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COMMON THEMES: ADOLESCENT 
RESEARCH 

• Persons in their own right and as worthy and capable of recognition, respect and 
voice in research. 
• Right to have a say and to be heard, as afforded to them under the UNCRC, 

including in the context of well-planned, ethical research. 

• Involvement in any kind of research takes place in partnership with caring, skilled 
adults who need to provide appropriate support and guidance, in order to help 
them formulate their views and participate in a safe and meaningful way.

• Importance of research focused on understanding and improving adolescents’ lives 
and circumstances underscored 

• Engage critically with well-attested ethical principles of respect, benefit and justice 
during research

• Dialogue and a more reflexive approach in attending to complex ethical issues that 
can emerge with research involving adolescents promoted

• Ethical regulatory mechanisms and review processes may be experienced as 
supportive or restricting, but they do not ensure ethical practice, and cannot 
replace researchers’ contingent ethics in the field.



RESEARCH ETHICS & 
ADOLESCENTS

• Balancing act between protection from research harm and inclusion in research which 
may bring benefit - balance between protection and inclusion often fraught with 
confusion. 

• Children up to 18 years of age often seen as a vulnerable population needing 
protection from risks of research involvement. This vulnerability stems from:
• reduced ability of younger children to make reasoned choices 
• lower social status of children
• power imbalance that renders children susceptible to adult coercion

• Barriers to conducting research with adolescents include: 
• misunderstandings of adolescents’ cognitive abilities and capacity to provide informed 

consent 
• overzealous valuing of protection over inclusion
• institutional self-protection including from RECs 
• antiquated attitudes about adolescents as not holding equal rights to adults 
• debates about who provides informed consent for adolescent involvement- legal barriers may 

impede research

• The result of such uncertainty is that adolescents get excluded from research that may 
benefit them individually and collectively.



ADOLESCENTS: THE GLOBAL 
CONTEXT 

• >1.2 billion adolescents globally 

• Adolescence is a critical period of cognitive, emotional, physical and sexual 
development with consequences across the life course of the individual and a strong 
influence on whether the next generation has a healthy start to life. 

• Significance of this period of rapid development 
• gained prominence in the international arena with SDGs & new Global Strategy on Women’s, 

Children’s and Adolescents’ Health 
• hence greater focus on adolescents as both recipients of interventions to improve their well-

being and as decision-makers and implementation partners in their own lives

• In most countries: 
• insufficient understanding of adolescent health and well-being, and inadequate local 

research to fully inform programme and policy responses, including those related to 
adolescent rights and responsibilities. 

• This is even more the case in LMICs, which are home to 90 per cent of the world’s adolescents, 
and where research into issues of adolescent health and well-being – including sexual and 
reproductive health and HIV, nutrition, psychological well-being, injuries, social protection, 
child marriage, education and the transition to the labour force – is particularly vital. 



UNDERSTANDING 
ADOLESCENCE 

• No longer children, not yet adults – are unique beings with human rights, 
developmental needs and tremendous potential. 

• Respect for persons and the evolving capacity of adolescents to make 
informed decisions should be central to considerations about adolescent 
research involvement and informed consent considerations.



Health and well-being - central to 

developmental tasks of adolescents: 

acquisition of the emotional and 

cognitive capabilities for 

independence, completion of 

education and transition to 

employment, civic engagement and 

formation of lifelong relationships. 

Adolescent years are those in which 

the foundations for adult health and 

well-being are laid.

Parent well-being important to child 

health, hence well-being in 

adolescence plays a role in 

determining the outcomes of the 

next generation. 

Improving the health and well-being 

of young people before they 

become parents critically underpins 

the well-being of subsequent 

generations



STARTING POINT: RESPECT RIGHTS, HUMAN 
DIGNITY AND WELL-BEING OF ADOLESCENTS     

• UNCRC – central starting point
• 1st & most complete international instrument to assert full range of rights

• Gives recognition of children as rights holders & draws attention to their protection 
and provision rights
• obligations to consider the best interests of the child
• obligations to consider their evolving capacities to make sound decisions and 

participate in promoting their own welfare 

• While does not refer specifically to research, “when read in conjunction with the UN 
Committee on the Rights of the Child General Comments, articles are elastic 
enough to address most aspects of children’s lives, including participation in 
research” (ERIC)





• Critical - adolescents’ evolving capacities as expressed in CRC - ability to make 
independent decisions about research involvement: should be considered by REC 
as agents of research

• Evolving capacities resulting in ability to provide truly informed consent - directly 
informed by research on neurodevelopment and cognition during adolescence + 
linked to the previous life experiences of adolescent
• from age 12 adolescents have decision-making competence

• 14-year-olds 
• as capable as adults in understanding multiple viewpoints and considering conflicting 

information 

• ability to make decisions about research participation is similar to that of adults 

• Parents not always best positioned to consent for adolescent

• Community consultation 

• Obtaining informed consent is an essential but imperfect mechanism to protect 
people from research harm.



