.

Update
The Committee forwarded questions to the CMO on MMR after the evidence
session on 29 January and a response is expected by the beginning of March.

The Committee is invited to conclude consideration of this petition once a
response from the CMO is available.
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Ongoing Petitions
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PE 498

PE 499

Ms Letitia Murphy
on behalf of Fife
Health Service
Action Group

Mr Tom Davison on
behalf of the
Dunfermline Press

Calling for the Scottish Parliament to (a) urge
the Health Minister to fully take into account
the views of the large number of people in Fife
who object to the decision of NHS Fife Health
Board to upgrade the Victoria Hospital and
who wish instead to see a full service restored
at the Queen Margaret Hospital in
Dunfermline, (b) replace the unelected Health
Boards in Scotland with directly elected
members and, (c) agree that fire safety issues
at hospitals should be a matter of immediate
and urgent review by the Health and
Community Care Committee.

Calling for the Scottish Parliament to urge the
Health Minister to take into account the large
number of people in Fife who are opposed to
the proposal by Fife NHS Health Board to
centralise specialised and high dependency
units at the Victoria Hospital, when considering
the boards Right for |Fife business case.

Background
The PPC considered both petitions on 7 May 2002.
The PPC agreed to write to the Minister for Health and
Community Care, seeking his views in relation to the
issues raised in the petitions. The Committee further
agreed to pass a copy of the petition to the Health
Committee for information only at that stage.
The Health and Community Care Committee
considered petitions 498, 499, and 453 on 22 May and
agreed to take evidence from the petitioners, as well
as from the relevant health boards and the Minister.
On 18 September the Committee took evidence from
Leticia Murphy and Simon Harris as part of its inquiry
into NHS Board consultation processes. (See report
attached)
The PPC formally referred petitions 498 and 499 to
the Health & Community Care Committee in the
context of its inquiry into NHS Boards Consultation
processes and to recommend that it considered
separately the fire safety issues raised in petition 498.
The Committee at its meeting on 4 December agreed
to write to the Executive for further clarification.

Update
The Executive’s response is attached (not available as
at 19/2)

Recommendation
The Committee is invited to conclude consideration of
this petition once a response from the Executive is
available.
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Ongoing Petitions
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PE 453 Father
Stephen Dunn

Calling for the Scottish Parliament
to carry out a full review of the
process of consultation with local
communities regarding the siting of
proposed secure unit in the
Greater Glasgow Health Board
area since the previous petition on
that matter (PE48) was considered
by the Parliament.

Background
The PPC considered the petition on 5 February 2002. The Committee
agreed to write to Greater Glasgow Health Board requesting its
comments on the issues raised by the petitioners.

The PPC further considered the petition on 23 April 2002. The Committee
decided that the concerns raised by the petitioners and MSPs could be
considered to be a test of the recommendations for improved
consultation by Health Boards made by the H&CC Committee following
its consideration of PE48. The Committee therefore agreed to formally
refer the petition to the H&CC with the recommendation that it further
consider the more general issues raised in the petition in the context of
its previous recommendations for improved consultation by Health
Boards.
The Health and Community Care Committee considered petitions 498,
499, and 453 on 22 May and agreed to take evidence from the
petitioners, as well as from the relevant health boards and the Minister.
On 18 September the Committee took evidence from Father Stephen
Dunn as part of its inquiry into NHS Board consultation processes.
The Committee at its meeting on 4 December agreed to write to the
Executive for further clarification.

Update
The Executive’s response is attached (not available as at 19/2)

Recommendation
The Committee is invited to conclude consideration of this petition once a
response from the Executive is available.
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Ongoing Petitions
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PE247 Epilepsy
Action
Scotland

Calling for the Scottish
Parliament to ensure there
are co-ordinated health and
social services that will
benefit the 30,000 people in
Scotland with epilepsy.

