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Huntington's disease predictive testing: the case

for an assessment approach to requests from
adolescents

Julia Binedell, Jo R Soldan, Jane Scourfield, Peter S Harper

Abstract
Adolescents who are actively requesting
Huntington's predictive testing of their
own accord pose a dilemma to those pro-
viding testing. In the absence of empirical
evidence as regards the impact of genetic
testing on minors, current policy and
guidelines, based on the ethical principles
of non-maleficence and respect for in-
dividual autonomy and confidentiality,
generally exclude the testing of minors. It
is argued that adherence to an age based
exclusion criterion in Huntington's disease
predictive testing protocols is out of step
with trends in UK case law concerning
minors' consent to medical treatment.
Furthermore, contributions from de-
velopmental psychology and research into
adolescents' decision making competence
suggest that adolescents can make in-
formed choices about their health and per-
sonal lives. Criteria for developing an
assessment approach to such requests are
put forward and the implications of a case
by case evaluation of competence to con-
sent in terms of clinicians' tolerance for
uncertainty are discussed.
(J3Med Genet 1996;33:912-918)

Key words: adolescence; Huntington's disease; pre-
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decisions should not be made until the child
concerned has reached legal majority and may
consent for him/herself.

In response to recent requests for HD pre-
dictive testing, we have been prompted to re-
consider our clinical practice in relation to
testing of people under the age of 18. Most of
the debate surrounding HD predictive testing
of minors has focused on the predicament
posed by third party/parental requests and the
pros and cons of testing at such a young age.`
It is a different issue that we wish to address
in this article, namely the dilemma posed by
adolescents who are actively requesting HD
predictive testing of their own accord. A survey
of applications for linkage testing from four
major European Community testing centres
(in Belgium, Italy, The Netherlands, and UK)
showed that five out of 39 referrals under 18
years of age were self-referrals, as opposed to
requests made by parents or professionals.5
That the majority of referrals of minors came
from the Cardiff series (n=29) may be ex-
plained by the possibility that comparable re-
ferrals to other centres were filtered out at an
early stage. Examining the Cardiff series in
more detail, it is notable that 12 of the 29
referrals involved teenagers with a mean age of
15.5 years (A Tyler, personal communication).
In three of these cases, the adolescent initiated
the request and subsequently declined testing.
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Huntington's disease (HD), a currently in-
curable neuropsychiatric condition resulting in
disturbances of movement, affect, and cog-
nition with onset usually in adult life, is trans-
mitted by an autosomal dominant gene which
was identified in 1993 as an unstable CAG
repeat sequence on the short arm of chro-
mosome 4.' The discovery of the HD gene and
the earlier existence of linked genetic markers2
has meant that people at risk of the disease
have, for several years, been able to predict
whether or not they will develop HD. Pretest
counselling protocols have been carefully es-

tablished to "set a standard ofgood practice for
preparing and supporting persons who request
predictive testing"3 and internationally agreed
guidelines have been issued to "protect at risk
persons" and "to assist clinicians, geneticists,
and ethical committees as well as lay or-

ganisations to resolve difficulties arising from
the application ofthe test".4 One ofthese guide-
lines precludes the testing of children under
the age of 18 on the grounds that such profound

Current guidelines concerning genetic
testing of minors
The policy recommendations for childhood
genetic testing put forward by the Working
Party of the UK Clinical Genetics Society
(CGS) uphold acting in the best interests of
the child or minor and preserving individual
autonomy and confidentiality as central tenets:

"Given the dearth of evidence, it is the ethical
consequences ofchildhood testing (loss of adult
autonomy and confidentiality, and the pos-
sibility of causing harm to the developing child),
together with the limited empirical evidence
that is available, that has led us to advocate
this cautious policy, erring towards a pre-
sumption of non-maleficence ("primum non
nocere - the first goal is to cause no harm")".8
Geneticists and ethicists in both the US and
UK recommend testing only if there is clear
benefit to the minor. The interpretation of
"benefit" seems predominantly to be construed
in medical terms and thus precludes childhood
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testing for untreatable, adult onset disorders.
Ifan aim ofgenetic counselling is to help people
make informed choices about their lives and,
in particular, their reproductive plans,9 then it
is argued that "to test children at an age when
they are not considering or are not able to
consider their own future reproductive plans
would seem unnecessary and unethical".'0 We
know, however, that at risk persons request HD
predictive testing for many reasons other than
to inform reproductive decision making" 2 and
in many cases test applicants have completed
their families already. 13 Therefore, denying ado-
lescents testing on the basis that they do not
intend making reproductive decisions in the
near future would be inconsistent with the
approach taken to adult test applicants.
The International Huntington's Association

and World Federation of Neurologists' policy
statement4 recommends that testing be avail-
able only "to persons who have reached the
age of majority." Bloch and Hayden7 assert that
"children clearly cannot make an informed
decision about whether to participate in pre-
dictive testing". The exclusion of minors from
HD predictive testing is rationalised on the
grounds of the lack of clear benefits of testing
at this age, the possibility of third party pres-
sures in the request, and the minor's inability
to make an informed choice in this regard.10 14

However, these reports are primarily con-

sidering third party requests for the testing of
young children, rather than adolescents them-
selves actively requesting testing. Similarly, a

survey of approximately 3000 health pro-
fessionals in Britain, including clinical gen-

eticists, genetic coworkers, paediatricians,
haematologists, and other clinicians, showed
that there was general agreement that child-
hood predictive testing forHD is best avoided.8
The same survey, however, indicated that 53%
of the 260 participating paediatricians would
test a 5 year old presymptomatically for HD,
at parental request, indicating a difference of
opinion among health professionals.

It is conceded that there may be exceptional
circumstances in which testing of minors is
appropriate.! While supporting a policy gen-

erally against childhood testing, Clarke and
Flinter'5 provide for "particular, unusual cir-
cumstances in individual families" where test-
ing may be appropriate and therefore advocate
that each family situation be assessed in-
dividually. The predictive testing protocol of
the UK Huntington's Prediction Consortium
states that "the exclusion criteria set out in the
protocol are not intended to be invariable, and
every case should be judged on its merits".3
Ball and Harper'6 advise that requests for HD
predictive testing of children should be con-

sidered "only when actively sought by a subject
who is sufficiently mature to make such a pro-

found decision and is able to freely provide
fully informed consent". Similarly, Wertz et all7
conclude that "some minors may benefit from
testing carried out to make plans for the future,
provided that they themselves initiate the re-

quest".

Research evidence concerning the
impact of childhood testing
The professional consensus against predictive
genetic testing in childhood put forward by the
CGS's report8 has been challenged in wider
circles. Michie'8 criticises the manner in which
this standpoint has been reached, namely, on
the basis of assumptions, rather than empirical
evidence, regarding the effects of testing and
through consultation within professional circles
alone. The CGS's report concedes that the
precedent set by HD predictive testing guide-
lines is based on "a consensus reached on the
basis of the supposed likely effects (emphasis
added) of such testing and not from the ex-
perience of harmful effects". The report con-
tinues to claim that "it is clear that predictive
testing in childhood for late onset disorders ...
can raise as many problems and as much an-
xiety as is generated by continuing anxiety
about the child's genetic status". Contrary to
what this statement suggests, there is no evi-
dence concerning the relative costs of con-
ferring a predictive test result in childhood
versus continued uncertainty.
What the available evidence does show is

