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Memorandum
to the

Health and Community Care Committee
and

Enterprise and Lifelong Learning Committee
of the Scottish Parliament

The Tobacco Manufacturers’ Association (the TMA) is pleased to respond to the requests
of the committees of the Scottish Parliament that are considering the Tobacco Advertising
and Promotion (Scotland) Bill (the TAPSB).  The Chief Executive of the TMA has earlier
met with Ms Nicola Sturgeon to discuss her Bill.

Given that the two committees of the Scottish Parliament to which this memorandum is
addressed are currently concerned solely with the general principles of the bill, it would be
premature to list the numerous points of detail on the bill’s provisions which the TMA
believes require amendment.  Those points can hopefully be explored as and when the bill
is scrutinised in detail by the Scottish Parliament.

Accordingly, the TMA is confining its comments, at present, to matters concerning the
overall objective and consequences of the bill, and to issues specifically concerning the
relationship of the TAPSB with existing and prospective Community law and possible
legislation at Westminster.

Tobacco advertising and consumption
The TAPSB is predicated on the belief that tobacco advertising and, more particularly, such
limited tobacco advertising as is currently permitted in the UK, has the effect of
maintaining tobacco consumption at levels it would not otherwise reach, and of
encouraging the take-up of smoking.  In fact, advertising with such purposes is not
permitted in the UK; the only advertising permitted is brand advertising, which has as its
purpose and effect competition for brand share of a total market that is in decline.

It is further claimed that the effect of the bill will be to reduce total tobacco consumption
in Scotland by 2.5% in the long term.  This is speculation and lacks the support of any
reliable or credible evidence. 

The oft-quoted Smee Report (1992) of the Department of Health makes no such estimate
of the possible or likely effect of a ban.  That report did not state that the “eventual net
effect on consumption would be between 0 and 5%”, as is stated in the footnote at page 7
of the explanatory notes to the bill.  Indeed, as was confirmed publicly at the time, the
report made no estimate at all of the possible effect of a ban in the UK.
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Furthermore, critical examination of the full portfolio of studies which have been
undertaken into consumption in other countries, before and after advertising bans have been
imposed, does not provide any conclusive or reliable indication of the likely effect on
consumption, if any, of a ban in the United Kingdom.

The consequences of the bill
Neither the explanatory notes on the bill, nor the research paper published by the
Information Centre of the Scottish Parliament, consider the practical consequences of the
bill in the marketplace for tobacco products and the likely consequences that they in turn
have for tobacco consumption.

As stated by the UK Department of Health’s own explanatory notes on the (largely
identical) Westminster bill published in 2000, the bill seeks to ban virtually all possible
means of bringing a tobacco product to the notice of the public. Without the ability to
advertise and promote their brands, competition between suppliers will therefore be
confined to competition in terms of distribution and price.

Price is well recognised to be the single most important determinant of tobacco
consumption and this has been a cornerstone of the tobacco policy of successive
governments. Whilst consumption falls as real prices rise; it increases as real prices fall.
 Therefore, it is a likely consequence of the bill that competition on price will reduce
average prices leading to a rise in consumption.

If further evidence of this price/consumption phenomenon is required, it is vividly provided
by the massive market which now exists for smuggled tobacco products.  In Scotland, the
illicit market penetration of smuggled products is estimated to be at least 20% for cigarettes
and 75% for hand-rolling tobacco.  The wide distribution and availability of smuggled
products at prices generally more than 40% cheaper than legitimate, tax-paid retail sales
has, since 1997, given rise to an increase in total tobacco consumption of more than 3%.

Separate legislation in Scotland
Lord Clement Jones has made it known that, in promoting his bill at Westminster, his
purpose is tactical and political in its aims.  In promoting her bill, Ms Sturgeon has made
it clear that a bill with UK-wide application would be preferable to her own but that, in the
absence of a bill being agreed at Westminster, her bill should make progress.

