Drug developments

Osteoporosis drug may protect

women’s long-term health

Medical experts are in a state of excitement about the
potential of the drug raloxifene (brand name: Evista)
which was licensed for the treatment of osteoporosis,
the bone-thinning disease suffered by many post-
menopausal women. In trials the drug also reduced the
incidence of breast cancer by 53% after 30 months and
there is evidence that it reduces a damaging form of
cholesterol by up to 10%, potentially lowering the risk
of heart disease. If the drug lives up to its early promise
in long-term trials and proves not to have serious side
effects(it is known to cause hot flushes and leg cramps),
it may be suitable as a protective therapy for older
women after the menopause has ceased.

Ban on Viagra

The health secretary, Frank Dobson, has put a
temporary ban on NHS prescriptions for Viagra, the new
drug to increase male potency, which received its
European licence on 15 September. If all 2.5 million
impotent men in the UK were to ask for the drug with
a view to having sex four times a week, the annual cost
to the NHS could exceed £1 bn. However, this is not a
very likely scenario. The manufacturers, Pfizer, have
suggested that demand will be much lower and that the
cost might be £50 m a year after five years. Mr Dobson
has judged that the risks of the cost to the NHS draining
funds from other areas is too great and has said that
“definitive guidance” on prescribing will be issued in the

“next few weeks. In the meantime doctors should

prescribe Viagra on the NHS only in “exceptional
circumstances”. Most men wanting the drug will have
to ask for a private prescription (technically, their own
GP would need to refer them to another GP for this).
Mr Dobson is considering various options such as
allowing the drug to be prescribed only by hospital
specialists, restricting NHS prescriptions to specific
groups and trying to persuade Pfizer to reduce the price.

Xenical: the “slimming pill”

Mr Dobson has not reacted in the same way to warnings
of the potential cost of the new “slimming pill”, Xenical,
which works by reducing the absorption of fat into the
bloodstream. The drug could cost the NHS £700 m each
year if most obese people in Britain take it. As with
Viagra, the manufacturers (Roche) claim that this is an
overestimate. The drug is effective only if users also stick
to a calorie-controlled diet so, say Roche, it will be
suitable only for a minority of obese people. As yet,
there have been no calls from the Department of Health
for the prescription of the drug to be limited.

Although some doctors have criticised Mr Dobson's
decision on Viagra as an interference with clinical
freedom, they have also called for national guidance on
the prescription of Xenical - possibly that it should not
be prescribed on the NHS for people whose weight does
not pose a health hazard.
Independent/Times 15 September,
Independent 16 September, Telegraph 21 September
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NEWS

NHS Direct

The medical helpline, NHS Direct, has proved a success
according to the government’s evaluation of pilots in
Milton Keynes, Newcastle upon Tyne and Preston. The
government has announced the extension of the scheme
to cover 19 million of the population in England from
April 1999 at a cost of £35 m. It is intended that all of
England will be covered by the end of 2000.

NHS Direct is a 24-hour helpline staffed by nurses who
give advice on how callers may look after themselves
and direct them to NHS services as appropriate. The
evaluation of the pilots shows that the service has not
been used merely to tell people how to look after minor
ailments at home. While 30% of callers over a one-
month period were advised to seek less intensive care
than they had originally intended, 25% were advised to
seek more intensive care and 99 callers who had not
intended to call an ambulance were transferred to the
999 service.

The service has proved most popular among elderly
people and families with young children. This finding is
supported by a recent survey in South Thames {which
has not been covered by NHS Direct). The idea of having
such a service received widespread support, especially
from people with children under five, people who have
long-term illnesses and those who have frail relatives
living with them. The respondents to this survey would
welcome a range of services being offered through NHS
Direct in addition to medical advice, for example
information on local health services, a follow-up service
to check on the progress of patients after hospital
discharge and information on specific diseases. Some of
this information is already available through the Health
Information Service (0800 665544), but a massive
86.7% of respondents did not know about this service.
This emphasises the need, mentioned by some
respondents, for any telephone advice line to be
properly advertised.

