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LETTERS

People with learning disabilities in
the community: where do we go
from here?

Sir,
There has been no fanfare announcing the
almost complete emptying of the large
mental handicap hospitals, where over
60 000 patients were accommodated 30
years ago. Now there are less than 3000,1

many of whom may prove difficult to
resettle. 

Overall, the shift into the community is
a great accomplishment, and patients have
benefited from the freer structure of com-
munity care. The majority of people with
moderate, severe, and profound learning
disabilit ies2 remain those who have
always lived in the community, supported
by their family and, as adults, often
attending social education centres. All in
all, there are roughly 200 000 such
patients in the UK: a prevalence of about
3–4/1000.

How about the mental and physical
health needs of these patients? Of course,
those with complex neurological needs
remain under the supervision of consultant
psychiatrists specializing in learning dis-
abilities. Reconfigured community learn-
ing disability teams include nurses and
social workers, who support clients and
their families, arrange respite care, and
usually hold special needs registers.

All people with learning disabilities
now in the community should be on the
list of a GP. This means that the average
GP with 1800 patients will now have six
or seven patients with moderate, severe,
and profound learning disabilities. A pri-
mary care group of 50 doctors may have
over 300 such people; the community
learning disability team may serve the
same locality and may have identified
these patients on their special needs regis-
ter. The primary care team are the princi-
pal providers of general health care to
people with learning disabilities in the
community, and so should work closely

with specialist services by developing
shared care arrangements.1

Those on special needs registers may
also have many additional health needs.
These include problems with communica-
tion, sight, hearing, behaviour, epilepsy,
continence, and obesity. Patients treated
with CNS drugs, for example, anticonvul-
sants and antipsychotics, require monitor-
ing. Some people with a learning disabili-
ty underconsult and have difficulties
accessing health services,3 including
screening. For these reasons, many
authorities recommend proactive health
checks,1,3,4 but the few reports of health
checks available confirm many un-
addressed problems.5,6 Health checks need
adequate funding and a good database.
Commissioners in health authorities and
primary care groups should consider how
to implement them. Recommendations in
the recent NHS Executive publication
Once a Day7 include appointing a lead
person, registers, regular checks, and
establishing integrated care pathways
between primary and specialist care
teams. If implemented, these may lead to
delivery of a service promising a healthier
future for our learning disabled patients.

GRAHAM MARTIN

Learning Disabilities Working Group
Red Roofs
Nuneaton
Warks CV11 5TW
E-mail: GHBMartin@doctors.org.uk

MARY LINDSEY

Faculty of Learning Disabilities
Royal College of Psychiatrists
London
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Out-of-hours palliative care

Sir,
The letter by Munday et al (June
Journal)1 highlights several important
points regarding out-of-hours palliative
care. Their practice of faxing the coopera-
tive with details of terminally ill patients
is an excellent innovation, which will
allow palliative care patients to be treated
appropriately.

There is, however, a lack of understand-
ing of the availability of 24-hour, on-call
emergency pharmacy. While acknowledg-
ing that many GPs carry a limited supply
of drugs and may not carry any opiates,
the drugs that may be necessary to allow a
terminally ill patient to remain at home
can always be obtained at any time of day
or night by contacting the duty on-call
chemist, whose number can be obtained
from the police. Additionally, local hos-
pice staff are always available to advise
on appropriate medication and will, in
some circumstances, loan equipment (e.g.
syringe drivers) and occasionally drugs
out of hours.

The above measures should hopefully
mean that palliative care patients are given
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appropriate care out-of-hours regardless of
whether the on-call GP is part of a depu-
tizing service of cooperative.

Admitting a terminally ill patient to a
hospice or hospital and sending them in an
ambulance at 3 am because they need
medication the doctor does not carry, is
not good palliative care and leads to much
distress to patients and their relatives.

MARI LLOYD-WILLIAMS

LOROS
The Leicestershire Hospice
Groby Road
Leicester LE3 9QE
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Defying the reaper

Sir,
All clinicians wonder, sooner or later,
whether individuals can manage the tim-
ing of their deaths. Some patients seem to
cling to life much longer than expected,
only to decline precipitously after a family
occasion or celebration of their birthday.
The supposition that this happens more
often than by chance has led to the con-
cept of ‘emotionally-invested deadlines’1

— that a significant number of people
delay their demise until after, for them, a
significant life event. The evidence is,
however, contentious and, some would
say, dubious.2

One can test this phenomenon by exam-
ining the inter-relation, in a large popula-
tion, between (a) the time centred on day
of birth and (b) the day of death. The
hypothesis is supported if there is a signif-
icant drop (a ‘death-dip’) in mortality
leading up to the birthday anniversary
compensated by a rise after the appointed
day. We have performed such a study
using the GP records of 2994 recently
deceased Wiltshire residents selected at
random. As would be expected, the major-
ity of them had died in the sixth to eighth
decade, the men earlier than the women.

