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Our COmments are given below:

" Overall well written and’ clearly expressed. It is made very clear that
the B
use of the , : ,
Guidelines is obligatory, that the decision to -disclose the genetic
information is not : : . , :
mandatory, but discretional. Both de0131ons, to disclose or not to
disclose, must be ,
documented with a rationale for the decision. There is strong emphasis
on a
collaborative approach w1th experts and other health profe551onals,‘and
a
clear "test" :
for when a decision - to disclose may be ]uStlIled

The threat to genetic relatives must be serious;

The threat must be able to be prevented or lessened via a dlsclosure
. That no other alternatlve to disclosure for preventlng or lessening
the
threat
can be identified.

The only gquestion we have is based on page vii:

"In 1n5tances where there are no medlcal or scientific means of
reducing a : ‘ .

recognised - :
serious threat, there is. some doubt that it could be said that the use
d1sclosure of

genetic information could lessen “that ‘threat in the relevant sense. In
circumstances

where a contemplated use or disclosure would not lessen a serious
threat to . .

- life,
health or safety to a noticeable extent or assist in redu01ng that

threat,
the exception .
(to keeping confidentiality) will not apply"

-What about a case where there is not cure or good treatment for a -

- genetic '

condition,

relatives might still need to be informed so that in the 1nte1ven1ng

period, they could
put plans etc in place and organlse their llves in light of what may

happen, that is, .
disclosure would still lead .to ”optlmal management™ of a situation.

Further reading (P3) conrlrmed that "optimal management is still a

relevant
consideration.

Dr John Carnie




