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Abstract
A changing view of children, accelerated by the Convention of the Rights of the Child (UN in Convention on the rights of 
the child, UN Doc. A/RES/44/25, 1989, http:// www2. ohchr. org/ engli sh/ law/ pdf/ crc. pdf) has shifted the landscape of child 
and family research over the last few decades. Once viewed with low credibility and operating outside the interpretive 
framework of adult researchers, the rights-bearing child is increasingly recognized not only as having the capacity but also 
the right to participate in research. More recently, this movement has transitioned from the direct engagement of children 
as research participants—now considered commonplace, although less so for those who are structurally vulnerable—to the 
involvement of children in research design, review, conduct, and dissemination. Yet, both practical and ethical challenges 
remain. While children have the right to participation, they also have the right to protection. In this commentary, we set out 
to: (i) lay forth epistemic, child rights, and child sociology arguments for doing research about, with and by children and 
youth; (ii) recount our own journey of including children and youth in research to demonstrate the unique knowledge and 
insights gained through these approaches; and (iii) offer lessons learned on how to engage children and youth in research, 
including the involvement of structurally vulnerable groups.
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Traditionally, research concerning children within child and 
family studies has been on children, using clinical or experi-
mental observations and/or parent report measures. Increas-
ingly, research about children has evolved, where children 
are included as participants/informants in studies, although 
young children, children with disabilities and ‘structurally 
vulnerable’ children tend to be less represented in research. 
The latter refers to children who are disadvantaged due to 
social inequalities associated with age, class, disability, 
gender, ethnicity/race, sexuality, sexual identity, migration 
or other characteristic/identity. This could be due to both 

practical barriers and ethical arguments, where the need 
for protection is argued to outweigh the right to participa-
tion. Research with children, where children and youth are 
involved in the research process, is even less common, but 
an exciting path moving forward. Research by children is the 
least common approach, where researchers take a back-seat 
and supportive role while children and youth conduct data 
collection, analysis, and research communication.

In this paper, we set out to: (i) lay forth arguments for 
doing research about, with and by children and youth; (ii) 
recount our own journey of including children and youth 
in research and give examples to demonstrate the unique 
knowledge and insights gained through these approaches; 
and (iii) offer lessons learned on how to engage children and 
youth in research including the involvement of structurally 
vulnerable groups as co-creators of research, thus pushing 
the boundaries of current practices.

In outlining arguments in section “Arguments for Doing 
Research About, With and By Children and Youth” of the 
paper for research about, with and by, as opposed to on, 
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children we will describe the changing views of childhood, 
the theory of epistemic injustice, and the concept of voice. 
This will be followed by models of participation and how 
vulnerability and agency can be understood regarding child 
and youth involvement in research. In section “Our Own 
Journey of Including Children and Youth in Research” of 
the paper, we will give an account of our own journey mov-
ing from research on children, to about and with children 
and youth, and our current attempts to conduct research by 
children and youth. In section “Lessons Learned on How to 
Engage Children and Youth in Research”, we offer lessons 
learned and practical guidance for other researchers who are 
looking to involve children and youth in their work.

This paper is a commentary; it is not a formal position 
paper or a systematic review. Neither is it a critical review 
of existing literature involving children in family psychol-
ogy research. It is, however, a reflection of a journey of a 
research group that went from classic parenting research 
with parent-reported measures on child behavior problems, 
to children and youth being a natural part of the everyday 
work at our lab, involved in study design, data collection 
and research communication. Yet, challenges exist and we 
are constantly learning ourselves. We believe that by shar-
ing our most salient arguments, experiences, and lessons 
learned, others can create their own version of a research 
lab where children’s contributions can be welcomed and 
accommodated.

Arguments for Doing Research About, With 
and By Children and Youth

A Changing View of Children Highlights Children 
as Competent Contributors

A changing view of children and childhood may partly 
explain the increasing involvement of children in research. 
During the twentieth century, childhood as a concept was 
raised and problematized in a number of academic fields 
as well as in policy and practice. Towards the end of the 
century, what has come to be known as the sociology of 
childhood, introducing a paradigm of childhood emerged, 
in which the child is no longer seen as a passive subject, but 
has agency and is thus active in the creation of their own 
social life (James et al., 1998; Prout & James, 2015). The 
contribution of childhood sociology challenged more tradi-
tional views of children and childhood, showing, for exam-
ple, how children’s ability to understand the consequences 
of their actions—or of their passivity—can exceed expecta-
tions based on chronological age (Liabo et al., 2018). How 
researchers view children and childhood has a direct impact 
on how research is conducted, as can be seen in how the 

research field has changed focus in recent decades (Kellett, 
2010; Kellett et al., 2004; Larsson et al., 2018).

The Convention on the Rights of the Child (CRC) (UN, 
1989), which distinguishes the child as a subject with rights 
of its own, has contributed significantly to the changed view 
of children. According to the CRC (UN, 1989), every child 
has the right to: express their views and have them taken into 
account in all matters affecting them; adequate information 
to enable them to express their views; and to be informed 
by adults of their rights so that they can exercise them. The 
rights-bearing child not only has the capacity, but also the 
right to participate in research studies, which in turn imposes 
obligations on adult researchers. A rights-based approach 
to participatory research with children implies that children 
have the right not only to be supported in expressing their 
views, but also in forming them (Lundy & McEvoy, 2017).

