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To THE EDITOR: We are writing to express
concern about the article by Savulescu in
the 1 October 2001 issue of the Journal.! As
social workers with extensive experience in
the area of predictive testing for Huntington
disease (HD), we wish to make the
following points:

»  The author fails to mention that special-
ist multidisciplinary teams with training
and experience in all aspects of predictive
testing (and associated ethical issues) are
based in genetics services in every Austral-
ian State. Experienced counsellors in these
teams can explore the subtle psychological
processes that may underlie a parent’s
request for predictive testing of their child.
For example, in the hypothetical clinical
encounter depicted by the author, “Mrs
Smith” may feel guilty that her children are
at risk, and might be motivated by a desire
to know that her children have nor inherited
the HD mutation from her.

s Through our work with adults who
undertake predictive testing, we are acutely
aware of the complex and subtle adverse
psychological effects on the individual and
on family relationships that often follow
such testing. These effects are likely to be
even more evident in families in which
children’s risk for an untreatable, adult-
onset disease is known.

= The child’s right to autonomy in making
his or her own decision about testing for
such conditions, when he or she reaches the
age of 18, is supported in a number of
guidelines, including the international
guidelines for predictive testing in Hunting-
ton disease.? These guidelines were formu-
lated by experienced professionals and
representatives of HD families worldwide
— their wisdom in this matter should not be
ignored.

= In our experience, basing a decision
about predictive testing for a minor on an
assessment of the child’s competence (not
the same as intelligence) does not take into
account other important factors, such as
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the level of insight and maturity to make a
life decision that has such potentially far-
reaching implications.

= The author misrepresents research on
suicide and predictive testing (in the survey
by Almgqvist et al,®> the five people who
suicided had not only tested positive but
were also symptomatic), and refers to an
article that was based on small numbers of
people who underwent linkage testing.*
There is much more recent and reliable
published research that highlights the
complexities of reactions to predictive test
results.’
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To THE EDITOR: Comments made by
Parker et al' in response to Leeder and
Rychetnik’s article on evidence-based med-
icine (EBM)? do not reflect the reality of the
dilemmas clinicians face in practice —
arguably, because of political misuse of the
concept of EBM, which Leeder and
Rychetnik warned against.

Parker et al take issue with the “worry
that EBM might be misused in public
policy...where evidence is difficult to
obtain”, and argue that this is not the case.
However, the previous Health Minister, Dr
Wooldridge, was a great admirer of the
Cochrane Collaboration, and, based on a
perceived lack of evidence, he cut Medicare
rebates in 1996 (by 50%) for patients
needing long-term intensive psychiatric
outpatient treatment. Although, after much
protest, this decision was amended some-
what, Item 319 of the Medical Benefits
Schedule remains today as a stark reminder
of how some patients cannot access fully the
treatment they desperately need.

There is abundant evidence (interna-
tional and local) as to the efficacy of this

form of intensive treatment.> There is also
abundant and clear evidence that all who
seek this treatment are traumatised by
previous failed shorter treatments, often
have comorbid disorders, and have estab-
lished DSM-IV diagnoses of long standing.*
All this evidence was made available to the
Minister — but Item 319 remains, with its
exclusionary and discriminatory criteria to
ration access, in my opinion due in large
part to political misuse of the concept of
EBM. Contrary to the assertion of Parker et
al, there is a great deal to worry about.

In addition, Parker and colleagues make
the claim that mental health is attracting
government attention and funding. Again,
in reality, a great deal of money is being
spent on promoting education and aware-
ness — and certain kinds of treatment.
There is no evidence that short-term
treatments (which are heavily promoted)
actually help the group excluded by Item
319 regulations. Yet public policy is being
pushed along the lines of “one size fits all”.
It does not.

All this is evidence of misuse of the idea
of EBM reflected in public policy, and
patients are suffering as a result. To make
matters worse, cuts in one area are
mindlessly used to push agendas that in
clinical reality will be unworkable in other
areas — all of which devalues professional
expertise and judgement.
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IN REPLY: Anaf seems to have missed our
point that the choice by Leeder and
Rychetnik! of mental health as an area
relatively devoid of good quality evidence
was a poor one — quality research has
revealed mental health as an area of
considerable need, and mental illness as a
significant component of the global burden
of disease. Despite the fact that evidence is
often more difficult to obtain within the
mental health area, much evidence exists —
for example, the Cochrane Collaboration
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