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My first introduction to people with
special needs was to Billy, my wife’s
cousin, who has Down’s syndrome.
Billy is now in his mid-fifties, once
thought impossible for 47 chromo-
somes, and lives in a community in
Scotland. He always brought the
house down at family weddings by
his impassioned rendition of ‘I’'m no-
body’s child!’

My next introduction was in 1972,
when | was appointed as Medical Of-
ficer to Waverley Park Hospital in
Kirkintilloch near Glasgow, where |
had my first general practice.

Waverley Park had been the first
private institution for the mentally
handicapped in Scotland, and a re-
view of the patient records made for
some very intersting reading. Sev-
eral old ladies had been ‘patients’
since 1908, and the diagnosis on ad-
mission was ‘moral imbecile’, which
really meant that as simple girls they
had given birth to a
child out of wedlock.

In those days we were very much
in the ‘medical model’ of dealing with
people with intellectual disability.
Doctors were part of a system which
regarded such individuals as in need
of classification as well as care. They
were divided into overall groups
such as imbeciles, morons and idiots
according to their IQ, and into diag-
nostic groups such as mongols,
microcephalics and spastics accord-
ing to their physical attributes. They
were held in huge institutions — the
group where | was employed, Lennox
Castle, had 2 000 beds and was
housed in villas and cared for, mostly
with great tenderness, by nursing
staff. They all had impeccable medi-
cal care and one of my tasks was to
carry out full medical examinations
every six months. Lest we forget, they
were in these large hospitals not for
their own benefit, but so that the com-
munity would not be troubled by the
presence of these
strange, frightening,

The files contained
pious letters from
outraged school-
masters which de-
manded that such evil
and infectious influ-
ences be removed
from the community
into an institution.
Time would tell
that these old ladies

No one else but the
general practitioner is
going to take on the
role of looking after
the medical needs of
the people with
intellectual disability
in New Zealand

disinhibited and dan-
gerous people who
might have needs, as-
pirations and rights of
their own.

Today things have
changed. The Lennox
Castles and Cherry
Farms have closed or
are a fraction of their
former size, and the

had very little wrong

with them in a physical or psycho-
logical sense; indeed one, who had
been the personal maid to a succes-
sion of matrons, was given the town’s
version of a state funeral when she
died in good old age.
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scene has changed
remarkably through the efforts of
groups such as IHC. People with in-
tellectual disabilities are now free
to leave the ‘security’ of these shel-
tered villages, and, in spite of a few
horror stories of people not being

able to cope, the vast majority have
found a much better life in the wider
community:.

The philosophy of IHC New Zea-
land is that people with an intellec-
tual disability have the right:
< to be treated with respect and dig-

nity;
< to have a say in their own lives;
< tolive, learn, work and enjoy life

as part of the community;
< to have support that meets their
goals and aspirations;

e to be part of a family.

But have our professional attitudes
changed? Articles published in this
issue suggest that general practition-
ers have some way to go before we
can claim to treat the intellectually
disabled in the same way as our other
patients. A general theme is the vari-
able attitude on the part of general
practitioners towards people with in-
tellectual disabilities and how they
should be medically supported. Par-
ticular issues are the problems of
communicating with these patients,
the reluctance of GPs to offer pre-
ventive medicine to those with in-
tellectual disabilities and our lack of
educational preparation to deal with
these special people.

Our dealings with the intellectu-
ally disabled and their families usu-
ally start when the baby is born and
the family has to bereave the loss of
a normal child and accept the fact of
having a child who is special. Be-
reavement is a process which takes
time and it is important that the GP
and Plunket nurse are able to pro-
vide support.

A study done in Scotland! a long
time ago on the experience of moth-



ers giving birth to a Down’s syndrome
baby showed that in only one of two
cases did the GP give positive sup-
port, and a replication of this study
in New Zealand? came up with much
the same conclusions — only half of
the mothers felt that their general
practitioner or Plunket nurse had
been helpful to them after the birth.

After that less than satisfactory
start, it is hardly surprising that fur-
ther problems arise during child-
hood. A study of the opinions of 35
mothers of Down’s syndrome chil-
dren of 12 years and under in Christ-
church and Dunedin, and their 28
general practitioners,® gave some
further insight. This showed that the
GPs had a significantly more pessi-
mistic view of the problems of hav-
ing the child than did the mothers.
Both mothers and GPs gave the high-
est satisfaction rating for the GP’s
routine care of the child, but there
was a highly significant difference
in the satisfaction rating for vision
and hearing assessment and in the
area of the GP’s taking the role of
the overall coordination of the

child’s medical care. While it may
be argued that this was a small study
in a specific syndrome, another New
Zealand study of 18-year-olds with
disabilities* showed some dissatis-
faction with consulta-

Itis now nearly thirty years since

I was ‘shown’ a case of a 37-year-old
Down’s syndrome lady in Lennox Cas-
tle Hospital and told ‘this is how they
go before they die in senile decay’
In my ignorance |

tions with GPs in re-
lation to expectations
of the efficacy of treat-
ment and to the com-
munication of the
health professionals.
No one else but
the general practi-
tioner is going to take

You have to
perform preventive
strategies before
you can find the
abnormalities to be
corrected

thought she looked
hypothyroid and her
TSH was >50 interna-
tional units. This led to
a study®*which showed
a very high preva-
lence of hypothy-
roidism in a group of
adults with Down’s

on the role of looking

after the medical needs of the peo-
ple with intellectual disability in New
Zealand. The take home message
seems to be that we have to commu-
nicate better with them and their
families. This means taking time, and
perhaps there is a strong case for bet-
ter primary health care subsidies for
this group. Above all there has to be
time for preventive care, and the ar-
ticles in this issue give important in-
formation as to the evidence that this
is required.

syndrome (12% v 1%),
a finding which has been verified
again and again. In 1999 | met
Sharon, aged 40, who had been
looked after very well by Winton
Medical Centre for many years. She
too was deeply hypothyroid.

The lesson is clear: prevention is
not only better than cure, you have to
perform preventive strategies before
you can find the abnormalities to be
corrected. In this area there are no good
GPs and bad GPs, there are simply
those who look and those who don't.

References

1.

Murdoch JC. Communication of the diagnosis of Down’s syn-
drome and spina bifida in Scotland, 1971-1981. J Ment Defic
Res 1983; 27:247-53.

Murdoch JC. Communication of the diagnosis of Down’s syn-
drome in New Zealand, 1972-88. N Z Med J 1991 Aug 28;
104(918):361-3.

Murdoch JC and Anderson VE. The management of Down’s
syndrome children and their families in general practice. In Key

Issues in Mental Retardation Research. WI Fraser, Ed. Routledge
London and New York 1990.

Dixon G, Stanton WR, McGee RO, Langley JD, Murdoch JC.
Disability in late adolescence. Ill: Utilization of health services.
Disabil Rehabil 1995 Jul; 17(5):225-30.

Murdoch JC, Ratcliffe WA, McLarty DG, Rodger JC and Ratcliffe
JG. Thyroid function in adults with Down’s syndrome. J Clin
Endocrinol Metab 1977; 44:453.

147