Addressing Epistemic Injustice is a Moral Obligation

The passive research experience of children can be under-
stood through the theory of ‘epistemic injustice’ (Fricker, 
2007). The concept refers to a wrong done to someone in 
their capacity as ‘knowers’. It includes two forms of injus-
tice: testimonial injustice and hermeneutical injustice. 
Testimonial injustice is when someone is perceived as less 
credible because of their social identity, causing them to be 
ignored, silenced or disbelieved. Hermeneutical injustice 
occurs when someone lacks words for their own experiences, 
or their experiences are not well understood by themselves 
or others, because of the systematic exclusion of some 
groups from activities such as scholarship. Fricker (2007) 
gives examples of epistemic injustice related to identities 
such as gender, race and class, but scholars have later argued 
that children as a group experience epistemic injustice with 
severe consequences for them (Baumtrog & Peach, 2019).

Carel and Györffy (2014) argue that children are her-
meneutically disadvantaged within the healthcare systems 
since these are adult-governed and thus foreign to children’s 
interpretative frameworks. The authors call for health profes-
sionals and other adults seeking to understand children to 
attempt to enter their interpretative frameworks, and strive to 
understand their testimonies from within their own worlds. 
Using examples from forensic contexts alongside research 
on children’s competence and reliability as testifiers, Bur-
roughs and Tollefsen (2016) argue that children are sub-
ject to testimonial injustice and urge for adults to mitigate 
this testimonial injustice by actively listening to children. 
Baumtrog and Peach (2019) examine three cases when chil-
dren in contact with child protective services and healthcare 
died, and argue that this can—at least partly—be related 
to a lack of recognition of the children’s testimonies. They 
discuss how the children in these cases might have been 
rendered particularly invisible due to intersecting identities 
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such as young age, ethnicity and sexuality. We argue that 
to reduce the harm experienced by children and youth in 
their capacity as knowers (testimonial injustice) and reduce 
the lack of knowledge and understanding of their realities 
(hermeneutical injustice), research should not be conducted 
on, but about, with and by children, irrespective of social 
identities.

Models of Child Participation Exist to Help 
in Practicing Involvement

In the wake of shifting views on children within both policy 
and research over the last decades there has been an ever-
growing upsurge of publications discussing children and 
participation within research and beyond. Summarizing 
these debates, McMellon and Tisdall (2020) point to Hart’s 
(1992) “ladder of children’s participation” as an important 
point of departure in the research field (Fig. 1). The Hart 
model provided an early typology defining what constitutes 
participation in the CRC sense and what does not (e.g., sym-
bolic or tokenistic ways of involving children). Furthermore, 
the model outlines different aspects of participation (i.e., 

information, consultation, decision-making, initiative) and 
levels of participation. Hart’s participation ladder has been 
frequently cited in the literature as well as used in practice to 
consider how children and young people can be involved in 
decision-making. Possibly because of this extensive use, it 
has been subject to criticisms (McMellon and Tisdall 2020). 
While Hart (2008) has clarified the ladder is not intended 
as a model by which stepwise progression toward the top 
is expected, it has been questioned for its linear nature and 
hierarchal positioning of participation approaches. A num-
ber of alternatives and complements to Hart’s ladder have, 
therefore, been designed over the years.

One such complement, specifically designed for child 
participation in research, is a matrix tool that positions 
dimensions of child control against the various phases of 
a research project (Shier, 2019). The matrix design allows 
for variable levels of participation throughout the process. 
The tool can be used prospectively to plan a project, or ret-
rospectively to reflect on child participation throughout a 
completed project. It is intended to support researchers in 
questioning at what stage of the research process children 
should get involved, how children could be involved, and 
which children could be involved. Shier (2019) highlights 
that it would be a mistake to view the matrix content as a 
set of norms or targets to strive for. Children’s involvement 
may, for several reasons, shift during the course of a research 
project and a higher level of involvement is not necessarily 
the best at all stages. However, asking questions about how, 
when and who throughout the process means that decisions 
on these issues will be consciously made.

Some of the early models of children’s participation have 
been criticized for presuming that participation is inherently 
good and for not taking into account issues of power or the 
potential that there may be unintended negative conse-
quences within participatory projects. Efforts to overcome 
such shortcomings include, for example, the P7 framework 
outlined by Cahill and Dadvand (2018) as a “thinking tool” 
intended to aid the unpacking and addressing complexities 
associated with children’s participation, including within 
research. The P7 model directs the attention to (1) purpose, 
(2) positioning, (3) perspective, (4) power relations, (5) 
protection, (6) place, and (7) process of involving children. 
As is clear from the literature, efforts to provide tools to 
both practitioners and researchers tend to result in models 
or frameworks that are rather complex, and thus somewhat 
difficult to put into (research) practice. For example, Shier’s 
original model (2001) of pathways to child participation 
includes 15 different points to consider, at five levels of the 
pathway. However, there are also models that might be easier 
to put into practice (Kennan et al., 2019), such as the Lundy 
model (2007) that has four components: (1) space, i.e., chil-
dren must be given safe, inclusive opportunities to form and 
express their view; (2) voice, i.e., children must be facilitated Fig. 1  The ladder of participation (Hart, 1992)
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to express their view; (3) audience, i.e., children’s view must 
be listened to; and (4) influence, i.e., children’s view must 
be acted upon, as appropriate.

The Concept of Voice—We Should Aim to Listen to, 
Not Just Hear Children’s Voices

Models such as the Lundy one brings another contested 
concept within the field of children’s participation to the 
fore—the concept of voice. Especially commentators draw-
ing on post-structural perspectives have pointed out the need 
to theorize voice in research with children (see Facca et al., 
2020 for an overview). Within this strand of thought, notions 
of an authentic voice residing within the child has been ques-
tioned, and commentators have argued that voice should be 
treated and accounted for as a complex, relational, construc-
tion where meanings are always situated and open to multi-
ple interpretations. Furthermore, they argued that children’s 
voice is almost always produced through intergenerational 
dialogue that includes members of other age categories, 
including adults (Facca et al., 2020). These dialogues will 
also be shaped by the institutional context in which they 
take place (Iversen, 2012, 2019). Thus, factors that mediate 
child–adult interactions and relations such as context and 
power need to be considered, and “researchers should explic-
itly and reflexively attend to the methodological implications 
of their approach to voice, and its influence on how data are 
generated and analyzed and children’s contributions to the 
research are re/presented” (Facca et al., 2020, p. 9).

