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Foreword

The work of the Ul Science Ethics Committee brings up a wide variety of dilemmas around issues that
are important, but about which it is difficult to establish hard and fast rules. It is vital to guarantee
respect and consideration for the subjects of research and other affected parties, as well as ensuring
that all reasonable ethical standards are met. However, it is equally important to encourage
researchers not to shy away from pressing and sometimes difficult subjects that expressly call out for
research. The Ul Science Ethics Committee strives to tread the middle path between these two
perspectives. It is the view of the Committee that the best strategy is to ensure that the scientific
community is well informed on the dilemmas that may arise and take them into account when
designing research projects, in such a way that the Committee's regulation framework is seldom
tested. The Committee's experience is that this is usually the case, although there are occasionally
applicants who are not aware of various issues that must be considered.

The Committee decided to ask experts who are highly knowledgeable in areas where there
are a lot of contentious issues to put forward their views and reflections, which would then serve as a
useful source of ideas for applicants on what they should bear in mind. The first research area we
identified, which is admittedly a very broad area, is research into matters of children and young
people, especially where the research topics concern sensitive subjects. We enlisted the help of Dr
Gudrun Kristinsddttir, Professor Emerita at the Ul School of Education, who is credited as probably
the most experienced Icelandic scholar in such research.

She was asked to write down her own thoughts on this area of research without significant
guidance from the Committee, except pertaining to scientific ethics such as they appeared in the
rules of the Science Ethics Committee. The resulting document would be entirely her own work and
would be published on the Science Ethics Committee website under her name. The Committee would
not take a position on the document beyond selecting Gudrun to complete the work. Gudrun has, as
we all do, asked various colleagues to proofread and comment on her work, including members of
the Committee. It has been suggested that a discussion thread should be available, where people
could express their own perspectives on this document or related issues.

On behalf of the Committee, | would like to thank Gudrun for her work and the eloquence

with which she has managed to express her ideas.

Jon Torfi Jonasson, Chair of the Ul Science Ethics Committee
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Guidance for researchers - the participation of children in scientific

research

This document is intended as guidance on the participation of children in scientific research. It was
compiled at the request of the University of Iceland Science Ethics Committee, to whom | am grateful
for the initiative and their helpful comments. | would like to thank my colleagues who proofread the
text and gave up their time to discuss issues with me for their assistance.

This document is first and foremost based on research in the social sciences, in a broad sense
of the term, rather than other fields. Hopefully it will inform researchers on standard working
procedures in research, in particular that which focuses on children.! It is intended to advise and
guide researchers and students in finding solutions to ethical problems and help them adhere to the
accepted values of the scientific community.? These values include precision, consistency and order
in research, but no less important are respect and consideration for the research participants and
any ethical dilemmas that may emerge. These guidelines can be used to evaluate contentious issues
in the implementation of individual research projects and to help design research plans. They focus
on research and, in part, teaching and administration regarding cooperation with institutions.

Research involves the quest for new knowledge. In the humanities and social sciences,
empathy and interpretation are inextricable elements of the research process, not least for
qualitative research. Different approaches and academic perspectives can lead to different, but
equally valid, interpretations of the same material. This means that researchers must explain the
impact of their own values and opinions on material, data and interpretations. It is incumbent upon
scholars to account for the acquisition and publication of data and ensure consistency in their
reasoning. Work surrounding scientific ethics, i.e. the establishment of regulations and the
committees who discuss these matters, is not conducted in a vacuum and is relative, limited, subject
to time constraints, context and culture. This can concern, for example, qualitative research whereby
knowledge is acquired by examining social realities and human interaction (Silverman, 2013; Flick,
2009; Charmaz, 2008). It is not possible to identify clear solutions or definitive guidance that are
unanimously accepted when it comes to ethics. Ethics are first and foremost a tool to evaluate and
increase understanding of contentious issues. This guidance focuses on research involving children,

but much of it can be applied to other situations. Research on or with children can raise issues which

1 Research standards from the Icelandic Centre for Research: https://www.rannis.is/media/sidareglur/Vidmid-
um-vandada-starfshaetti-og-sidferdi-i-visindum-og-rannsoknum.pdf
2 Ul Code of Research Ethics see the website for the Ul Science Ethics Committee.
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researchers are obliged or feel compelled to disclose to others. In such cases, it is important to
guarantee that scientific and communication standards are met, as well as ensuring that participants
are treated with due consideration. This is a very broad topic and the discussion presented here is

not exhaustive. Here follows a summary of the main topics covered in this article.



This guidance discusses:

e The rights of children, especially regarding the UN convention on this subject, including the right to
seek, receive and impart knowledge and ideas of all kinds.

e  Child protection and special considerations regarding children in research to do with privacy,
confidentiality and communication. It is reasoned here that the participation of children in research
has increased and that their competence to do so has been established.

e Anintroduction to research plans and requirements regarding the supply of information before the
child can consent. This addresses approval, informed consent, and a critique of passive consent.

e Children's consent to participate in research, age limits and children's competence, and the
requirements of researchers regarding the way in which they obtain a child's consent.

e The chapter Harm, stress and risk discusses the avoidance of potential stress that participation in
research could cause.

e Confidentiality, which must often be upheld in research and may pertain to both individuals and
institutions. The limits placed on confidentiality and how to ensure a balance between confidentiality
and the duty to report.

e Research into sensitive topics that may require all kinds of decision taking.

e Children's attitudes toward research methods have been investigated to a certain extent and here |
summarise a few relevant findings.

e On the preparation of projects, provision of information, storage of data and personal safety of the
researcher. It is important to ensure that children who are asked to take part in research understand
what this involves.

e Researchers who conduct research with the participation of children via institutions must seek their
permission to do so. These guidelines discuss communication with institutions for this purpose.
Reluctance to provide permission for research among children is discussed — it is a matter of justice to
avoid excluding children or a certain group of children from research.

e Science ethics committees should protect the rights of participants and are responsible for quality
assurance. They can guarantee the quality of the research and protect participants from poor
academic practices. The committees are discussed, including some challenging issues regarding their
operation.

e Finally, a mention of desirable reforms of current procedures. The universal age limit for children to
participate in research is currently 18 years of age. A lowering of this is suggested as well as

introduction of flexibility based on foreign models.



Introduction

Increasing levels of participation of children in research have created new knowledge in many fields
over the last 25 years (Hill, 2006; James and Prout, 1997). A new discipline, generally called childhood
studies or children's studies, has been developed, in which attention is increasingly directed towards
children and influences on their lives, on children as people, on their perspectives and their active
participation in research (James and Prout, 1997; O'Kane, 2001; Christensen and James, 2002). This
development is taking place in many fields (Lenzer, 2001; Qvortrup, Corsaro and Honig, 2009).
Writing on these issues has increased over the last decades (Esser, Baader, Betz and Hungerland;
2016; Alderson and Morrow, 1996). This has been accompanied by extensive discourse on the ethics
of science and methodology (Alderson and Morrow, 2004; Hill, 2006) and qualitative research has
become common (@verlien, 2007).2 This has led to different approaches (Hammersley, 2012) which
will not be covered in detail here, since the aim of this document is to provide general guidelines
rather than a scholarly review.

Children use many services provided by the state, municipalities and organisations. Research
into institutions that serve children shows that despite an increasing emphasis on rights and
independence, children are subject to one of the highest levels of governance of all service users
(Hill, Davis, Prout and Tisdall, 2004). Rules within such institutions have wide-ranging impacts on the
lives of children — school attendance is an easy example. The way in which children's participation in
research is handled is therefore very important and we might argue that this matter is one of the
most recent aspects of governance of children's interests.