We calculated, for every patient, the
number of calendar days between date of
birth and date of death (prefaced by + or
-). The Poisson distribution was fitted to
the data as the appropriate distribution3 to
random counts in time. In fact, there were
no differences in distributions of deaths
before or after birthdays, the data follow-
ing a totally random pattern. 

Although ‘proving the negative’ is

always difficult, and although we may
have failed to detect a real influence at
work in selected patients only, at least our
study was of a representative and well-
defined sample. 

The best known author in this field,
Phillips, published findings on ‘famous
Americans’ in one instance,4 and those
with ‘Jewish-sounding surnames’ in anoth-
er.5 His work seems to have been accepted
uncritically despite conflicting evidence.6

The power of ‘death-dipping’ may be
weaker than Philips has alleged.
Nevertheless, it remains an intriguing
psychosocial possibility that is often
reported anecdotally. It would repay fur-
ther formal study, and we wonder how
many doomed individuals will be able to
‘defy the reaper’ in the weeks leading up
to 1 January 2000? Difficulties with man-
power in the caring profession may not be
the only influence at work that weekend!

NORMAN BEALE

NIGEL BAKER

PHILIP ENGLAND

Research and Development Unit
Northlands Surgery
North Street
Calne
Wiltshire SN11 0HH
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Innovative methods in promoting
primary care research

Sir,
In December 1998, the General
Practitioners in Asthma Group (GPIAG)
ran a weekend workshop to test a method-

ology to allow research questions to be
rapidly developed into a detailed research
protocol. The workshop design allowed
practising clinicians (general practitioners
and practice nurses) to be integral to pro-
tocol development, while simultaneously
increasing their research expertise. The
methodology and our results are reported
elsewhere.1 We feel that the ideas behind
the workshop warrant further discussion
and debate within primary care.

There is a need to enhance the research
capacity of primary care.2,3 There has,
however, been little discussion on how this
is to be achieved without alienating prima-
ry care workers. While increasing primary
care research funding and availability of
primary care fellowships are welcome,
such approaches may lead to a continuation
of ‘top down’ research dominating primary
care. Novel and innovative methods are
required in order to increase clinicians’
ownership of research projects. There is the
need for primary care staff involvement in
the development and planning of pro-
grammes of research, from their outset. 

The (anonymous) feedback that we
received indicated that participants’ found
the process useful, stimulating, and enjoy-
able, and were keen to see its continuation.
Typical comments were that the workshop
was ‘challenging’, ‘novel’, and ‘creative’,
yet provided a framework in which partici-
pants felt they were ‘listened to’ and had
the ‘freedom to express views’. Many
commented that the process gave a tangi-
ble ‘sense of achievement’.

We are pleased to report that the work-
shop will be repeated in November 1999
by the GPIAG in Aberdeen (site of the
new GPIAG Chair in Primary Care
Respiratory Medicine) and also in
February 2000 for respiratory nurses,
organized by the Research Committee of
the British Thoracic Society. These meet-
ings should allow us to assess the general-
izability of the methodology developed.

AZIZ SHEIKH

Department of General Practice 
& Primary Health Care

Imperial College School of Medicine
London

MARK LEVY

Editor, Asthma in General Practice
Email: marklevy@gpiag-asthma.org
GPIAG Web Page:
w w w . g p i a g - a s t h m a . o r g / a s t h m a /
GPIAG/welcome.htm
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Factors associated with the
provision of anti-smoking advice by
GPs 

Sir,
After reading Coleman and Wilson’s brief
report on factors associated with the anti-
smoking advice by GPs (July Journal),1

we should like to suggest that more care is
needed when deciding which articles are
suitable for the 600 word limit. 

It has never been more important that
research evidence is clear and accessible
to health professionals in primary care.
New structures, such as the National
Institute for Clinical Excellence, should
alleviate some pressure on GPs in the
future.2 However, at the moment, patient
expectations, the demands of clinical gov-
ernance, and the need to contribute to pri-
mary care groups leave little time to sift
the mass of information available. Around
two million articles are published in med-
ical journals annually, and new titles con-
tinue to appear every year.3 The pressure
on academics to publish in peer-reviewed
journals, both to secure funding and
develop their own careers, means that
there are few problems in finding articles
to fill pages. In fact, journal editors are
able to accept only a small proportion of
material submitted to them.  

