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1. Introduction

In June 1999, the Luropcan Journal of Health Law published an article, by
Graeme Laurie, on the right of the relatives of a patient not to know genetic
information not only concerning the patient, but also information potentially
affecting them, as relatives. T would like to discuss the crucial points of the
article and offer a rather different view of the 'might not to know'.

This differcnt analysis, though, I would like to point out at the outset, does
not mean that [ have reached different conclusions. But my reasoning and the
reasoning of my esteemed collcaguc, are different; and there is value, in
science, in different reasoning, cven if the conclusion may be the same. In
mathematics, the method, the rcasoning, the way, to put it simply, we use to
resolve a mathematical problem is obviously crucial, even if two methods
come al the same conclusion in a particular case, e.g. that a=1. With this as a
premise, I shall now begin my discussion.

2. The essence of Laurie’s article

Laurie's main theme, as | understood it, was whether we should recognize the
value of a ‘right not to know’, here genetic medical information. In the article
this right not to know is examined not as a right ot the patient, not to know
mcdical information of herself, but as the right of the relative of a patient, not
to know genctic information of the patient. In dealing with this question,



174 NEWS AND VIEWS

. . . . 2
Laurie sustains certain ideas :

.

That genetic information is unique comparcd to other medical
information, because it does not affect only the person from whom it is
drawn, but may also alert family members to their own future medical
status.

That there is a notion of privacy, different from privacy as we know it now,
a spatial privacy, protecting one’s sense of self Receiving information
about oursclves ‘which we did not previously have and for which we can
do nothing’ may invade our spatial privacy. If so, then it is better to remain
in a state of ignorance, which is used in the article as a simple state of
no(n)-knowledge.

That, if a physician informs a relative that the patient suffers from a
genetic form of breast cancer (Laurie's case example), so she, as a relative,
may also carry the gene and be at risk, this does not mean that the
physician manages to avoid harm (the ethical foundation of disclosure),
physical harm, psychological harm or harm to (reproductive or other)
choice; there is always the question of how to protect the relative’s ‘interest
in not knowing’, in cascs where c.g. there is no cure for the diseasc.

That confidentiality and autonomy as principles cannot protect the
‘interest in not knowing’.

Laurie’s casc example, the ‘mathematical problem’, on which we will also
work, is the following:

"Sophie discovers that she has a genetic form of breast cancer linked to the
gene BRCAL. The disorder is dominant and muktifactorial. There is a 2-3
fold higher increasc if a sister is affected, but a clear family history is
available m onty 10% of cases. Cure is improbable and mastcctomy is the
most effective preventative measure. Sophie has two sisters, Katie and
Sally. Katie is phobic about needles and hates hospitals. Sally is depressive
and has recently discovered that she is pregnant. Sophie does not want to
tell her sisters about her disease, but should Ivan, her doctor, do so, even
if the knowledge might have adverse implications for their lives?’

Laurie’s answer is that Tvan, the doctor, under the above circumstances,

should not inform the two sisters of Sophie’s disease, not because of Sophie's
right to privacy, or to confidcntiality, but because of the sister's right to spatial
privacy, thetr own right not to know, a right, though, exercised by Ivan.

I would like to mention here that the answer cannot, should not be found

i law, at least not only; the question is in reality a medical ethics question. It
begs for the balance of medical ethics values, namely autonomy, liberty (of
the sisters) versus privacy (of Sophie), and also of beneficence (for the sisters)



NEWS AND VIEWS 175

versus their freedom of choice. So, 1 think that the differcnce in reasoning, the
difference in analyzing this case between Laurie and me is obvious from this
starting point.

3. The uniqueness of genetic information: is it relevant to the
obligation to disclose?

Before dealing with the balance of vatues question, we have to see whether it
is correct to distinguish between genetic information and other medical
information. That genetic information is unique could be proven by the
number of Acts, Bills, Federal Bills, statutes and other laws concerning this
type of information; there is a widespread fear that, if privacy is not protected
(n this field, individuals will suffer discrimination, by all sorts of sources: by
insurers, who will decline to cover them’, once they know a particular genetic
trait (c.g.a predisposition 1o develop cancer), by employers, who may dismiss
or refusc to hire for the same reason etc Similarly, genetic information,
unlike other medical mformation, like the results of a cholesterol test, does
not change over time; there is really nothing you can do, at least now, when
you carry a certain gene. Genetic information reveals our heritage and our
connection to relatives and communities.