The findings of research in which children actively participated have strengthened people's
trust in the value of children's contributions to research (Vis and Fossum, 2013; Robinson and Kellett,
2004; Cashmore, 2002). It is now a mainstream position to consider children generally as active
citizens who participate in shaping their own lives and society (Cater and @verlien, 2014; Hill, 2006).
It has been pointed out that the participation of children in scientific research should not only be
discussed on researchers' terms — it is also worth looking at children and teenagers' own perspectives
(Christensen and Prout, 2000; Qvortrup, Bardy, Sgritta and Wintersberger, 1994; Qvortrup, 1991).
Several people have begun to do so (Ellonen and P&s6, 2011a-b; Mossige and Backe-Hansen, 2013;
Hill, 2006). The direct participation of children in research or children as co-researchers have also

attracted attention. However, this development has not been accepted wholesale by scholars. For

3 This last point certainly applies to Nordic publications.



example, some have asked whether this is a realistic approach, wondered what ethical questions are
raised by such participation and, not least, pointed out the unequal power relations between
children and adults (Solberg, 2014; Robinson and Kellett, 2004, Mc Laughlin, 2005).

Regarding research methodology, Greene and Hill (2006) discuss the subject and say that
people are divided into different schools of thought. Christensen and James (2000) believe that
research into the lives, experiences and perspectives of children do not require special methodology
and we should not assume a difference between research among children and research among
adults. Many people, however, have developed special methods tailored to the understanding,
knowledge and status of children, looking primarily to developmental psychology. It is beyond doubt
to deny that there is a difference between a young child and a teenager, for example with regard to
their cognitive development and ability to understand complicated and/or subjective questions and
subjects. Greene and Hill (2006) point out that age is a very strong indicator in society and adults
often believe that the experiences of children of the same age must therefore be the same. This is,
however, dependent on context and circumstances. It is easy to oversimplify the status of children
based on age and overlook their diversity regarding competence and interests. Hill (2002)
emphasises that younger children are generally more affected by external factors (e.g. reactions to
stress) but older children are more guarded about their own identity or private life. From a
sociological perspective, other scholars highlight the subordination of children based on the power
that adults have over them. They argue that this necessitates special research methods in order to
reduce the imbalance in status and empower children (Kellett, Forrest, Dent and Ward, 2004). Punch
(2000a) traces the deep-rooted attitudes of adults on the difference between children and adults to
the fact that some adults tend to underestimate children's competence and treat them with
arrogance. Solberg (1996, 2014) also discusses the attitudes of adults towards children and highlights
the difficulties researchers have with interviews designed to explore the experiences and opinions of
children. Researchers often need to become more conscious of their own ideas about children and
their lives in childhood. Solberg believes that some adults are unable to understand that their
knowledge is not worth more than children's knowledge and that their age is not the main issue. The
key to gathering reliable data lies in defining the project as a joint creation of knowledge. The
researcher is certainly at the helm, but must think carefully about his or her own ideas about children
and childhood by giving equal consideration to how things are said as what is said (Solberg, 2014).

The tendency for children to try to win the approval of adults has also been the subject of
considerable discussion and debate (Alderson and Morrow, 2004; Punch, 2002a). There were
significant disagreements about the credibility of children in light of these new trends increasing the

participation of children in research. People have long cast doubts over children's accounts and
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believed that they tend to try to please the researcher by reflecting the accounts and assertions of
adults. Others point out that maturity comes with experience and believe that although children
generally have different abilities than adults, they are not necessarily "worth less" (Kellett et. al.,
2004; Solberg, 1996; Alderson, 2000; Christensen and Prout, 2002). It is worth remembering that
adults have a lot of experience in tailoring their answers to current norms. This discussion does not
address the question of how, or whether it is possible, to evaluate the maturity, ability and

experience of the children involved. That issue is discussed in the chapter on consent.

Rights and protection

Research into children's lives and circumstances is important and so are children's contributions.
Children have legal rights to protection and privacy in accordance with international as well as
Icelandic regulations (Convention on the Rights of the Child, 1989; Samningur Sb um réttindi
barnsins, 19/2013). Children ‘s needs and interests can require different safeguarding than those
applied in research on adults, since children are subordinated in society and reliant on adults.
Researchers must have sufficient knowledge of children to be able to ensure quality working
practices in this regard. They must be able to adapt methods and provide information in a format
appropriate for the children participating. Despite the increasing inclusion of children in democracy
in our part of the world, children are more often than adults expected to comply with the
instructions of authority figures. They might even feel that they are not allowed to decline to
participate in research and may find it more difficult to fully understand the consequences of
providing researchers with information (NESH, 2016; Alderson and Morrow, 2004; Punch, 2002a).
With regard to research topics which may be emotionally difficult, children have proven that they
can handle this better than previously thought, as long as the appropriate methods are used
(Mullender, Hague, Imam, Kelly, Malos and Regan, 2002). In light of this, the special status of children
is therefore comparable to that of marginalised adults, e.g. people with developmental delays or
people who are very reliant on their environment and/or have become used to being controlled in
their daily lives. Since their competence has been confirmed and their contributions have revealed
important new knowledge, the stereotype of the passive child has generally been rejected in more
recent writing on the subject (Woodhead and Faulkner, 2000). Nevertheless, researchers must avoid
the pitfall of generalising about children in this regard: their assertiveness and circumstances are
highly variable, as with all people.

The increased focus now placed on children's participation in research can be traced to a

general development of democracy and a desire to guarantee the rights of children in various areas
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of society. The most obvious example is the impact of the UN Convention on the Rights of the Child,
cf. Article 12 and 13. When asking people to share their knowledge, the most important thing is to
listen to them. However, this document does not discuss universal rights, but rather rights connected
to specific knowledge interests in each case. Member states of the UN shall ensure that children who
are able to form their own opinions have the right to express them freely on matters that affect
them. The opinions of children shall also be given fair consideration in accordance with the child's
age and maturity. The rights of children include the right to seek, receive and impart information and
ideas of all kinds (Act on the UN Convention on the Rights of the Child, no. 19, 2013). The Convention
has led to several studies of the meaning of concepts such as participation, protection and freedom
of expression (Shier, 2001). This research has focused on the value of different methods which has
clarified and refined applications, i.e. when a child is genuinely participating, when participation
fulfils the stipulations of the UN Convention, when it is tokenistic or so minimal as to be insignificant.

There are ethical questions about the acquisition, analysis, publication and application of
research data for all kinds of research, but especially when there are conflicts between cultural and
social values. There are several incentives to discuss the participation of children in research from the
perspective of scientific ethics. A broad consensus on the protection and welfare of children in
scientific research requires a definition of the term protection. Legally, this refers to the idea that, as
indicated in the Convention of the Rights of the Child, the child, by reason of his physical and mental
immaturity, needs special safeguards and care, including appropriate legal protection, before as well
as after birth (UN Convention on the Rights of the Child, 1990). Protection also stipulates support,
based on the principle that all decisions shall be taken with the child's best interests in mind.
However, many people have been unsure how to define having "the child's best interests in mind".
Child protection and special considerations regarding children in research concern privacy,
confidentiality and interaction. The matter also concerns the obtaining of permission for research
and children's consent (Cater and @verlien, 2014; Graue and Walsh, 1998; Greig and Taylor, 2007,
Mauthner, 1997).