that population based screening, as opposed to
the screening of high risk groups, has been
associated with more problems and these seem
to be mitigated by the provision of good coun-
selling.'9 Michie and Marteau" maintain that
the Genetic Interest Group's2 arguments in
favour of childhood carrier testing ("Early
knowledge of carrier status could help the child
adapt to the consequences of being a carrier
over a period of time ... Facts of life are best
absorbed slowly and when the moment is right
rather than during a crisis over pregnancy")
could be applied equally to adult onset con-
ditions. We recognise, however, that there are
varying degrees of disclosure and that these
findings do not, in themselves, support pre-
dictive genetic testing at an early age. Outside
the field of genetic screening and testing, em-
pirical evidence suggests that being informed
of a serious illness at an early age may facilitate
adjustment and coping. Wertz et al'7 report that
"those who find out only in adulthood that a
serious disorder such as HD exists in the family
fare more poorly than those who know earlier".
Adoption studies also support the psychological
benefits of early disclosure. 7
The potential adverse effects of minors

undergoing tests for their genetic status are
well documented.817 Less attention has been
paid to the psychological harm that may be
caused by withholding genetic testing.22 In this
regard, Bloch et al23 comment that "the decision
to postpone testing can never be taken lightly.
The stress of undergoing testing, receiving a
result, and adjusting to the new risk status must
be weighed against the stress and uncertainty of
living at risk for HD, the blow to the candidate's
self-respect by being denied testing and the
possible sense of humiliation and helplessness
by having one's autonomy undermined". In-
deed, psychological assessment of a cohort
undergoing linkage testing showed that those
receiving a test result fared better than those
for whom the test was uninformative.24
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Michie'8 argues that practice should be based
on empirical evidence, that it should not vary
according to the subjective judgements of in-
dividual clinicians, and that policy decisions
should also take account ofthe views ofparents,
children, and the public. Clearly, there is a
need for research to inform practice in this area
by, for example, exploring the psychosocial
impact of childhood genetic testing in disorders
where the ethical difficulties inherent in testing
for an untreatable, late onset disorder do not
arise. Other suggested areas of research include
widening the debate concerning childhood gen-
etic testing to include the attitudes of parents
and children; exploration of psychological
effects (including the development of per-
sonality, coping styles, and defense mech-
anisms) on people, confronted in their
childhood or adolescence with their personal
risk for adult onset diseases; and controlled
studies of the short and long term effects of
testing, and the mediators of these effects.'925
(Coping styles are conscious, rational ways of
dealing with the source of anxieties, as opposed
to defense mechanisms, which are unconscious
strategies, designed to deal with the anxiety
itself, rather than its source.) In addition, the
consequences of withholding testing need to
be documented.26

Despite the dearth of evidence conceming
the impact of childhood genetic testing, there
is a considerable body of publications that ad-
dresses the issue of adolescents' capacity to
make competent decisions about their health
and personal lives. Evidence from the law
concerning consent to medical treatment,
developmental psychology, and research
concerning adolescent decision making pres-
ents a counterargument to the exclusion of
under 18 year olds on the basis of their inability
to make informed decisions about predictive
testing.

Legal evidence as regards competence to
consent
There is a general trend in the UK law to
recognise the autonomy ofthe child and reduce
the scope of parental authority. In recent years,
children have been awarded a growing set of
rights, including the right, if competent, to
make major personal decisions. While existing
case law surrounding medical care of children
does not necessarily determine whether chil-
dren can consent to genetic testing, it is the
most directly applicable to this situation.

Recent developments in child law (Gillick v
W Norfolk & Wisbech HA 198527 and The
Children Act 1989) have altered the legal status
of children considerably. The statutory age of
consent to medical treatment in the UK is 16
(Family Law Reform Act 1969, section 8; Age
of Legal Capacity (Scotland) Act, sl). The
Family Law Reform Act 1969 provides that
the consent ofa person aged 16 or 17 to medical
treatment "shall be as effective as if he were of
full age". If persons of this age or older lack
the requisite understanding, however, they will
be unable to consent, and younger persons who
have sufficient understanding of the issue to