Without dismissing debates such as the one outlined 
above, instead bearing it in mind, we would still argue that 
there is a need for knowledge development through research 
placing children’s voices centrally. Drawing on another epis-
temological and methodological approach than a post-struc-
tural one, it could be argued that it is possible for adults and 
researchers to move beyond ‘hearing’ children, i.e., engaging 
in dialogue shaped by adult agendas, to ‘listening’ to the 
life world of children (Gräfe & Englander, 2022). As indi-
cated by Heimer et al. (2018), when children are not given 
opportunity to influence the framing of what “the problem” 
is (or their need, we may add), the design of interventions 
tends to be poorly matched to the actual problems (or needs). 
A recent review of literature on children’s participation in 
developing interventions in health and well-being indicated 
that work remains in enabling children and young people to 
influence the development of interventions (Larsson et al., 
2018). We also note that the level of participation varied 
from children and young people taking part just as active 
informants, through stages of greater participation both in 
quantitative and qualitative terms, to children and young 
people becoming an active agent involved as a collaborator 
where the research process was shaped by views of a higher 
level of mutuality. However, the latter was the least common 

approach found (Larsson et al., 2018). In addition, we know 
that this is the case especially when it comes to children 
considered to be ‘vulnerable’ (see e.g., Cody, 2017; Kay & 
Tisdall, 2012; Sandland, 2017). Thus, there is yet work to be 
done in becoming way better listeners to children’s voices.

Do Not Let Vulnerability Get into the Way for Agency

The CRC (UN, 1989) is based on a caring perspective and, 
while the child has the right to participation, they also have 
the right to protection and guidance from parents and other 
adults around the child. The caring perspective has histori-
cally tended to take precedence, not least in research and 
particularly in relation to children who can be deemed ‘vul-
nerable’. This ‘vulnerability’ has then been used as an argu-
ment to exclude groups of children and young people from 
participating in research. Recent research from the biomedi-
cal field has challenged this by demonstrating that involv-
ing structurally vulnerable children and families in research 
through partnerships can in fact be protective (Sammons 
et al., 2016). So, rather than protecting children and young 
people from research, there are ways of protecting them 
through research.

Participatory research practices involving children engage 
with children’s vulnerability in multiple ways. Debates on 
this strand of research has to a large extent concerned chil-
dren’s vulnerability due to the age order (Eriksson & Näs-
man, 2012). The notion of vulnerability in itself has been 
debated, as it has, on the one hand, been argued that it is a 
universal and inevitable condition of being human because 
we are embodied (Tisdall & Kay, 2017). On the other hand, 
the notion of vulnerability has also been discussed as pater-
nalistic and oppressive, that it can be a very controlling and 
stigmatizing label rather than an emancipatory one. One 
problem, it is argued, is that it is the vulnerable position of 
children that tends to be focused upon, rather than power, 
and too little attention is given to the contextual and struc-
tural causes and too much attention to individuals who are 
vulnerable and/or dependent (Tisdall & Kay, 2017).

Some of the debates regarding the notion of vulnerabil-
ity, for example when it comes to child welfare, are rather 
abstract and concern theorization of state-citizen relation-
ships. Our take on issues of vulnerability and agency is 
another one, as we are more pragmatically interested in 
research involving children. If children participating in 
research experience a difficult life situation, in addition to 
the position of being a child, vulnerabilities have to be tack-
led. Drawing on previous debates and empirical research, 
we argue that there is no necessary contradiction between 
recognizing these vulnerabilities and participatory research 
involving children. Instead, the principle of care (for the 
vulnerable, dependent child) and the principle of participa-
tion (for the competent child) can be combined in a dual 
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approach to children participating in research (Eriksson & 
Näsman, 2008, 2012). Using empirical studies on children 
exposed to intimate partner violence as a case in point, the 
research body developed over the last decades demonstrates 
the agency, competence and capacity of many vulnerable 
children. It shows how children are not ‘passive’ victims of 
situations with violence. Instead, they try to make sense of 
these experiences, and they attempt to intervene and man-
age both situations and relationships (Eriksson et al., 2022). 
Furthermore, these studies show that as there are limits to 
adult knowledge, involving children in research is necessary 
to gain insights into, for example, children’s emotions and 
under which conditions they feel safe and protected (regard-
less of whether adults think that they are safe and protected). 
In addition, children’s participation—in research as well 
as everyday life—may create opportunities for validating 
difficult life experiences, and thereby support children’s 
recovery. Thus, both the category of ‘vulnerable child’ and 
the notion of participation should be unpicked and the dis-
cussion needs to be more refined regarding how children—
and in particular vulnerable children—can be included in 
research. Here our approach is in line with other models 
of how to enable participation for children in vulnerable 
life situations (e.g., Skyrme & Woods, 2018). For example, 
drawing on Mullender et al. (2002), Houghton (2015) argues 
that research with children in vulnerable life situations needs 
to consider both three Cs and Ds (consent, confidentiality, 
child protection: danger, distress, disclosure) of the Mul-
lender et al. approach, and three Es focusing on children’s 
power and impact: enjoyment, empowerment and emancipa-
tion (see also Houghton, 2018).

