Dying and living with learning disability:

will health checks for adults improve their quality of life”?

We know that for people with learning
disability, this is a life-long condition, and
also that it is not associated with long life.
Adults with learning disability (intellectual
disabilities), have the triad of impaired
intelligence, reduced ability to cope
independently (impaired social functioning),
with both starting before adulthood and
resulting in a lasting effect on development.
An article in this Journal by Tuffrey-Wijne and
colleagues explores in depth, mainly by
participant observation, the experiences and
needs of 13 patients who were terminally ill.’
In at least 10 of the patients the diagnosis of
cancer was delayed. Better access to
regular cancer screening programmes has
the potential to reduce the incidence of late
diagnosis in this group; people with learning
disability often fail to attend offered
screening services, such as mammography
and cervical cytology.

This study' highlights the need for GPs to
engage proactively in supporting patients
and their carers, when this diagnosis is
made. This will require skills in and
knowledge of communication, capacity, and
consent issues. The authors comment that
sometimes assumptions were being made
wrongly by clinicians, that the carers,
whether paid or family, actually knew the
understanding and wishes of the patient
when the diagnosis of cancer or care
arrangements were being discussed. They
recommend that where there are cognitive
and communication difficulties, and where
the wishes and feelings of the patient cannot
be gauged with certainty, rather than
informally and unquestioningly accepting
statements of carers, patients in this
situation may benefit from assessment of
their mental capacity and a ‘best interest’
meeting with probable involvement of the
local specialist palliative care team. As with
other aspects of the care of people with
learning disability, communication difficulties
may exist, whether information passes
directly between doctor and patient, or via a
carer, which may mean that diagnosis and
treatment are less satisfactory than might
otherwise be expected.

How can primary care offer improved
qualities of general health care to adults with
learning disability? An RCGP working party
in 1990 recommended health checks.”? The
Department of Health sent a series of
recommendations, including checks for
people with learning disabilities to all GPs in
1999.° The white paper Valuing People’
inferred that primary care was the segment
of the health service expected to drive
forward care for this vulnerable group. It is
since the independent inquiry following
Death by Indifference® that the Department
of Health has made resources available in
England. Sir Jonathan Michael’s Report
Healthcare for All published in 2008°
recommends the introduction of an annual
health check for people with moderate and
severe learning disability and stresses the
need to make ‘reasonable adjustment’ for
the needs of those with learning disability.
This report has now been followed by the
publication of new clinical directed
enhanced services (DES) guidance for the
GMS contract 2008/09, including appendix
3 on learning disabilities, in which practices
will be expected to provide an annual health
check for their adult patients with learning
disabilities.”

The introduction of regular structured
health checks offers patients with learning
disability an extra route of joining
mainstream general practice with a higher
profile and priority than before. The
introduction of child health surveillance
clinics in the 1970-1980s highlighted to
practices the opportunities of regular
systematic care of a population of young
patients, and led to increased attention to
the needs of the under 5’s in practices. For
many young patients with significant
learning disability, arrangements for
developmental monitoring and regular
review have often continued through
adolescence up to the age of 18 years.
However, past this age, up until recently,
there has not usually been regular follow-on
surveillance, although the associated
clinical conditions are likely to remain much
the same as when the patient was growing

up. It has been shown that comprehensive
health checks in adults with learning
disability, done correctly, identify hidden
morbidity? and could double the number of
their health needs addressed, compared
with standard GP care.*™ Those patients
with moderate, severe and profound
learning disabilities are known to have over
twice the number of clinical conditions
found in their non- disabled peers.” In a
study last year the level of new need
revealed by repeated checks, even at the
shortest interval (mean 14 months), was as
high as that at initial check, which suggests
the optimum interval between checks may
well be 1 year. Serial health checking led to
nearly doubling the health promotion
actions in this group, while the rate of
primary care consultations between checks
did not fall.”

Many GPs working with their practice
nurses are now offering annual health
checks for their patients with learning
disabilities. They use Quality Outcomes
Framework (QOF) registers of their patients
with learning disability, and some practice
administrators have set up call and recall
systems, and are working out how to
reduce non attenders to a minimum while
maintaining confidentiality, respecting self-
determination, and working together with
the local services offered by the learning
disability teams. Primary care trusts (PCTs)
have the responsibility of checking the
practice registers against the ‘local
register,” and good congruence is possible
where practices and local community
learning disability teams have agreed
definitions and regularly update their
registers, concentrating on those with
moderate, severe, and profound learning
disability. However, the personal
experience of one of the authors and of a
recent publication in this Journal indicates
that this may be more difficult than it would
appear because the community registers
produced by a combination of social
services and health statistics and practice
registers using electronic templates may
not identify quite the same populations.™
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Although we are familiar with ‘well person’
checks it is useful to be aware of how
checking the learning disabled population
varies considerably from this. For example,
about a quarter of all patients with learning
disability will have Down’s Syndrome with
syndrome-associated clinical conditions
that will need specific checking;'** a further
quarter of patients are likely to have active
epilepsy.” A majority of patients previously
in hospitals and other institutions are likely
to have had Helicobacter pylori infection
and reflux, and gastrointestinal malignancy
is also common.” Most lifestyle/health
promotion issues, in particular around
weight, diet, and exercise can be managed
along standard lines, however, smoking and
addiction to alcohol and other drugs of
dependence are less common. Known
comorbidities need checking and the
discipline of a structured check will help to
avoid diagnostic overshadowing.™
Improved care of conditions that are listed
QOF clinical indicators, in particular
epilepsy, diabetes, and thyroid conditions,
should follow. Questionnaires related to
current health concerns completed by the
patient and carers prior to the health check
would also address the patients agenda.
From the point of view of patients, many
clinical needs for them centre around
disordered physiological function; for
example, hearing, vision, sleep, eating,
obesity, digestion, continence, constipation,
and mobility.

To ensure patients obtain real benefit, and
that this is an effective use of resources,
rather than a box-ticking exercise, identified
clinical needs will need to be shown to have
been met. A recent Welsh Study of health
checks on patients with learning disabilities
has shown a first time 9% pick-up rate for
serious new morbidity.® For the actual check,
the Welsh Health Check™ (which is very
comprehensive) or a locally agreed protocol
based on this is recommended in the DES.
These structured health checks should
include review of physical and mental health,
medication, and coordination of services.
The check should result in a health action
plan which the patient, clinicians, and carers
can work together to implement.

Some areas where training is said to be
required are already covered in the
NMRCGP curriculum (Section 14, Care of
People with Learning Disabilities).*®

Practices can also access much useful

in

formation at several websites.?'?* For

practising clinicians ‘learning by doing’
health checks is a good way of improving
skills. In large practices mutual exchange of
relevant practical information at the surgery

w

ith participation from both the primary

care team and local specialist community

team has much to

recommend it.

Alternatively, postgraduate educators may
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ish to incorporate training in GP sessions
ith representatives of the specialist local

community learning disability teams, along
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presentations.
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rural

invited to
practices in

self-advocates
For

communities in particular, e-learning could
be a valuable resource. Building on the
skills developed and the experience gained
at checks year on year, improving care
should be being offered to patients with
learning disability.

As the health of the nation improves so the

number of adults with learning disability
including those surviving into old age, is
increasing.® It would appear that the primary

responsibility for their care

is falling

increasingly to general practice. It may well
be that, as with all ageing populations there
may be more cancer cases. It is possible
that this vulnerable group of patients, who
have difficulties accessing health care, could
enjoy better health with earlier diagnosis of
several remediable conditions, including
some cancers, if the new DES’ is effectively
implemented by GPs, working with their
nursing colleagues.
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