The duty to protect sometimes conflicts with the right of the child to participate and this may
have negative consequences (Gudrun Kristinsdéttir, 2014a; Eriksson and Nasman, 2008). It is
important to bear in mind that it is in the best interests of children to have their perspectives heard
on as many topics as possible that concern them and on which they are able to express an opinion.
At the same time, we must remember that the researcher is in pursuit of knowledge. Researchers
interpret and evaluate the validity of data considering different viewpoints and facts, which entails
examining the perspectives expressed by the children (Hammersley and Traianou, 2012). It is

important to bear in mind that adults are responsible for taking due care when defining the best
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interests, competence and circumstances of children. This concerns the evaluation of applications for
children's participation in research here in Iceland. Keeping children away from involvement in
scientific research is not always tantamount to protection as is sometimes claimed (Gudrun
Kristinsdottir and Hervér Alma Arnadéttir, 2015).

We should also consider power, which is related to the status of the individual; adults
generally have stronger position than children. Researchers can be assumed to have considerable
power as a result of their status. This means that they must strive to minimise the impact of their
influence. However, it can be difficult or impossible to completely eliminate it (Hill, 2006). Children
and adults have the same right to receive information on the nature, goals and purpose of the
research. People are generally more likely to take part in research if they are treated with respect
and consideration. In ideal conditions and contexts, both children and adults should be able to
express themselves, answer questions and recount narratives in a similar way. It was previously
mentioned that the special status of children is based on the fact that they are subordinated in
society, have less influence than adults and are subject to decisions made by people responsible for
their welfare. Such requirements and issues in the ethics of research apply not only to children, but
also to marginalised adults (Alderson and Morrow, 2004; Hanna B. Sigurjonsdéttir, 2003). The
requirement to protect children should be judged in each case and weighed against children's right

to express themselves.
Introductory information, permission and informed consent

The general rule in research involving human subjects is that consent of participants is required.
Informed consent is at the fore of scientific ethics. This document will not go into the history of
research ethics in any great detail, but there was a major awakening on this issue following the
Second World War due to the inhumane experiments and treatment conducted by the Nazis.
Research institutes in Europe and the United States have been required to establish ethics
committees which review research plans in consideration of ethical issues (Astridur Stefansdéttir,
2013). The level of authority differs between ethics committees. Some committees play an advisory
role while others are authorised to shape and even prohibit the implementation of research if they
do not believe it meets certain ethical standards. Ethics committees base their work on international
declarations which have been developed with a series of amendments (Forsman, 1997). The best
known are the Declaration of Helsinki from the World Medical Association (2014) and guidelines
from the Council for International Organizations of Medical Sciences (2002). The first draft of the

Declaration of Helsinki was produced after the Nuremberg Trials at the end of the Second World
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War, when doctors from the Nazi concentration camps were tried for war crimes. The declaration
composed by the World Medical Association aimed first and foremost to ensure the protection of
participants. An important aspect was the idea of informed consent.

In all cases where researchers work with personal information* and data which may be of
sensitive nature (e.g. race, origin, political and world views, religion, health, sexual and gender
identities, genetic and biometric information)®, they are required to obtain the consent of people
participating or being researched. An exemption from this is research conducted in an open setting
(e.g. on the street, in public, open website), unless personally identifiable data are recorded (e.g.
video or audio) and saved in a register of participants. All processing of such registers shall be in
accordance with laws on data protection.® Permission is often required from a workplace or institute
in order to access the setting for the research. Consent, on the other hand, refers to the participants
themselves. It is recommended that researchers draw a distinction between these two terms,
permission and consent.

The main rule is that consent from participants must be informed, which means that
prospective participants must be provided with detailed information about the research on which to
base their decision.” This information should describe the goals, purpose and application of the
research. Prospective participants need to know what methods will be used, what topics or areas are
being investigated, what participation involves, e.g. how long the research will take and about
possible stress, harm or risk it could cause. Participants must be informed of their right to withdraw
their involvement at any stage of the research. They should know if confidentiality applies and to
what extent, who will have access to information and how data will be stored. They must be
informed of how the findings will be used and where they will be published and presented. They
need to know who is responsible for the project and how it is funded. For more information on
voluntary participation, see the chapter on consent in this document and Article 2.4.1 in the Ul Code

of Research Ethics. The information provided to prospective participants needs to be clear,

4 Personal information: Information on personally identifiable individual. An individual is considered identifiable
if he/she can be verified by means of authentication directly or indirectly, such as with reference to one or
more factors which characterise him/she, i.e. by name, ID number, location, online identity, physically,
biologically, physiologically, mentally, genetically, culturally or socially (Lég um Persénuvernd, 90/2018,
3.gr.2. [Act No. 90/2018 on Data Protection and the Processing of Data, only available in Icelandic, author’s
transl.].

5 Personal sensitive data: Severe learning or emotional difficulties may also be included. Researchers must
familiarise themselves with the difference between sensitive personal data (Article 3 of the same Act) and
other information that may be sensitive even though it is not specifically mentioned in the law.

6 See more on the difference between the duty to report and data processing which requires a permit (Chapter
V of the same Act).

7 See also Article 2.4.1 in the rules for the Ul Science Ethics Committee.
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researchers should use everyday language. Researchers ought also to ensure that information is
communicated in a language that participants fully understand. For some participants researchers
should therefore consider the need to use both oral and written language (e.g.drawings, easy reading
texts etc.)

There has been much discussion of the concept of informed consent, including debate on
whether and when to deviate from this as the main rule (Sigurdur Kristinsson, 2011; 2013; Vilhjalmur
Arnason, 1993). The medical sciences have been at the forefront of this development, ever since the
original Declaration of Helsinki.2 Researchers are responsible for implementing research and
monitoring can be difficult, even if the necessary permission is obtained (Doylan, 1997). As pointed
out above, informed consent concerns respect for individuals and is not merely a technical point, any
more than other aspects of scientific ethics. It has been pointed out that sometimes the principle of
informed consent must be discounted, e.g. for covert research (Hammersley and Traianou, 2012). In
some cases, it may also be impossible to acquire informed and written consent for practical or
cultural reasons. One example of the former might be covert original research into bullying among
children on the school playground (Raundalen and Raundalen, 1979) and an example of the latter
might be a situation where people are frightened to sign a document due to fear of the authorities

(Silverman, 2013).

Consent of the child - criteria and competence

In Iceland, the consent of the legal guardian is required before a child below the age of 18 may take
part in research, as long as the child is considered competent to do so. This procedure is a general
rule and is based on the age of majority in the Children's Act, but it is not specifically stipulated in
law. The Ombudsman for Children points out that deviations from the right of children to express
themselves must always be interpreted as being in the child's best interests.’ The UN Convention on
the Rights of the Child supports seeking consent from children, which is a mark of respect for the
child as an autonomous individual (Samningur Sameinudu pjédanna um réttindi barnsins, 19/2013).
A child's consent requires a statement from the Science Ethics Committee (University of Iceland,
2014). The main rule is that both the legal guardian and the child must provide consent individually.
Here in Iceland, it is permissible to deviate from the general rule of requiring consent from the legal

guardian in certain circumstances, cf. Article 2.4.4 of the Ul Code of Research Ethics. The Code,

8 http://www.laeknabladid.is/tolublod/2014/03/nr/5112
9 See in Icelandic, "Barn feer ekki ad tja sig vid syslumann" (a child is not allowed to talk to the district
commissioner) https://www.barn.is/spurt-er/barn-faer-ekki-ad-tja-sig-vid-syslumann/
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however, is unclear on who shall make such a decision. Hill (2006) points out that the consent of the
legal guardian may not be required in certain circumstances: in cases of neglect or abuse of the child,
if it is very difficult to find the legal guardian, or if participation is considered to have no negative
impact on the child.