In which ways the principles of care and participation 
can be balanced and combined in encounters with different 
groups of children (e.g., in terms of age or life situation), 
in different kinds of research, and in different steps of the 
research process will be discussed further in the section 
drawing on our own recent studies below.

Our Own Journey of Including Children 
and Youth in Research

Research on Children

By research on children, we mean a design where children 
are the focus of, but are not directly included as inform-
ants in research. We started our own research on parents 
and children using both survey (Salari et al., 2014; Wells 
et al., 2016) and interview methods (Rahmqvist et al., 2013). 
We got involved in parenting intervention research (Sam-
paio et al., 2015) and still have some ongoing work about 
implementing parenting programs (Dahlberg et al., 2022). 
While parents are the intervention target in such programs, 

the program logic is of course centered on child outcomes. 
We grew increasingly more interested in accessing children’s 
own views, especially preschool-aged children’s, who were 
the target of our parenting interventions. Yet, we had trouble 
knowing how to conduct such research.

Research About Children

By research about children, we mean a design where chil-
dren are directly included as participants or informants. It 
was at a parenting research conference that we were intro-
duced to the computer-assisted interview for young chil-
dren, In My Shoes. It is fair to say that it became a game-
changer for our research group. In My Shoes is an interactive 
method, where the child and interviewer use the software 
together in a triadic interview. While not carrying out the 
actual interview, the computer program provides a visual 
aid, as well as structure, a shared external focus and tools 
for expressing emotional and relational experiences. A suit 
of studies followed to establish the feasibility and validity 
of the tool (Bokström et al., 2016; Fängström et al., 2016). 
Apart from now having a tool to access children’s voices we 
had gained a sense of the richness and crucial importance 
of children’s own experiences. When, for example, the new 
national guidelines for vision testing at the universal child 
health services were created, it was one of our In My Shoes 
studies, conducted on the 4-year universal child health visit, 
that provided important information about some children’s 
clear discomfort with occlusion bandages (Fängström et al., 
2017).

Examples of research about children in the parenting 
field followed, not just using In My Shoes, but other data 
collection methods as well. We took the opportunity of a 
local science fair to explore children’s views of what consti-
tutes good parenting. We asked children 4–14 years of age 
(N = 280) a single open-ended question: “What is a good 
parent?”. The most common characteristics of a ‘good par-
ent’ were being kind (42%), caring (19%), and fun. Children 
also expressed clear ideas about the value of limit setting 
(10%), often acknowledging the need for both being caring 
and setting limits. A number of children explicitly said a 
good parent should not hit or hurt a child (3%) or should not 
be angry or shout (4%). The majority of the codes identified 
in this analysis related to a warm and caring parent–child 
relationship, well in accordance with the general emphasis 
of parenting programs on spending ample quality time with 
the child to build the relationship. The fact that assertive 
discipline, along with quality time seems to be the optimal 
combination in effective parenting programs (Kaminski 
et al., 2008) seemed to resonate well with children.
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One year later at the same science fair, we elicited chil-
dren’s views on “sharenting”, i.e., when parents share pic-
tures or information about their children via social media. 
Children 4–17 years old (N = 68) answered an online anony-
mous picture-supported questionnaire about different forms 
of sharenting (Sarkadi et al., 2020a). They were most nega-
tive towards parents posting pictures of or writing things 
about their children on social media, but also towards tak-
ing a photo without permission. Children and youth wanted 
parents to ask them before taking pictures or sharing images 
of them and to listen to their answers. By asking children 
directly about this parenting practice, their frustrations have 
been voiced and can inform parenting guidance on the expo-
sure of children via social media.

Our pursuit of the children’s perspective on parenting has 
continued. Most recently, we have explored a central social 
learning theory in parenting, namely the coercive cycle, 
from children’s perspective. Using the In My Shoes inter-
view methods, children aged 3–5 years (N = 21) were asked 
about their experiences related to emotions and relationships 
in the home. The children were able to share rich accounts 
of how they and their parents became caught in cycles of 
coercion, with vivid descriptions of escalations and negative 
affect in both themselves and their parents. In some cases, 
parental hostility and violence were disclosed. There was 
also a general lack of descriptions of quality time between 
children and their parents. Even the youngest children were 
able to reproduce such sequences of events, both their own 
and their parents’ behaviors, in a clear manner (Dahlberg 
et al., in press).

Beyond intervention research, we believe children’s 
voices have a place in research about broader societal issues. 
Once again using the science fair setting, we engaged chil-
dren on the topic of forced migration. While the develop-
ment of immigration policy is an adult-governed arena, there 
is a growing body of research demonstrating that peers play 
a significant role in the promotion of refugee children’s 
well-being. It is therefore important to engage children, as 
important social actors, with the topic of forced migration 
and elicit their views on the matter. We did this through a 
film-based activity. A short clay animation film conveyed a 
typical experience of a refugee child to provide contextual 
knowledge, then children aged 5–14 years (N = 51) com-
pleted an anonymous, open-ended questionnaire about sup-
port needs (Sarkadi et al., 2022). The qualitative design was 
selected to give the children space to provide detail about 
their reasoning in their own words and to enable the nuanced 
perspectives of children across various ages to be captured. 
The responses formed four categories: ‘Practical support’, 
‘Emotional support’, Social inclusion’, and ‘Policies’. Exam-
ples of responses were “Have a friend who understands” 
(Emotional support); “See and treat them like an ‘ordinary’ 
child… give them the same possibilities as for the other 

children” (Social inclusion); and “A little part of the tax 
could go to them” (Policies). The findings demonstrate that 
school-aged children can be engaged with the topic of forced 
migration, and have relevant ideas about the support needs 
of refugee peers.