Second wave NHS Direct pilots:

The West Country Manchester
North West Lancashire Essex
West Yorkshire Hampshire

Hull & East Yorkshire
Birmingham & the Black Country South London
Newcastle & the North East West London
Buckinghamshire, Northamptonshire & Oxford.

Nottinghamshire

Some of these pilots will involve social services as well as the
NHS and some will give a major role to GP co-operatives.

DoH press release 4 August, Health Service journal 30 July

Modernising the old boy network

The government has set out interim proposals for
changes to the NHS consultants’ distinction awards
scheme under which about 13% of NHS consultants
receive extra annual payments in addition to their NHS
salary. Most of the awards are for £23,120; the
maximum is £54,910.

There have been various criticisms of the scheme: a
lack of transparency; elitism; discrimination on the basis
of gender, ethnicity or specialty; and the fact that no
award, once granted, has ever been withdrawn. This last
point has caused particular anger since it became known
that Dr James Wisheart, who was struck off the medical
register for professional misconduct in relation to heart
surgery on children in Bristol, had received an award in
1994 and had it confirmed this year after a routine
“review” — when he was already under investigation for
misconduct. The government’s proposals aim to remedy
some of these shortcomings for the 1999 awards round
pending a more fundamental review.

Among the proposals:

» The Advisory Committee on Distinction Awards (ACDA),
which has been dominated by senior doctors, should be
slimmed down to from 33 to 14 and should include patient
representatives (nominated by ACHCEW and the National
Consumer Council) and NHS employers. Similarly,
Regional Awards Committees should have arrangements
for patient representation.

» ACDA should have the option to review (and, if
appropriate, withdraw) an award if, at any time, it is
brought into question by, for example, disciplinary action
or findings of the Commission for Health Improvement.

» Creater weight should be given to certain types of
achievement by doctors such as sustained delivery of high
quality patient care in hard pressed service areas.

ACHCEW response:

ACHCEW has generally welcomed the proposals and

has made further suggestions. For example:

» The groups able to nominate consultants for the top awards
should be widened to include CHCs, among others.

» NHS trusts should publish an annual list of consultants with
awards and a statistical breakdown by gender, ethnicity,
specialty and hours worked weekly for the NHS.

» Rewarding “leadership” should not be at the expense of
rewards for consuitants who do not aspire to lead, but who
have earned the respect of patients, patients’ represent-
atives and primary care practitioners.

» A commitment to developing public/patient participation
should be valued in the awards process.

> An award should be reviewed if a complaint against a
consultant is upheld.

> Additional groups, such as GPs, should be represented on
ACDA.

DoH consultations on proposed changes and a guide to the
scheme, ACHCEW response, Telegraph/Guardian 11 August

—
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Booking in at the surgery

Patients will be able to fix up hospital appointments
while they are in their GP’s surgery if a pilot scheme is
successful. The government has earmarked £5 million
for up to three Booked Admission pilots per region ~
they are to run from this month until April 1999, and
possibly longer. In these pitots, computer links between
GP surgeries and hospitals will be used to book
outpatient appointments, day case treatment and in-
patient admissions. This should enable patients to agree
to times which suit them and reduce the anxiety of
patients not knowing when they will be treated.
Healthcare Parliamentary Manitor 3 August

Angeline Burke, one of ACHCEW’s information
officers, recently attended a meeting of the Clinical
Standards Advisory Group on out-patient services, at
which booking and admission systems were
discussed. There was an interesting discussion of
possible systems, including drop-in dlinics and short-
notice appointments for certain health conditions
which tend to flare up at unpredictable times. Further
work by the group is to include visits to about six trusts
in which local CHCs are to be involved.

Action on medical training

The government has announced action to increase
medical training in order to ensure that there are enough
doctors to meet the long-term needs of the NHS. tn
1997 about 5050 students entered medical school. By
2007 this should increase to 5450 and by 2005 to about
6000. This increase is in addition to the 7000 extra
doctors announced in the Comprehensive Spending
Review.