 The TMA believes that, quite apart from other reasons set out later in this paper,  it would
be wholly unsatisfactory in practical terms for the regulation of tobacco advertising and
promotion to differ as between Scotland and the rest of the United Kingdom.  For example,
the effectiveness of a ban on press advertising in Scotland alone would be limited, given
that advertisements contained in publications printed and published outside Scotland and
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not mainly or especially for distribution in Scotland would not be banned.  The ban relating
to distribution or publication by electronic means would likewise be extremely limited and
only affect businesses established in Scotland.  If the regulations governing advertising at
the point of sale were also to differ (even if under Westminster legislation having UK-wide
application), there would be unreasonable costs on businesses operating both sides of the
border. 

Consistency with Community law
A new directive on tobacco advertising and sponsorship is currently being considered by
the Council of Ministers and the European Parliament.  It cannot be known with any
certainty that the TAPSB will conform with that proposal until the directive is agreed and
adopted.  For example, it has already been proposed that there should be fundamental
amendment of the draft Directive, as originally published, so as to include products other
than products consisting wholly or partly of tobacco.

The bill will also need to conform fully to the e-Commerce Directive which has not yet
been transposed into UK law. In that regard the Clement Jones’ bill has already been
amended in the House of Lords.

There is also a further obligation under Directive 98/34 (the Technical Standards Directive)
on the Scottish Executive/UK Government to notify certain provisions of the Bill, and/or
possible future regulations made under powers contained in the bill, to the European
Commission.  Such notification needs to be at a stage at which substantial modifications
can still be made to the proposed legislation, if necessary.  In addition, following
notification, there is a standstill period before provisions can be adopted.  Failure to notify
will result in the provisions concerned being invalid and unenforceable.

The Government at Westminster appears to have taken the view that such notification is
not required.  This opinion does not accord with that of The Netherlands and Denmark who
recently both notified their proposed tobacco advertising legislation in its entirety to the
Commission.  It also does not accord with informal soundings which have been made of
Commission officials in Brussels.



- 4 -

Human rights and proportionality
The TMA has serious concerns as to the compatibility of the TAPSB’s provisions with
rights protected by the European Convention on Human Rights (the ECHR) and/or
Community law1.  It questions, therefore, whether those provisions fall within the devolved
competence of the Scottish Executive, prescribed by sections 29(2)(d), 54(2) and 57(2) of
the Scotland Act 1998.  Consequently, the TMA believes that the TAPSB, if passed into
law, and any regulations purportedly made under it, would be liable to be reduced by the
Scottish courts.

More particularly, the bill constitutes a serious interference with the right of freedom of
expression under Article 10 ECHR.  This is particularly so in light of the interpretation
claimed in the explanatory notes to the bill of clause 3(1)(b).  The research note published
by the information centre of the Scottish Parliament rightly points out that such a right is
not absolute.  However, it is incumbent on a public authority to show, inter alia, that any
restrictions are necessary in a democratic society and that they are proportionate to the
legitimate aim being pursued.  An almost total ban on tobacco advertising does not
constitute a necessary and/or proportionate means of protecting public health.  The lack of
convincing evidence that such a ban will have any significant effect on tobacco
consumption, coupled with an unwillingness to explore other less restrictive measures
including, for example the use of the existing voluntary agreements on the regulation of
tobacco advertising and sponsorship, demonstrate that the proposed restrictions are
disproportionate.

The right to receive and impart commercial information is well established, both in ECHR
case law and in other human rights jurisdictions, as deserving of a high degree of
protection.  This is particularly so when, as is invariably the case with tobacco advertising,
the message has a high informational content, specifically required by the competent
authorities on the basis that it is in the public interest.