However, the above uniqueness of genetic information does not transform
the duty of the physician to disclose information mnto a different one. Between
A, a doctor, and B, her patient, the obligation to disclose does not depend on
the naturc of the information, be it genctic or not. All the samec, between A, a
physician, and C, the patient’s sister, the question whether there is a duty to
inform, on whatever legal basis, docs not depend on the typc of information.
It 1s not the genetic character of the information which will force, or will
release the physician from informing. What will determine the obligation is,
[irst of all, the answer we will give to the balancing of interests, namely the
(original} patient’s privacy towards C’s autonomy (simply, to allow her to
make choices) coupled by beneficence for C (possibility of injury to C, hence
need to attempt to protect her from harm). So, I think, the physician's
obligation to disclose a genctic trait is no differcnt from the obligatison to
inform a spouse that her husband is a 11V carrier, or suffers from AIDS'; nor,
even more, is the obligation different from the case where your mental patient
thrcatens to kill a third party (the Tarasoff case). Exactly the same principles
are involved in all these cases: the patient's right to privacy/confidentiality, the
third parties’ right to autonomy/liberty and well being.

It the above is correct, the question whether the particular genetic
information in each case will have an impact on this balance of interests is
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irrelevant to the (necd of, structure of) balance itsell. We may accept that tl_}cre
is no disclosure obligation for the results of, lets say, Huntington chorea, to
the tested patient's siblings, because the time of onset of the disease varies
immensely, and there is no cure; still, this argument in fact just means that
there are no autonomy and/or beneficence interests of these siblings to be
advanced by the disclosure-and, really, nothing else. So it is, if we accept that
there is no obligation to inform a patient that her surgcon is an alcoholic or a
drug user, %f, on the facts of the case, it is proven that there are no risks for
this pattent .

There is a direct and important implication of this irrelevance of type of
information to disclose: that the way, the mcthod, we will use to resolve the
question of the duty to disclose is exactly the same, for genetic and non-
genetic information. If this is so, we arc in the realm of the duty to warn cases,
like the famous Tarasoff case, cases and law dealing with the obligation to
disclose medical information, and specifically an obligation with the purpose
to warn against harm. And, lastly, even if looks like bencficence takes over
here, autonomy interests are paramount, as it will be described.

4. The duty to disclose medical information and the duty to
warn

I would like, therefore, to start the main part of the discussion difterently from
Laurie. As Sophie has declared that she did not wish the information to reach
her sisters, the first problem is whether Ivan has the right to breach his
confidentiality obligation to her, the ‘original’ patient. The reason Sophie
does not want her sisters involved is, legally, irrelevant. We have to find,
therefore, a lcgal reason why Ivan can proceed, in breach of secrecy (an
extremely well founded principle in medical law and cthics), and inform the
two sisters that they may be carrying a dangerous gene.

Which could be the legal basis for this duty to inform, against patient’s
wishes, or without asking the patient? There is obviously no contract, between
Ivan and the two sisters; but, at least according to the Tarasoff reasoning, the
‘'original’ doctor-patient relationship can be the source of obligations to third
parties-it therefore could be negligent, not to inform them of danger .

The question, therefore, now is: is there danger? Is there barm? And,
furthermore, is there such harm and such danger, to identifiable interests of
these sisters, so as to allow the breach of confidentiality? What we understand
from the case-example is that, when the siste[r]s are informed, the only thin%
they can do is elect a preventive mastectomy (both) and have an abortion

(Sally). I have to point here, though, that these are real choices, choices that
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an individual is allowed to make for herself. And I can also imagine a lot of
other choices that these two sisters could make, had they known the
information; from taking time off from work to take a trip to browsing the
Internet for information of this gene, taking care of their sister or whatever
else. (In fact, it is impossible to predict what these choices could be, medical
or other). So, arguing that the mastectomy itself is harm is of no value,
because the choice 1nterest here 15 too pOWCI'fUl. I mean, if I elect this
mutilation, to expect a life free from breast cancer, 1 exercise my freedom of
choice. There is absolutely no room for another deciding for me that this is
physically harmful, so I better be deprived of this choice. If F must be deprived
of this choice, we need a much more powerful argument. And of course the
same is true for the abortion decision. It is also degrading, in a way, to enter
the domain of searching ‘what would she do if she knew?’, not only because
it is impossible to know anything for sure, but because this also constitutes a
real invasion of liberty. It is the same as in informed consent cases, this rule
of altered conduct, where, in order to prove that you were misinformed, Jets
say, about a surgical risk (typical informed consent case), you must also allege
and prove that you would have taken different decisions, you would have
made different choices. But the choices you would have made 1s somcthing
precisely beyond the point, when we have a proven negligent omussion of
medical information . Nobody said this better than Professor Katz that
physical harm resulting from an operation on a misinformed patient “only
adds injury to insult’".