COMMERTIAL CONRIDENTIALTY

A major exemption to disclosure of information under
the Freedom of Information Act will be commercial
confidentiality: a phrase that has all too often been used
to justify withholding information about health service
developments. Since this could easily be a weak link in
the legistation, the National Consumer Council has
taken legal advice on how the boundaries of commercial
confidentiality could be fixed to ensure a proper balance
between commercial interests and the public interest.
The NCC has published Commercial Confidentiality: A
new definition for the Freedom of Information Act,
proposing principles which should underlie decisions
and giving examples of information that should not be
covered by commercial confidentiality.

£72, for NCC contact details, see page 4.

The risks of private care

Patients undergoing surgery at private hospitals may be
putting themselves at disproportionate risk if things go
wrong according to a campaigning group, Action for the
Proper Regulation of Private Hospitals (Aprop - phone
01932 849403). Private patients lodged a fifth of the
medical negligence cases handled by Action for Victims
of Medical Accidents {AVMA) last year — much higher
than the proportion of patients who take up private care.
Private hospitals are subject to heaith authority
inspections under the Nursing Homes Act 1984, but
these do not cover the clinical care provided by
consultants. Accident statistics from private hospitals are
not collected centrally, although some insurers measure
clinical outcomes. The lack of data means that private
sector representatives cannot back up their assertion
that patients are not at greater risk in private hospitals.
Others have pointed out that some private hospitals do
not have the facilities or staff to handle emergencies,
particularly at night and weekends. As one NHS doctor
commented, “if a hospital cannot assure people that
they have someone on duty at all times who is trained
in life-saving techniques, they should go elsewhere.”
CHCs have no role in supporting patients who seek
care in private hospitals, unless the care is given under
contract to the NHS. Private patients seeking redress
when things go wrong can be referred to AVMA. Health
authorities can investigate complaints which relate to
the registration of private hospitals.
Sunday Times 2 August, Telegraph 17 August

COMPAINTS N SCOTIAND

To coincide with its annual conference in September,
the Scottish Association of Health Councils published a
report on the NHS complaints system. Like CHCs in
England and Wales, Scottish health councils have found
that some patients fear being struck off from their GP’s
list and back off from pursuing a complaint once they
hear that they have to complain to the GP practice
directly. This is a particular problem in rural areas which
may have only one, single-handed GP.

Action is also needed to improve the later stages of
complaints handling: the report calls for health boards
to take more of a policing role. Health councils have
found that some patients do not believe that
independent review panels are sufficiently independent
and, worryingly, some also see health councils
themselves as being “on the side” of the health service.

On a positive note, the report praises some trusts
for their respanses to complaints and says that the new
system encourages a more thorough and honest
approach than the old one.

The Scotsman 2 September
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CONSUMER VIEWS OF HIEATH SERVICES

In the 50th anniversary year of the NHS, the National
Consumer Council decided that its annual survey of
public opinion should look at consumers’ views of health
services. Based on interviews with 1974 respondents
across Britain, the report presents a mass of interesting
findings on:

Proportion of respondents who had
used services in the previous 12 months

By service and social group
Source: Consumer Conserns 1998, National Consumer Council

P
» the use of health services 80 c
» public health and consumer priorities 70
» choice, information and advice 60 -
» hospital accommadation 50 ]
——
» dental services ;8 .
» problems and difficulties when using health services 20 .
» comments and complaints about health services 10 -
0
The findings on use of health services by social group are AB 1 c2 DE
particularly striking. Respondents were asked about Dentist
which services they had used in the previous 12 months 20
(they had been asked the same guestion in a 1993 60
survey). The results show, not only that people in lower 50
socio-economic groups use the health services less than 40
higher socio-economic groups, but also that the gap is
20 . . 30
widening, especially for GP and dental services (see 20
graphs). As the report comments, “The highest incidence
of illness is experienced by those who are worst off in 10
society and it is worrying if our findings mean that the 0 AB 1 c2 DE
NHS may not be used appropriately by those who need
it”. The findings also show that fewer people are using Optician
the health services than in 1993 —~ a surprising finding 40
given the general perception of increased pressures on w 30
the NHS. It may be that fewer people are using services, go 20
but that they are using them more intensively. c 10
5 o
Consumer Concerns 1993 Out-patients
A consumer view of health services 40
National Consumer Council 30
20 Grosvenor Gardens, London SW1W ODH 20
Phone: 0171 730 3469, £14 10
z 3 0
AB 1 C2 DE
Key .
* Sacial group (of head of household) In-patients
AB Higher and intermediate managerial, 20
administrative or professional 18
C1 Supervisor or clericat and junior AB 1 C2 DE
managerial, administrative or professional ARE
C2 Skilled manual 20
DE Semi and unskilled manual and state 10 M
pensioners etc. with no other earnings 0 : :
Year AB 1 C2 DE
® 1993 {3 1998 . *
Social group
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MATERNITYS RIGHTS AND SERVICES