When the pandemic hit, our first thought within the 
research group was how to capture children’s experi-
ences of the unprecedented societal event. We launched a 
national anonymous web survey asking young people, aged 
4–18 years (N = 1047), about their pandemic experience, 
including whether they were experiencing any worrisome 
thoughts (Sarkadi et al., 2021). Worry was common, but 
how the children expressed their worries varied by age with 
younger children utilizing story-like narratives and older 
children giving more complex responses. The nature of their 
worrisome thoughts also differed, with adolescents express-
ing greater concern regarding the future and wider society. 
In addition to asking children to express their pandemic 
experiences with words, we adopted an arts-based research 
method by analyzing their drawings. The analysis of draw-
ings by 4–6-year-old children (N = 91) revealed their need 
to grasp the ‘invisible enemy’, the profound effects of the 
pandemic on their lives in Sweden, despite comparatively 
mild restrictions, and their surprisingly high level of health 
literacy regarding COVID-19 (Sarkadi et al., 2023).

We recognized that children living with disabilities were 
an especially vulnerable group during the pandemic, having 
both higher medical risks and at risk of social isolation. So, 
we conducted a qualitative study specifically targeting this 
group. Six children, 5–12 years of age living with a severe 
disability, were interviewed about their pandemic experi-
ences (Fäldt et al., 2022). They reported feeling lonely and 
bored, missing their grandparents and spare time activities. 
Several of the children lacked a spoken language, so we 
used augmentative and alternative communication during 
the interviews. Many parents were surprised how well aware 
their children were of the pandemic and had not heard about 
their worries before the interviews.

Research with Children and Youth

By research with children and youth we mean a design where 
they are involved in the research process, in collaboration 
with academic researchers. This can comprise involvement 
in any or all phases of the research, based on what is pos-
sible and desired by researchers and children, as described 
by Shier (2019). In another pandemic-related project, we 
worked with young people to explore how COVID-19 was 
being discussed on social media by people their age. We 
recognized that, while we had the necessary ethical clear-
ance to access adolescents’ social media postings, young 
people were better suited to the task. More familiar with 
the social media landscape of adolescents, they knew where 



1000 Clinical Child and Family Psychology Review (2023) 26:994–1007

1 3

to look for the information and could filter it though their 
own pandemic experiences and thoughts. So, we engaged 23 
youth, aged 13–19 years, in the data collection phase where 
they independently collected material from their social 
media related to COVID-19 and describe their reasons for 
the selection in field notes. Content analysis was used to 
explore the motives annotated in the field notes for choice 
of social media material. We believe their perspectives cap-
tured the essence of the social media data in a way we, as 
adult researchers, would not have been able to. The research 
highlighted not only that social media platforms were impor-
tant tools in reaching out to the adolescent community dur-
ing a societal crisis, but that youth should be involved in 
tailoring such crisis information and related decrees for their 
target group. It also seemed that for youth the possibility to 
discuss this type of information and be able to express and 
receive social support were just as important, which further 
emphasizes why they should be involved in co-producing 
such outlets (Lygnegård et al., 2023).

Again, during the pandemic period, we turned to youth 
for support with an issue we were facing in an interventional 
study. We were in the midst of evaluating a group-based 
trauma support program for refugee youth (Sarkadi et al., 
2020b; Warner et al., 2020). While societal restrictions were 
relatively scarce in Sweden, secondary schools—our imple-
mentation arena—moved to distance learning via online 
platforms. If we were to follow suit and move our interven-
tion online we wanted to do it right and recognized the need 
for a youth perspective on the matter. We formed a team con-
sisting of three young people, 17–19 years old, with personal 
experience of trauma and forced migration, one intervention 
group leader, and two researchers, who worked together in 
a series of participatory workshops (Pérez-Aronsson et al., 
2022). The young people were highly involved in planning 
the research process and in generating recommendations 
and resources for delivering the intervention online. A panel 
of parents and professionals reviewed the online delivery 
recommendations that the team created and, although they 
largely agreed, there were points of disagreement. For exam-
ple, the youth placed high value on social aspects and flex-
ibility, while the professionals emphasized safety aspects 
and intervention consistency. This illustrates the importance 
of allowing all relevant voices to be heard. Two of the youth 
continued to be involved after the adaptation process. They 
contributed to research dissemination by co-authoring the 
scientific paper and participating as panelists at a research 
conference. Drawing on their experiences of involvement 
in the research process, they also took the initiative to draft 
a set of recommendations for other researchers who want 
to involve youth in research (manuscript). Their long-term 
commitment and engagement show that youth can and want 
to be involved in research, and that they have important con-
tributions to make. During the project, the youth identified 

the potential for a trauma app based on the intervention. 
This gave rise to another collaborative project in which we 
have been working with a group of seven young people, 
14–19 years old, with personal experience of trauma to co-
design an app. The young people have been highly active 
throughout the development process and made substantial 
contributions to the mechanics, dynamics and esthetics of 
the app.

Research by Children and Youth

By research by children and youth we mean a design where 
they take responsibility for parts of or the whole research 
process. When research involves human subjects, specific 
ethical legislation and guidelines apply for which youth 
cannot be responsible. However, researchers can provide a 
context where the legal and security conditions are provided 
to enable youth to lead on parts of a project, with research-
ers taking a back-seat position from which they support and 
consult the youth. An example from our work is the current 
phase of the trauma app project, where the young people are 
responsible for data collection. They are conducting usabil-
ity testing of the app with a non-clinical population after 
having received training from us; thus, data collection is 
being done by these youth. Subsequently, the data analysis 
and writing will be done in collaboration between the young 
people and academic researchers, i.e., with the youth. The 
process has been designed to allow the young people to be 
co-authors on the planned publication. The project has dem-
onstrated that young people whom may be considered ‘vul-
nerable’ due to their lived experience of trauma are willing 
and amply capable to contribute to the design and research 
process.