make a choice will be able to give a valid consent
even if they have not reached the statutory age.
Therefore, the law supports an assessment,
rather than an age based exclusion, approach
as regards informed consent by minors.
The central issue is degree of intellectual and

emotional maturity (sufficient understanding)
rather than age. The problem arises in defining
precisely what is required by way of under-
standing. It has been suggested that legal cap-
acity must be determined in accordance with
the particular decision in question so that the
more serious the choice, the greater the under-
standing that is required.'7 In this regard, the
courts have recognised that, where possible,
irreversible decisions should be left for children
to make when they reach maturity.9 Con-
sidering the rapidly changing case law sur-
rounding consent to medical treatment,
Montgomery9 concludes that "it remains un-
clear how much a client must be able to un-
derstand to consent to the investigation of their
genetic status".

Defining decision making competence
The abandonment of a strictly age based ex-
clusion criterion requires the development of
strategies for individual assessment. Such as-
sessment needs to be based on some consensus
regarding the key components of decision
making competence. Definitions of this com-
petence, however, vary considerably. For
example, an ethicist's understanding of com-
petence, which includes the capacity to have
and apply a set ofvalues, diverges from a purely
legal standard. ' Within psychosocial research,
conceptions of competence span a broad spec-
trum from a narrow information processing
perspective, to skills based approaches, to a
view of social decision making as a complex
process that it is affected by many other factors
besides intellectual capacity.

Early developmental theorists view com-
petence as a composite of various internal
attributes (cognitive abilities, personality char-
acteristics, and emotional maturity) that, while
basically biologically determined, are facilitated
by social and environmental factors. According
to this perspective, children's competence can
be deduced from their performance of various
intellectual tasks. However, "the once-tidy Pi-
agetian scheme of sequentially acquired cog-
nitive structures has given way to a more
complex picture, with multiple skills mastered
to varying, but generally increasing degrees
as people age".28 Piaget and his colleagues
developed a stage theory of childhood cognitive
development which describes a series of cog-
nitive stages, characterised by specific modes
of thought, through which a child moves.)
Focusing on the cognitive aspects of decision
making, Mann et al29 identify nine core skills
that underpin decision making competence.
They also recognise that social, emotional, and
motivational factors play a significant role in
such competence.

Challenging the "individualised" perspective
of early developmental theorists is the view that
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competence needs to be defined, and only has
meaning, with reference to the social, cultural,
and institutional context. "Competence is more
than a skill; it is a way of relating, and can
be understood more clearly when each child's
inner qualities are seen within a network of
relationships and cultural influences".30 This
approach argues that the development of com-
petence is influenced by factors external to the
person, such as parental attitudes and ex-
pectations, the state of medicine, the law, and
the media, all of which are instrumental in
forming a conception of children's abilities,
rights, and responsibilities. Current con-
ceptions of childhood and adolescence have an
effect on both the development of competence
and the way in which it is assessed. For ex-
ample, children's competence would be en-
hanced where parents see them as responsible
and trustworthy, informing them and involving
them in decision making. Conversely, com-
petence would be inhibited where parents
adopt a controlling or protective stance toward
their children, withholding information from
them. Features of the clinical setting in which
testing takes place could hinder adolescents'
capacity to make competent decisions by, for
example, a lack of space to sit and talk quietly.30
Judgements about decision making com-

petence could be influenced by health pro-
fessionals' attitudes towards the procedure,
their perceptions of the risks and benefits in-
volved, their levels of knowledge, and their
tolerance for uncertainty. Research has shown
that clinicians' practices regarding genetic
testing are significantly correlated with their
tolerance for ambiguity (ambiguity being
interpreted as a type of uncertainty that cannot
be represented by numerical probabilities).3'
Health professionals, including medical gen-
eticists, with low ambiguity tolerance were less
likely to offer a new, low cost, accurate pre-
dictive test in the scenario of no others in their
specialty offering the test. In addition, Geller
et alP note that low tolerance for. ambiguity
has been associated with paternalistic medical
practices and not giving the patient autonomy
in clinical decisions.
Much of the research concerning decision