                                                                                                    

1 The Joint Committee on Human Rights, appointed by the House of Lords and the House of Commons, reported
on the Westminster Tobacco Advertising and Promotion Bill just prior to the 2001 Christmas recess.  In its report,
the Joint Committee stated that, on the question of proportionality, it would be important under the ECHR and
Community law that there should be clear evidence to support the contention that nothing less than a total ban
on tobacco advertising and sponsorship could be expected to achieve the legitimate objectives of the legislation.
 In that regard, the Joint Committee recommended that the evidence should be made available so that each House
might evaluate its significance for an assessment of the proportionality of the proposed ban to the end it is
intended to achieve. The Joint Committee also drew attention to the factors that it believed were relevant to such
an assessment.

The Joint Committee also brought the attention of both Houses to other provisions in the Bill of importance in the
context of the ECHR, and made appropriate recommendations.  These concerned the prohibitions of sponsorship
and brandsharing, and the enforcement powers, including powers of entry.

The Committees of the Scottish Parliament will doubtless also wish to consider the observations and comments
made by the Joint Committee in its Eighth Report.
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The bill also constitutes an unwarranted interference with property rights enshrined in
Article 1 of Protocol 1 to the ECHR and recognised in Community law.  The restrictions
contained in the bill which relate to the use of brand names, trade marks etc both in
advertising materials and on other products or which interfere with contractual rights
relating to advertising and sponsorship, can only be justified to the extent that they are
necessary and proportionate in the general interest.  We firmly believe that they are not.
 This is particularly so in relation to individual companies’ rights to use brand names that
have acquired considerable value in association with products that have no connection with
tobacco. 

In this regard, the Opinion of Advocate-General Fennelly in the case of the former EU
tobacco advertising Directive is relevant.  He found that it was by no means self-evident
that the advertising of non-tobacco goods and services which bear brands or other
distinguishing features associated with tobacco products had an effect on tobacco product
consumption levels, taken as a whole.  Further, he opined that no evidence had been
presented on behalf of the Community legislator to suggest that such a link existed.

Further, the bill does not conform with the World Trade Organisation TRIPS Agreement,
to which both the UK and the Community are signatories.  Article 20 of that Agreement
provides that: “the use of a ... trademark during the course of commercial transactions
shall not be unjustifiably hindered by special requirements...”

The ECHR apart, the Scottish Parliament and Executive must act in accordance with
Community law.  In this regard the bill would appear to breach Articles 28 and 49 of the
EC Treaty, which respectively concern quantitative restrictions on the free movement of
goods between Member States and the freedom to provide services. 

The European Court of Justice has ruled2 that advertising restrictions are capable of
hindering inter-state trade, of affecting the marketing of domestic products differently from
those of other Member States and of impeding market access to the latter more than they
impede the access of domestic products.  Again the question of proportionality arises and,
in that regard, the provisions of the bill are excessive and not justified under Article 30 of
the EC Treaty.3

Other, proportionate means of achieving the objectives of the bill

                                                                                                    

2 C-405/98 Konsumentombudsmannen v Gourmet International Products AB.
3 It is relevant here that the Advocate General in his opinion in the Gourmet case considered that a Swedish ban on the

advertising of alcoholic drinks (which was far less extensive than that contemplated by the TAPSB), "insofar as it
relates to certain sections of the media and in particular to the specialist press for those interested in food and wine
… is ineffective for the purpose for which it is expressly intended" and was, therefore, excessive and not capable of
justification.
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It is claimed that the objectives of the bill are the reduction of tobacco consumption and the
take-up of smoking.  The expectation that the bill will achieve this is, the TMA believes,
seriously flawed.  It is not substantiated by convincing and reliable evidence and no regard
has been taken of the effects that the bill will have on the dynamics of the tobacco products
market and the purchasing patterns of consumers.  Also, the TMA considers that the
extreme character and comprehensive nature of the bill’s prohibitions, which breach
fundamental rights, are also wholly disproportionate to the bill’s apparent objectives.

