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Context

Including young people’s? voices in social research? informs our understanding of how
to deliver services and develop policies to improve young people’s wellbeing. However,
despite the importance of hearing from young people, the New Zealand Human Rights
Commission notes that children remain relatively invisible - their views are not routinely
sought, and their rights are often not explicitly or adequately considered in policy and
decision-making?. This highlights a real gap and demand for more research that
meaningfully captures the voices of children and young people, and in doing so, better
understands their needs.

Social researchers and evaluators working with children and young people (especially
those aged under 16) have identified challenges in including them in social research.
They describe:

e Conflicting legislation and a tension between inclusion and protection
approaches

e Consent processes based on chronological age
e Inconsistent opinions about ethical considerations such as consent and assent

e Limited or no youth perspectives included in ethics reviews of research
applications.

These challenges highlight some of the complexities of developing ethically robust social
research with young people, whose unique contexts combined with a breadth of
different types of research, mean the nature of ethical research must be considered for
each project. There is no one size fits all approach that can be adopted. Applying the
principles of ethical research to specific projects is better established for health
research and the legislation is clearer than for social research.

In response to challenges identified by the sector, an initial workshop with experts in
child and youth research and practice was convened by the Ministry of Social
Development in early 2020. The aim of the workshop was to discuss how to apply the
principles of ethically robust social research to research with young people. Additional
interviews and a review of relevant literature was subsequently funded by Oranga
Tamariki to inform their work with children and young people.

The aim of this paper is to summarise the views and perspectives from the workshops
and interviews, to inform discussion about what researchers should consider when
planning social research and evaluation with children and young people. It sits alongside

1 Young people will be used throughout to refer to children and young people under ages 16-18.
2 |n this discussion paper, the term ‘research’ refers to research and/or evaluation.

3 Human Rights Commission. (2010). Chapter 16 — Rights of children and young people. Retrieved
from: https://www.hrc.co.nz/files/7614/2388/0515/HRNZ_10_rights_of_children.pdf.
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the literature, ethical guidance for research with children and young people?, and other
current work examining the ethics of inclusion of young people in social research®®.

2. Te Tiriti o Waitangi should be the backdrop informing all research
in Aotearoa New Zealand.

Children and young people in Aotearoa have unique cultural and social contexts. As well
as the research topics, young people’s contexts, age and breadth of experiences
influence what researchers need to consider to ensure their participation in research is
ethically robust. All social research should be undertaken with a deep understanding of
Aotearoa New Zealand’s unique cultural contexts and recognition of Maori as tangata
whenua.

Researchers must understand how their own worldviews influence their research,
recognise their limits, seek to improve their understanding of different cultural
contexts, and put in place ethical processes to ensure the inclusion of the breadth of
cultural contexts.

Cultural and community consultation and co-design during the development and
subsequent research stages helps to ensure the research has the right lens and
culturally appropriate approaches to design, gaining consent, data collection, analysis,
interpretation and reporting for different communities included in the research.

We emphasise the importance of leadership by Kaupapa Maori researchers and
rangatahi Maori to inform the ethical principles for work with rangatahi Maori,
including discussion about collective consent, rethinking what rights-based social
research with children and young people looks like — particularly within a Te Tiriti
framework that prioritises not just partnership, participation and protection, but also
co-determination. Some of this research has already been completed or is underway.

4 Graham, A., Powell, M., Taylor, N., Anderson, D., & Fitzgerald, R. (2013). Ethical research
involving children. Florence: UNICEF Office of Research — Innocenti

Shttps://voyce.org.nz/maori-participatory-rights-in-the-child-protection-system/

6 Kia Tika, Kia Pono — Honouring truths — rangatahi centred work soon to be released by VOYCE —
Whakarongo Mai https://voyce.org.nz/maori-participatory-rights-in-the-child-protection-

system/
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3.1.

Moving towards a rights-based inclusion with protection approach

Young people in New Zealand have rights under the United Nations Convention on the
Rights of the Child. Article 12 of the Convention emphasises that children capable of
forming their own views have the right to express their views freely, and for their views
to be given weight in accordance with their age and maturity.