Background
On 28 November 2001, the Committee considered two letters from the
Executive. The Committee agreed to send the letters to the petitioner, to
await a response, and to decide whether to take any further action.
Petitioners sent letter 1 Feb 2002.
On 24 April 2002 EAS gave evidence to the Health and Community Care
Committee. On 8 May the Committee agreed to seek clarification from the
Scottish Executive on a number of points raised by the petitioners at the 24
April session.
The Minister responded on 25 June 2002. EAS then submitted a letter to
the Committee, making observations on the Executive’s response. (Both
documents attached).
On 11 September the Committee agreed to write to the Scottish Executive
seeking further information on managed clinical networks.
The Executive responded on 3 December to the points raised. Copy
attached.

Update
On 11 December the Committee agreed to seek the petitioners response to
the Minister’s letter.  Epilepsy Scotland’s response is attached.

Recommendation
The Committee’s views are sought on how it wishes to proceed with this
petition.
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Ongoing Petitions
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PE 283 SORRO
(Scottish
Organisation
Relating to the
Retention of
Organs

Calling for the Scottish
Parliament to initiate a public
inquiry into the practice of organ
retention at post-mortem without
the appropriate parental consent.

Background
On 27 November the petitioners wrote to the Committee indicating
their contentment with the McLean report and urging the
Committee to ensure that it is implemented.
On 22 May 2002, the Health Committee agreed to note the petition
and await the outcome of the Scottish Executive consultation on
the findings of the Independent Review Group on Retention of
Organs at Post-Mortem.
The consultation has now closed and the Minister for Health has
responded generally favourably to the Group’s report.  However
the Minister’s response does not indicate a legislative timetable for
implementing the McLean report.
The Committee sought further information from the Executive on its
proposed timetable for introducing legislation on organ retention.

Update
The Executive responded on 5 February 2003 and the letter is
attached.

Recommendation
The Committee’s views are sought on how it wishes to proceed
with this and the two other similar petitions PE 370 and PE 406
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Ongoing Petitions
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PE 370 Lydia Reid on
behalf of
Scottish Parents
for a Public
Enquiry into
Organ Retention

Calling for the Scottish
Parliament to take the necessary
steps to ensure that a full public
enquiry is carried out into the
issue of organ retention. etc.

Background
On 5 Dec 2001, the Health Committee agreed to note the petition
and await the outcome of the Scottish Executive consultation on
the findings of the Independent Review Group on Retention of
Organs at Post-Mortem.
The consultation has now closed and the  Minister for Health has
responded generally favourably to the Group’s report.
On 11 September the Committee agreed to reconsider the petitions
after seeking clarification from the Executive on its proposed
timetable for introducing legislation on organ retention.
The Committee is still awaiting information from the Executive on
its proposed timetable for introducing legislation on organ retention.

Update
The Executive responded on 5 February 2003 and the letter is
attached.

Recommendation
The Committee’s views are sought on how it wishes to proceed
with this and the two other similar petitions
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Ongoing Petitions
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PE 374  Dr Steve
Gilbert

Calling for the Scottish
Parliament to act urgently and
redress the underfunding of
Chronic Pain Management
Services, to debate the matter in
Parliament and to urge the
Minister for Heath and
Community Care and Health
Boards to move chronic pain up
the health agenda.

Background
On 6 March 2002, the Health Committee agreed to await further
clarification from the Scottish Executive of its position in relation to
funding of Chronic Pain services and management and information
on waiting times for Chronic Pain treatment.
A response was received on 16 May 2002. On 26 June, the
Committee agreed to send a questionnaire on chronic pain to
health boards.
On 25 September the Committee considered the responses to the
Chronic Pain questionnaire and agreed to write to the Executive
with these findings.  The Committee also agreed to follow up on
Chronic Pain in the Budget Process.

Update
The Executive’s response of January 2003 is attached.  The main
part of that response indicates that the Executive intends to
commission a review of the current provision of pain services.

Recommendation
The Committee’s views are sought on how it wishes to proceed
with this petition.
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PE
320

John Watson
on behalf of
World
Development
Movement

Calling for the Health
and Community Care
Committee of the
Scottish Parliament to
examine the possible
implications for health
policy in Scotland of
the World Trade
Organisation’s
liberalisation of trade
in services.