making in the context of risk is underpinned by
normative theories of decision making, which
prescribe ways of analysing and making de-
cisions on rational information processing
grounds. There is, however, widespread agree-
ment that these models are inadequate in de-
scribing how people actually make decisions,
hence the current interest in descriptive or
naturalistic models of decision making.32 The
shortcomings of systematic information pro-
cessing models of decision making are par-
ticularly apparent in the context of genetic
related decisions where people have to make
choices based on probabilistic outcomes and
in a context of much uncertainty. One of the
few studies exploring how people actually made
decisions related to genetic risk33 shows that
decisional processes are not in accordance with
normative decision making theories but are
characterised by heuristic information pro-
cessing. It may be that assessments of com-

petence based on how people actually make
decisions, rather than on an idealised model
of decision making, will decrease the gap in
competence between adolescent and adult de-
cision makers.

Do adolescents have the capacity to
make a competent decision about
predictive testing?
From a cognitive perspective, competence in
decision making involves the ability to process
information logically so as to produce a correct
choice, hypothetical and probabilistic reas-
oning about uncertain outcomes and al-
ternatives, and having substantive knowledge
in the area about which a decision is being
made. The cognitive capacity to develop mul-
tiple hypotheses and to predict future pos-
sibilities (formal operational thinking in
Piagetian developmental terms) generally de-
velops around the age of 1117 and is well de-
veloped by the age of 14.34 In terms of a
cognitive, skills based understanding of com-
petence, research evidence suggests that most
people have achieved a reasonable level ofcom-
petence in most ofthe core elements ofdecision
making competence by the age of 15.29 In
a study examining competence to consent to
medical treatment, Weithorn and Campbell35
found that 14 year olds show comparable levels
of competence to adult study groups. Re-
viewing data on consent to medical research
and treatment, Nicholson34 concludes that by
the age of 14 years, adolescents have achieved
"a level ofcompetence in making decisions that
differs from that of an adult only in terms of
less experience and information and not in
terms of ability to make a judgement".
The generalisability of these findings is lim-

ited in that, as mentioned above, the general
stages of cognitive development differ ac-
cording to educational, social, and cultural
background (for example, in accordance with
the amount of decision making latitude a per-
son has in a family), resulting in wide variations
in maturity. Furthermore, where decision mak-
ing competence is acknowledged to be more
complex than an information processing task,
other skills will require assessment. Social,
emotional, and motivational factors, apart from
understanding or cognitive developmental
level, may be equally or more important in the
decision making context. Clearly, assessment
based on an appreciation of the contextual
rather than the individual nature of decision
making competence is a more complicated mat-
ter.
Having reviewed research publications re-

lating to the development of competence in
decision making during adolescence, Mann et
al'9 assert that there are no psychological
grounds for assuming that minors aged 15 years
and above are unable to provide competent
consent. In their review of research concerning
children's ability to make informed decisions,
Michie and Marteau'9 conclude that "research
has found children to be quite competent to
learn decision making skills and to take control
over decision making about their own health,
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especially when the scope of decision making
is clearly defined". Korer and Fitzsimmons36,
in their study of young people in HD families,
concluded that "the young people concerned
seemed able to discuss HC and its implications
in a rational and thoughtful manner" and that
"there is no evidence to support the supposition
that young people are too emotionally volatile
to cope with information about HC".
The capacity for adolescent competence in

decision making is apparent but whether or not
adolescents exploit this capacity is constrained
or facilitated by a number of factors.