It is the opinion of the TMA that before proceeding with such legislation as the TAPSB,
there is a necessity in terms of the over-riding framework of Community law and the
ECHR, and also in terms of political prudence, to explore the potential of alternative means
of achieving the bill’s objectives.  Suggestions made by the TMA that there should be
discussions to explore the possibility of substantially amending the voluntary agreements,
which continue to regulate tobacco advertising and sponsorship in the UK, have been
dismissed by the Government at Westminster.  The conclusion cannot be avoided that at
Westminster there is more concern to legislate against tobacco advertising, promotion and
sponsorship than there is to hasten the achievement of the Government’s declared tobacco
policy objectives.  This impression is also endorsed by the unwillingness on the
Government’s part to analyse the commercial consequences of the bill.

As explained earlier in this memorandum, quite apart from fundamental concerns as to the
legality of the TAPSB and, therefore, the competence of the Scottish Executive to introduce
it, the TAPSB would not deliver a comprehensive prohibition of tobacco advertising,
promotion and sponsorship in Scotland.  However, so long as legislation at Westminster
is delayed, there is the possibility for the Scottish Parliament and Executive to explore the
potential of achieving their objectives through the voluntary agreement system.  It has been
almost five years since the Government at Westminster stated that it would ban tobacco
advertising by way of primary legislation.  During those years, the voluntary agreement
system has remained in force.  It is a system which has regulated tobacco advertising and
promotion for over 30 years, over which time the UK has achieved one of the best records
in the world for reducing tobacco consumption and smoking prevalence, and one that is not
matched by those countries which have introduced comprehensive tobacco advertising,
promotion and sponsorship bans. 

It is only since 1996/1997 that total tobacco consumption has increased, as a result of the
huge growth of the illicit market in smuggled tobacco products.  The reduction in tobacco
consumption that promoters claim for the bills at Westminster and in the Scottish
Parliament is entirely speculative and, even at 2.5% in the long term, is exceedingly modest
in terms of the UK’s past achievements in reducing tobacco consumption.  It should be
seen alongside the increase in tobacco consumption of over 3% that has taken place since
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1997 - the consequence of a tobacco taxation policy that has disregarded its effect in a
market whose borders can no longer be closed and strictly controlled.

The TMA and its member companies wish to see a speedy return to an orderly UK market;
one in which those who choose to smoke make that choice on a well informed basis; and
one in which the authorities can make progress in achieving their tobacco policy objectives.

























































HC/02/6/2

G/Cmmtt office/Health/Petitions/reports – 6 March 2002

Health and Community Care Committee

6 March 2002

Petitions

Background

1. Annex A lists two new petitions forwarded to the Health and Community Care
Committee by the Public Petitions Committee for further consideration.

2. The current position regarding ongoing petitions is attached at Annex B.

3. Copies of the petitions and of any other relevant documents are also attached.

Recommendations

4. The Committee is asked to consider the petitions listed in Annex A.  If members decide
to pursue any petition as an inquiry then time will require to be identified in the forward
work programme.

5. The Committee is asked to note the current position regarding petitions shown in Annex
B.  If the Committee wished to take any further action which may result in an inquiry,
time will require to be identified within the forward work programme.

Jennifer Smart
Clerk

Agenda item 3

Health & Community Care
Committee

6 March 2002



ANNEX A

G/Cmmtt office/Health/Petitions/reports – 6 March 2002

Health and Community Care Committee

NEW PETITIONS – full papers attached

Number Petitioner Petition Current Position

PE 431 Mark Hazelwood on
behalf of the
Multiple Sclerosis
Society Scotland

 Calling for the Scottish Parliament to take the
necessary steps to ensure that patients who may
benefit from beta interferon and glatiramer receive it
as soon as it is logistically possible.

The Public Petitions Committee considered
the petition on 18 Dec 2001 and agreed to
refer the petition to the HCC Committee for
further consideration.

The PPC recommended that PE 431
should be linked with the related PE223
(see annex B), and that consideration
should be given to whether any of the
issues raised should be brought to the
attention of the Executive or the Health
Technology Board for Scotland.

Members should note that the Executive
made an announcement on beta interferon
trials on 4 Feb 2002 – see attached press
release.