Background
Committee considered John McAllion’s report on 28 Nov 2001 and agreed to pass it to
European Committee to ascertain whether it intended to take any action in relation to the
matter.
On 26 February 2002, the European Committee agreed to take no view on the Petition until the
Health Committee approved the reporter’s report.
On 22 May the Committee re-considered John McAllion’s draft report. It was agreed to
continue consideration of the petition until September 2002, on the understanding from the DTI
that after this point we would know whether any other participating nations had suggested that
elements of the UK health service should be opened up to the GATS.
On 6 September 2002, the DTI told the clerk that the EU had received around 20 requests from
other GATS participants suggesting areas of the EU economies that could be opened up to
further free trade. The DTI said none of these related to the NHS in the UK. The DTI argues
that in any case any request to open up the UK NHS would be outwith article 1.3 of the GATS.
On the 11 September meeting the Committee agreed to continue the petition until publication
of the Department of Trade & Industry consultation paper setting out requests made to the UK
under GATS. This was published on 10 October 2002.
On 4 December 2002, the Committee agreed to continue the petition and to receive a report
from John McAllion on the matters raised.

Update
• On 5 February the European Commission announced that it had approved and submitted to

the Council and European Parliament an initial draft offer to improve third country access to
the EU services market. This states: The Commission does not propose commitments in
health related and social services. Thus member states fully preserve the right to
decide the most appropriate organisation of their health system.

• The petitioner has provided additional information, which has already been circulated to
members, and is also attached.

• John McAllion will report to the committee.
• Further information on the GATS and on the DTI’s position on the GATS can be found at:

http://www.dti.gov.uk/worldtrade/service.htm
Recommendation
The Committee’s views on how to proceed with the petition, and whether to remit it to the PPC
with the recommendation that it be reallocated to the appropriate subject committee in the next
session, are sought.
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PE
398

Helen
McDade

Calling for the Scottish Parliament to
urge the Scottish Executive to carry
out a Strategic Needs Review
Assessment on M.E. (Myalgic
Encephalomyelitis) and C.F.S.
(Chronic Fatigue Syndrome), and to
take a range of other steps in
relation to the treatment of, and
research into, these conditions.

Background
PPC considered petition on 15 Jan 2002 The PPC considered a response
from the Scottish Executive in relation to this petition and noted the 11 Jan
2002 by the English CMO that CFS/ME should be recognised as a chronic
illness. It was agreed to refer the petition to the Health and Community Care
Committee for further consideration.
On 6 March the Committee appointed John McAllion as reporter to monitor
the position of the Executive and report back to the Committee.
On 22 May, the Committee considered a reply on the petition from the
Scottish Executive. It was agreed that John McAllion should contact the
Scottish Executive to seek further clarification on a number of points.
On 26 August, John McAllion received a reply from the Minister.
On 11 September the Committee agreed to continue the petition until the
publication of the Short Life Action Group’s report.
On 4 December the Committee were informed that the Short Life Working
Group’s report was in the final stages of drafting and would be sent to the
Minister before Christmas.

Update
The report has now been published and is attached.

Recommendation
It is recommended that this petition be returned to the PPC with the
recommendation that it be reallocated to the appropriate subject committee
in the next session.
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PE
406

Margaret
Doig

Calling for the Parliament to redress
the omissions concerning current
law code of practice governing post-
mortem, removal and retention of
organs, and disposal of the body
parts, where the deceased has no
relatives.

N.B. Clerks understand that the
petitioner’s main concern is to clarify
or reform the law as a matter of
urgency to ensure that, when people
who have no relatives die, their
wishes concerning how their bodies
are dealt with after death are
respected. The petitioner wants
hospitals to have a legal obligation
to ascertain the wishes of a
deceased person who left no
relatives (e.g., by asking the
executor). If it is ascertained that the
deceased did not wish a post-
mortem to be carried out, nor the
removal and retention of his/her
organs, then this should not be
carried out.

