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Over the past twenty years there has
been growing concern that the pri-
mary health needs of people with in-
tellectual disabilities are being ne-
glected. In most countries the role that
general practitioners should play in
meeting the health care needs of peo-
ple with intellectual disabilities remains
poorly defined. This may reflect a past
when many people with an intellec-
tual disability lived in long stay insti-
tutions outside the remit of family phy-
sicians. But today the situation is very
different. It is estimated* that there are
about 12 000 people in New Zealand
with an intellectual disability, nearly
all of them living in the community.

In the United Kingdom the number
of people with intellectual disabilities
is increasing by 1.1% per annum, in
part because many more severely disa-
bled children are sur-

In both
New Zealand
and the United
Kingdom it
is widely ac-
cepted that general practice is an
efficient and cost effective way of de-
livering primary care. Family physi-
cians trained in primary care provide
the gateway through which people
gain access to health care systems.
They also provide much of the diag-
nosis, treatment and management of
acute and chronic illness. General
practitioners also play a key role in
health promotion, health screening
and counselling and support.*

Because general practitioners oc-
cupy the interface between individual
patients and secondary care systems,
they also play a crucial role in set-

ting priorities and in

viving into adult-
hood, and in part be-
cause life expectancy
has increased.? As life
expectancy increases,
so do age-related dis-
eases such as stroke,
heart disease, chronic
respiratory disease
and cancer. Recent
surveys have shown

In most countries the
role that general
practitioners should
play in meeting the
health care needs of
people with intellectual
disabilities remains
poorly defined

rationing the deliv-
ery of health care.
A typical GP
practising in the
United Kingdom
may expect to be
consulted once a
day about the health
needs of a person
with an intellectual
disability. A call on

increased and unde-
tected morbidity in groups of people
with intellectual disabilities and have
highlighted inadequate diagnosis and
treatment of specific medical condi-
tions, including heart disease, hy-
pothyroidism and osteoporosis.®

the doctor may in-
volve personal contact with a patient,
or a discussion with a member of
their family or perhaps a meeting with
a paid carer. Few doctors have had
adequate training to deal with the
needs of this group of patients and
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research has shown that some may
be reluctant to engage with this
group of patients.®

Meeting the health care needs of
this population is both complex and
difficult. Although most

perform a yearly health check on
people with intellectual disability. On
the other hand an Australian study?*®
found that the majority of the 912
GPs in their Australia-wide sample

were enthusiastic about

general practitioners see

health checks. Virtually

themselves as the appro-
priate people to provide
health care for people
with intellectual dis-
abilities, a minority
view them as an unwel-
come burden.® Lennox
and his colleagues have
suggested that the main

It is estimated that
there are about
12 000 peoplein

New Zealand with

an intellectual
disability, nearly
all of them living
in the community

all the doctors in this
sample agreed that it was
their responsibility to
facilitate or ensure that
health screening was
undertaken. Lennox and
his colleagues found
the results of their study
‘compelling’ They ar-

barriers faced by GPs

gued that the results

are communication dif-

ficulties with patients and other health
professionals and problems in obtain-
ing satisfactory medical histories.”

In the late 1970s, in a small local
survey of GP attitudes in England,
we found?® that patients with intellec-
tual disabilities caused the GPs so
little trouble that they assumed that
their primary health care needs were
being catered for elsewhere. In a sub-
sequent case control study ® we found
that GPs were more aware of the needs
of their intellectually disabled pa-
tients but nevertheless the control
subjects were more likely to be of-
fered preventive health care when
matched for age and gender.

A survey of 242 general practi-
tioners in Wales® found that although
GPs agreed that they were responsi-
ble for the medical care of people
with an intellectual disability, they
resisted assuming the responsibility
for annual health checks and assess-
ments of hearing and vision. They
were also ambivalent about health
promotion activities and thyroid test-
ing in people with Down’s syndrome.

The same questionnaire was sub-
sequently used in a survey in New
Zealand.! Of the 250 general practi-
tioners who were sent the question-
naire, 65% responded. Interestingly
the New Zealand GPs also showed a
lack of enthusiasm for health checks
— only 23% of respondents agreed
that it was the GP’s responsibility to
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demonstrated the
growth of a more positive attitude
concerning GP roles and responsi-
bilities in providing health care to
people with intellectual disabilities.
Ten years ago the Welsh Office
published their Protocol for Invest-
ment in Health Gain: Learning Dis-
abilities.® This suggested that initia-
tives, such as health checks, could
lead to worthwhile health gains for
people with intellectual disabilities,
but the concept of ‘health gain’ was
slow to take off. In 1995 the Depart-
ment of Health, in London, published
The Health of the Nation — a strategy
for people with Learning Disabili-
ties.’? This highlighted areas such as
cancer, mental health, coronary heart
disease and stroke,

nificant number of people with in-
tellectual disabilities who were over-
weight. A fifth of the intellectually
disabled group were clinically hy-
pertensive and there was a high
prevalence of physical inactivity. Al-
though the authors found that inter-
vention could be acceptable to peo-
ple with intellectual disabilities and
that tangible benefits could be ob-
served, they were less sure whether
the interventions could be success-
fully administered to a larger number
of people and whether the health
gains could be maintained over a
long period of time.?®

A much larger study of health
screening was subsequently carried
out in New Zealand.® Using the Car-
diff Health Check,'” 2 500 residents
of IHC New Zealand Inc. (previously
known as the New Zealand Society
for the Intellectually Handicapped)
were screened. The screening revealed
that 73% of screened people required
some follow-up health intervention.
The authors concluded that the health
screening process showed that there
was substantial evidence of ‘health
gain’ (see article by Webb and Rogers
in this journal).