Lessons Learned on How to Engage Children 
and Youth in Research

A key message from debates on children’s participation in 
research, is the necessity of being reflexive, on how we as 
adult researchers engage with children and create precondi-
tions for their opportunities of having a voice. Below we 
outline some approaches we have used to try to enhance chil-
dren’s participation. We have highlighted the most important 
lessons learned in Table 1.

Recruitment

It is important to give attention to how children are recruited 
to research studies. Child, parent, family and neighborhood 
characteristics have all been posited as factors affecting 
children’s involvement in research (Robinson et al., 2016). 
In research conducted with children and young people, 
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challenges regarding gender representation are also appar-
ent (Åkerström, 2014). While some factors may be difficult 
for researchers to influence, others can be actively consid-
ered when recruiting. For instance, enabling participation in 
various languages—as we did for our national web survey 
during the pandemic—can support the inclusion of children 
from linguistic minorities who are reportedly less involved 
in research (Robinson et al., 2016).

The recruitment arena is also key. Families with lower 
socioeconomic status (SES) tend to be less involved in 
research; lack of time and fewer resources to enable par-
ticipation have been cited as causes (Robinson et al., 2016). 
By facilitating participation opportunities whereby parents 
do not need to commit time or resources to the process, 
children from lower SES families have a greater chance to 
take part. Our studies hosted at the children’s science fes-
tival serve as a good example. The science festival is well-
attended by local schools; thus, participation is facilitated 
for many children in the area. Anonymous momentary data 
collection design, while it limits the ability to describe the 
sample in detail, enables children to choose for themselves 
whether they would like to take part and no additional time 
nor resources are required.

To recruit the team for the app project, we used a youth 
organization that works with a relevant target group for 
the project. However, not all young people are involved in 
organizations, for many different reasons. Therefore, we also 
contacted a large youth center in an area considered ‘vulner-
able’ by the Swedish Police Authority, which, in addition to 
posting the recruitment material on its physical notice board, 

also posted it on its digital channels—reaching hundreds of 
young people. Most of the young people in the team found 
out about the project through the youth center and the pro-
cess helped us reach a wider representation in terms of age, 
gender and other background factors.

Engagement

Ethical aspects of research can be more pronounced with 
children and thus require greater awareness. It is for this 
reason that dedicated guidance has emerged, e.g., Ethics 
Research With Children (ERIC, 2016). Of course, we must 
minimize harm—but we must also consider how to provide 
benefit. When planning our research activities, we should 
consider how to make them enjoyable and how to provide 
learning and empowerment opportunities for the children 
involved. Even very vulnerable groups of children can have 
a profoundly empowering experience from participating in 
research, if adequately engaged and listened to (Liabo et al., 
2018). Yet, we must remember that participating in research 
is fundamentally altruistic; it is an imposition, regardless of 
potential benefits.

Consent

A fundamental ethical principle that deserves careful con-
sideration is informed consent. We must strike a balance 
between conveying enough detail about the research to 
make a meaningful decision, while ensuring the informa-
tion is accessible, comprehensible and not overwhelming. 

Table 1  Key lessons learnt in involving children and young people in research

Step in involving children in research Things to consider

Recruitment Carefully consider language and arena, piggyback local events or other outreach activities, use 
social media

Engagement How can research activities be fun and challenging yet respectful of children’s time, schedules 
and other commitments? Are there opportunities for empowerment?

Consent Information needs to be accessible, comprehensible and not overwhelming. Situational assent 
always applies. Parental consent regulations vary with country

Safeguards Prepare for unexpected disclosures, distress or need of help. Have adequate safety protocols and 
routines for e.g., contact with child protection or youth mental health services

Enable discussion of lived experiences without the need to disclose personal stories. Be pre-
pared to involve child protection services

Participation in interviews Age adequate structure to interviews. For young children, encouraging to talk only about things 
that happened, making sure there is a ‘stop’ sign for discontinuation, and that it is ok to say ‘I 
don’t know’ are important rules to share and practice. Using pictures or pictorial support and 
conducting interviews side-by-side can assist young children’s narratives

Participation in co-produced research activities Co-create your working methods, pay a lot of attention to practical details, such as communica-
tion channels, time and place for meetings. Be VERY flexible and don’t judge when life gets 
in the way for young people. Invest time and effort in relationship building and train young 
people in their new role

Contribution Children’s participation must be acknowledged, and their contribution recognized, through 
reimbursement or other means, including authorship when adequate
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Situational assent always applies, especially with younger 
children. It is important to establish ‘stop signs’ and offer 
brakes, snack or multiple occasions for participation if 
fatigue gets in the way of participation. Parental consent 
regulations vary with country, in Sweden youth 15 and 
above can consent to research on their own behalf without 
parental consent.

Our group is currently evaluating how children and ado-
lescents, between ages 3 and 17 years, experience and under-
stand research information and consent forms. The first part 
of the study consists of usability testing of research informa-
tion for child and youth participants that the Swedish Ethics 
Review Board has previously approved, specifically looking 
at the mandatory information parts on handling sensitive 
personal information and how participants perceive what 
exactly they consent/provide assent to. In the second part of 
the study we will work with children and adolescents to cre-
ate research information specifically adapted to their needs 
and preferences regarding the above sections of the research 
information and consent forms. Finally, we will advocate for 
this co-produced information to make it to the Ethics Review 
Board’s recommended formulations for consent letters in 
studies involving children.