In under 600 words, Coleman and
Wilson described their study of 622 adults
and reported the results for smokers who
were advised or not advised by the GP,
categorized by their attitude towards giv-
ing up the habit. Despite being fairly
experienced critical readers, we had prob-
lems making sense of the figures. One
hundred and forty-four of the 612 respon-
ders were smokers, 122 of these were
patients and 20 accompanied a child. Two
smokers are therefore not accounted for.
Twenty out of 119 patients reported smok-
ing-related problems, but the relevance of
the denominator figure is unclear. If 34 of
122 smokers were advised, 88 were not,
yet the denominators for those not advised
vary from 79 to 81. We assume that this is
due to item non response, but no explana-
tion is offered.

With more space the authors could have
explained their data and presented a more
extensive discussion. For example, the
possibility that GPs appeared to be advis-
ing the more motivated smokers because

they had made no progress with the others
is not considered. 

We draw the rather obvious conclusion
from this paper that research worthy of
publication should be allotted enough
space to be explained clearly. Otherwise,
it is of limited use to readers and a source
of frustration for authors.  

BARBARA HANRATTY

DEBBIE LAWLOR

Division of Public Health
Nuffield Institute for Health
71-75 Clarendon Road
Leeds LS2 9PL
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Simulated surgery

Sir,
Burrows and Bingham (April Journal)1

‘conclude that the simulated surgery is
established as a feasible, valid, and reli-
able method of assessing the clinical skills
of MRCGP candidates who are unable to
submit a video-recording of their consul-
tations’. Although we commend them on
achieving high degrees of inter-assessor
reliability and on improving feasibility,
their claim of validity cannot go unchal-
lenged.

By their own admission, their method
does not include a test of diagnostic skills
in the consultation (‘diagnostic skills are
tested elsewhere in the examination: diag-
noses are usually obvious or provided in
the simulated surgery…’). The ability of
candidates to elicit abnormal physical
signs is also not tested (‘…the format pre-
vents us from including children, emer-
gencies, physical signs, and previously
known patients’). Because of these crucial
omissions, their consulting skills perfor-
mance criteria are simply not credible, let
alone valid. Moreover, the imposition of a
fixed consultation length and the inability
of the method to include children, emer-
gencies, and previously known patients in
the set of clinical challenges further sub-
vert the validity of the process.

It is widely accepted that a supportable
assessment method is a combination of
five different parameters: validity, relia-

bility, costs, acceptability, and educational
impact.2 Furthermore, the relationship
between the parameters is ‘multiplicative,
because if one of them is nil, the useful-
ness of the examination would be nil’.2

Accordingly, before recommending the
simulated surgery as an alternative to the
videotaped submission for the consulting
skills component of the MRCGP examina-
tion, we believe that the validity of the
method must first be established.

Finally, Burrows and Bingham state
that ‘the simulated surgery measures com-
petence while the video measures perfor-
mance’. Competence is not something that
can be directly measured: competence can
only be inferred on the basis of systematic
observation of performance judged against
valid performance criteria.3

ROBIN C FRASER

ROBERTK MCKINLEY

Department of General Practice and 
Primary Health Care

University of Leicester
Gwendolen Road
Leicester LE5 4PW
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Retention of young GPs 

Sir,
I write with reference to Taylor et al’s
article (April Journal)1 about the retention
of young GPs entering the NHS from
1991–1992.

The Medical Practices Committee
would like to make absolutely clear that,
contrary to the statement made by the
authors on page 279, the Committee has
never had a policy of ‘not refilling single-
handed partnerships’. 

On receipt of an application from a
health authority for a change in the local
medical workforce, the Committee assess-
es whether the specified locality is served
by sufficient, but not excessive, numbers
of doctors working in general practice.
The initial criteria used by the Committee
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are based upon the average list size per
whole-time-equivalent GP in England and
Wales. However, the patient profile within
the specified locality is also very impor-
tant. The Committee therefore takes
account of information on a range of other
factors reported by health authorities, and
these may often override the influence of
the simple average list size assessment.

The Committee continues to exercise
discretion and judgement in reaching deci-
sions on whether or not vacancies should
be declared.

In summary, each case is considered on
its individual merits, and the Committee
does not refuse applications for replace-
ment GPs simply because the practice is
single-handed.