PE 452 Mr James A Mackie Calling for the Scottish Parliament to investigate a
range of issues relating to the methods of diagnosis
and treatment of adults with Autistic Spectrum
Disorder in psychiatric wards in Scotland.

The Public Petitions Committee considered
the petition on 12 February and agreed to
write to the Scottish Executive and the
Cross-Party Group on Autistic Spectrum
Disorders requesting comments on the
issues raised. (It is understood that the
PPC has not yet considered any replies.)
The PPC agreed that a copy of the petition
should be passed to the Health Committee
for information only at this stage.

http://www.scottish.parliament.uk/parl_bus/petitions/pe431.pdf
http://www.scottish.parliament.uk/parl_bus/petitions/pe452.pdf
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ANNEXE B Ongoing Petitions

Number Petitioner Petition Current Position

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.

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.

As the Executive’s consultation is
currently ongoing, it is recommended
that no action be taken at this stage.

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.

The Health Committee agreed on 19
Sept 2001 to ask the Executive what
action it intended to take to assess the
needs of patients suffering from
chronic pain and if the current chronic
pain management programmes deliver
the appropriate services. SEHD replied
2 October

On 28 Nov 2001, the Health
Committee considered the reply and
agreed to write to the Scottish
Executive to get further clarification of
its position in relation to funding of
Chronic Pain services and
management and information on
waiting times for Chronic Pain
treatment. A response from the
Executive is being sought: it is

http://www.scottish.parliament.uk/parl_bus/petitions/pe370.pdf
http://www.scottish.parliament.uk/parl_bus/petitions/pe374.pdf
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recommended that the petition is
continued until a response is received.

PE 381 Mr Thomas
Campbell on
behalf of TGWU
and UNISON

Calling for the Scottish Parliament to examine the
Scottish Ambulance Service’s proposals to close five
of its eight Scottish Operations rooms etc.

On 28 Nov 2001, the Health
Committee agreed to note the petition
and continue to monitor the situation,
on the understanding that the Audit
Committee is being kept updated on
the progress of the Executive's
consideration of the Scottish
Ambulance Service's business plan.

Given that the Audit Committee are
being kept informed of business plan,
does the Health Committee wish to
take any further action in relation to
this petition?

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.

Health Committee considered John
McAllion’s report (attached) at 28 Nov
2001 meeting. Agreed to pass report to
European Committee to ascertain
whether it intended to take any action
in relation to the matters raised in the
report.

On 26 February 2002, the European
Committee agreed that this issue
should continue to be pursued by the
Health Committee. The European
Committee agreed to take no view on
the draft report or Petition until the
Health Committee approved the report.

As the report is currently a private
document it is suggested that the

http://www.scottish.parliament.uk/parl_bus/petitions/pe381.pdf
http://www.scottish.parliament.uk/parl_bus/petitions/pe320.pdf
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report is discussed further in private at
a later meeting: time should be
available next week to consider the
report.

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.

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.
As the Executive’s consultation is
currently ongoing, it is recommended
that no action be taken at this stage

PE 123 Warm Homes
Campaign

Petition by The Scottish Warm Homes Campaign
calling for the Scottish Parliament to identify, discuss
and seek to implement measures which would
eradicate fuel poverty as a matter of urgency

Agreed on 26 September 2001 that
clerks merge reporter’s reports by
Dorothy Grace Elder and Malcolm
Chisholm. Merged report to be
considered under Item 13 of agenda
today.
.

PE247 Epilepsy
Association of
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.

Health Committee agreed on 12 Dec
2000 to await Acute Services Review.
Further agreed at 27 June 2001
meeting to write to Executive asking, in
light of its Performance Assessment
Framework, what minimum standards
it intended to set for the provision of
services to epilepsy sufferers.