By 1998 Welsh Health Authorities
were convinced that the concept of
‘health gain’ was of fundamental im-
portance for all client groups. The pub-
lication in 2001 of Health Evidence

Bulletin: Learning

where more effec-
tive targeting of
health input would
produce health
gains. A research
study based in Bir-
mingham, England,
used the Health of
the Nation material
to devise a health
check protocol.
The researchers set

Recent surveys have
shown increased and
undetected morbidity in
groups of people with
intellectual disabilities
and have highlighted
inadequate diagnosis and
treatment of specific
medical conditions

Disability®® marked
a major step for-
ward. This 75-page
document has a spe-
cific focus on the
health care needs
of people with in-
tellectual disabili-
ties. It provides a
series of statements
about specific in-
terventions, each

out to demonstrate
the health gain benefits from health
screening.*** The team found that on-
going consultation with users and
carers was vital to the success of the
project.’® The study identified a sig-

with a precise indi-
cation of the strength of the evidence
and the sources for each statement.
The evidence has been critically ap-
praised, compiled under the direction
of a public health physician in an ac-



cessible document and reviewed by a
multi-disciplinary team. Although the
bulletin is primarily designed to help
health authorities develop local strat-
egies and commission high quality
health care, it is likely to be very use-
ful for general practitioners every-
where. The evidence, which is organ-
ised in ten topic areas, includes chap-
ters on epidemiology, the management
of behavioural disturbance, the role
of drug therapy, and a substantial sec-
tion on medical conditions in people
with an intellectual disability.

A similar approach has been fol-
lowed in Australia in pursuit of
‘health targets’ Health screening of a
sample of 200 people with intellec-
tual disabilities in Sydney? had found
an average of five disorders per per-
son, of which half had not previously
been detected. Based on their Aus-
tralian experience, Beange and her
colleagues®® promoted the notion of
health targets with a view to reach-
ing an international agreement on the
minimum health interventions that
should inform primary health carers.
The fifteen targets selected drew upon
conditions that were highly preva-
lent, easily detected, and amenable
to treatments that were available. This
list of targets provides valuable com-
mon ground for setting an interna-
tional standard.

In England, the Department of
Health has led discussions on how
more effective primary health care can
be delivered to people with intellec-
tual disabilities. Following extensive
consultation, Once a Day? was pub-
lished. This guidance on good prac-
tice was written for members of pri-
mary health care teams who were un-
familiar with the needs of people with
intellectual disabilities. The guide sets
out the main issues likely to be faced
by the primary care team and offers
advice about how those needs might
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best be met. Twenty-five thousand
copies of the guide were distributed
free. It was well received and stimu-
lated further interest in the best ways
to provide primary health care to this
vulnerable group of citizens.

In England, two years later and
following a further eighteen months
of consultation, the Government
published Valuing People — a new
cross departmental

Valuing People also endorsed the
concept of the ‘health facilitator’ The
health facilitator, who may be a nurse
or other health worker, helps gen-
eral practitioners and others in the
primary care team to identify pa-
tients with intellectual disabilities, in
collaboration with colleagues from
social services, education and health.
Their task is to facilitate, to advo-

cate and to ensure that

strategy for people with
intellectual disabilities
for the 21st Century.
Although the remit of
Valuing People went far
beyond the health
needs of people with in-
tellectual disabilities,
the changes which were

People with
intellectual
disabilities may be
vulnerable people
— but they are also
valued people

people with intellectual
disabilities gain full
access to the health care
they need, whether
from primary or sec-
ondary health services.
It is intended that the
role of the health
facilitator will embrace

proposed in the meth-

ods of health care delivery are likely
to be of interest to family physicians
and health care providers elsewhere.

Somewhat surprisingly, the Gov-
ernment decided against recom-
mending annual health checks. In
part this was because of a concern
that GPs would demand additional
fees to carry out additional tasks, but
also because of a reluctance to im-
pose further duties on family physi-
cians. Instead of health checks the
Government endorsed the concept
that each individual with an intel-
lectual disability should have a
health action plan (HAP).

The HAP includes details of the
need for health interventions, oral
health and dental care, fitness and
mobility, continence, vision, hearing,
nutrition and emotional needs as well
as details of medication taken, side ef-
fects, and records of any health screen-
ing tests. It is intended that HAPs will
be offered and reviewed at critical
stages in peoples’ lives. Detailed guid-
ance on how the health action plans
will operate is now awaited.

mental as well as physi-
cal needs. The health facilitator’s role
is expected to be especially impor-
tant in helping people with intellec-
tual disabilities navigate their way
around the health service.

In England and in New Zealand
the challenge is to achieve improved
health care for people with intellec-
tual disabilities, wherever they live.
Perhaps Prime Minister Tony Blair’s
foreword to Valuing People provides
a suitable note on which to conclude:

‘People with intellectual disabili-
ties can lead full and rewarding lives
as many already do. But others find
themselves pushed to the margins of
our society. And almost all encoun-
ter prejudice, bullying, insensitive
treatment and discrimination at some
time in their lives...The challenge for
us all is to deliver the vision set out
in Valuing People so that the lives of
many thousands of people with in-
tellectual disabilities will be brighter
and more fulfilling.

People with intellectual disabili-
ties may be vulnerable people — but
they are also valued people.
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