Children’s rights in New Zealand are also protected by:
e Te Tiriti o Waitangi.

e The United Nations Declaration on the Rights of Indigenous Peoples, which
recognises tamariki and rangatahi Maori are tangata whenua.

e Convention on the Rights of Persons with Disabilities, which recognises the
rights of children with disabilities to make decisions about their lives based on
free and informed consent and to be active members in society.

e The Care of Children Act 2004 and the Evidence Act 2006, which aim to improve
recognition and opportunities for children and young people to express their
views and to be heard (particularly during court proceedings).

While young people’s rights should provide the foundation for any research involving
them, their rights to participate in research must be balanced with protection from any
harms of participation. The balance between participation and protection was
frequently raised in the workshop and interview discussions that informed this paper.

We heard it was common for agencies and ethics committees to ‘protect’ children by
using a chronological age of 16 years as an indicator of a young person’s competence to
assess risks and provide informed consent to participate in research. They explained
using this approach because it is an accepted standard, providing organisations with
some protection from risk and providing guidance to inform decisions about young
people’s competence to assess the benefits and risks of participating in research.

Children younger than 16 are asked to ‘assent’ to participation to indicate they
understand the proposed research in general, its expected risks and possible benefits,
and the activities expected of them as subjects. The age at which assent is consistently
used as part of consent processes may vary by project.

Moving towards a rights-based inclusion with protection approach recognises that
those younger than 16 can also be adequately protected from harm while providing
self-consent to participate in research.

Capacity to consent

Ability to assess risks is not based on chronological age. Young people’s capacity to
consent is dependent on their developing cognitive development. The so called second
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stage of brain development starts with the rise in sexual and reproductive hormones
which can be anytime between 8 and 16 years old (boys start later than girls) 72°.

Cognitive development occurs in many ways including:
e  Future thinking capacity and the development of the concept of time.

e The ability to think about thinking and the development of abstract conceptual
thinking.

e Complexity of thinking with more connections coming live.

Informed consent depends on the ability to understand consequences, which involves
future thinking, sometimes understanding concepts and complex ideas.

Gillick competency™relates the stage of cognitive development with the nature of the
decision. Thus, a simple decision which is all about me and all about now — for example
answering straight forward questions or saying yes to starting the contraceptive pill can
be made at an early stage of cognitive development. Questions about abstract concepts
involving complexity and forecasting the future or consent to for example gender
transition or acquiring a tattoo, require a much higher stage of development or the
involvement of a trusted adult who can assist understanding®?.

Decisions about participation and protection are therefore influenced by the type,
complexity and sensitivity of the research. For example, evidence indicates that children
as young as nine years old can understand the implications of research participation®?
and it may be appropriate to include their self-consent to participating in a survey which
asks about their views on a simple topic. Providing informed consent to participate in
research that involves complicated issues or decisions requires young people to be
competent to assess the risks of participation.

The view that researchers should assume competence and only move to screening for
competence to consent if there is specific evidence that suggests that a young person

7 Goddings, A-L et al. (2014). The influence of puberty on subcortical brain development.
Neurolmage 88 242-251.

8Giedd, J.N. et al. (2006). Puberty-related influences on brain development Molecular and
Cellular Endocrinology 254—255 154-162.

9Herting M & Sowell E. (2017). Puberty and structural brain development Front
Neuroendocrinol. Jan; 44: 122—-137. Published online Dec 19. doi: 10.1016/j.yfrne.2016.12.003.
0 McLean, K. (2000). Children and Competence to Consent: Gillick Guiding Medical Treatment in
New Zealand. VUWLawRw 31; 31 Victoria University of Wellington Law Review 551.

1 Information provided by Dame Sue Bagshaw.

12 santelli, J., Haerizadh, S., & McGovern, T. (2017). Inclusion with protection: Obtaining
informed consent when conducting research with adolescents. Innocenti Research Brief.

Retrieved from: https://www.unicef-irc.org/publications/877-inclusion-with-protection-
obtaining-informed-consent-when-conducting-research-with.html.
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3.2

may not be competent is backed by literature®® 4, the United Nations Convention on
the Rights of the Child and the Code of Rights?®.

Informing parents/caregivers

Although young people’s consent is prioritised in an inclusion with protection approach,
considering how to inform parents/caregivers and whether their assent or consent is
needed is also part of planning social research. Deciding the role of parent/caregiver
consent or assent depends on the risk of harm, the nature of the research and the
population of children/young people being asked to take part in the research. A
requirement for parental consent may be harmful for children or young people who
have challenging relationships with their parents/caregivers. In these instances,
researchers could consult with ethics advisors and any services connected to the child
or young person to work out the best way to represent their best interests. This may
involve asking them to identify a trusted adult who can help them provide informed
consent.