Manifesto for Maternity

Almost a third of babies in the UK
are born into households on
means-tested  benefit, and
women in low paid work face a
complex and often unfair system
of maternity rights and benefits.
The Maternity Alliance has
launched an 8-point Manifesto
for Maternity which calls for
policies to improve the health and
well-being of all mothers and
babies and the employment rights
of working parents:

1 Extending maternity pay to low
paid workers

2 Unfreezing the £100 maternity
payment available from the
Social fund

3 Providing paid parental leave
for all parents '

4 Ending inequalities in
maternity care

5  Simplifying maternity rights

6 Providing a right to
child-friendly hours

7 Taking action across
departments to address low
birthweight

8 Providing two weeks statutory

paternity leave

For more information, contact:
Maternity Alliance, 45 Beech Street
tondon EC2P 21X

Office/minicom: 0171 588 8583
Information line: 0171 588 8582

| ~

Call for a maternity care strategy

The National Childbirth Trust is also taking action to raise the profile of
maternity care, with an emphasis on developing a strategy for the organisation
and delivery of maternity services. The NCT states that excellent work has
been achieved in maternity services since the publication of the last
government’s Changing Childbirth report, but it also points out that many of
those achievements are now under threat and initiatives being wound up
despite successful results. Since the NCT’s statement was issued, and as if to
confirm the warnings, the shortages of midwives in at St Michael’s Hospital
in Bristol hospital have become a national news story (see below).

Ten-point plan

The NCT’s plan for maternity care sets out action that it believes the
government must take, including setting down acceptable midwife:woman
ratios and taking action to recruit and retain midwives. It also advocates more
post-natal support, action to halt the rising caesarean rate, and the involve-
ment of midwives, maternity services liaison committees, CHCs and other
user representatives in primary care groups and other areas of health care.

Lobbying parliament

The NCT is organising
a lobby of parliament
on
Wednesday 2 December

Do you have evidence of deteriorating standards of maternity care?
1f 50, the NCT could use the evidence in ifs campaign.

For more information or to give information on services, contact:
julie Lioyd-Smart, National Childbirth Trust

Alexandra House, Oldham Terrace, Acton, London W3 6NH

Phone: 0181 992 2616, Fax: 0181 992 5929

Shortages of midwives

An NHS trust in Bristol has written to all women expecting to give birth in
5t Michael’s Hospital, Bristol, to warn them that, due to understaffing,
women cannot be given epidurals on request and that women whao feel able
to go home could be discharged within six hours of giving birth. The director
of the Royal College of Midwives, Anne Jackson-Baker, has said that simitar
shortages of midwives are widespread, and that Bristol is unusual only in
that it is being open about the difficulties it faces.

Over the fast two years, the number of midwives in the country has
dropped by 2,500 to 32,803. This puts a strain on many aspects of care and
particularly on epidurals ~ the preferred method of pain relief during
childbirth for many women. Once an epidural has been inserted by a senior
anaesthetist, the woman must have a midwife in attendance all the time.
But most midwives have to care for two or three women in different rooms
at the same time. As a result, epidurals are increasingly available only in
special situations, such as when twins are being born or where there needs
to be a forceps delivery.

