FOR DEBATE
FOR
DEBATE

Youth health research ethics: time for a mature-minor clause?
Lena A Sanci, Susan M Sawyer, Penny J Weller, Lyndal M Bond and George C Patton
HEALTH PRIORITIES IN YOUNG PEOPLE have changed in
recent decades, with a recognition that psychosocial disorders such as depression, substance misuse and self-harm
account for a greater burden of disease than physical
illness.1 The youth research agenda has broadened, with a
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Societal views of young people’s rights have also changed.
The civil, political, economic, social and cultural rights of
children and youth are embodied in the United Nations
Convention on the Rights of the Child (UNCRC).2 A purely
protective framework in international law has given way to
one that acknowledges the right of young people, in accordance with their age and maturity, to make their own
decisions on matters affecting their lives.2
Changes in both the attitudes to youth and youth health
priorities have markedly altered approaches to consent for
clinical treatment.3 The implications for research are now
emerging.4 In the United States, the National Commission
for the Protection of Human Subjects of Research recognises situations in which the requirement for parental
consent for adolescents under 18 years to participate in
minimal-risk research can be waived.4,5 In the United
Kingdom, young people aged 16 and older are considered
capable of giving informed consent, and those under 16 may
consent to take part in minimal-risk research if participation
is in their best interests and they are “mature minors” (see
below) and refuse parental involvement.6
The rationale for these changes goes beyond a changing
societal view of young people. There is evidence that
adolescents’ involvement in research has been hampered by
absolute requirements for parental consent.4 For example,
the requirement for active parental consent for school-based
surveys has been shown to lower response rates by 40%–
67% and cause under-representation of at-risk groups.7
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ABSTRACT
■

Research into adolescent health issues is hampered
by absolute requirements for parental consent.

■

Society’s recognition of adolescents’ autonomy and
decision-making capacity has been embodied in the legal
recognition of the mature minor’s right to make decisions
on matters affecting his or her life. Psychological research
indicates that young people from 14 years have decisionmaking capacity.

■

US and UK research ethics guidelines acknowledge the
mature-minor principle, but Australian guidelines are out
of step with international practice.

■

An absolute requirement for parental consent in Australian
research ethics guidelines is potentially unethical if it denies
mature adolescents’ autonomy and is a barrier to
participation, study validity and improved health outcomes
through research findings.

■

There are grounds for considering a mature-minor clause in
the National Health and Medical Research Council research
ethics guidelines, particularly in the context of youth
participation in minimal-risk research.
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Australian research ethics guidelines are out of step with
practice in other Western countries: the National Health
and Medical Research Council (NHMRC) National statement on ethical conduct in research involving humans8 requires
consent from both young people and their parents to involve
adolescents under 18 years of age in any type of research.
We believe there is an urgent need to reconsider the
NHMRC guidelines for young people’s participation in
research, particularly minimal-risk research involving
mature minors, if we are to effectively use research to
improve young people’s health status.
Clinical application of the mature-minor principle

The historical notion of children as property items, owned by
their parents and lacking the right to consent to medical
treatment, has changed.4 Children are now recognised as
autonomous beings with discrete rights and interests. In the
United Kingdom, the 1986 case Re Gillick9 established that
children who satisfy the test of competency (ie, are deemed by
their doctors to be “mature minors”) can validly consent to
their own medical treatment without parental consent. The
mature-minor principle was confirmed in Australian common
law in 1992, with the High Court of Australia stating that
“parental power to consent to medical treatment on behalf of a
child diminishes gradually as the child’s capacities and maturity
MJA
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grow. A minor is capable of giving informed consent when he/
she achieves a sufficient understanding and intelligence to
enable him/her to understand fully what is proposed.”10
Hence, the concept of a mature minor is dependent on the
child’s level of maturity, with no lower age limit defined.
A requirement for confidentiality is a corollary of the
mature-minor doctrine.4 Indeed, a major barrier deterring
young people from accessing healthcare for sensitive issues,
such as sexual health, is the fear that parents will be
informed.11 It is usually in consulting about these sensitive
issues that adolescents refuse to inform parents, leaving
clinicians needing to assess mature-minor status before prescribing treatment that is in the adolescent’s best interests.
However, the gravity and nature of the treatment are also
taken into account when assessing a minor’s capacity to fully
understand all aspects of the situation and to objectively
weigh up treatment options.12 For example, mature minors
are commonly prescribed oral contraceptives confidentially.
However, a mature minor would not be deemed sufficiently
mature to consent to a life-altering procedure, such as
gender reassignment or sterilisation, for which even parental
consent is insufficient.10,12 A parent’s or guardian’s consent
is necessary if the minor is unable to make voluntary and
informed decisions, judged by various indicators of maturity.13,14 For example, clinicians would need to involve a
parent or guardian in the care of a 12–14-year-old girl with
chlamydial infection if she were habitually meeting older
boys and not able to fully comprehend the risks of this
behaviour or the need to protect herself.
Implications for research

While few would deny that young people have a right to
treatment, the right to participation in research, covered by
the UNCRC, is not often appreciated.2 Furthermore, the
right of adolescents, as a group, to benefit from research
findings can only be upheld if they are given access to
participation. On the other hand, there is a need to balance
the right of young people to participate in research with their
right to privacy and protection from risks and exploitation.15
Consistent with earlier attitudes to children, human ethics
committees and bodies producing research guidelines have
taken a prominent role in protecting young people. However, research on child development and cognitive decisionmaking suggests that such caution is unwarranted. Usually
from the age of 14 years, and clearly from 15 years,
adolescents have the cognitive capacity for making informed
decisions.4,14,16 Cognitive maturation also needs to be balanced with the insights that life experiences contribute to
personal-risk assessment.
In our efforts to protect adolescents, could an absolute
requirement for parental consent for a child’s participation
in research be unethical? A particular danger of being overly
protective is that young people may become “research
orphans”, with little progress made in attending to their
health issues.16 Denying young people the right to participate in minimal-risk research because they refuse (or are
unable) to obtain parental consent denies them their autonomy and the potential benefits of research, and comproMJA
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mises the research’s validity.17,18 This is particularly
applicable for high-risk young people such as homeless
youth, intravenous drug users, or school truants.
What are the risks of research?