If parental consent is included, a framework for joint decision-making will help to
ensure parental consent does not override young people’s wishes to participate. This
could also include phased consent processes and opportunities for young people to ask
guestions in private. Deciding how to phase the process could be a focus of discussion
with children and young people and parents/caregivers during consultation and co-
design.

Ensuring consent to participate in research is voluntary and fully
informed is the researcher’s responsibility

An inclusion with protection approach requires the research team to ensure processes
are in place to obtain fully informed consent and to manage any potential risks of
participation.

13 Harcourt, D., & Sargeant, J. (2011). The challenges of conducting ethical research with
children. Education Inquiry, 2(3), 421-436. doi: 10.3402/edui.v2i3.21992.

¥ Hein, I. M., De Vries, M. C., Troost, P. W., Meynen, G., Van Goudoever, J. B., & Lindauer, R. J. L.
(2015). Informed consent instead of assent is appropriate in children from the age of twelve:
Policy implications of new findings on children’s competence to consent to clinical research. BMC
Medical Ethics, 16(1), 76-81. doi: 10.1186/s12910-015-0067-z.

15 Health and Disability Commissioner (Code of Health and Disability Services Consumers’ Rights)
Regulations 1996. Retrieved from: https://www.hdc.org.nz/your-rights/about-the-code/code-of-
health-and-disability-services-consumers-rights/.
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Young people’s ability to evaluate the consequences of participation is strengthened by
the researchers and other trusted adults (including whanau) providing information. For
example, by using developmentally appropriate information tools, ensuring young
people have access to their choice of a trusted adult they can talk with about
participation, offering different modes to provide consent and providing other
necessary supports.

Researchers must:

e Be upfront, honest, and transparent with young people about the purpose of
the research, what information they will collect and what will happen with the
information they provide.

e Be confident before proceeding that the young person understands the
research process, potential risks, and consents to participation.

e Check throughout the research that the young person wants to continue
participating. In a longitudinal study for example, this means confirming
consent at each engagement and for each type of information being collected.

There is no one ‘proper’ way to obtain consent. Researchers need to be flexible and
responsive to the needs of the child or young person. However, we have summarised
some overarching principles we found in the literature review and heard in interviews.

Building strong relationships with children and young people and their communities:
Cultures may have differing expectations about who can provide consent for young
people to participate in research. Building rapport and relationships with children,
young people, parents, whanau and communities may include involving representatives
of communities and young people in planning and co-design and developing
appropriate communication strategies to raise awareness and understanding of the
research.

For qualitative research involving smaller samples and longitudinal studies, including a
young person’s wider ‘village’ or collective in consent processes is particularly
important. In longitudinal studies, ongoing relationships are critical to maintaining
sample retention and making the findings useful for children, young people and their
whanau.

Relationship-building with young people is especially important when they may be
asked to express sensitive or private views. However, while relationships help to
mitigate power dynamics, care must be taken not to increase pressure to consent.
Children and young people are often expected to comply (especially in school settings)
and may feel coerced to give consent to taking part in the research. Additionally, young
people may feel pressured to consent by their peers. For in-person data collection,
building in informal time prior to data collection activities provides a space for young
people to leave if they want or to tell the researcher they do not want to participate.
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Adapting consent processes to the participants’ levels of ability and understanding:
Consent processes are often designed for adults and then replicated in research with
young people with little consideration about whether this is appropriate. Pressure from
agency legal and privacy teams can result in information sheets and consent forms that
are not age appropriate. Information materials can take creative forms to meet
developmental needs (e.g., animations, illustrations/graphics, etc.). Use of Easy Read?®
is recommended for young people with cognitive disability and may also be effective for
young children. Researchers can cover other essential information verbally, through
websites or embedded videos. Information sheets and consent forms should be trialled
first with young people to check their usability.

If the young person needs to consent to multiple aspects of a research project, the
consent form should break these down and use tick boxes so that the researcher knows
which aspects of the process the young person is comfortable with, and what they do
not consent to or need more information about. If recording consent on an information
sheet, it is good practice to provide a copy to the young person for their reference.