Guardian 17 September

-}
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AROUND THE CHICS

Frank Dobson upholds
objection from Cornwall CHC

in February, Cornwall CHC referred to the
health secretary a proposal by the Cornwall &
Istes of Scilly Health Authority to close four
community hospitals. Mr Dobson has now
announced that he has accepted the
arguments against the closures. However, he
accepted HA proposals for bed reductions at
two sites and a transfer of children’s general
surgery to which the CHC had objected.

At the same time, Mr Dobson pointed out
that financially realistic plans must be adopted
in Cornwall. He commented that GPs have
not been sufficiently involved in the
development of the HA's proposals or of
feasible alternatives. Since the future of the
community hospitals in question depends on
the involvement of tocal GPs, he wants to see
the new primary care groups shoulder some
direct responsibility for these hospitals.

... and Oxfordshire CHC

awaits a decision

Oxfordshire CHC has also referred proposals
to close local community hospitals to the
health  secretary.  Oxfordshire  Health
Authority has proposed the closure of
community hospitals at Watiington and
Burford (a world-famous centre for the
treatment of Alzheimer’s disease). in addition,
it is proposing to cut services at five other
community hospitals and to open a new unit
at Bicester. There would be a net loss of 52
beds. The health authority says that the
proposed changes would save £1.5 million by
2001 and improve access in the north of the
county.

The CHC chief officer, Penny Thewlis, has
said that the community hospitals are
providing a leading edge, low-tech service
close to patients. Cuts to the service would
add pressure to a system that is already under
stress. The CHC’s stance is backed by a
campaign group which has collected tens of
thousands of signatures opposing the cuts and
organised a march on Parliament to lobby Mr
Dobson and locat MPs.

g RN - e £ A

Has your CHC recently referred a decision to
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Dewi Pritchard

We are sorry to announce the death in September of Dewi
Pritchard, a member and former chair of Pembrokeshire CHC.
Dewi made a long and valuable contribution locally through the
CHC and as a county councillor and nationally as chair of the
Welsh Assaciation of CHCs. The current chair of Pembrokeshire
CHC, Sheila Russell, praised his activity on behalf of patients in

Wales and said that he will be much missed.

Worcestershire: Support for HA proposals

Last month's CHC News covered a report from Kidderminster &
District CHC in which the CHC condemned Investing in Exceflence,
a consultation document from Worcestershire Health Authority
(WHA). WHA proposes to transfer almost all acute services and the
A&E department at Kidderminster Hospital to hospitals in
Worcester and Redditch. A MORI survey showed that an
overwhelming majority of Kidderminster residents opposed the
proposals.

We have since received a letter from Worcester District CHC
asking us to “redress the balance in this highly emotive issue”,
given that Kidderminster CHC's opinion is “a minority view within
our county”. Worcester District CHC supports the aims and
objectives set out in Investing in Excellence and in particular the
commitment to a new hospital for Worcester and the
development of community services.

During ACHCEW's AGM in July the CHC presented the health
secretary, Frank Dobson, with a letter stressing the support of the
majority of people in Worcestershire for WHA's plans. It expressed
disappointment that the plans had been referred to Mr Dobson
and hoped that the referral would not delay the proposed new
hospital or the improvements envisaged for the county’s existing
community hospitals.

We welcome responses to items that appeat in CHC News, and
especially short articles from readers who want to respond in
their own words.

C

Correction:
“Checking up on cetvical screening”

An article in last month’s CHC News was misleading in it that
implied that St George’s Hospital, London, had experienced
problems with its cervical screening. There has in fact been no
question about the quality of cervical smears examined in the
hospital. The difficulty arose, rather, with the colposcopy service
delivered by one doctor. This service involves microscopic exam-
ination of the cervix following an abnormal smear test. Women
who did not have a biopsy or who had excisional treatment of a

certain kind have since been recalled. Any CHC approached by——
one of these patients should advise her to contact St George's==
immediately on 0800 328 6905.

the health secretary? If 50, please send us
brief details for CHC News.
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FUTURE @ WELSH CHICS

The Welsh Office has issued a consultation document,
Involving the Public, as part of an exercise that may have
very significant implications for CHCs in Wales, and
potentially for English CHCs as well.