Background
On 5 Dec 2001, the Health Committee agreed to note the petition, to write to the Executive
raising the petitioner’s concerns, and await the outcome of the Scottish Executive
consultation on the findings of the McLean Commission.
The consultation has now closed and the Minister has responded generally favourably to
the McLean report.
It appears to the clerks that two main issues arise from the petition:
1. Post-mortem where there were suspicious circumstances at death. Under these

circumstances this would be carried out under the authority of the Procurator Fiscal’s
Office. It is not known whether the petitioner wishes the law to be reformed to allow the
deceased’s wishes to over-ride the authority of the Fiscal. Clearly if this did become the
law, it would raise serious issues as to the work of the police and prosecutors in murder
cases. This would be a matter for the Justice and not the Health Committee. It is
therefore recommended that the Health Committee take no action on this point.

2. Post-mortem (which may include the removal and retention of organs) where there were
no suspicious circumstances but the hospital wishes to clarify the cause of death for
clinical reasons. This is partly covered by the McLean report (which has been largely
endorsed by the Executive). Paragraph 6 states: “The Human Tissue Act as currently
phrased seems to give no authority for an adult to authorise in advance of death the
conduct of a post-mortem examination. We regard this as one of the anomalies of the
current legal position, and one which should be clarified in reforming legislation.”
However there is no direct recommendation to clarify that hospitals should be obliged to
try to ascertain the wishes of the deceased prior to carrying out a post-mortem.

On 4 December the Committee agreed to reconsider the petition after seeking clarification
from the Executive on its proposed timetable for introducing legislation on organ retention.
Other aspects of the petition were referred to the Justice Committees.
Update
The Executive responded on 5 February 2003 and the letter is attached.

Recommendation
The Committee’s views are sought on how it wishes to proceed with this and the two other
similar petitions
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SCOTTISH GROUPS FORUM

 160 Camphill Ave.
 Langside,
 Glasgow G41 3DT
 0141-649-0050
  Mob: 07974 823937
 Email philip.dolan@ukgateway.net

10th February 2003

Mrs Margaret Smith
Convener
Health and Community Care Committee
Scottish Parliament
Edinburgh EH99 1SP

Dear Mrs Smith,

Hepatitis C – Health Ministers Announcement

Thank you for your letter dated 5th February 2003.

The Scottish Haemophilia Groups Forum welcomes the recognition that the health
Minister, Malcolm Chisholm has now given to people  who have contracted Hepatitis C
from NHS blood products, by for the first time acknowledging that they should receive
funding that recognizes their plight.

However we are deeply disappointed in a number of aspects of his statements to the
Committee.

Levels of Compensation to All Infected by Hepatitis C

We believe that the proposals set out by the Expert Group, namely £10,000 for everyone
who contracted HCV from blood products of transfusions (stage 1), a further £40,000
(stage 2) for those who have contracted Chronic Hepatitis and further payments (stage 3)
to those who have gone on to develop cirrhosis or liver cancer are the minimum
payments that should be made.

We do not accept that the levels of payment proposed by the Minister recognise the plight
of those who have contracted Hepatitis C given the financial, health and well being
implications for anyone who has contracted Hepatitis C particularly where it is chronic
(stage 2). We are surprised and alarmed at the issue even being raised by the Minister that
liver biopsy might have to be employed to confirm individuals level of deterioration and
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thus qualify for compensation. Liver biopsy is a procedure that involves significant risk
(potentially terminal in some cases) for people with haemophilia as well as not
inconsiderable pain and discomfort. There is sufficient literature and medical knowledge
that demonstrates that one does not require a liver biopsy to diagnose Chronic Hepatitis.

The Ministers thoughts about such matters as biopsy have failed to fully recognise there
are now advanced blood testing techniques to determine whether those who have
contracted Hepatitis. As Haemophiliacs we have wide experience of modern blood test
results confirming whether or not our HCV status is positive or chronic without the worry
and discomfort that some haemophiliacs have experienced of biopsy. The Minister refers
to his medical advice regarding biopsy. His own Expert Group did not regard biopsy as a
necessary test for qualification for stage 2 payments and therefore as an issue. The issue
of liver biopsy has been discussed with a Consultant Hepatologist who if required can
provide confirmation that a liver biopsy is not necessary to diagnose Chronic Hepatitis C.