Being responsive to children and young people’s needs: Written consent or electronic
confirmation of consent is the default position required by most ethics committees.
However, verbal consent should also be accepted for in-person research, particularly for
the very young, those who are not literate and those who prefer to provide verbal
consent. Researchers should plan ahead for situations where written consent will not
be obtained and have protocols to verify that a proper process was followed and that
voluntary consent was given.

Formalising informed consent and assent as well as informed dissent processes:
Empowering young people to understand they can agree or disagree to participate. For
in-person research, it is important for researchers to be mindful of body language and
to understand ways to help young people learn to say no. They should reiterate the
option to say no at multiple points throughout any study or interview, and check young
people are still comfortable with participating.

Withdrawing information: Researchers should clarify the extent information can be
withdrawn. The type of methodology affects the degree to which information can be
withdrawn. For example, it is not possible to withdraw consent for an anonymous
online survey once the answers have been submitted, as the answers cannot be linked
to an individual. It is important to communicate to the young person what this ‘point of
no return’ is, when they will not be able to change their mind.

16 https://www.odi.govt.nz/guidance-and-resources/a-guide-to-making-easy-read-information/
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Privacy and confidentiality

Researchers must be committed to respecting children and young people’s privacy and

ensuring their information remains confidential. The NEAC guidelines and standards in

health research provide a solid ethical foundation for considering how to protect

privacy and confidentiality for research participants.

There are some additional considerations for children and young people:

Avoiding potential identification of individuals by certain characteristics or
experiences in recruitment. Eligibility criteria and recruitment approaches may
be identifying for a particular subset of young people, especially if participants
are recruited in a school, community or care and protection setting.
Researchers must develop recruitment strategies that protect the privacy of
young people.

Thinking about where and how information is collected from young people so
their participation remains confidential. In some projects, young people may
not want their parents/caregivers or peers (especially at school) to know about
their participation and whether they have consented to take part. Researchers
must balance approaches to engaging with communities to build awareness of
studies with strategies to protect the confidentiality of participants. The
appropriate balance will depend on the topic, participant profiles and number
of participants.

Considering how to provide privacy for young people if this is not the usual
social or cultural practice. For example, parents may want to be present during
interviews but young people must consent (or children assent) to their
participation. Researcher attributes (like gender and age, police checks and
backgrounds) and presence of a support person will affect how comfortable
parents will be in leaving their child with the researcher.

Managing parental desires to access information about their children. Parents
may want to know more about their child’s thoughts and behaviours and may
feel entitled to the data. However, researchers are obliged to protect their
young participants’ confidentiality even from their parents and to be clear
about this in participant recruitment. This could be managed by developing
general summaries of research for all young people, parents/caregivers and
communities.

Thinking about what to do if a child or young person does not want to be
anonymous. Some young people may want their real names used to indicate
their ownership and participation in the project and may not understand why
pseudonyms are important. Discuss the long-term risks of using their real
names and how these could be managed.
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o Where photographic data is collected. Consider blurring faces to maintain
confidentiality (but also bear in mind how this impacts young people’s voices).

Identifying and managing risks to enhance safety in social research
with children and young people

Risk should be considered in terms of the vulnerability of children and young people
and the sensitivity of the research topic. For example, young people in care have
experienced trauma and may be more likely to be triggered by questions about families
and whanau than their peers who do not have care experience. Gender minority
children and young people may not be publicly “out” to anyone in their lives, and
recruitment and data collection processes could risk identifying them.

Defining when a child or young person is at risk may be more complex than in research
with adults. While some criteria are clear (e.g., the young person is planning suicide or
harm to others or discloses experiencing abuse), others are less clear (e.g., the young
person (aged just under 16) discloses having sex, using marijuana, or shoplifting).

Data collection methods can also impact risk and the degree to which immediate
supports can be provided (anonymous online surveys limit follow-up of young people
who provided concerning responses, while interviews allow researchers to immediately
connect young people with support if needed).

There is no single safety method that should be utilised. Appropriate safety strategies
will vary depending on the topic, the type of research being conducted and the
characteristics of the child or young person.

Guidance from the literature and interviews suggest the following strategies:

Establish clear protocols to minimise harm and distress and to designate what should
be done if safety concerns are raised. This could include developing clear protocols to
provide young people with follow-up support, discussing what actions to take should
they raise a safety concern, and having protocols to protect young people during the
research process (e.g., police vetting of researchers). If there is a safety risk, researchers
should discuss with a qualified expert whether reporting a disclosure puts the young
person at greater risk, and whether the behaviour being disclosed indicates serious
harm. The research team must have access to an appropriately qualified expert whose
input has been arranged in advance. Input from young people about safety thresholds is
very helpful as part of this process.