As well as suggesting ways in which the public could
influence decision-making in the NHS, the document
sets out two options for the future of CHCs. It takes as
starting points the statements “A strength of CHCs lies in
their statutory position and their independence ...” and
“Their weakness lies in the lack of a clear focus for their
activities, which stretches resources unproductively ...”
It says that their role needs to be limited and refocused
so that CHC resources can exert greatest leverage.

Option 1: A trust focus

A new pattern of CHCs would be based on a network
of trusts. CHCs would help trusts to find out what
patients want and to shape services which are sensitive
to patients’ needs. CHCs would assist in improving
communication with patients in general and would
support and advise individual patients, making sure that
complaints and suggestions were used to improve the
effectiveness of trusts. They would monitor perform-
ance, undertake patient surveys and build up links with
local health groups to ensure that their intentions and
services reflect trust capabililites and plans.

Option 2: A health authority focus

There would be one CHC per health authority. CHCs
would contribute to the strategic shaping of services
contained in Health Improvement Plans, leaving
support and advice to individual patients to trust-based
patient representatives. They would provide advice on
gauging public opinion and would undertake “specfic
exercises for health authorities in support of planning
proposals”. In this case CHCs would also be in a position
to work with local health groups (the Welsh equivalent
of primary care groups), enabling them to have a
strategic influence on primary care.

A final section of the document considers how the
Welsh Assembly and the public may be involved in
proposals for service changes. This section is less clearly
worded than other parts of the document. It appears to
leave open the possibility that, while health authorities
must involve the public in developing proposals, the
formal role of CHCs in considering major service
changes might be reduced.

Any changes in Wales may in due course lead to
changes in English CHCs. ACHCEW would encourage
all CHCs to consider responding to this document
before 20 November and to send copies to ACHCEW
to facilitate the development of ACHCEW's response.

CRIC BPERIENCES OF NHS MIEETINGS

CHGs have now had some months’ experience of
“open” trust board meetings. We have just received the
first batch of reports on how the system is working.

As well as looking at the conduct of health authority
and trust board meetings, the Greater London Associ-
ation of CHCs (GLACHC) looked at the composition of
boards. Its survey gives details of the gender, ethnicity,
age and background of board members at 12 health
authorities and 45 trusts in London.

Both Shropshire CHC and GLACHC list recom-
mendations for the conduct of board meetings, with a
good deal of overlap, although the GLACHC guidance
is rather more detailed. Both sets of recommendations
would be a useful starting point for CHCs wanting to
assess or influence the openness of local meetings.

Both surveys identified examples of good practice
and many of the same problems. Some of these are very
practical: for example, both found examples of seating
layout which made it difficult for the public to hear what
some board members were saying. Others were
problems with decisions about how to conduct
meetings: for example, 26% of responding CHCs in
London said that the public/CHC attending the meeting
did not have any part of the meeting allocated to them
to ask questions or comment on agenda items. The

GLACHC guidance recommends that the public should
be able to raise questions or make comments at the end
of each agenda item and have a specific slot allocated
to raise any issues. One Shropshire trust board meeting
had used this system, and it was much appreciated by
the members of the public who attended.

The Shropshire report is on the experiences of CHC
members at board meetings over a period of months. it
is encouraging to find that the trusts concerned have
made considerable improvements since the first
meetings and have already taken action to remedy some
of the problems identified by CHC members.

authority and NHS trust boards and public
involvement in board meetings in Greater London

Opening the door - to public involvement in health
authority and trust board meetings:
' A manual of good practice

Both by GLACHC (phone: 0171 700 8125)

How open, accessible and user friendly are NHS
public trust board meetings in Shropshire?
Shropshire CHC {phone: 01743 235261)

=

=
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NEWS [FRrom ACHCEW

ACHCEW PUBLICATIONS

New members of CHCs may not be fully aware of the range
of publications available from ACHCEW.

Regular publications

There are three publications which we produce ten times

a year:

)YCHC News is sent to CHC members, keeping them up to
date with developments in the CHC world and health
policy more generally.