Further information on the MPC and its
policies may be found on the website:
www.open.gov.uk/doh/mpc/mpch.htm

RM SAUNDERS

Medical Practices Committee
1st Floor Eileen House
80-94 Newington Causeway
London SE1 6EF
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Antibiotic prescribing for sore
throat

Sir,
Kumar et al1 imply that increased antibiotic
prescribing for sore throat may reduce the
already very low incidence of acute
rheumatic fever and post-streptococcal
glomerulonephritis in the UK, and perhaps
prevent a resurgence of these conditions. En
route, they also recommend an increased
use of throat swabs and streptococcal anti-
gen tests in general practice. None of their
recommendations stand up to scrutiny.

In a review of 22 placebo-controlled tri-
als of antibiotics in sore throat, a
Cochrane review2 concludes that ‘the
absolute benefit of antibiotics for reducing
complications of sore throat is small in
settings where rheumatic fever is rare’.
Similarly, the Scottish Intercollegiate
Network (SIGN) guideline3 on manage-
ment of sore throat and indications for
tonsillectomy states that ‘sore throat
should not be treated with antibiotics
specifically to prevent the development of
acute rheumatic fever and acute glomeru-
lonephritis’. In addition, the same guide-
line does not support the routine use of

either throat swabs or rapid antigen test-
ing, as neither tends to alter management
decisions. Apart from the inaccuracies
associated with both investigations, there
is a high asymptomatic carrier rate of
around 40%4 for group A β-haemolytic
streptococcus (GABHS).

It is inappropriate for Kumar et al to
associate the cases of acute rheumatic
fever with pressures to reduce costs in
general practice. Genuine public health
campaigns aimed at reducing inappropri-
ate antibiotic prescribing are not enhanced
by such alarmist proposals. 

ANDREW POWER

Prescribing Advisers Department
Royal Infirmary
84 Castle Street
Glasgow G4 OSF
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Primary care software should be
dragged into the next millennium

Sir,
The state of GP computing leaves much to
be desired. Jon Emery (July Journal)1

suggests that any genetic computer sup-
port program will need to communicate
with the practice computer system and
also with Windows. It has taken a long
time for some primary care computing
systems to start becoming Windows com-
patible. The problem is, there are too
many software packages for primary care.
They are all different, take time to learn
and master (if you are able), and seem
very poorly supported. None seem to be
geared towards the GP getting the most
out of his record system. We don’t even
know if they are millennium friendly yet. 

There is a gap in the literature concern-
ing how many GPs are unable to use their
computer systems properly. The govern-
ment should be trying to address this.
NHSnet is all very well, but how about a
single, windows and research compatible
software package, which is free, with
NHSnet? Perhaps then we could all access
genetic decision support by remote access,

with no need for costly upgrades.
There seems to be a tremendous gulf

between innovations in IT in primary care
and grassroots level uptake. We know that
research evidence in general is variably
implemented.2 New developments in IT
seem never to be actioned; though there
are many programs out there for decision
support, how many GPs do you know who
actually use them? Although the authors
are absolutely correct to suggest that pri-
mary care IT could aid genetic support,
more GPs need IT support first.

The business world has grabbed hold of
the Internet and new IT technology fero-
ciously, determined to use it for its own
means. Primary care remains passive,
waiting for IT to get it. In a world where
soon most business will be conducted
through the web,3 isn’t it time that, as a
profession, we started becoming computer
whizzes?

GINA AGARWAL

Department of General Practice and 
Primary Health Care

Imperial College School of Medicine at 
the Chelsea and Westminster

369 Fulham Road
London SW9 
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Speaking out

Sir,
The recent case of Katie Atkinson, a nine
year-old from Sheffield who was denied a
referral for heart transplant because she
has Down’s syndrome,1 continues to illus-
trate how negative expectations are influ-
encing the behaviour of individual profes-
sionals or health services and are resulting
in self-fulfilling prophecies. Low or nega-
tive expectations of an individual’s health
can lead to the acceptance of a lower state
of health as ‘normal’ for this group of
people. Such incorrect attitudes and low
expectations are contributing to a situation
that is little short of scandalous.

Studies show that people with learning
disabilities are not always receiving equal
access to health services and the right
level of individual support to use it effec-
tively.2 Clearly, discrimination of over
one million people (2% of the population)
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with a learning disability needs to stop.
The life expectancy of people with a

learning disability has increased by 40
years over the past 50 years.3 Although
the life expectancy of people with Down’s
syndrome remains between five and 10
years lower than the overall population of
people with learning disabilities, this still
represents a considerable increase in life
expectancy for these people.4 This is part-
ly due to advances in medical and surgical
treatments being made available and
clearly demonstrates how correct attitudes
and high expectations do save lives.