On 28 November, 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

http://www.scottish.parliament.uk/parl_bus/petitions/pe283.pdf
http://www.scottish.parliament.uk/parl_bus/petitions/pe123.pdf
http://www.scottish.parliament.uk/parl_bus/petitions/pe247.pdf
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whether to take any further action.
Petitioners sent letter 1 Feb 2002
(attached): the Committee is invited to
consider the response and decide
whether or not to take any further
action in relation to the petition..

PE223 Mr and Mrs A
McQuire

Calling for the Scottish Parliament to ensure that
Multiple Sclerosis sufferers in Lothian are not denied
the opportunity to be prescribed Beta Interferon.

At the 28 Nov 2001meeting, agreed to
get update from Scottish Executive as
to when beta interferon trials will be
introduced in Scotland. Also agreed to
seek further clarification from HTBS,
whom Committee would be meeting on
evening of 28 Nov as to timetabling of
trials. Executive announced updated
position on beta interferon on 4
February 2002 – press release
attached.

The Committee is invited to note the
Executive’s position and consider
whether any further action should be
taken in relation to the petition.

PE 407 Action Group for
Chalmers Hospital

Calling for the Scottish Parliament to take appropriate
action to ensure that the Scottish Executive provides
the necessary funding to provide adequate hospital
services outwith cities.

The PPC referred the Petition to the
Health Committee for information. On
28 Nov 2001, the Health Committee
noted the petition and agreed to take
no further action unless the petition
was formally referred to it by the PPC.

On 26 February 2002, the PPC
considered responses from the
Scottish Executive and NHS Grampian
in relation to the issues raised. The
Committee agreed to copy the

http://www.scottish.parliament.uk/parl_bus/petitions/pe223.pdf
http://www.scottish.parliament.uk/parl_bus/petitions/pe407.pdf
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responses to the petitioner and to the
Clerk to the Committee for information
and to take no further action. Given the
PPC’s response, it is recommended
that no further action will be taken by
the Health Committee.

PE406 Margaret Doig Calling for the Scottish 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, as and when
recommendations for changes in the law and codes
of practice in relation to these matters are
implemented.

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 Independent Review
Group on Retention of Organs at Post-
Mortem.

As the Executive’s consultation is
currently ongoing, it is recommended
that no action be taken at this stage

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.

PPC considered petition on 15 Jan
2002 The PPC considered a response
from the Scottish Executive in relation
to this petition [have we got this?]
and noted the 11 Jan 2002 by the
English CMO that CFS/ME should be
recognised as a chronic illness. [have
we got this?]. It was agreed to refer
the petition to the Health and
Community Care Committee for further
consideration.

PE 367 Mr Eric Drummond Calling for the Scottish Parliament to ensure that
adequate and equal services for the diagnosis and
treatment of those suffering from sleep apnoea are

On 28 Nov 2001, the agreed to await
the result of further consideration by
the Public Petitions Committee.

http://www.scottish.parliament.uk/parl_bus/petitions/pe406.pdf
http://www.scottish.parliament.uk/parl_bus/petitions/pe398.pdf
http://www.scottish.parliament.uk/parl_bus/petitions/pe367.pdf
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available throughout Scotland
The PPC considered the petition on 18
December. They agreed that the
appropriate forum for the Health Board
to make decisions on the future
provision of its services, including the
sleep service, was during the
preparation of the Lothian Health Plan
and that it would not be appropriate for
the Parliament to intervene in that
process. It was decided that no further
action should be taken in relation to the
petition.

Given the decision of the PPC, it is
recommended that the Health
Committee take no further action in
relation to this petition.
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PRESS RELEASE: REFERENCE 2002/0018

Friday 11th January 2002
INDEPENDENT WORKING GROUP’S REPORT INTO CHRONIC FATIGUE
SYNDROME/MYALGIC ENCEPHALOMYELITIS (CFS/ME) PUBLISHED

The independent Working Group established to promote better understanding of
Chronic Fatigue Syndrome/Myalgic Encephalomyelitis (CFS/ME) today published its
report. The report will help improve diagnosis, treatment and care for patients with
CFS/ME.