It is notable that age limits for a child's consent to participate in research differ between
countries and even within the same country (Health Canada, 2012). Norwegian children aged 15 or
older may consent to researchers collecting personal data on them without the consent of a parent,
although not if this data is of a sensitive nature (NESH, 2016). In Norway, researchers are required to
provide information on the research to children aged 7 or older — or even younger children —who are
able to form their own opinions. Researchers must also give these children the opportunity to
express themselves. Alongside formal consent from a legal guardian, in Norway it is considered
essential that children themselves consent if they are competent to do so. In England, Wales and
Northern Ireland, there are no legal requirements regarding age limits other than for clinical
experimental research on drugs and medical equipment (NHS, Health Research Authority, e.d.).
There the so called 'Gillick competence' rule applies, i.e. children are permitted to make their own
decisions if they have the required understanding and intelligence to fully comprehend what the
research involves. This is provided that the child is able to use and evaluate the information provided
in order to make a decision.'® A strong emphasis is placed on the provision of information when
seeking consent.

Much supports the application of flexibility of criteria for children's consent to participate in
research (Hill, 2006).1! However, opinions are divided on this subject. The study of Meaux and Bell
(2001) showed if that if they were provided with appropriate information using the right language,
children as young as five could understand what (medical) research is and voluntarily consent. At this
age, however, a child is not considered to be formally competent to consent and the word 'assent’ is
used instead. Ford, Sankey and Crisp (2007) believe that there are four arguments in favour of
seeking the child's assent: respect for the child; to encourage maturity, self-determination and
autonomy; to remind parents and researchers to consider the best interests of the individual child;
and to provide an example for the child of showing others respect.

Children's ability to express themselves (verbally), understanding and maturity are hugely

variable even among same-age peers. As well as the child's maturity, researchers must think about

10 This is what in English is called the child being 'Gillick competent', which is based on a court ruling that
established the basis of the rule.
11 Hill (2006) mentions the British Psychological Society, federal laws in the United States and the rules in
Canada that differ from province to province.
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other factors, e.g. origin, religion, gender, gender identity, physical abilities, health, disability, family
structure, place of residence and another context. Such diversity has ethical (and methodological)
consequences. A thorough understanding of diversity makes for informed decisions and can prevent
generalisations about a child's situation when determining the structure of the research. There are
many indications that children are generally competent to make their own decisions about
participating in research, even from a very young age.

Still, there remains a valid question of how to assess the competence of a child to participate
and to form an opinion on participation in research. Alderson (1995) discussed the competence of
children in terms of weighing and assessing the benefits and downsides of their participation, asking:
When should children be consulted? She mentioned the three following criteria: Understanding — the
competence to understand relevant information. Reason — the competence to form a rational
opinion with their own best interests in mind. Self-determination — the ability to make voluntary and
unforced decisions. Alderson believes that the validity of a child's assent should be assessed based on
the presence of these three factors. Researchers must evaluate whether children are capable of
protecting their own best interests and provide them with an opportunity to decide whether to
participate or not, for example by giving them time to think and make up their minds. Children must
be assured that saying no will not have any negative consequences for them. The researchers may
give examples that are meaningful for the child, e.g. explaining that saying no will not affect their
grades or the opportunities open to them.

The question of competence applies to the researcher no less than to the child. Researchers
must be able to provide clear, satisfactory information, help the child reach a rational conclusion,
respect the child's position, and avoid applying any kind of pressure. The attitude and ability of the
researcher to assess responses to a request for participation therefore have a significant impact. The
attitude of the person responsible for assessing the child's competence is also important. Some key
persons believe that children are generally not competent to take part in research. The way in which
competence is assessed makes a difference. The child's attitude can also make a difference, such as
when children are set a test or task that they are unhappy about, or when they don't trust the
examiner. One way to deal with this problem is to assume that school-age children are competent. It
is then up to adults who disagree to prove a child's incapacity. For example, this applies to the
evaluation of applications for the participation of children in research conducted in institutions that
concern children (Gudrun Kristinsdéttir and Hervor Alma Arnadéttir, 2015). Most children probably
discuss serious decisions with their parents or other trusted adults. Their attitudes are clearly
important here in Iceland. As age guidelines regarding consent are higher than in our neighbouring

countries, it is important to lower them and revise here in Iceland in light of best evidence.
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Otherwise a group of children are unreasonably excluded from scientific knowledge production.

Alderson and Morrow (2004), who discuss consent to the medical treatment of children,
point out the contradiction in English law that means that a child's consent shall be respected even if
the parents refuse, but on the other hand a parent's consent may override a child's refusal. These
authors point out that the discussion also applies to all research involving children, not just medical
treatment. It is clear that the reluctance to allow children to take part in research can stand in the
way of important knowledge production. If a legal guardian consents to a child's participation
without consulting the child, it can prove difficult to implement this decision. If the child refuses,
participation goes against best practice in research with regard to individual self-determination and
can also lead to poor results. Some ethics committees define the requirements for a child's consent
in some detail in accordance with the child's age and the level of stress involved (NIH, 2016). Then
the projected benefits of the research and the potential stress and risks of participation are
evaluated.

Various factors determine how the child's consent should be obtained, e.g. the form and
content of the research. Generally, it is recommended to get permission and consent in writing, but
other formats may be more suitable in line with the age, maturity and competence of the child.
When information is provided, language must be tailored to the child's maturity and definitions of
the terms used must be considered, as well as the child's thinking and ability to express themselves
and comprehend ideas and conversations. Here it is worth mentioning Bruner (1960), who reminded
teachers to adjust their language to suit the child's logical thinking and communicate with them on
their level. Another point to consider is the situation from the child's perspective. Some children find
it difficult to be alone with an unfamiliar person, while some children want to be able to express
themselves without a guardian present. Children differ as to whether they want a parent present,
e.g. during interviews. It may be easier for some children to express their opinion at school without
their guardian’s present, e.g. if the guardians or the child's home circumstances are a source of upset
or stress for the child. This is especially true if the research involves sensitive issues. Asking a child to
express an opinion at school can elicit (undesirable) obedience, or the other way around — it may be
that at school the child does not have the freedom or leeway to refuse to participate. Giving the child
a choice whether to speak to the researchers alone or with a peer or peers has proven a successful
approach (Mauthner, 1997). If there is a potential conflict of interest, the presence of others is
usually negative.

In many cases, researchers should provide the child with information verbally, perhaps even
reading the introductory material together, as well as in written form. This allows the opportunity to

explain and ask questions about anything that is unclear. Researchers should not routinely assume
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that a participant is able to read and understand the written material in the researcher's presence.
There are a lot of things that can affect reading comprehension other than reading ability —
concentration matters. In the case of qualitative research into a topic that could be emotionally
challenging, this time with the child (this may also apply to an adult) can lay the foundation for a
good relationship based on trust.

It has been pointed out that informed consent cannot always be final, since it is not always
possible to predict how the research will develop, despite all the formalities (e.g. in the case of long-
term observation of children). This may mean that consent needs to be reviewed while the research
is still underway. It is then viewed as "iterative and uncertain ... and open to revision and
guestioning" (ESRC, 2005). Renold, Holland, Ross and Hillman (2008) encourage discussion of these
points and what a contract on informed consent for research involving children entails. If a
participant shows signs of unhappiness or reluctance to answer questions in an interview, it may be
appropriate to ask the participant if one would like to take a break. This is also an opportunity to
reiterate that the participant is free to withdraw from the research, in any case information on this
point are to be included on the consent form (Hollway and Jefferson, 2005).

Research involving children often takes place in schools in an environment which is familiar
to the school children, which can be an advantage for them. However, researchers must not abuse
the easy access to children in schools, where it is possible to reach many children at once. Kellett
(2004) points out that the power balance in schools is heavily weighted against the children and may
even be the place where children are least able to benefit from their right to participate.