Provide training for researchers on how to assess risk and manage distress of young
people. This should include knowledge of how to refer to follow-up support. Clear
boundaries between research and counselling/support should be maintained, but
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6.1.

researchers must be trained about how to respond to issues that arise during the
research.

Provide explicit communication about confidentiality (and its limits) during the
consent process. If research is confidential, and young people have been assured they
will remain anonymous, then the young people involved must know and understand the
limitations to this and what actions would be taken (and with whom) if the researcher
has to breach confidentiality.

Have clear protocols to manage requests for support: A young person participating in
research might also ask for additional help or support. For example, they need access to
a social service, or the researcher identifies the need for them to see a health
professional. Although not explicit safety risks, the researcher must have processes in
place to respond. However, responding by providing additional support may change a
study from an observational study. This can impact a longitudinal study and researchers
must plan for any potential impacts on the study design. A research design such as an
action-research approach that builds interventions and their outcomes into the study
design may be valuable in a longitudinal study with young people who may be likely to
identify a need for support.

Providing appropriate support for young people during and after research
participation: Opportunities to support young people during and after research include:

e The option of a support person(s) being present during research. The
appropriate support person must be the young person’s choice and could be a
peer, family or community member, youth worker, or teacher.

e Including options to access support in data collection methods (e.g., providing
contact details for organisations; in an online anonymous survey, having a
button at the top of the screen to link young people to support if they need it or
a write-in box).

e If a young person becomes distressed during research, researchers should ask if
they have current supports in place, and if they do not, if there is something or
someone they know of that could help. Researchers cannot assume that a child
or young person who becomes distressed during research, knows who to access
and what works for them. Researchers need to be prepared with options on
who could help to facilitate a link to support.

Children and young people with care experience

Children and young people with care experience present additional considerations in
terms of best practice in ethically sound research. Their experiences mean they will
likely have been exposed to risk and trauma that affect their parental/whanau
attachments and social relationships with others.
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Important considerations for this group include:

e Ensuring a trauma lens guides the research: Young people in care have a
common trauma as well as potential exposure to a range of other traumas that
increase the risk of them being retraumatised by questions in the research.
However, trauma and vulnerability should not exclude participation in research
(in line with the NEAC guidelines). Their research participation should be
prioritised and facilitated in safe and supportive ways, while ensuring that they
do not feel obliged to take part.

o Thinking about how to engage with them: Young people in care often
experience diminished trust that may influence their decisions about taking part
in research. For example, they may not want to participate because they feel
they are constantly being assessed, they do not trust how the findings will be
used and/or they are concerned about confidentiality and how services may
respond to what they say. Researchers should invest substantial time and effort
in building trusting relationships, and to ensuring these children and young
people feel valued, respected and listened to, before moving onto any data
collection. This could include ensuring consent processes address their level of
need, mitigating power dynamics and including trusted adults they can consult
with independently about the research.

e Navigating young people’s mobility and instability: Young people in care are
typically transient and often experience multiple placements. They can
experience uncertainty about the type of home situation they are able to return
to and may not be used to a sense of security and stability. This can have
implications for engaging with them consistently, as well as gaining
parental/caregiver consent, as this may change multiple times over the course
of their childhood and adolescence.

e Ensuring voluntary consent: There may be cases where the State has consented
for the young person’s participation in research or a service. However, the
researchers are still obliged to ensure the young person has given voluntary and
informed consent or assent.

e The over-representation of tamariki and rangatahi Maori in Oranga Tamariki
care: In Aotearoa New Zealand, statistics show that tamariki and rangatahi
Maori are disproportionately taken into State care. This has implications for
engagement, consultation and funding.

o lwi oversight, engagement and consultation should be at the forefront
of any work involving tamariki and rangatahi Maori.

o Adequate funding should be allocated — if the research were to
terminate abruptly and unexpectedly due to inconsistencies or
uncertainty of sustainable funding, this could lead to harm experienced
by young people in care. These young people may feel their voices and
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6.2.

experiences are not being valued and this could lead to greater
disconnection with institutions.