The Working Group’s key conclusions include:
• Healthcare professionals should recognise CFS/ME as a chronic illness and

Clinicians should listen to, understand, and help those affected to cope with the
uncertainty surrounding the illness.

• Early recognition with an authoritative, positive diagnosis is key to improving
outcomes.

• All patients need appropriate clinical evaluation and follow-up, ideally by a
multidisciplinary team.

• Most care can be co-ordinated by GPs with referral of patients for specialist
opinion and advice where appropriate. The quality of the support, empathy and
understanding of the GP is an important factor in the care of people with this
condition.

• Those severely affected have specific difficulties accessing care and will need
appropriate domiciliary services.

• Review of the evidence highlights the lack of good quality research.
• Therapeutic strategies identified as potentially beneficial in modifying the

disease, or which can enable improvement, include graded exercise/activity
programmes, cognitive behaviour therapy and pacing.

• Patients can play an active role in their care and the voluntary sector can provide
support.

Children and Young People

For children and young people, CFS/ME can be a substantial problem. Children do get
CFS/ME and can be profoundly affected.

• Prompt, accurate and authoritative diagnosis is important and second opinions
needed if doubt exists.

• Care is best co-ordinated by an appropriate specialist, usually a paediatrician.
• Care is best designed flexibly with the child/young person and regularly reviewed

with patient and family.
• Educational assessment and provision is an important element of the child’s

management.
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On occasions, families of child sufferers with more severe CFS/ME have been subject
of child protection concerns. In cases of CFS/ME, evidence clearly suggestive of harm
should be obtained before convening child protection procedures or initiating care
procedure in a family court. Consideration should be given to obtaining a second
opinion from an expert practitioner in the condition.

Professor Allen Hutchinson, Chairman of the CFS/ME Independent Working Group
said:

"CFS/ME is a complex illness which affects people of all ages. This report is an
important step in the development of NHS care for people with this illness. We have
achieved agreement on many aspects of care for people with CFS/ME, even though
some differences of opinion remain over the best ways of managing the illness. The
Report’s recommendations propose a number of useful strategies for improving care for
individuals and for improving NHS services."

The Chief Medical Officer, Sir Liam Donaldson, said

"The Working Group report confirms that CFS/ME is a debilitating and distressing
condition affecting many people. The causes of CFS/ME are not fully understood. The
Working Group report is a sound basis from which we can start to make improvements
in the care and treatment of people with CFS/ME."

The Department of Health has asked the Medical Research Council to develop a broad
strategy for advancing biomedical and health services research on CFS/ME. The MRC
will appoint an independent scientific advisory committee for this purpose.

The Department of Health is also ensuring that the External Reference Groups who will
be developing the NSFs for both children’s services and adults with long term conditions
consider this report and its recommendations for improving treatment and care. These
NSFs will address some of the generic issues affecting the management of illness in
childhood and adolescence and long term medical conditions in adults.

Notes for Editors:

1 Established in 1998, the Working Group’s terms of reference were to review
management and practice in the field of CFS/ME with the aim of providing best practice
guidance for professionals, patients and carers to improve the quality of care and
treatment for people with CFS/ME.

2 As well as a main working group, a sub-group on children and a Reference Group
with an ad-hoc advisory role was also set up. Membership of the groups was drawn
from health professionals, voluntary organisations, carers and patients with a wide
range of expertise and opinion.
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Dear Steve,

Thank you for your letter of 4 October 2001, asking for information on Chronic Fatigue
Syndrome/Myalgic Encephalomyelitis (CFS/ME) in the light of a petition from Helen McDade,
calling for the Executive to take a range of measures to address the problems of sufferers.   Ms
McDade, as you will probably be aware, is an official of the Myalgic Encephalomyelitis Research
Group for Education and support (MERGE) which provides the secretariat for the Cross Party Group
on ME.   In particular, the Public Petitions Committee sought information on the progress of the
English Chief Medical Officer’s Working Group on CFS/ME, on which the Scottish Executive
Health Department has observer status, and comments on the issues raised in the petition.

