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Ethical Issues in Pre-Cancer Testing: The
Parallel with Huntington’s Disease

DONNA L. DICKENSON

Genetic testing and screening for susceptibility
to various forms of cancer raise ethical issues
about consent, confidentiality, the professional—
patient relationship, and duties of care toward
third parties, such as family members. The
questions are both broad — because they cover
so many core areas of medical ethics — and
frustrating — because genetic knowledge for
cancer remains imperfect. In this chapter I
want to do two things that may alleviate some
of the frustration. First, I want to look primarily
at one set of ethical questions out of the many
that arise: decisions about whether genetically
susceptible individuals should have children.
The ethical debate about pre-cancer testing
and screening, at least in the West,1 has so far
largely centered on the affected individual’s
right to know, together with the confidentiality
of that information. In practical terms this may
be understandable, given the conflicting inter-
ests of those tested and their employers, health
providers, and insurers. But an equally pressing
issue is the decision whether or not to have
children, if testing reveals a strong familial ten-
dency towards breast, bowel, or any of the other
cancers that are thought to have a genetic com-
ponent. Is it morally wrong to transmit the risk
to the next generation? I will be drawing on a

case study from UK clinical practice, about
“Peter” — a young man whose father tested
positive for Huntington’s disease shortly before
his death. But Peter did not want to know his
own genetic status, although he and his wife had
young children and were considering having
more.

I shall thus suggest that we can gain a better
grip on the issues involved in pre-cancer testing
by looking at genetic testing for quite a different
condition. This is the second way of making the
ethical issues in pre-cancer testing less frustrat-
ing. There, the imprecision that marks genetic
testing at the pre-cancer level is replaced by
something much more akin to black and white.
What we have in the case of Huntington’s dis-
ease is a small population of at-risk individuals —
compared with an enormous population at risk
for one form of cancer or another — whose
probability of developing the disease is accur-
ately predictable with a low error rate mutation
test — compared to much fuzzier probabilities in
the case of cancer. By using Huntington’s dis-
case as an extreme limit of questions about risk,
benefit, and certainty of the testing procedure,
we can suggest parallels that may help us to
predict with greater clarity the ethical issues
which will arise as pre-cancer testing and
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screening become more sophisticated. Because
Huntington’s disease is an autosomal dominant
condition, because the condition is not multi-
factorial, and because the test procedure is very
accurate, the issues about testing for Hunting-
ton’s disease are less confused, although no less
troubling, than those for pre-cancer testing.

Let us take these differences one by one,
together with their ethical impact:

1. The risk of genetic transmission from affected
individual to child is 50 percent for Hunting-
ton’s disease, a far higher correlation than for
any cancers. In a philosophical utilitarian calcu-
lus, at least, it is more wrong to choose to have
children if you have a condition with a high
probability of affecting the next generation
than if your condition has only a slight chance
of being transmitted. This is particularly true if’
high probability of transmitting the condition com-
bines with low probability of curing the disease
once it has been transmitted. A progressive
disease of the central nervous system, Hunting-
ton’s most commonly manifests itself in middle
age, with death occurring inexorably between 15
and 20 years later. Although genetic transplant-
ation techniques may eventually offer some
promise, at the time of writing the disease was
effectively incurable.

2. Single-factor conditions such as Hunting-
ton’s disease are simpler to predici. No other
risks, such as environmental factors, enter the
equation: if you have the genetic mutation on
chromosome 4, you will definitely develop
Huntington’s disease, although the exact
time of onset is less predictable. The converse
is that at present there is nothing that the
affected person can do to prevent the disease.
So there is arguably no benefit in knowing your
genetic status, and possibly a great deal of an-
guish. The ethical question then becomes
whether it is wrong for healthcare professionals
to impart adverse information about genetic
status — even if someone consents to be tested.”

3. There are effectively no false positives or
false negatives in the testing procedure for Hun-
tington’s disease. The single genetic mutation
for the condition can now be identified with

great predictive accuracy in a test involving
numbers of repeats of the gene, isolated in
March 1993. As of 1995, the screening proced-
ure had been tested on approximately 4,000
patients, amassing a record of very few false
results. The ethical effect of this unusually
great degree of certainty is two-edged. Clin-
icians do not run the risk of falsely worrying a
patient who will not develop the condition, but
they cannot offer hope either: any positive is a
true positive. Even asking someone to come for
testing alerts them to the possibility that some-
thing is wrong: in that sense the patient is not
consenting entirely of their own free will to
being given the information about their genctic
status.’ And if disclosure of an unfavorable gen-
etic status takes away all hope, clinicians in some
cultures might be unwilling to test at all. For
example, in rural Italy preservation of the cancer
patient’s tranquillity is more important to family
and doctors alike than is the full knowledge and
control that Northern Europeans and Americans
value.* We must be cautious about generalizing
from what has been called the western “auton-
omy-control narrative.”