Safeguards

Distress can emerge in research participants of any age, but 
there are further considerations when children are involved. 
For example, they may not have shared their experiences 
before, know where to get support, or understand the impact 
of sharing their memories or emotions. It is important for 
us as researchers to anticipate topics that might cause dis-
tress, whether it is possible to avoid distress, and to plan our 
research methods carefully to be able to monitor and respond 
to signs of discomfort.

Being prepared for having to contact child protection 
services is another safety issue. We always inform parents 
that we have an obligation to report to child protection ser-
vices should we gain information that causes worry about 
the child’s safety and/or wellbeing. In fact, in the study on 
the coercive cycle, a child disclosed violence perpetration 
and child protection services had to be involved.

We also suggest enabling discussion of lived experiences 
without the need to disclose personal stories. In our work the 
trauma app it was stated, before the work commenced, that 
the young people would not have to share their own experi-
ences of trauma as recounting their traumatic experiences 
may have led to re-traumatization or secondary traumatiza-
tion of others in the group (Motta, 2008). In consultation 
with a child psychiatrist, the research team constructed case 
vignettes based on common traumatic events and post-trau-
matic stress symptoms. The purpose of this was to fulfill the 
trauma normalization aspect of the manualized intervention, 

by including ‘trauma stories’ in the app. With regard to the 
working process, the cases allowed the young people to dis-
cuss different traumatic experiences on a general level and 
we recommend integrating case vignettes into participatory 
research processes.

Participation in Interviews

Apply structure to interviews Structured interviews have 
generally tended to enhance the quality of the interviewer’s 
performance. Our group utilizes the guidelines from the 
National Children’s Advocacy Center (2019). These include 
providing a safe interview setting, preparing the child in 
advance, and informing the child about the interview and 
the voluntary nature of it (e.g., “If you would like to stop, 
you can tell me or say stop, or you can show me with your 
hand like this”). In this phase, children are informed about 
the purpose of the interview, encouraged to talk only about 
things that have actually happened, to correct the interviewer 
when they are wrong, and to tell the interviewer if the child 
does not know or understand something. These conventions 
are also practiced together with the child in a non-intrusive 
manner. The guidelines include using a continuum of ques-
tions to ensure that the child is helped to give as complete 
and accurate a statement as possible, starting with open-
ended questions and then focused narrative requested and 
detail-focused questions. When the interview draws to a 
close, the interviewer acknowledges the child’s participa-
tion and turns the conversation towards something neutral 
before ending the interview.

Conduct interviews side-by-side Interviewing in this 
way has been shown to be better than face-to-face, as sitting 
side-by-side is perceived as less didactic, less interrogative 
and less threatening. Side-by-side interviews also help to 
establish a working alliance. During the last 10 years our 
research group has been using and evaluating the computer-
assisted interview In My Shoes for conducting interviews 
with children aged 3–5 years. In My Shoes is an interactive 
method, where the child and interviewer use the software 
together in a triadic interview. While not carrying out the 
actual interview, the computer program provides a visual 
aid, as well as structure, a shared external focus and tools for 
expressing emotional and relational experiences. This triadic 
setting has been particularly important for shy children, as 
it helped them increase their verbal communication during 
the rapport-phase of the interview (Fängstrom et al., 2017). 
In general, side-by-side interviews also improve the cogni-
tive capacity of the youngest children compared to vis-à-vis, 
as eye contact has been shown to have a negative impact 
on elicitation and processing (Doherty-Sneddon & Phelps, 
2005).

Use pictures and symbols Children are helped 
more than adults by picture- and symbol-supported 
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conversations. One reason for this is that their memory 
retrieval strategies and capacities are still developing 
(Schwenck et al., 2009) and pictures can function as a 
memory aid or cue (Hamond & Fivush, 1991). In My 
Shoes includes stylized icons of emotions, people, speech, 
thoughts, sensations and places. Our experience is that 
these icons have served both as a facilitator for children 
to communicate their experiences and emotions and as a 
prompt for the interviewer to ask about various aspects of 
the children’s experiences (Fängstrom & Eriksson, 2020). 
Our research group has shown that interviews conducted 
through In My Shoes are both as accurate and complete as 
a standard forensic verbal interview, regarding children’s 
recall of factual information (Fängström et al., 2016).

The need for symbols and pictures is particularly 
important to consider in conversations with children who 
have language or communication difficulties as they can 
serve as an alternative way of communicating (Black-
stone et al., 2007). Regrettably, when a child communi-
cates with other means than spoken language they often 
are passive researched objects instead of active partici-
pators (Dindar et al., 2017; Tisdall & Kay, 2017). Even 
though they have vital experiences and insights, share 
the right to make their voices heard and, according to 
our experiences, want to make their voices heard (Fäldt 
et al., 2022), they are often excluded from being involved 
in the research process and even participating in studies 
(Tager-Flusberg & Kasari, 2013; Tisdall & Kay, 2012). 
This may be partly explained by the fact that including 
children with complex communication needs puts extra 
demands on the researcher. They must ensure that the 
child can give a valid informed consent (Stalker, 1998) 
and facilitate participation without influencing the child’s 
communication. There is also a tendency for communi-
cation partners to ‘interpret’ a child with complex com-
munication needs. This creates the need for the child to 
challenge and correct these interpretations, which, in 
turn, is difficult and demanding for the child (Grove et al., 
1999). An additional challenge is when the child shows 
signs of echolalia, i.e., repetitive vocalizing in response 
to a communication partner’s utterance, as echolalia can 
sometimes be a communicative signal that needs to be 
taken into account.