There are various things to consider here, including the impact of the school environment on
the child's decisions. Children are used to complete tasks of quite various character. Researchers
must ensure that the child understands what is meant by research and that the project in question is
not regular school task. Researchers must clearly state that children can decide for themselves
whether they participate. In a school, the staff are in a position of power over the children. As
appropriate, researchers may need to explain to the children that the research has nothing to do
with the teachers or the school and design the implementation around that, not least when children
are asked to answer questions about difficult topics. In many cases, it is therefore best if a member
of the research team is responsible for gathering data rather than a member of staff at the school.
Children who are unwilling or unable to participate must be given options to prevent them standing
out, e.g. by providing other interesting projects as alternatives. Generally speaking, children who

refuse to participate should be working in a classroom while data is collected, to avoid singling them
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out.’2 It may also be appropriate to offer a special room for children who need assistance (e.g. with
reading), which may be distracting for them or others. The experience of the author is that some
children find it difficult to not be included when their parents decline participation on their behalf at
the same time as most of their classmates take part. If the child is in private care or at an institution,
particular care must be taken when seeking consent (Alderson and Morrow, 2004).

In Iceland, large surveys conducted in schools have often operated on a model of passive
consent from parents. Then an informative letter is generally sent home with pupils and parents are
asked to get in touch if they decline consent to their child participating. If no refusal is forthcoming,
consent is presumed. This system does not ensure that information reaches parents and it is
therefore possible that children participate in suveys and other research projects without their
parents' or their guardian’s knowledge. This is not compatible with the standards of informed
consent and violates the rights of both parents and children. It is vital to seek the informed consent
of all children when looking for participants (e.g. in research conducted in schools) and move away

entirely from passive consent.

Information letters and consent forms

It would be possible to provide many examples of information letters and consent forms for children
and parents / legal guardians. Such examples can be found in textbooks and on some websites for
ethics committees and foreign public institutions. There are examples concerning both written and
oral consent from guardians and children, simplified language and accommodations of other
differences depending on the maturity and competence of the child and the form of the research,

e.g. survey, interview, field observation (University of Chicago, e.d.)

Harm, stress and risk

In medical research, there is considerable discussion of the potential harms or risks that may result
from participation in research. Negative consequences are weighed against the possible positive
outcomes of the research to judge whether the direct and obvious benefits clearly exceed the
downsides. It can be difficult to define and evaluate the concepts of harm and risk. For example, we
could ask: How many people will we affect by including them in the research? Will the research elicit

discomfort and worry or joy and hope in these people? In the social sciences, risk is probably based

12 Here the author of this document is writing based on her own experience.
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on mental stress and refers to potential or definite harms, costs or discomfort. There are several
points to discuss here. The possibility of violence or abuse directed towards children is now given
increased attention. Sometimes (e.g. in interviews or field observation) it is worth considering
whether it is appropriate to be alone with a child, although this may often be acceptable. When it
comes to collecting data, it may be reasonable or important to inform family and/or colleagues about
the time and place, not least with the wellbeing and safety of the child in mind.

There are not many examples of procedures in research which directly cause stress to
children, but it has been known to occur (Woodhead and Faulkner, 2000). However, some research
projects focus on topics that can lead to stress and bring up difficult memories. If there is any
expectation that this could be the case, the researcher must take particular care in designing the
project.’® If the research requires the child to recount difficult experiences, researchers must take
care to ensure that the child is not retraumatised by answering the questions. In such cases, the
presence of a guardian should be considered and determined in consultation with the child. Some
children want to take part in research on difficult topics, if they believe that their participation will
help others (Gudrun Kristinsddttir, 2014a; Mullender, et. al., 2002). Researchers must be prepared
for emotional responses and should of course support the child with thoughtfulness and kindness
(Solberg, 2014). If a child should be harmed or feel bad as a result of participation, the researcher is
obligated to ensure temporary help from an appropriate professional and have information on these
services on hand. There are examples of participants being offered a free consultation with an
appropriate professional. Generally, it is not recommended that researchers engage in long-term
support of the child —instead they should turn this responsibility over to someone else if such
support is required.

If researchers witness or are informed of harmful behaviour from the child directed towards
themselves or others, the appropriate response must be carefully considered. This could be physical
or emotional abuse. By reacting with overly strong emotions, the researcher may cut the child off in
the middle of the account and thereby the possibility for further research. Researchers must explain
contentious issues regarding stress, risk or harm in permit applications. Special consideration must

be given to plans for the publication of findings on sensitive topics, with a view to potential harm or

13 See various perspectives from Ellingen, Arstad Thorsen and Stgrksen, 2014; J6hanna Einarsdéttir, 2007;
Greene and Hogan, 2006; Fraser, et. al., 2004; Punch, 2002; Lewis and Lindsey, 2000; Graue and Walsh, 1998;
Butler and Williamson, 1994 and various other sources cited here.
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stress. It is possible that findings will be misused if not presented very carefully. On the other hand,
researchers must be honest about the bad news that some research may reveal, not least if the
purpose of the research is to bring about improvements (Bournon — Trites and Belanger, 2005).

The risk of emotional stress due to difficult topics also applies to researchers. It can be
challenging to hear accounts of or witness people going through serious difficulties. This is
particularly true of qualitative research, which is often based on direct communication with
participants. Researchers may need to ensure that they have the support they need to process their
emotions while the research is underway. Researchers must have the appropriate background,
knowledge, education or experience to handle these kinds of research topics. Supervisors of
postgraduate students should evaluate and discuss this issue with the students before approving

research plans that can be expected to involve particular stress.

Individual confidentiality

The confidentiality of participants must be respected in research. This applies especially to medical
information and other sensitive personal data that the researcher may have access to in the course
of the research.} Confidentiality means that any personally identifiable information that may be
disclosed will not be passed on without the participant's consent.’ Care must be taken over all
information about confidentiality provided to participants; researchers must beware promising too
much. To ensure confidentiality, names must be encrypted and identifying details deleted such that
the material cannot be traced in any way to a specific place or person. Sometimes it is necessary to
change more than just the names of people and places, but changes must not affect the actual
content. This applies particularly to qualitative research based on field observations and oral
accounts, not least when the research is conducted in a small community. In fact, various people can
trace such cases if they make the effort. Guenther (2009) points out the other side of the coin, i.e.
that making changes to identifying details and place names is an act of power over participants who
want to make their voices heard and can sometimes cover up the facts in a negative way. The use of
anonymity must be considered, reasoned and implemented with care (Gudrun V. Stefansdottir,
2008).

Researchers must also remember that a breach of confidentiality may be a punishable

14 See the chapter Introductory information, permission and informed consent
15 For more information on focus group research, see the chapter on preparing projects.
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offence according to Article 230 of the General Penal Code no. 19/1940 or, according to the
circumstances, the provisions of other laws, e.g. chapter IV in the Act No. 90/2018 on Data
Protection and the Processing of Data.

Other aspects of confidentiality pertain to limits set by certain laws. People who work with
children are obligated to pay particular attention to the behaviour, upbringing and care of children.
They are mandated to notify the authorities if they suspect that the child is being raised in
unacceptable conditions, subjected to violence or other abuse or living with serious threats to health
and development (Child Protection Act, 80/2002). This duty to report is unambiguous and applies
widely in Iceland (Gudrun Kristinsdottir et. al., 2004). When conducting research into children's
circumstances, academics must be aware of their responsibilities in this regard. Researchers are
ethically and legally obligated to pass on confidential information about such issues, either to the
parent or legal guardian, a professional or the child protection authorities. Note however, that it may
be harmful for the child if such information is passed on to a legal guardian if there is a conflict of
interests. Researchers may therefore need to take care regarding the balance between
confidentiality and the duty to report. This applies, for example, if children and teenagers report
circumstances where they are or have been in danger due to harmful behaviour, violence or abuse. It
also applies if the researcher suspects such behaviour or harm. One should consider whether the
child realises the consequences of disclosing such information. If the researcher does not respond,
the problem still exists. By doing nothing, the researcher could lose the child's trust. On the other
hand, the child may experience the researcher's reaction (discussing the matter with or notifying a
legal guardian or a professional) as a betrayal. Experts recommend discussing the matter carefully
with the child before reporting — or, depending on the circumstances, discussing with both the child
and a legal guardian (Hill, 2006; Alderson and Morrow, 2004; Thomas and O'Kane, 1998; Butler and
Williamson, 1994).