The English Chief Medical Officer’s Working Group produced its report containing draft good
practice guidelines for the management of CFS/ME at the end of August.   A small minority of
members then made representations to the Chief Medical Officer about the wording of a few parts of
the report, which they felt did not reflect accurately the discussion at meetings. Clearly, a report
which is not endorsed by all the Working Group which produced it would be undermined seriously
from the outset.  Thus the Chief Medical Officer, after studying the representations carefully, asked
for these passages to be revised in the hope of achieving full consensus. The process of redrafting
and further consultation has necessarily delayed the publication of the report, but it is hoped that it
will be published within the next few weeks.   The exact date of publication is, of course, for the
Chief Medical Officer to decide, and until it is published the content of the report remains
confidential.

Turning to the content of the petition, I should say, first, that the Scottish Executive Health
Department does take the problems faced by people with CFS/ME very seriously indeed.   The
difficulty is that there are no quick and easy solutions which can be offered to deal with this complex
and distressing condition.   The causes of CFS/ME are not known, many of its symptoms are
common to other conditions, there is no generally accepted diagnostic test - diagnosis is usually
achieved by eliminating all other possible causes for the symptoms - and there is no cure.   While
spontaneous recovery is possible, its progress is usually so long that CFS/ME must be treated as a
chronic condition.
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The petition seeks a "strategic needs review assessment".   A possibility here would be for the
Executive to ask the Public Health Institute for Scotland, which it funds, to consider the feasibility of
a Scottish Needs Assessment Programme (SNAP) for CFS/ME. A SNAP is a thorough review of
services for particular diseases or conditions carried out by an expert working group appointed by the
Institute.   SNAP reports cover the epidemiology of the disease or condition, the impact it has on
patients, current service provision and recommendations for improvements, taking into account any
existing good practice guidelines.   A SNAP could potentially address both a review of needs and
make some assessment of the  size of the CFS/ME population.   This is an issue which we will be
glad to consider in the light of the Chief Medical Officer’s report.

Any such review, however, could not be expected to address issues bearing on Benefits entitlement
and uptake in any specific way.   Access to Benefits is, of course, reserved to Westminster, and
matters bearing on this subject are essentially for the UK Department of Work and Pensions.   We
understand that the Chief Medical Officer in England, at the request of patient representatives on the
Working Group on ME, has already made representations to the appropriate Ministers about the
difficulties faced by people with CFS/ME in claiming benefit.   The report itself will not cover
Benefits, since its purpose is to provide good practice guidelines for the NHS and the NHS is not
directly involved in assessing Benefits claims.

The petition also suggests the establishment of a centre for excellence for treatment and clinical
research.   There are, however, downsides to such a proposal.   People with CFS/ME often have
difficulties in travelling and even a clinic located in , say, central Scotland might not be convenient
for patients coming from more distant parts.   Moreover, a clinic does not exist in isolation - as well
as the clinicians it needs nursing, management, administrative and ancillary staff, and should
properly be developed in a way which reflects local needs.   It is for this reason that NHSScotland is
funded in a way which gives maximum flexibility to NHS Boards to allocate funds according to their
assessment of local needs.

On the matter of research, the health- related research funds directly in the control of the Executive
are administered by the Chief Scientist Office (CSO) within the Health Department.  NHS Boards
and Trusts and Universities also have autonomous research funds, and the Medical Research Council
funds research all over the UK.   CSO, which has responsibility for encouraging and supporting
research into health services and patient care within the NHS in Scotland, does not dedicate funding
to particular conditions.  Funds are allocated according to the quality of proposals for research
projects received from within the NHS.    CSO would certainly be pleased to consider any proposals
for CFS/ME research.   These would be subject to peer and committee review.

I hope the Committee finds these comments helpful.

Yours sincerely

TREVOR LODGE
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