• Adolescents are best sources of information about their own lives. 

• May have priorities at odds with their family and community of origin, 

and should have the right to make important decisions affecting their 

own lives.

• Requirement for parental permission not to be used as barrier to 

research. 

• RECs + investigators - promote inclusion of adolescents in research with 

appropriate safeguards. 

• Governments should remove unnecessary age restrictions and parental 

consent requirements that impede adolescents from participating in 

research. 

• Consistent with CRC, national laws should recognize the evolving 

capacities of adolescents to make independent decisions on their well-

being 

• Young people should be able to consent to taking part in research 

independently. 

• If governments prefer to define a minimum age below which consent of 

a parent or guardian is required in all cases, this should be set at early 

adolescence. 



• Soliciting parental informed consent and a minor adolescent’s assent can be particularly challenging in 
the context of research on sexuality and reproduction.

• Article 12 of CRC : child (adolescent) who is capable of forming own views must have right to express 
those views freely in all matters affecting him- or herself, with the views of the child being given due 
weight in accordance with his or her age and maturity 

• CRC presses for the right of children to have their voices heard, but this does not mean they have full 
autonomy - does not give children right to control over all decisions irrespective of their implications either 
for themselves or others 

• Decision-making capacity is still considered to be evolving. Hence, only a child’s parent or legal guardian 
may legally provide consent for the child to participate in research

• Legally, children can only assent to research participation until they are old enough to provide legally 
valid consent. In these cases, both the authorization or consent of the parents and the child’s assent or 
agreement must be obtained



Assent as central

Art 12: CRC designates that “children shall 

be assured the right to express their views 

freely in all matters affecting them, their 

views being given due weight in 

accordance with the child’s age, level of 

maturity, and what is in their best interest”. 

Ethically if child demonstrates decision-

making capacity, the researcher should 

give due weight to the child’s views on his 

or her participation in research activities, 

regardless of the child’s legal capacity in 

the research setting.



• 2.2.6 Waiver of parental informed consent 

• In some instances it may not be feasible to solicit permission from parent/ guardian, e.g. where 
unknown, untraceable or deceased / reasons of sensitivity - minors unwilling to participate if are 
required to tell their parents about the nature of the research 

• Researcher may consider applying to REC for waiver of parental consent 
• If REC not empowered to award such waiver, researcher may apply to court - generally regarded as 

upper guardian of all children 
• In some countries, eg US, IRB may allow waiver

• WHO guidance for waivers: 
• research no more than minimal risk ‚
• waiver will not adversely affect the rights and welfare of the subjects 
• research could not practically be carried out without the waiver
• whenever appropriate, subjects are provided with additional pertinent information after 

participation 
• REC determines that research is to study conditions for which parental permission not a reasonable 

requirement to protect the subjects & an appropriate mechanism in place to protect the subjects & 
waiver  not inconsistent with federal, state or local law 

• advisable for investigators to engage with the host community or community representatives to seek 
guidance on waiver processes - engagement to be documented and submitted to REC / IRB

• REC to base decision on whether waiver in the best interests of the child.





• 28. ‘For a potential research subject who is incapable of giving informed 
consent, the physician must seek informed consent from the legally 
authorised representative. These individuals must not be included in a 
research study that has no likelihood of benefit for them unless it is intended 
to promote the health of the group represented by the potential subject, the 
research cannot instead be performed with persons capable of providing 
informed consent, and the research entails only minimal risk and minimal 
burden.’





FURTHER CONSIDERATIONS

• Harm - may occur if the research is not done

• May be ‘gate-kept’ out of research

• Researchers have a responsibility to ensure that no harm is done to individual adolescents 
participating in the research (deontological), as well as attending to the long-term and/or greater 
good for adolescents as social groups (consequentialist)

• Researchers equipped with knowledge and skills have a responsibility to ensure that adolescents 
are not harmed because necessary research is not done 

• Adolescent’s opinions have not been sought sufficiently - needs urgent redress 

• Justice principle – no adolescent to be discriminated against in terms of interalia age wrt
participating in research. 

• Critically important to acknowledge parents in gate-keeping roles are important in protecting 
adolescents from potential harm but may use power against the child & may not always have the 
best interests in mind

• Equally important to respect adolescent’s reasons for not wanting parent involvement

• Change in laws based on evolving capacity?





Thank you 