The risks of involving young people in research vary, ranging
from potentially major side effects from novel therapeutic
interventions to minimal risk for participation in descriptive
studies or health surveys. Minimal-risk research may be
described as research in which the risk of harm is “not
greater than ordinarily encountered in daily life during
performance of routine physical or psychological examinations or tests”.19 While some people may be concerned that
surveys of health-risk behaviours that include questions
about sexual intercourse or self-harm might encourage these
behaviours, there is no evidence to support this view.20
Important ethical issues that arise in relation to minimalrisk research with young people (eg, financial compensation,
privacy, the implications of uncovering people at risk of harm
or illegal activity) are similar for adults, but with the added
complexity of the potential need to involve parents or guardians. Ethics committees need to ensure that these issues are
identified in the research plan and militated against.
On the other hand, there are potential benefits to young
people from participating in research. Health surveys may
provide them with a greater understanding of their own
behaviours, which may assist them in seeking help.4 The
process of obtaining informed consent may lead to increased
self-respect and decision-making capacity in young people,21 who also value the opportunity to be altruistic.22
Moving forward

To bring Australia into line with US and UK policy,
NHMRC research guidelines should, at the very least, adopt
the mature-minor principle to allow adolescents to participate in minimal-risk research.
Based on studies of adolescents’ decision-making capacity,14,16 there are grounds for ethics committees to consider
allowing young people aged over 14 years to participate in
minimal-risk research without parental consent and without
a formal mature-minor assessment.4
In research involving more than minimal risk, it is essential to protect young participants. Ethics committees have a
central role in deciding the level of protection required and
the necessary level of involvement of adolescents and their
parents in providing consent to participate. The matureminor assessment offers one level of protection.4 Independent clinicians or other suitably trained professionals could
perform the assessment as part of the consent protocol.16
There are challenges in implementing this approach.
Researchers would need a thorough understanding of requirements for adolescents’ informed consent. Ethics committees
would need to be fully informed about adolescents’ developmental capacities with respect to the mature-minor concept, as
well as having a sound understanding of the changing nature of
health risks faced by young people in contemporary Australia.
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We believe it is time for research ethics to become
consistent with clinical practice and the law in tackling
modern challenges to young people’s health. The pending 5year review of our NHMRC research ethics guidelines
presents an opportunity for the Australian research community to debate the issues and to consider a mature-minor
clause. It is essential that consumers and community members, including young people and parents, are engaged in
this debate in order to align research practice with community values and attitudes.4,5,11,15,20,23

Sensitive communication with kids
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Communicating with vulnerable children:
A guide for practitioners. David P H Jones.
London: Gaskell, 2003 (xvi + 188 pp, $72.00).
ISBN 1 901242 91 9.

DAVID JONES IS WELL RECOGNISED
for his research into the reliability of
child testimony. This text provides a
primer on good professional practice
for interviewing children, based on
current scientific evidence.
This is an essential area of competence for the ever-increasing range of
professionals working with children
who have experienced adversity or abuse. This book provides a comprehensive and well-organised summary of the
area, and is relevant to all those who may communicate with
vulnerable children, including professionals from health,
education, welfare and the law. It describes the process of
enabling children to communicate freely and honestly, and
to impart reliable and accurate information. The book is
based on relevant research and clinical experience. As well,
it has been carefully edited by an advisory board from the
Department of Health and the Family Division of the High
Court of Justice in the United Kingdom, with the aim of
improving practice and reducing the amount of malpractice
in communication with children.
The first section covers the knowledge base of influences
on childhood communication and interviewing style. It
includes developmental limitations and considerations,
especially regarding memory and language, and the influence of social context, including disability and culture.
Childhood reliability in providing information is a small,
though important, part of the problem of “erroneous concerns” in the system of child protection and notification,
and the chapter about these issues helps refocus on the
practitioner’s responsibility for unreliability.
The second section guides practice at the different stages
of communication, including response to first concerns,
initial assessment and in-depth interviews. It also contains
helpful chapters on the problems of using communication
aids such as anatomically correct dolls, and advice on coping
for parents.
Medicolegal sensitivity means that this book is not always
light reading, and more case examples and diagrams would
help improve accessibility. While full of useful details for
even the most experienced clinicians, problems of development and mental health require more knowledge and expertise than is provided here.
On the whole, a wide range of detailed information and
practical advice is clearly presented, and we would recommend this as a comprehensive and commonsense introductory text for all those who understand children, and essential
reading for those who don’t.
Emma Hartwell
Psychologist

David R Dossetor
Director of Mental Health
Children’s Hospital at Westmead, Sydney, NSW

MJA

Vol 180

5 April 2004