We are also disturbed by the lack of extra or ongoing provision for those in Stage 3 who
have advanced onto serious cirrhosis or terminal liver cancer. His own alternative of an
additional £25,000 appears derisory for gradual loss of life directly from NHS blood
products. This is when the Government generously compensates many other individuals
and businesses whose plight has much less direct association with government services or
policy.

It even appears to us that the Executive were initially unable or unwilling to establish the
true number of victims in Scotland of contaminated blood products First they identify
around 600, then at the time the Executive are receiving the recommendations of the
Expert Group it is inflated to 4,000. Now we again learn that it is 568. This recent figure
is more in tune with the statistics available from the Scottish Centre for Infection and
Environmental Health. We understand that Professor Goldberg, Director of SCIEF could
if commissioned provide statistics relevant to Scotland rather than those of Dr Solden,
which were incorrectly transposed from her work in England.

Cost

The cost of compensating people infected as the result of blood products or transfusions
varies depending on the statistics used. The Expert Group initially were working on a
figure of about 600 people infected this figure then was inflated as the result of the
statistic provided by Dr Solden resulting in the suggest cost for compensation being about
£90 million. However the Minister in his statement to the Committee last month now
appears to accept the figure of 568. It seems that if one were to use the average amount
recommended by the Expert Group of £50,000 per person the total cost would be £28.4
million less than was suggested during the debate last December that a sum of £30
million could spread over three years. We do recognise that there will need to be an
additional sum for deceased relatives.

2
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The Role of Westminster

If there was a problem with Westminster surely this issue should have been addressed
early in the life of the Scottish Parliament. Why was it not considered before the setting
up of the Expert Group and thus avoid the current confusion. We believe that this has
been known prior to the birth of the Scottish Parliament and thus should have been
resolved.

This situation seems to have been acknowledged in a letter by Sam Galbraith when he
was the Scottish Office Health Minister in September 1998 in response to the question of
no fault compensation for those infected by Hepatitis C.  “However, until the
Parliament chose to legislate it would be at the discretion of the Scottish Executive
to consider whether it wished to make resources available in order to offer
payments to infected individuals”(copy of letter attached).

In view of this it is unclear to us why there is a problem. However if this cannot be
resolved quickly it seems the reference, in column 3736 of the official record of the
Health and Community Care Committee dated 29th January 2003, that the route should be
to the Privy Council.

Complications in withholding Social Security Payments

We are mystified that this issue has been raised since it has not as we understand it
proven to be a problem when making payments for haemophiliacs who contracted HIV or
for those who contracted New Variant CJD from other sources.

The Expert Group noted that there exists several precedents whereby a waiver exists.If it
is accepted that recipients of payments from other schemes are receiving compensation
rather than financial assistance then social security payments need be no more affected
than if a disability living allowance is paid out by the Department of Work & Pensions.

Provisions to Bereaved Families

We are deeply disappointed that no provision is proposed for dependants who have lost
their loved ones as a result of contracting HCV from NHS blood products. It should be
remembered that this matter has now been debated for virtually the whole length of the
current parliament and during that period further victims have died and more will die
before the matter is finally resolved. Haemophiliacs cannot condone any scheme, which
does not also provide for instance where it is quite clear that the cause of death is liver
disease contracted from NHS treatment.
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Access to Medical Records and Other Information

Recently there has been concern within the Haemophilia Community about access to
their medical records, despite a statement from the Minister, difficulties still exist. The
context is that records of history of this matter, both at policy and individual level appears
to be either through willful or incompetent actions to have been lost. Such records could
of course have been of value in determining the outcome of an independent public
inquiry such as that conducted into vCJD and Public Inquires that have been carried out
into blood contamination in several other countries.

None of this benefits haemophiliacs faith in the actions of the Scottish Executive and its
serving Heath Boards in the last four years when we now know, despite contrary
assurances, that not all blood products were from Scottish sources. Shipping records
supplied to the American Courts appear to prove otherwise, and Scottish Directors of
Haemophilia are now acknowledging as much.

We are ever deeply indebted to the Committee for their continuing determination to
resolve this matter and can as always be available to respond to its queries.

Your’s sincerely,

Philip Dolan
Chairman – Scottish Haemophilia Groups Forum