So now, the “Peter” case study, taken from a
large UK psychiatric teaching hospital.® Peter’s
73-year-old father, “Henry,” had been diag-
nosed with atypical Alzheimer’s disease, but
his symptoms were still not fully explained.
The family history, however, included a
number of other members who had manifested
jerky movements or dementia late in life. Hen-
ry’s clinical team decided to request permission
from his family to use the newly available gen-
etic test for Huntington’s disease, which
revealed a positive result.” But after Henry’s
death ten days later, it became clear that neither
his wife “Mary,” his son ‘“Peter,” nor his
daughter “Ann” had fully understood the im-
plications for themselves and other family
members of giving their consent to testing
Henry. Henry’s wife Mary wanted to test every-
one in the family immediately: the four grand-
children, in addition to the son and daughter.
Peter, himself a healthcare worker, was deter-
mined that he did not want to know his genetic
status — to the doctors’ dismay, since Peter had
two young children and was of an age to father
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more. Henry’s daughter Ann wanted to be
tested immediately, without any genetic coun-
seling. She was glad that the issue had been
brought out into the open; Peter wished he
had never been told.

This case raises unusual issues about owner-
ship of information and informed consent. When
the family gave their consent to have Henry
tested, the son and daughter, at least, were also
consenting to a certain level of torment about
their own genetic status. Even more important,
the case raises important questions about ration-
ality and the possession of full information. Phil-
osophers have tended to associate rationality
with possession of full information,® and auton-
omy with an instrumental model of rationality,
one about using reason to satisfy preferences.
Arguments in favor of informed consent in turn
rest on autonomy and rationality: a rational au-
tonomous individual wants'to know as much as
possible before making treatment decisions. The
usual dynamic in medical ethics has been the
demand for more information from the patient,
against paternalistic secrecy from the clinician.
So, again, this case looks odd. Here we have
clinicians who want the (prospective) patient,
Peter, to know his genetic status — but Peter
doesn’t want to know.

Is it srrational for Peter not to want to know
whether he has inherited the gene for Hunting-
ton’s disease? Is it umethical not to want to
know? The archetypically rational individual
wants information for instrumental purposes,
in order to act so as to produce the best possible
outcome, avoiding mistakes deriving from inad-
equate reflection.” But if Peter does carry the
Huntington’s disease genetic mutation, there
are no mistakes to avoid and no treatment deci-
sions to make: there is simply no possible treat-
ment. In a twist on the notion of rationality as
possession of full information, it might well be
rational for Peter not to want to know. Let us
assume he does carry the genetic mutation, and
that he will begin to develop symptoms within
ten years. Perhaps the best possible outcome,
given that the disease will progress inexorably
once it begins, is for him to enjoy ten years’
comparative peace of mind beforehand. But can
Peter really return to an innocent state of total
ignorance? He does not consent to be tested
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himself, but, at the time he consented to have
his father tested, he knew that the results would
affect the entire family. It now seems hypocrit-
ical of him to maintain that ignorance would be
bliss. This is particularly true because Peter and
his wife “Beth” could well have more children.
Peter’s ignorance is not going to be Beth’s bliss.
So far, he has kept the true cause of Henry’s
death and the ensuing family debate from her.
But she needs to know, before she undergoes
another pregnancy, whether she is bearing a
child who may die of Huntington’s disease.
Peter and Beth’s existing children may not
need to know their genetic status yet, but the
couple need to know Peter’s risk level in order
to plan as best they can for their individual and
collective futures.

The issue is not the particular level of risk; it
is who has a right to know. Because Beth has
rights in the matter too, Peter’s secrecy would
be just as wrong even if his risk of developing a
fatal disease were less than 50 percent, or if the
chances of recovery were higher than nil. An-
other way of putting the issue is this: to whom
does Peter owe a duty? Philosophers have dis-
cussed the problem of future generations in
terms of what duties we owe to hypothetical
individuals — when it is difficult enough to
spell out our duties to those in the land of the
living. But in this case, it seems plausible that
Peter can even have duties to those descendents
whom he will not have, whose birth Peter and
Beth will want to prevent if Peter does carry the
gene. Yet this is primarily Peter’s duty; the
clinical team does not have the duty to divulge
his genetic status, on his behalf, any more than
your failure to give to charity gives me the duty
to take the wallet out of your pocket and hand it
over to Oxfam.

All this is instructive for pre-cancer testing
and screening. Although genetic information is
normally seen as belonging solely to the affected
individual, and therefore as subject to stringent
confidentiality even from other family members,
it is family property in a way that other medical
data are not.'® By definition, as germ-line data,
genetic information concerns other generations,
other family members: it is about them too. But
their rights are enforceable vis d vis other family
members, not clinicians. It is Peter who has the
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duty to inform Beth, not the doctors. He cannot
avoid this duty by saying that he does not know
his own genetic status; he ought to want to
know it, in order to fulfill his duties toward
his wife and prospective children. Although he
may be acting rationally in not wanting to know,
he is not acting ethically.

This conclusion imposes strong obligations
on Peter, but it might be criticized for imposing
few on the doctors. On the other hand, it does
not absolve clinicians who let how much to
inform depend on the level of risk."' The im-
plications about risk and rights are strenuous;
the right to know does not vary with the level of
risk. Beth would have had just as great a claim
to know Peter’s genetic status, given the possi-
bility of future pregnancies, if there were only a
1 percent risk of transmission to the next gener-
ation, not 50 percent. And the legitimate claims
of others should make clinicians less troubled
about whether it is right to impart adverse gen-
etic information to family members who might
be affected. Those individuals’ rights to sensi-
tive communication and skillful counseling
remain important;12 but they do not extend to
the right not to know, when exercise of that
right is likely to harm others.
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