» CHC members also receive Health Perspectives, a series of
briefing papers on NHS matters. Recent topics include
patients taking legal action against the NHS, difficulties
finding an NHS dentist and how CHCs can contribute to
the government’s health strategy Our Healthier Nation.

» CHC offices receive CHC Listings which summarises all
CHC reports received by ACHCEW and gives details of
forthcoming conferences, along with other information.

We also send CHCs copies of Health News Briefings —~
research reports providing an in-depth commentary on
health policy or guides to assist CHCs in their activities. We
have produced nine Health News Briefings so far this year,
including our response to the government’s NHS reforms,
CHCs and the New NHS, and guidance on Consultation — the
Legal Requirements. Last year’s Hungry in Hospital? was
probably ACHCEW'’s most influential and controversial
report, drawing attention to the problem of patients not
receiving the help they need to eat. CHCs Making a
Difference described the innovative work and practical
achievements of CHCs across England and Wales.

Training packs

CHGCs can obtain Distance Learning Packs which are
designed to help members develop their skills at their own
- pace. Distance Learning Packs are available on:

» Skills for New Members (recently updated)

» Developing Skills as a CHC Member

» Skills for CHC Chairs

ACHCEW has also recently published a Training Resource
Pack to help trainers run courses for new members.

Factsheets

ACHCEW produces a range of leaflets aimed at the general

public to promote CHCs and patients’ rights. Factsheets are

available on:

» Family Doctors

» Making a Complaint

» Going into Hospital

» Care in the Community

» On the Record - Confidentiality and Access to Medical
Notes

» Making Choices - Finding out about an lllness and
Consenting to Treatment.

A full publications list is available from ACHCEW free of
charge.

| e—

Primary Care Groups: the early guidance
ACHCEW has circulated this Health News Briefing to
CHGs. 1t aims to help CHCs respond to the rapidly
changing situation by giving a brief analysis of the
NHS Executive guidance, Developing Primary Care
Groups (HSC 1998/139). ACHCEW would be very
interested in hearing from CHCs about significant or
innovative local developments which involve CHCs,
users/carers or the wider community in PCGs.

Consultations on patient consent

Among several consultation exercises to which ACHCEW
has responded recently, two concern patient consent.

One of the most common reasons for a research ethics
committee to return a study proposal to a researcher is for
amendment to patient information sheets and consent
forms. The Scottish Office has set up a working group to
devise guidelines and -a standard format for patient
information sheets for use when patients are invited to take
part in medical research. The intention is that the
guidance/standardised sheets will be used by Medical
Research Ethics Committees in England and Wales as well
as in Scotland. A sample information sheet for patients, a
sample consent form and notes for researchers have been
circulated for consultation.

ACHCEW has welcomed the initiative and much
of the content of the consultation documents. However, it
is concerned that the provisions for confidentiality are not
adequate. The Association believes that consent to the
disclosure of information should be specific and informed.
If, for example, access is being allowed to the staff of
pharmaceutical companies or to the patient’'s GP, this
should be stated explicitly. In addition, the reason for
disclosure should be given in each case. Despite assurances
about “anonymisation” (or in ACHCEWs preferred phrase
“your name and address removed”), ACHCEW suggests
that an undertaking is given that the published results will
not include any photographs or details of individual cases
without the consent of the relevant participants.

The General Medical Council has produced draft guidance
on Consent: the ethical considerations. This document gives
advice on good practice and reminds doctors that they must
respect the patient’s autonomy in the doctor/patient
relationship. While ACHCEW has welcomed the fact that
the GMC has prepared such a document, it has made many
detailed suggestions for improvements to the text. One of
the main principles underlying ACHCEW's response is that
“doctors need to exercise their professional judgement on
the degree of detail which is required to faciitate informed
consent as well as providing additional information where
the patient so wishes”. This, ACHCEW believes, is a more
satisfactory starting point than trying to strike a “balance”
between “allowing doctors flexibility” and “ensuring that
patients’ needs are properly taken into account”.
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