Limits to confidentiality also apply in other circumstances. For example, if research reveals
information about an incident or behaviour that involves breaking the law, the level of confidentiality
the researcher can offer may be limited.'® Regardless of promises about confidentiality, those who
become aware of an alleged crime are obligated to try to prevent it or its consequences, which
includes the duty to report to the authorities (General Penal Code, 19/1940). This applies to
everyone, children as well as adults. In accordance with this, confidentiality is overruled by the duty

to report in the case of preventing or reporting a crime. There could be room for interpretation here,

16 This could apply to certain research topics, e.g. relating to drug use in children and teenagers, children of
people serving a sentence, people living in Iceland illegally — to name just a few.
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e.g. whether the matter concerns the interviewee or someone else. An example could be
overbearing behaviour or violence from one parent towards the other, or the sale of illegal
substances to a third party. It is difficult to define any general rule on this issue, but it is clear that
different interests need to be weighed against each other — the self-determination of the participant
and the harm of potential steps the researcher may take.

A conflict between a confidentiality agreement and the duty to report can obviously cause
problems for a researcher. A situation may arise where it is untenable for a researcher to respect a
participant's confidentiality. Of course, researchers must keep the interests of the research
participants in mind as well as remembering not to cause harm to others. It may be sensible to think
carefully about such matters and discuss them with other people, including, in certain circumstances,
more experienced people before deciding.

Researchers must also take care to ensure they are not dependent on an informant. This can
be avoided by informing prospective participants on the limits of confidentiality and discussing this
issue with them. It is best to do this when obtaining consent or later in the process, if the researcher
expects information like this to come up.

Another point to consider, which weighs against the above, is whether laws and regulations
should be followed unequivocally. Such rigid compliance could certainly hinder or prevent research.
This is obvious for some research into crimes but could also apply to other fields where researchers
look at irregularities. Hammersly and Traianou (2012) warn against absolute conformity to ethical

rules and standards, as mentioned above in connection with the requirement for informed consent.
Confidentiality in institutional context

An institution that permits access for research may be guaranteed a specific level of confidentiality.
This must be formally organised. There may be limits to the level of confidentiality offered to an
institution that grants researchers access. Issues may arise concerning alleged offences on the part of
the institution against a third party or service user. If researchers receive information on such
misconduct, they may be unsure of how to proceed. Researchers must be aware of and discuss their
position with the institution and point out that they are neither in a supervisory nor a judicial role.
They are, however, responsible for the information they acquire and may not hide behind
confidentiality, prudence or impartiality if they become aware of or suspect illegal or inappropriate
activity. This affects, among others issues, the contract with the institution and the information

provided before the data collection starts.

Sensitive research topics
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Research into sensitive topics requires several kinds of decision taking. In the case of large samples
and topics that may be difficult to talk about, it can be much more challenging to comprehend the
impact of the research, both before and while data collection is underway. The general rule is that
researchers should familiarise themselves with works written about potential impact, including
discourse on the research topic and writing about the ethics and concerns for the researcher that
sometimes accompany it. In the case of a student project, students should discuss the matter very
carefully with their supervisors and seek advice. For example, let us think about a prospective project
researching bullying in schools. This could take the form of interviews or surveys conducted in
schools. In this case a participant may be very interested, and all necessary permits be in place.
Nevertheless, the researcher may still be surprised by the emotional pain that can be elicited (or
exacerbated) during the participants’ account. This can be explained as bullying has a significant and
often long-term impact on children and teenagers and indeed anybody (Schott and S¢ndergaard,
2014; Arszell M. Arnarsson and béroddur Bjarnason, 2009). Researchers must carefully consider how
to react, e.g. when an interviewee shows signs of being upset, be able to handle emotional responses
and wind up the interview. This should ben done preferably in such a way that the interviewee leaves
with his or her head held high or at least having received support and recovered somewhat. In the
case of surveys, where data is collected from a large group all at once, it is generally very difficult or
even impossible to detect such responses. In this case, the points discussed in the chapter on
introducing the project to participants become particularly important.

Sometimes it is likely that some children will report (potential) dangers that they are exposed
to — children may be living in difficult circumstances or be worried about another person and keep
these worries secret. We can look at an example of how researchers prepared such a project. A
difficult research project was planned in Iceland into the knowledge that school children have of
domestic violence (around 1100 pupils at Icelandic compulsory schools responded, a general cohort).
A great deal of work went into the preparation. Despite the sensitive topic, of which some
gatekeepers had serious doubts and concerns in the process of getting the project approved, this
extensive school survey went well. Response rates were good, as was the cooperation with schools.
School staff took part in educational meetings before the survey was conducted. At least two
researchers were present to collect data, along with assistants where necessary. Student counsellors
were informed of the topic and that children might require assistance afterwards. The survey was
completed by the children in classrooms, subject to the consent of parents who were assumed to
have discussed the matter with their children. Teachers were not present in the classroom so that
the children would understand that the research had nothing to do with the school. The session

began with those children who wanted to take part signing a consent form to underline the fact that
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participation was voluntary. Each child then received an information booklet about the topic, tailored
to the age of the child. The booklet included information on where to get help. Children were
allowed to decide for themselves whether they took the booklet home with them. Participation
levels were good; 72.8% of parents consented to their children taking part and 68.4% of the sample
responded. Response levels good — for example, a quarter of respondents took the option of drawing
or writing on the blank page at the end of the survey (Gudrun Kristinsdéttir, 2012). The findings
showed that the children had a general knowledge of domestic violence that varied depending on
their age. For example, many were able to define the term in their own words (Ingibjorg H.
Hardardottir, Steinunn Gestsdoéttir and Gudran Kristinsdéttir 2014). Although responses were
diverse, the answers of both children and teenagers showed an understanding that domestic
violence was the use of power by the person in charge in the household.

Staksrud (2013), who discusses research into children's internet use, mentioned various
examples of how to prepare research into difficult topics, e.g. interviewers must be well prepared to
listen to oral accounts, that they have been set rules, that they are informed of the duty to report or
replaced if they do not accept this duty. In an US anonymous survey on internet safety, children
whose answers indicated that they could be in danger were later asked to supply telephone numbers

where they could be contacted.