Gender minority young people

Gender minority young people includes transgender, gender-diverse and gender non-
conforming youth (such as people who identify as non-binary, agender and
genderqueer) and people with Indigenous genders (such as takatapui, whakawahine,
fa’afafine, fakaleit1).

There are no Aotearoa New Zealand statistics about the proportion of gender minority
young people who live in care but in the United Kingdom and the United States gender
minority young people disproportionately live in care environments compared to their
cis-gender peers. These high rates have been partially attributed to some gender
minority children and young people entering care due to family rejection of their
gender.

Important considerations for this highly vulnerable population group include:

e Privacy and confidentiality: Some gender minority young people might not
have disclosed their gender or only recently disclosed it. Gender minority young
people must have the autonomy to share their gender identity on their own
terms. Risks of being ‘outed’ before they choose to disclose their gender can be
harmful for them. Researchers should consider where the research will be
conducted, the amount of privacy the young person receives during data
collection and providing options to have someone they are comfortable with in
the room.

e Safety: Gender minority young people may be more likely to disclose and
discuss their gender in a safe space. After the survey it would be important to
guide them to resources to discuss their gender further if they want to. This
could include national community organisations such as OUTLine,
RainbowYOUTH and Gender Minorities Aotearoa or regional support
organisations such as QTopia in Christchurch.

Following best practice guidelines on collecting gender data and research with gender
minority youth is vital to maintain the cultural safety of the gender minority young
people taking part in the research. Guidelines based on formal consultation with young
people aged 18 and over in the Rainbow community and informal discussions with
younger age groups include:

e Following statistical standards and best practice guidelines by Statistics New
Zealand.

e Consulting or co-designing the data collection with gender minority young
people.
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Considering how language can be used to create an inclusive environment or
inadvertently hurt gender minority young people - avoiding gendered language
(e.g. thanks guys), asking for their pronouns and researchers sharing their own,
and asking for their preferred name can be key to building whanaungatanga
and trust with gender minority young people.

Using gender minority interviewers where possible or alternatively, at a
minimum, using interviewers that have experience with gender minority youth
and receive relevant training.

7. Consultation with children, young people, and communities helps

ensure research is relevant and ethical

Embedding obligations for meaningful consultation with children and young people or

including them in genuine co-design is best practice in research design. Involving

children and young people in all aspects of social research design was frequently

mentioned in interviews as a way to ensure that research is appropriate and relevant.

7.1. Co-design and consultation

Co-design and consultation with young people are valuable because the processes

provide:

Unique perspectives that can inform engagement, review, research design and
implementation.

Peer perspectives about the benefits and risks of participation and how to
manage potential risks.

Deeper understandings of how to facilitate trust and good relationships with
young people, which enhances the quality of the data that can be collected.

Knowledge of the best mediums and technologies to engage with young people
to gather their views and how they prefer to provide their information.

Assistance in directing the researchers into spaces they may not have previously
considered.

The extent and ways young people are involved in research design will vary depending

on the research topic and the ages of intended participants. Even at a very young age,

children can inform the design of data collection tools and processes.
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7.2.

Effective consultation includes:

e Recognising and empowering children and young people as co-researchers and
the experts of their own experience.

e Providing opportunities to review processes and findings of the project with
children and young people at the end of the project to discuss how their input
impacted the process and how the information they provided will influence
policies and programmes.

Engagement with whanau and wider communities

Children and young people are part of their whanau and communities. Building
relationships and consulting with the communities in which young people live is
important in building awareness of research, in considering the needs of the community
and how to plan, interpret and understand research in the context of communities.
Engaging with communities and whanau is a fundamental part of any research with
Maori and Pacific young people, and young people from other collective communities.

Adults in whakapapa and kaupapa whanau can both prevent and facilitate young
people’s participation. Adults can play a key role in motivating them to participate and
in explaining what participating means. Inability for researchers to build effective
relationships may result in ‘gatekeeping’ and can prevent or limit young people’s
participation in research.

Community engagement could include:

e Consulting locally and/or planning with the target communities, iwi and hapa
when planning the research and developing protocols to ensure there is respect
for whanau and communities in the design and implementation of the research.

e Partnering with trusted organisations or adults in the young person’s life to help
young people to understand the implications (benefits and risks) of taking part
so they can make a truly informed decision.