Health professionals need to reflect on
their willingness on the one hand to pro-
long and intervene in treatments that are
beyond normal limits of viability and on
the other to make decisions based purely
on what professionals consider to be
‘quality of life’.

The message that appears to be sent
(unwittingly or not) by health profession-
als to Katie and her parents is that their
vibrant daughter is not worthy of equal
treatment or consideration. It is a message
that has disturbing consequences, not just
for Katie and her parents but for all mar-
ginalized groups in Britain.

PAUL KEENAN

PAUL MCINTOSH

University College Suffolk
Heath Road
Ipswich 
Suffolk IP4 5PD
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UK medical charities and clinical
trials

Sir,
Evidence-based medicine largely depends
on data from clinical trials. Its progress
obviously relies to a considerable degree
on the financial resources available for
such investigations. In the UK and else-
where, medical research is mostly funded
by charities. To determine how dedicated
these institutions are towards sponsoring
clinical trials in general and of comple-
mentary medicine (CM) in particular, a
questionnaire was sent to all 100 medical
research charities listed in The Association

of Medical Research Charities Handbook
1998-1999.1 It contained five short ques-
tions related to their annual budget and
commitment to funding clinical trials both
in general as well as of CM. A total of 63
completed questionnaires were returned.
One had to be excluded because the
answers given were meaningless.

The total annual budget of the respond-
ing institutions amounted to
£133 218 617. Asked whether they would
fund clinical trials, 23 answered with yes,
35 with no, and three indicated they would
consider funding clinical trials if they
received applications. In total, 544 clinical
trials were supported in 1998, which cor-
responded to £3 144 396. Asked whether
they supported clinical trials in CM, 13
answered positively and 37 denied. Ten
charities indicated they would consider
funding it if they received applications. A
total of three clinical trials were supported
in 1998, which amounted to £70 000.

These data imply that medical research
charities invest an average of 2.3% of
their annual research budgets into clinical
trials of all areas of medicine and only
0.05% into trials of CM. A similar result
was generated by a previous survey that
related to NHS funding for CM research.2

We believe that, vis à vis the importance
of clinical trials for the progress of evi-
dence-based medicine, this funding policy
urgently requires to be considered. There
is an overt imbalance between the popu-
larity and the evidence in CM. Therefore,
the lack of involvement of medical
research charities in CM research seems
particularly regrettable.

E ERNST

B WIDER

Department of Complementary Medicine
School of Postgraduate Medicine and 
Health Sciences

University of Exeter
25 Victoria Park Road
Exeter EX2 4NT
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A treatment for constipation

Sir,
Old people, particularly in retirement or
nursing homes, often complain of consti-

pation — possibly from a lack of exercise
and poor fluid intake, or from excessive
concern with their bodily functions.

I recently discovered that some patients
benefit from rocking to facilitate evacua-
tion. This appears to promote peristalsis,
independent of increased abdominal pres-
sure or deep respiration. All that is neces-
sary is to rock back and forth, on the toi-
let, say for four or five seconds each way.
Quite probably someone has described
this manoeuvre in the past, but I was
never taught it, not is it specifically men-
tioned in general medical textbooks.

Some patients in an old people’s home
confirmed that it can be of help. A proper
randomized, double-blind, placebo-con-
trolled, crossover trial would certainly be
desirable but is obviously not feasible. On
the other hand, there is probably scant sci-
entific evidence, for example, for tepid
sponging feverish patients or refusal to
strap a fractured rib. So perhaps some col-
leagues may give this simple manoeuvre a
trial and tell me of their experiences. After
all, they have little to lose and can be sure
that no side-effects will haunt them, which
is more than can be said for many well-
researched, evidence-based treatments.

H O ENGEL

58 Whitehouse Way
London N14 7LT

The future of the BJGP

Sir,
Dr Gillies’ ideas for the future of the
BJGP (August Journal) are highly perti-
nent, timely, and well expressed. There
seems little more to be done than to put
them into action.

The rate of citation seems roughly
inversely proportional to the popularity of
the Journal among GP registrars and most
‘ordinary’ GPs. The introduction of the
Back Pages finally provided such readers
with something interesting, entertaining,
and relevant to read. Unless the ‘science’
of the main papers and the ‘art’ of the
Back Pages are integrated, the Journal
will fail to engage most of these doctors
who are the future of our profession. I was
only a small cog in the organizing wheel,
so I can say without arrogance that the
1999 Spring Meeting in Cambridge on
‘Rational General Practice — Art AND
Science’ was a model of how such inte-
gration could happen. 

PAUL SACKIN

Email: PaulSackin@compuserve.com.
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