Children's attitudes towards research methodology

This document is not intended to provide a thorough discussion of research methodology, although
the topic certainly involves ethical debates and challenges. Many of the sources cited here cover this
ground. This chapter focuses on the attitudes of children to methodology, including examples. The
attitudes of children towards answering surveys have been investigated to a certain extent (Mossige
and Backe-Hansen (2013). For an example, we can look at a research project by Stafford, Laybourn,
Hill and Walker (2003) which involved asking 200 children of various ages, with different background
and location, about their attitudes towards research methods. The children reported that they didn't
mind answering surveys if they weren't long and the language was easy to understand, but some
children found them boring. The project also found that children wanted researchers to come to
them with such surveys, if they were well designed, if the topics concerned them and if they thought
that the research would help other children and young people. This is in line with the findings of the
author of this document and her colleagues, which showed that children want to take part in
research that they believe could help other people in similar situations (Gudrun Kristinsdéttir,
2014b). Hill (2006) nevertheless points out that we do not have sufficient knowledge about the

reasons behind these attitudes. Another example of the attitudes of children towards research
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methods comes from Ellonen and P6s6 (2011a-b), who asked children their opinions on answering
electronic surveys. Around 1100 pupils (a general cohort) from grades 6 and 9 took part. The survey
concerned experiences of crimes and violence both within the home and outside it. The results for
the participants' attitudes towards responding were compared to their answers about their own
feelings and experiences concerning the nature of violence. There was no trend based on age or
other common background factors. Respondents who had experienced the most serious violence
differed as to whether they felt positive or negative about the survey. Some described anxiety or
boredom but others reported feeling stronger as a result of answering the questions. There was a
link between respondents' wellbeing and a negative experience of answering the survey. Those who
had the most negative attitudes towards the survey also described more emotional distress than
others. The authors, who approach the discussion both from a protective and a participatory
perspective,’’ do not recommend against surveys in schools on research topics that may be
emotionally challenging for ethical reasons, but they do point out that the school environment is
complex. The methodology requires a lot of work to ensure voluntary participation and obtain
informed consent, but there is a lot of support available in the school community, both from staff

and peers.

Preparing projects

Presenting introductory information on research plans is the first step towards a contract on
participation. This information sets out a certain framework, creates expectations and, if successful,
forms the foundation for connections, trust and collaboration. As previously discussed, the basic
principle is that researchers shall take care to ensure that participation in the research does not
cause any harm. Precise information is part of good preparation and can support systematic decision
making. Information must be provided to children and legal guardians in writing in advance, including
with the introductory letter when consent is obtained. The information must include various points
discussed in the chapter on consent. Whether the information is delivered verbally as well is a matter
of judgement and depends on the methodology, research topic and the prospective participants. The
chapter on difficult research topics provides examples of how to prepare and organise a survey with
a large sample. Check this chapter to see how many issues need to be considered in such cases.

When preparing a project on a topic that is considered difficult, the choice of methodology

17 On these perspectives, see Gudran Kristinsdéttir (2014a).
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must be made even more carefully than otherwise (Punch, 2002b). Qualitative individual interviews
are generally more suitable than other methods (Silverman, 2013; Kvale and Brinkmann, 2009). This
applies to research among children, people with various forms of disability or marginalised people
(Gudran V. Stefansdottir, 2008; Clarke and Braun, 2013), or when the research focuses on personal
issues (e.g. trauma, grief) or socially controversial topics (e.g. the use of drugs or criminal behaviour).
Interview research on sensitive topics has frequently revealed that interviewees feel positive about
accounting their own difficult life experiences. As far as children are concerned, this is based on not
least on their sense of being recognised and asked for their input (Graham and Fitzgerald, 2011).

At this stage, consideration must be given to the storage of data and safety issues. Once data
has been collected, the database must be organised and everything well labelled. This can save a lot
of time in the future and ensures high standards at the data processing stage. If participants are to be
anonymous, the data must be well cleaned by removing identifiable information (names, locations,
etc.). It is best to work exclusively with these edited files during data analysis and the write up,
because otherwise there is a risk that errors (e.g. real names) could find their way into lectures and
slides. Print outs of confidential files must be stored in locked containers, computer files must be
password protected and codes created to store real names and pseudonyms separately.

In focus group research, care must be taken in the preparation phase to ensure that
participants do not discuss information that other participants provide in confidentiality (France,
Bendelow and Williams, 2000). Confidentiality is provided as a condition for consent to participate.
Researchers must be careful to rule out the possibility of accidental confidentiality breaches, here as
with other kinds of research.

Although individual interviews are well suited to study difficult topics, qualitative
questionnaires (i.e. with open-ended questions, visual material and vignettes) can work well because
then participants do not have to respond in person. Questionnaires do not demand physical
proximity or so much experience with collecting data, although the questions and all other
arrangements certainly need to be considered carefully. This method does not raise as many ethical
guestions regarding the researchers' experience as the individual interview and therefore may be
better suited to students and for projects with small funding. Supervisors should bear this in mind for
postgraduate students.

It has been pointed out that researchers need to take care with their own personal safety
when preparing to collect data (Clarke and Braun, 2013). This applies particularly to research about
difficult personal topics. A good rule of thumb is to make colleagues aware of places and times while
data collection is underway. Researchers may also need to consider the best location in consultation

with the participant. Above, this document discussed research conducted by the author and her
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colleagues into children's knowledge of domestic violence, some of which took the form of individual
interviews with children and mothers (Gudrun Kristinsdéttir, Margrét Olafsdéttir and Ingibjorg H.
Hardardottir 2014). Children and mothers were always shown both interview rooms, which were
near to each other, before the interviews started, so that they were familiar with the environment.
This is something worth thinking about, because participants must feel secure for the research to

yield good results.

Communication with institutions

Researchers who wish to conduct research with the participation of children via institutions must
seek the institution's permission to do so. Great care must be taken over preparing such applications,
as they can make all the difference to the success of the project (Johl and Renganathan, 2010).
Obtaining access and permission required to conduct research is generally not a simple task. It can
demand systematic planning, a great deal of work and even luck (Van Maanen and Kolb, 1985). For
pedagogical studies, researchers need permission not just from parents, but also teachers, school
administrators and school office staff. These staff act as gatekeepers, i.e. they determine whether
researchers are granted the access they need to conduct their research (Johl and Renganathan
(2010). Other gatekeepers could include the participants themselves, other authorities and ethics
committees. At service institutes that work with children, researchers must contact the
administrators and other staff as appropriate. Experience has shown that many institutions entrust a
single member of staff with the authority to handle such permit applications and some workplaces
have established regulations on the subject. Experienced researchers and teachers in this field know
that these matters have been increasingly formalised in recent years, but there is limited supervision
of the process here in Iceland.

When researchers apply to an institution for permission to conduct research that requires
access to information about service users, ideally the two parties will be on the same page regarding
understanding of confidentiality and copyright. Researchers must ensure that their independence is
not compromised in this relationship. Researchers may need to explain to administrators at the
institution that they are not there to monitor the standard of service. The general rule is that
researchers own the research data that they collect, are bound to confidentiality regarding this data,

may make independent decisions about how to process and publish the data, and own the copyright
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to the findings.!® Institutions sometimes believe that they have an automatic right to access data
collected within their walls, but this is not the case. Research is, by its nature, independent of an
institution's operations, though it may sometimes concern these operations to some extent. If this is
not made clear from the outset disputes may arise, e.g. if an institution requests access to the
research data. Such access may be detrimental to the goals of the research. Conflicts may rise if the
terms surrounding the content of interviews and handling of data are not discussed as they are
agreed. Unclear terms can cause delays or even corrupt the research. Notwithstanding, the
researchers are obliged to fulfil their duty to report, which was discussed in the chapter on
confidentiality — this is a separate issue. Supervisors should help their students with such matters.
The communication between researchers and institutes that grant permission to conduct
research is a part of the gatekeeping process. The results of a study here in Iceland indicate that
there is a need to simplify the formal application process for obtaining permission from committees
and institutions. Currently, the process is complicated and time consuming (Gudrun Kristinsdottir and
Hervér Alma Arnadéttir, 2015). This was focus group research among seasoned researchers at Ul in
the fields of social and health sciences with extensive experience of research involving children. It is
worth mentioning that this investigation was conducted at a single point in time and it is impossible
to generalise on basis of the findings. The results do, however, draw attention to the communication
with institutions and the power of gatekeepers working for institutions. It emerged that it seemed to
be individual people rather than the institution who determined what information was required in
applications. Institutions and professionals were too reluctant to allow the researchers access, even
though other formal permission (e.g. reviewed approvals by funding bodies) was in place. Several
reasons were mentioned, e.g. doubts about the researchers' ability to talk to children and concerns
that children should be protected from difficult questions. For example, one response to an
application had expressed doubts about the interviewing skills of a participant which had more than
a decade's experience of talking to children. Therefore, it seems appropriate to mention how
important it is not to exclude certain groups of children from research. Gatekeeping is discussed to
some extent in works about research findings, but often not in depth (Johl and Renganathan, 2010).
There are several discussions of gatekeeping in connection with the work of ethics committees,

which are among many gatekeepers (Varma, 2014).