The most important preconditions to facilitate the 
participation of children with complex communication 
needs are: (i) responsive communication, including sen-
sitivity to all the child’s communicative signals within the 
interview and the analysis; (ii) flexible use of different 
augmentative and alternative communication strategies, 
personalized to the specific needs of the participating 
child; and (iii) interviewers with experience communicat-
ing with individuals with complex communication needs.

Participation in Co‑produced Research Activities

Do not underestimate the importance of the practical 
details Existing knowledge on participatory research with 
children has highlighted the importance of the practical 
details, including neutral location, setting, day and time, 
breaks, and refreshments (Horgan & Martin, 2021; Pres-
ton et al., 2019). For the first workshop, a small confer-
ence room in a centrally located hotel was booked and the 
work was scheduled at the weekend. The young people 
expressed the wish that future workshops would also be 
held in the conference room rather than, for example, at 
the university. Regular breaks with refreshments and non-
project conversations, the timing of which were decided 
by the youth, were highlighted as an important part of the 
whole experience.

Build in enough time for the working process Conduct-
ing research with children and young people differs from 
conducting research on or about them. Make sure there is 
enough time to actually do the work together. This means, 
for example, setting aside time for continuous joint reflec-
tions on the process—and enough time to take the reflec-
tions on board and adjust accordingly. Having enough time 
set aside also facilitates the higher level of flexibility that 
is often necessary on the part of the academic researchers.

Facilitate communication Not all children and young 
people prefer, or have access to, email. Opening up the pos-
sibility of communicating through other channels—such 
as text messaging, chat programs or phone calls—can help 
to enable each young person to be more involved between 
in-person contacts. A chat group allows for quick commu-
nication, but also requires everyone to be comfortable shar-
ing their contact details with each other. Make sure to get 
approval for this in advance. In addition to this, be prepared 
that young people may not always have the time and willing-
ness to communicate during daytime hours (i.e., during most 
academic researchers’ working hours). It may be necessary 
to talk through the appropriate times to have contact, so that 
it is clear to both young people and researchers.

Co-create your working methods Early in the trauma app 
project, a collaborative workshop method called Design Studio 
(Kaplan, 2017), was successfully tested for creating a logo for 
the app. As the project progressed, adaptations to the method 
were co-created to enable the participation and involvement 
of all seven young people to their own desired level. One such 
example, suggested by one of the young people, was for them 
to do parts of the first step (idea generation) on their own in-
between workshops. This allowed more time with the tasks 
and, for those young people who preferred it, allowed them to 
express themselves in writing. However, consideration needed 
to be given to the nature of the work that could be performed 
outside the safe context of a group meeting with a researcher 
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present. It is for this reason, the home assignments tended to 
focus on app esthetics rather than trauma-focused content.

Training as a means for power-sharing Now that the app 
is developed, usability testing with other young people as 
research participants is being carried out. Shifting the roles of 
young people involved in research, from conducting research 
with them to research being conducted by them, implies new 
considerations of issues related to power and decision-making. 
However, it also provides opportunities to take the necessary 
steps towards power-sharing. One such example is to provide 
them with the necessary training to carry out the tasks (Kel-
lett, 2005). The training, which should provide theoretical and 
practical knowledge on research ethics and methodology, will 
enable the young people to actively lead and carry out research 
tasks without the direct presence of the academic researchers. 
As agreed with the young people, the academic researchers 
in our project are taking a passive role during data collection 
while, of course, ready to support if needed.

Contribution

Children’s time, schedules and other commitments must be 
respected, their participation acknowledged, and their con-
tribution recognized whether that is through reimbursement 
in vouchers or other means.

Be clear on roles and responsibilities Be clear on what 
can and should be the responsibility of the researchers and 
the youth, respectively. For example, youth might spread 
information about the app usability study and solicit poten-
tial study participants, yet the informed consent procedure 
needs to be conducted by a trained researcher. Likewise, 
usability testing can be performed by youth, but if an unex-
pected event occurs, e.g., a young person reacts strongly 
to the content of the app, a pre-determined safety protocol 
needs to be activated and the responsible researcher imme-
diately notified. In practice, this means the data collection 
for our project is conducted with a responsible researcher in 
the immediate vicinity, but not in the same room, so as not 
to disturb data collection independently conducted by the 
youth. All this needs to be clearly and transparently pre-
sented to the ethical review board. We have been success-
ful in gaining understanding for our co-production designs, 
although the role of youth as co-researchers (who do not 
need to consent to research) versus other youth as study par-
ticipants (who do need to consent) had to be clarified after 
questions from the board.

Conclusions

In this paper, we have made the case for the direct engage-
ment of children in research on different levels of partici-
pation. Reflecting on examples from our own research, 

we highlight a number of considerations. When giving a 
voice to children in research, it is important to remem-
ber that talking to children is different from talking to 
adults. Applying structure to interviews, conducting 
them side-by-side, and making use of pictures and sym-
bols can all facilitate the process. When working with 
children on research projects, attention should be given 
to the working methods; they should be co-created, with 
importance placed on practical details and timing. It is 
likely that communication will need to be facilitated, 
particularly between in-person contacts. When engaging 
children with a particular lived experience they should 
not feel pressure to disclose their personal stories. Child-
led research requires researchers to share power, which 
can be facilitated through training, while clarity on roles 
and responsibilities is essential. While we have gained a 
lot of experience over the years, we are still learning. As 
we try to do, we encourage researchers to take a norm-
critical perspective when approaching child and family 
research—to consciously and consistently ask questions 
about how children, particularly structurally vulnerable 
children, can be involved.
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