Psychological and social constraints to
competent decision making in
adolescence
Psychologically, adolescence can be viewed as
a period of transition: a stage in the family life
cycle where the person's task can be described
as exploring and developing identity char-
acteristics of the self different from the parents.
It is a time of experimentation with new roles
and fluctuation of values.'7 A failure to weight
the future adequately and to realise that values
change over time has been noted as a problem
of adolescent decision making.'7 Peer pressure
to conform (which is a threat to autonomous
decision making) is strongest in early ado-
lescence, before the age of 15.29 Research
findings concerning 14 to 15 year olds asked
to make decisions in hypothetical medical
dilemmas that included varying degrees of
parental influence suggest that adolescents
generally defer to perceived parental wishes.37
However, Sherer and Reppucci37 also note that
the effect of parental influence varies according
to the situation, with adolescents being "more
likely to resist parental influence when the con-
sequences or gravity of the decision has serious
implications for the adolescent's health".

Adolescents may experience an external
locus of control, perceiving other people, or
events, as controlling them."' This presents a
threat to "decision control" (or willingness to
choose), another hallmark of mature, com-
petent decision making which is related to hav-
ing an internal locus of control (holding the
view that one is responsible for one's own
actions and has control over one's destiny)
and high self-esteem.29 Family structure and
functioning have an important influence on
adolescents' involvement and confidence in
personal decision making, with decision mak-
ing capacities being under used where ado-
lescents do not perceive themselves as having
choices in the first place. Furthermore, family
dynamics characterised by conflict and low
cohesion have been shown to limit adolescents'
involvement in decision making.29

An assessment approach towards
adolescent predictive testing requests
There seems to be a precedent in the case law
surrounding consent to medical treatment for
adopting an assessment, rather than an ex-
clusion, approach in determining minors' com-
petence to consent to predictive testing.

According to the General Medical Council
Guidelines, it is the clinician's duty to make
judgements about a child's level of under-
standing and maturity and to act accordingly.38
The geneticist then has discretion as to the
particular time when information should be
disclosed and studies from the Canadian Col-
laborative Study of HD Predictive Testing ad-
vocate that psychiatric and psychological
assessment should be undertaken to determine
the patient's readiness to proceed with pre-
dictive testing.39 Such assessment has not per-
formed a gate keeping role, apart from the need
to exclude the presence of serious psychiatric
illness or suicidal risk in test applicants. Rather,
psychiatric and psychological assessment has
served to identify factors predictive of coping
responses and has guided the planning of ap-
propriate psychosocial support. Evaluation of
the HD predictive testing protocol has been in
terms of changes in the quality of life and
psychosocial status of test applicants at follow
up. As when HD predictive testing was first
offered to adults, we advocate that assessment
and testing of adolescents be carried out within
the framework of a research protocol that doc-
uments their psychosocial status on requesting
testing and at regular intervals following dis-
closure of the test result, as well as the as-
sessment process itself.
Assessment of adolescents' cognitive com-

petence and emotional maturity is arguably
beyond the scope of a clinical geneticist. There
are, however, professionals with expertise in
this area who, for example, are called upon to
assess children's decision making competence
in child custody cases. We would therefore
advocate the involvement of a child/adolescent
clinical psychologist/psychiatrist during the as-
sessment process.
Commenting on the testing protocol put

forward by the UK Huntington's Prediction
Consortium, Tyler and Morris40 note that "al-
though no good information exists on the most
appropriate age to offer testing, applicants still
in their teens should be encouraged to take
extra time to consider all the implications of
being tested". Therefore we propose some gen-
eral principles in developing an assessment ap-
proach to such requests.
The length of time that the adolescent has

lived with the knowledge of HD in the family
and his/her at risk status is of relevance. In
evaluating the costs and benefits of continued
uncertainty versus a predictive test result, a
person will know the most about the risks that
he/she has been dealing with the longest.28
The nature of adolescents' early exposure and
adjustment to HD and being at risk is a sig-
nificant determinant of their later adjustment
to their genetic status.4' Hearing about how an
adolescent coped with being informed about
HD in the family and his/her personal at risk
status may be an important predictor of his/
her coping skills to deal with a predictive test
result.42

Assessments of competence should be in-
dividualised and situation specific,43 global as-
sessments of competence being poor yardsticks
for particular situations. In addition, the focus
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of the assessment should be on the decision
making process rather than on the final decision
made, there being no "right" decision in this
case.