18 Of course, specifics may vary, and agreements may be reached, e.g. for contract research.
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Ethics committees

Ethics committees have long operated in the health sciences but were adopted much later in the
social sciences. This document previously mentioned how the Nuremberg Code on research on
human subjects shaped science ethics in light in of the horrific violations of human rights committed
in the name of science before and during the Second World War. The history of scientific ethics
codes, not least for medical research, goes back further than will be explored here. The focus of the
code was on self-determination for individuals, their freedom to withdraw from research and
provisions for avoiding unnecessary pain or harm. The Declaration of Helsinki from the World
Medical Association created a recognised foundation for medical research ethics and has been
reviewed and updated several times (Declaration of Helsinki from the World Medical Association,
2014).

Ethics committees may be established for a specific case or operate at a certain university or
at the national level. They are intended to protect the rights of research participants, monitor quality
and remind researchers of points they may overlook. Many regulations, standards and checklists
have been created to this end. Quality assurance work in research is, however, more closely related
to attitudes rather than regulations.

Ethics committees can ensure the quality of the research and protect participants from poor
academic practices. They draw attention to ethical codes and quality criteria. These committees have
raised awareness of research ethics. They can encourage providing clear information to participants,
act as a safety valve, and raise awareness of various points that may have been overlooked when a
research plan is presented. It is to be expected that people sometimes disagree with the rules and
requirements of ethics committees. The discussions these disagreements inspire may lead to open
and reasonable discourse and improved procedures (Alderson and Morrow, 1996).

The work of ethics committees and other related committees in a gatekeeping position have
been criticised for overly rigid bureaucracy with increasingly strict requirements for the application
process and monitoring. This criticism mainly comes from those conducting social and cultural
research and those using qualitative methodology (e.g. ethnography), (Unger, Dilger, Schonhuth,
2016; Gerber, 2004). It is claimed that criteria emanate from quantitative, clinical or medical
research. These can compromise the freedom, quality and diversity of methodology in the social
sciences and cultural studies. It is more important to focus on giving matters more consideration in
teaching and research work, rather than appointing ethics committees.

Other discussed issue of the monitoring of research by ethics committees is that it proves

difficult to answer various questions from the ethics committee before the research is complete, that
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PhD students' time is wasted in the application process, that there are difficulties conducting
research in disability studies, and that there are disagreements regarding intentions to let the voices
of participants be heard (Gerber, 2004). Similar point has been directed at gatekeepers in child
protection institutions (Gudrun Kristinsdéttir and Hervér Alma Arnadéttir, 2015). Hill (2006) states

that rules for research involving children make too much of a distinction between "normal" children
and children in special circumstances, as a way of simplifying the issues.

To conclude, it is worth mentioning that research with child participants usually takes longer
than research with adult participants; the consent of legal guardians is required and there are usually
several gatekeepers. As previously stated, children must be given plenty of time and explanations
and, in some cases, require detailed discussions. This can make it challenging to follow good research

practices if the right conditions (time, money) are not in place. It is not acceptable to cut corners

here, though.

Changes that may be beneficial in Iceland

The age limit for children participating in research should be reviewed in Iceland by lowering the
minimum age for consent and introduce flexibility. As previously stated, researchers must obtain the
consent of a legal guardian for children younger than 18 years to participate in research. This
procedure is general and based on the age of majority in the Children's Act, although not specifically
stipulated in law. Experience and foreign research recommends to base the rule on the child's
maturity and competence rather than on age (Hill, 2006).*°

Moreover, it is important to ensure that, just like anyone else, children who consent
particiation in research understand what this involves. It is vital to seek informed consent of all
children when looking for participants (e.g. in research conducted in schools) and move away entirely
from the aforementioned 'passive or presumed consent’, commonly applied for survey research.

Here in Iceland, it is permissible to deviate from the general rule of requiring consent from
the legal guardian in certain circumstances, cf. Article 2.4 of the Ul Code of Research Ethics.
However, the Code does not make it clear who is authorised to grant such permission. This indicates
also that the participation of children in research should be explored in more detail and specific

provisions established.

1% Hill (2006) mentions the British Psychological Society, federal laws in the United States and the rules in
Canada that differ from state to state.
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Appendix I Information for parents

Information for parents
Fictional example of interview research involving children

Logo or symbol for the institution, as appropriate, and date/year

Title of research project
The goal of the research is....

The research applies to children born in the years XXX

About the interviews

Parents will receive a telephone call to arrange a time that suits the child,

the interviews will take place in the home and taken about (20 minutes - 1 hour, as appropriate for
the child's age), depending on how much the child has to say,

a researcher will talk to the child in private,
interviews will be recorded if the child consents,

(if applicable) at the end of the interviews with the child, a discussion will be held with a member of
staffat ....,

neither the child nor the member of staff will be informed of what the other has said,
the child will be asked about.....(main points listed),

the child may withdraw participation at any point, without further explanation, including in the
middle of an interview,

the child is not required to answer all questions. The child may say that they do not wish to discuss a
certain topic and this will not have any negative consequences,

tact will be guaranteed in interviews on this subject and the intention is not to pass judgement on ...

Oral reports will be treated as confidential and discretion is guaranteed. Only the researcher and
assistants will have access to the data, which will be stored in locked containers and destroyed once
the research project is complete. The names of children, parents or other people or addresses will
never appear in the findings and efforts will be made to describe situations such that nobody can be
identified. The data will only be used for research and the findings will be used to try to improve
procedures .... (if applicable). The findings will be published in a report and scientific papers.

If you desire any further information, please contact xxx by telephone xx or email XXX -- NAME OF

RESPONSIBLE PARTY.
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Appendix II Example of consent form

A realistic example of a consent form for a literate school-age child. The child would be given a verbal

explanation before reading the form, filling it out and returning it into a closed box.

Logo or symbol for the institution, as appropriate, and date/year

[Information on research.....]

CONSENT from the child

| consent or do not consent to take part in the research ... (title of research project)

| know that there are no right or wrong answers

| don't have to answer all the questions, nobody will be angry if | miss some out

| can stop whenever | want, and | don't need to say why. Nothing bad will happen to me if | decide to

stop.

| consent or do not consent to take part by ticking Yes or No

Yes a

No a
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Appendix III Request for assistance with a survey questionnaire

It is assumed here that the child's parent / legal guardian has received a detailed introduction in a

separate letter.

Logo or symbol for the institution, as appropriate

Request for assistance with a survey questionnaire ....[Information about the research project.....]

CONSENT FROM THE PARENT / LEGAL GUARDIAN

|, the parent / legal guardian of ..........ccccceeeeiieecieiccieeccee e

have read the letter about the research project ..........cccccuuvueeeee. and understood its contents. |

consent to allow my child to take part in the survey questionnaire.

Place and date) ..cccueeecveeeeiiee et

signature of the parent / legal guardian

N.B. The child's name is included on the consent form so that we can keep track of responses, but

will not be used in any other way.

(For the person who designs this form: Remember to have a line for the child's name. It is best to

write the name in advance, otherwise it is easy to forget).
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