Exceptions to involving family, whanau and communities in a young person’s research
involvement. In some circumstances, it may not be practical or safe to involve family or
whanau, such as in situations where a young person experiences harm, discrimination
or disconnection from their whanau. Researchers should think critically about whether
parent/caregiver involvement is appropriate and talk with the young person about
other options, including having another trusted adult (like a youth provider) involved.
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Research planning includes considering the demographic and
professional profiles of the research team as they may influence
responses

Young people may share information differently with researchers with different
demographic and/or professional characteristics or with different connections and
mana in the community where research is taking place. The attributes of the research
team can reduce or compound power dynamics between them and the young person.
Options to mitigate power dynamics include peer researchers with older age groups and
giving participants the choice of the researcher who interviews them (based on culture,
gender, age and language options).

While all researchers have obligations to consider participant safety, researchers with
professional qualifications such as social workers may experience additional conflicts in
obligations between reporting and responding to perceived safety risks and their
promise of confidentiality to young people. Young people may not confide in a person
in a professional role they have just met, as they may be concerned the professional will
take what they have said out of context and breach their confidentiality.

Obligations for different professional groups need to be clearly explained to
participants.

Statutory agencies should consider their role in the research process and whether it is
appropriate for them to be closely involved in research design, fieldwork, analysis and
reporting. It may be inappropriate for entities with statutory roles to conduct research
on/with people under their mandate for whom they make important, life-changing
decisions, as there is an inherent power imbalance (e.g., Oranga Tamariki social
workers/staff conducting research with young people in care). However, a clear
separation between an internal research team and service delivery teams may mitigate
any potential risks. Agency research teams must be transparent to participants about
their degree of separation from the agency.

An additional consideration is the important role of agency or NGO provider staff in
introducing ‘independent researchers’ to research participants. As long as any risks of
coercion are managed, agency and provider staff know the young person and are often
a trusted person who can explain the research process.
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9. Some additional considerations for longitudinal research designs

e The importance of building and maintaining long-term relationships with
whanau. This is the most important element for a successful longitudinal study
and is especially critical for vulnerable communities who may have had their
trust broken. Strong long-term relationships, particularly with a young person’s
whanau, mitigate attrition. Whanau can help researchers engage with young
people especially as they age into adolescence and may be less interested in
participation. Continuity of fieldworkers can enhance relationships with young
people and whanau, as they have built trust over a long period of time.

e Ensuring the right level and frequency of contact: It is important to engage
with children and young people (and their whanau/communities) to maintain
relationships over time while ensuring minimal disruption to their lives (not
over-contacting).

o The transition from gathering information about children from their parents,
to asking children directly about themselves.

e The age at which it is appropriate to start seeking informed consent from
young people. Promoting autonomy and decision-making is part of child
development, so research suggests it is practical to start involving children as
young as possible in decisions about whether they want to participate in
research.

e Changes in parenting and caregivers. In longitudinal studies, researchers should
ensure they have processes to determine and respond to changes in the
primary caregiver over time.

e Re-consenting at each study wave. Consent processes should be enacted at
each new wave of the longitudinal study, and for each type of data being
collected (e.g., surveys, interviews, observations, biological data, linking to
other data like the integrated data infrastructure (IDI)).

e Young people’s understandings of a longitudinal study. It is important to be
clear about the potential benefits of participation balanced against the time
they would be asked to put into the study, how they could be involved, the
consistency of engagement they could expect from the researchers and when
they would hear back about findings. Communicating the benefits may include
ensuring there is summary reporting that is interesting to young participants.
Koha for young participants acknowledges the time they contribute to
participation.

e Adapting information and consent. Information materials should change over
time as a participant’s capacity evolves, and consent should be obtained at each
stage of the study.
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10. Including young people’s perspectives in ethics review processes
Limited or no youth perspectives included in ethics reviews of research applications was
identified as a challenge for social researchers. It is important that ethics committees
that make decisions on research involving young people have the skills and experience
and understand the importance of conducting research in the relevant area.