Equivocal research findings as regards ado-
lescents' decision making capacity reflect, in
part, a lack of consensus as to how this com-

petence should be defined and assessed. De-
spite the conceptual confusion in this area, we
propose a number of factors that could form
the basis of an assessment of the test applicant's
competence to make a decision about pre-
dictive testing.

EVALUATING COGNITIVE, EMOTIONAL, AND

SOCIAL MATURITY

Does the person show the necessary factual
understanding of the nature and limitations of
the test? Does the person show appreciation of
the potential costs and benefits ofthe procedure
and the test result, both personally and for his/
her family? Is there consistency and stability of
the decision over time? Does the person show
a fairly stable set of values that will continue
into the future?

ENSURING THAT THE PERSON IS ACTING

AUTONOMOUSLY

Is the adolescent the primary decision maker?
Are there third party pressures evident in the
request?

EXPLORING THE ROLE OF THE FAMILY CONTEXT

IN THE DECISION (AND THE FUNCTION OF THE

REQUEST IN THE FAMILY AT THE TIME)
Does the person understand the moral and
family issues involved? What are the individual
and family functions of the request? For ex-

ample, is the request motivated out of a desire
to confirm preselection beliefs? What is the
family's way of discussing information and of
sharing and making decisions?

ASSESSING THE PERSON'S EXPERIENCE AND
CONFIDENCE IN MAKING MAJOR PERSONAL

DECISIONS

How much decision making responsibility has
the person had within his/her family? Has the
family structure and functioning enhanced op-

portunities for developing decision making
competence?

Conclusions
On the basis of our experience so far, we an-

ticipate that clinicians will very rarely encounter
the challenge of an adolescent actively re-

questing predictive testing of his/her own ac-

cord. In the UK, test applicants younger than
20 years constitute 1.9% ofthose persons tested
between 1987 and 1994.44 It seems, therefore,
that the need or wish to confirm one's genetic
status is a concern that generally arises later in
adult life.

It is arguable that self-selection (on the basis
of good psychological functioning and positive

appraisals of coping abilities) will operate in
adolescent predictive testing requests as it has
with adults.45"7 Furthermore, Kessler46 sug-
gests that the HD predictive testing protocol
may act as a screen to discourage all but the
most motivated and determined people to pro-
ceed. We do, however, acknowledge that find-
ings as regards the characteristics of the new
cohort undergoing mutation testing suggest
that they may not have the same levels of
psychological adjustment and social support as
seen with the linked marker cohort.48

Genetic testing is an area of medicine that
presents both clinicians and patients with much
uncertainty. New technologies create the pos-
sibility for a greater number of genetic diseases
to be predicted, with varying degrees of cer-
tainty. "As technical knowledge expands, so
does the power of the geneticist to influence
the lives of clients who seek counselling about
their own genetic status or the status of their
children. In this developing context, the ge-
neticist may experience most vividly the con-
trast between the beneficent care giver and the
client whose autonomy must be respected".6
The abandonment of "protectionist" policies
in favour of adopting an assessment approach
to adolescent predictive testing requests will
require reliance on the clinical skill of ap-
propriately trained professionals, rather than
predetermined values and rigid exclusion cri-
teria. We recognise that this would present a
challenge to clinicians' tolerance for un-
certainty. It is possible that the stringent pretest
protocol serves not only to prepare and support
test applicants, but also to reassure clinicians
when faced with the many unpredictable as-
pects of patients' responses to genetic in-
formation. We would not, however, advocate
enforcing rigid exclusion criteria and agree that
"flexibility rather than immutable protocol in
predictive testing programs better allows
patients to receive the services they want and
need" ."
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