So, in fact, the autonomy interests of these two sisicrs necessarily surpass
in value their alleged interests in well being, in being free from physical harm.
Should they also outweigh in balance, their interests to be free from
psychological harm?

5. The therapeutic privilege aspect of the case-example

‘Katje is phobic about needles and hates hospitals. Sally 1s depressive (and
pregnant). These facts invoke what is known in medical law and ethics as the
'therapeutic privilege’ . This, here, is the motive behind their sister’s wish that
they are not informed. Could it be enough, just the same, for Ivan, to ‘save’
him from his duty to warn against danger? In other words, could beneficence
(‘do no harm’) mean here that, since Katie hates needles and hospitals, and
Sally is depressive, they should not learn that they may be carrying the gene
that causes cancer?

Even if there is a trend, in Canada for example, against the application %f
the therapeutic privilege to release a physician from the obligation to inform
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and very strong dissents against it exist, the doctrine of the therapeutic
privilege could apply, in certain cases, against disclosure, this meaning that,
depending on the facts of every case, a court could find that disclosure could
be withheld". But no matter how wide a therapcutic privilege could be
accepted by a State, just ‘phobic of needles and hate for hospitals’ (Katie) will
not be eg}ough to invoke it. Courts all over the world now have stringent
demands for the application of this highly controversial, to say the least,
principle, especially when legal theory has attacked the privilege so strongly |
as a menace to patient autonomy, even a way to cover up for malpractice.

On Sally’s depression, the situation may be dlfferen‘r if she is clinically
depressed and close to, lel us assume, a nervous crisis . In these cases, the
patient may be in fact incompetent to reccive information, another exception
to the rule of disclosure . But because Sally is also the pregnant sister, who
faces the reproductive choice among other choices, the decision to withhold
the information should be extremely carefully weighed against her antonomy
interests.

But since we have no reason to believe that Sally’s depression is very
severe and renders her incompetent to receive medical information, and since
psychological harm as such is not anymore considercd as enough to warrant
non-disclosure of adverse medical news , we have to conclude that Katie’s
and Sally’s autonomy interests outweigh here both their interests in freedom
from physical and psychological harm. Their choices, reproductive or not,
have to be protected-unless we accept that, apart from their autonomy/liberty
inlerests in choice, they also have a right they probably never heard of: a right
not to know, a right to spatial privacy, a right that, in balance to their well
known interest in autonomy and choice, is declared more important, and
{orces [van to withhold the information.

6. The right not to know

If you have a right, you arc the one to exercisc it, and this my problem with
Lauric’s approach to the right not to know. Of course it is not the first time
that a right not to know is discussed, and also a right not to know medical
information in particular. Between a doctor and her patient, A and B, we
accept that B may waive her right to information. Waiver 1s in fact one of the
exceptions to informed consent reqmrementb . And we know of other waivers
too, in other laws, not medical laws: you may waive your right to a jury trial,
sometimes your rlght to an attorney etc. Under the landmark US case,
Miranda v. Arizona , a legal waiver is a voluntary waiver of known rights.

In this A-B case, doctor/patlent, the problems of waiver have to deal with
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the 'question of how we can ascertain both procedurally% and Substantivelyz?,
the legality of a waiver to be informed.

But how real is it, how true, how realistic, to say that, when Ivan decides
not to speak, the right not to know of Katic and Sally 1s protected? How true
is it to say that they have exercised this right? For [ understand a right, if, only
if, I may exercise it. At teast legal jurisprudence, [ think, has not yet accepted
that there can be ‘rights’ which people cannot exercise. This 1s not the
meaning of a ‘right’, as we know it, until at least today. So have Katie and
Sally, by not knowing, cxercised their right not to know? They don't even
know that they have this right! And in law, we cannot allow another to excrcise
our rights, without us knowing that we have these rights. No proxy can ever
assume this kind of power; no such authorization could ever be possible, let
alone realistic. So, Ivan cannot be deemed to have exercised their right not to
know, which they do not know they have, let alonc decided somehow that he
will cxercise 1t for them.

Legal theory discussing waiver of the 7] g;ht to be informed was confronted
with a real problem, a procedural problem  of ascertaining a valid waiver. As
LLaurie also mentions, it is difficult to obtain a meaningful waiver, when the
question is so close to the answer: ‘..in the very process of asking do you want
to know whether you are at risk’, the geneticist has alrcady made the essence
of the information known...”” . But this presupposcs that the geneticist reached
this point too late: in the very beginning of a physician/patient relationship,
during which exam results will occur at some point, in the first appointment
between a doctor and a patient, there coutd be a sincere and human discussion
on what the paticnt would like to know and what not-what type, at least of
inl“ormat}i“on. Anyway, there have been some answers to this, truly tricky,
problem

Laurie draws arguments for the right not to know, as he sces it, from the
European Convention of Oviedo, 1997, and cites art. 10(2). This article in fact
deals primarily with the right to know (‘everyone is entitled to know any
information collected about his or her health’, 10.1) and then it provides: ‘the
wishes of the individuals not to be so informed shall be observed’ (10.2).