Options include:

e Developing strategies to include young people in ethics review processes. It is
important that youth advisory groups are tailored for a project and have the
relevant type of lived experience. For example, young people attending
university may not reflect the lived experiences and realities of different groups
of young people (e.g., young people in care, gender/ethnic minority young
people, etc.). There is also a risk of young people on advisory committees
becoming less engaged with the groups they represent, suggesting the need to
consider the appropriate length of representation and to ensuring diverse
representation.

e Requiring evidence of peer participation and community consultation in
research design to provide information to assist ethics committees to assess the
balance of inclusion and protection.

e Building the expertise of ethics committee members about social research with
young people. For example, requiring members to have completed training on
young people’s rights and how to consider their best interests.

e Co-opting people with appropriate knowledge as advisors to ethics committees
to review social research with young people.

e Tailored ethics committees for specific projects: ensuring ethics committees for
research with young people are tailored so they are specific to the topic and
context of different projects — to achieve this, a network of youth practitioners,
academics and other experts could be established, who hold the knowledge,
expertise and connections within their communities. This resource could then
be used to create bespoke ethics panels that take rights-based approaches and
advocate for young people.

11. Next steps
There is no easy answer to the challenges social researchers reported as part of our
discussions. While there are some recommendations in the literature and from
experienced experts, the range of issues to be considered for each research project and
young people’s different contexts mean there is no ‘one size’ fits all response.
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There is general consensus amongst researchers of the need for a move towards an
inclusion with protection approach. However, many ethics committees and agencies
use a chronological age of 16 years as a safe guideline for when self-consent is
appropriate. A chronological age cut-off limits participation of some groups of young
people.

Appropriate safeguards and risk management are essential to move towards an
inclusion and protection approach. There is the need for wide discussion to build a
more consistent view of appropriate safeguards and risk management strategies. This
paper aims to inform that discussion.
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Appendix 1: Working group participants and interviewees

The list below includes all those who participated in the Ministry of Social Development
sponsored workshop and/or were interviewed as part of the Oranga Tamariki funded
work. Not all participants necessarily agree with all views included in the guidance
document. There are many others with expertise and not all were able to be included
within the scope and timeframes of this work.

www.malatest-intl.com

Youth advisors
Sue Bagshaw
Barbara Bradnock
Kelsey Brown
Moira Clunie
Glenn Colghoun
Tim Dare

Peter Foaese
Kirsten Forrest
Name withheld
Mark Henaghan
Adele Hogan
Rob McHawk
Tracey Mclntosh
Kiri Milne

Susan Morton
Te Tatau Kitenga
Nicola Peart
Victoria Pond
Kate Prickett

Ria Schroder
Debra Small
Sarah Talboys
Jason Timmins
Dan Tautolo

Nicki Taylor

Huia Tomlins-Jahnke
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Voyce: Whakarongo Mai youth advisory group
The Collaborative

Ministry of Health

Office of the Children’s Commissioner

Ara Taiohi

Youth One Stop Shop

University of Auckland

Office of the Children’s Commissioner

Ministry of Health

University ethics advisor

University of Auckland

Ministry of Social Development

Ministry of Health

University of Auckland

Oranga Tamariki

Growing up in New Zealand — University of Auckland
SYPHANZ

University of Otago

Former manager of Rainbow Service for rangatahi
Roy McKenzie Centre for the Study of Families and Children
The Collaborative

Social Wellbeing Agency

Oranga Tamariki

Education Review Office

Auckland University of Technology

University of Otago

Massey University
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lan Town Ministry of Health

Patrick Vakaoti University of Otago
Gary Witte University of Otago
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Appendix 2: The NEAC guidelines

The National Ethics Advisory Committee (NEAC) guidelines define standards for
health research In Aotearoa New Zealand®.

The NEAC guidelines focus on standards relating to health and disability research; those

relevant to social research include:

Overarching ethical principles: Combining Te Ara Tika (Maori ethical principles)
and bioethics principles.

Research with Maori and Pacific peoples: Understanding how an equity lens
must drive all research, the importance of health and disability research with
Maori and cultural considerations for Maori and Pacific communities in
research.

Ethical management of vulnerability: Some populations may be vulnerable and
researchers must consider whether the proposed research will create or
exacerbate existing vulnerabilities.

Informed consent: Based on understanding what participation involves and of
the benefits and potential risks of participation.

Research benefits and harms, ethical research development and design, and
ethical implications of methodologies.

Research conduct.

Quality improvement.

The NEAC guidelines provide the foundation for social research ethics considerations.

This guidance document expands and details specific points relating to social research

with children and young people.

17 National Ethical Standards for Health and Disability Research and Quality Improvement (2020).
Retrieved from: https://neac.health.govt.nz/national-ethical-standards-health-and-disability-
research-and-quality-improvement.
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