But can we truly speak in our casc-cxample for Katie or Sally's wishes?
We do not know them. They never had the opportunity to express them. What
[ mean is that art. 10.2 cannot serve as a basis for the right not to know for
pcople who have not even had the opportunity to know that they could be
facing a choice, what this choice could be, and to express their wishes
accordingly (‘I wish, or not, to know”).

The UNESCO Universal Declaration of the Human Genome and Human
Rights article 5c, also invoked by Laurie to support the right not to know, as
he sees it, is not helpful as well, for the same reasons: the article talks about
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the right of the individual to decxde whether or not to be informed of the
results of a genetic examination . But Katie and Sally never had the chance
to decidc anything, to know or not. What both the above provisions tell us 1s
that you arc not obliged to hear anyone who comes and ‘throws’ information
on you, even if it is your doctor; you simply may refuse to listen to this
information, you may, at the very beginning of any treatment or therapy,
decline to receive information. Not that another may decide 1f you will receive
them or not.

7. Last points on non-disclosure

I tried to show that it is wrong to base our reasoning for non-disclosure in our
case-example on the balance between the sisters’ interests in physical well-
being and their autonomy, on the balance of their interest in psychological
well being and their autonomy, again (in both cases, I remind you, 1 believe
that the autonomy/choice interests are paramount), and as an exercise by
another (Ivan) of their alleged right not to know the information mvolved. Is
there any other basis to allege that disclosure could be omitted?

Confidentiality should be a great concern for us here. I do not, as Laure,
believe that conﬂdentlal ity is ineffective against intrusions of (what he calls)
spatial prlva(,y It is exactly the same conflict we as lawyers have had to deal
for centuries, for example with cases on freedom of press. So, we have learned
a lot on how to balance the rclated interests. Laurie himself accepts that, when
we balance Sophie’s choice not to disclose the information against the sisters'
autonomy interests, the invasion of Sophie’s informational privacy cannot
be wholly justified...” . And it is so, definitely, for this is not a case like
Tarasoff, where there is a real threat to life of a third party, or a case like a
major contagious disease, or the casc of an AIDS infected patient who tells
her therapist that she intends to continue having sexual relationship with her
husband but not to inform him. These arc clear cases where a breach of the
duty to secrecy is warranted, up to the point of risking a lawsuit, if you, as the
doctor, don’t inform. It is here, 1 mean, that the naturc of information, not
genetic information, any information, comes into play.

But I do not wish to elaborate on the nature of the case-example’s
information here, and decide whether Sophie’s right to privacy is or is not
more important than her sisters’ right to autonomous choices. Actually, 1
wholchcartedly agree with Laurie’s analysis of the factors to be considered
when q?ciding whether or not due cause to invade Sophie’s privacy are
present (availability of cure, severity of condition etc.). And here i1s what I
meant in the beginning, that different methods may lead to the same
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conclusion. If we also look at the accepted circumstances where a physician
may be allowed to omit information of the existence of certain diagnostic
tests, the situations are similar .

What [ want to stress, though, is that the result of this balance has nothing
to do with a rclatives’ ‘right not to know’ information, but is directly relevant
to the principle of beneficence. Even if Sophie authorized the disclosure, the
physictan could still, under some circumstances remain silent. Medical
ethicists, though, will accept this decision, not as an exercise of another’s right
not to know, but as an exercise of paternalism, as an expression of the
principle of beneficence.

Obviously, grounded like this, the choice of silence shall be much more
difficult to defend, in comparison to the ‘suspect’ exercise of another’s right.
A ‘right’ is a strong notion, interwoven in the very fabric of our individual
rights bread society. We have learned that we must protect ‘rights’, whereas
the principle of bencficence (so closely connected with the idea medical
lawyers have in a way learned to drcad, paternalism) has been ‘having’
increasing difficultics to surpass a patient’s autonomy.

But the difficulty to defend a choice to remain silent is desirable not only
because of the autonomy interests involved, but also because, as a policy, it
may have the effect to advance scientific knowledge. Perhaps this is just
another ‘romantic’ idea, but, still, the obligation to defend a choice of silence
may send researchers a message like: find out more about cure, find out more
about the likelihood of the disease’s onset, find out more of genctic disease.
Find out more, because you are obliged to justify your own choices-and the
more they learn, the better we will be equipped to fight out main enemy,
disease.
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