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This study addresses the knowledge gap concerning whether and how digital support tools can amplify children’s perspectives in care

contexts while counteracting adult-centric and healthcare-grounded norms. Acknowledging the influential role and power position of care

professionals, this paper explores 11 professionals’ perceptions of how a digital communication tool affected child participation in pediatric

and social care meetings. Professionals’ narratives were analysed from a socio-technical perspective using Interpretive Description. We

found that the tool’s affordances and materiality were perceived to improve the participation conditions for some children, though not all.

In cases where professionals felt the tool helped facilitate participation, they described how conversing through the tool influenced topics,

meeting dynamics, and parental involvement. Based on these experiences, professionals identified shortcomings in current approaches

and practices, expressed an increased openness toward new tools, and ideated alternative ways of working. We discuss how design,

affordances, and materiality were perceived to facilitate immediate participation, and what implications these experiences may have

for norm transformation in care contexts over time. The insights can inform designers and care professionals aiming to enhance child

participation in care settings.
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Introduction

Children’s attendance has become synonymous with child
participation in many care contexts, regardless of the child’s actual
influence on care planning and decisions (Kennan et al., 2018).
Care meetings are influenced by organizational, professional, and
social norms, and child participation in these settings depends
on the behavior of adult actors (Carlsson et al., 2018; Feenstra
et al., 2014; Siembida et al., 2018; Virkki et al., 2015). When
participation fails, a meeting becomes an asymmetric triad, or
even a dyad with the professional and the parent (Van Bijleveld
et al.,, 2021). This may consolidate dependency and exclusion
for children with long-term relationships with care providers due
to, e.g., chronic illness, disabilities, or social factors. Increased
participation for this group is of particular importance since their
lives and health are greatly affected by care decisions (Schalkers
etal., 2015). Furthermore, this group is more experienced, willing,
and thus often more competent to participate in care decisions
than other children (Oster, 2024). Postponing their participation is
risky, since they are less likely to try to speak up again if they do
not feel listened to (Schalkers et al., 2015). Instead, these children
should be supported to participate from a young age, despite—or
rather because of—their vulnerable position. This is an area where
design and care knowledge have the potential to complement each
other and leverage innovation for sustainable change (Nogueira
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et al., 2022). The current study provides applicable knowledge
for the development of norm-transformative care practices by
investigating the experiences of professionals who tested a digital
communication tool to facilitate child participation in pediatric
and social care.

Background

Child Participation in Care Contexts—
Benefits and Barriers

A backdrop to our inquiry is the obligation of care providers to
comply with the right of all children to be heard in decisions
that affect them (United Nations, 1989). Besides being a human
and legal right (UNCRC was ratified by Sweden in 2020), the
benefits of child participation include better preparation, greater
control and self-esteem, less anxiety, more effective treatment,
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and fewer medical risks (Carlsson et al., 2018; Coyne, 2006,
2008; Gilljam et al., 2020; Runeson et al., 2007; Vis et al., 2011;
Weingart et al., 2011). However, there is often a gap between
care providers’ ambitions and the actual level of participation
that children experience in encounters with care professionals
(e.g., Van Bijleveld et al., 2014). Participation levels depend
on professionals’ facilitation skills, attitudes, and subconscious
beliefs (Coyne, 2008; Van Bijleveld et al., 2020; Virkki et al.,
2015). Deeply rooted biomedical and pathogenic perspectives
are still prevailing and reproducing norms of non-participation,
where low involvement is seen as a result of a child’s inabilities
rather than contextual factors (Teleman et al., 2021).

How care processes are organized in time and space may
also work against child participation as they build on adult-
centric structures. Conventional family-centered approaches
do not clearly separate the child’s perspective from that of their
parents (Coyne et al., 2016; Soderback et al., 2011), and parental
presence has been identified as a key barrier by children, parents,
and professionals alike (Teleman et al., 2021). Additionally,
while research indicates that children believe they should be
more involved (Moore & Kirk, 2010; Schalkers et al., 2015),
adult actors often find it easier to turn to another adult than to
try to involve a child (Van Bijleveld et al., 2014). Exclusion
from decision-making may also be regarded as protection if
professionals perceive that the child’s trust or capacity is lacking
(Van Bijleveld et al., 2014). At the same time, children might stay
quiet in the presence of their parents due to conflicts of loyalty or
fears of not being believed (Van Bijleveld et al., 2021).
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Tools for Increased Participation

Complying with the human rights of children means moving
up the participation ladder beyond levels of being informed or
consulted and towards influencing decisions and meeting agendas
(Shier, 2001). Both legal and educational efforts have been made
to increase child participation, but as these have not been sufficient
to generate the desired levels, there have been frequent calls for
practical tools that can support care professionals’ facilitation
of participation (Feenstra et al., 2014; Nolas, 2011; Siembida
et al., 2018; Van Bijleveld et al., 2021). Research has indicated
that digital tools can be beneficial for involving children in care
(Stalberg, Sandberg, Larsson et al., 2018; Véanské et al., 2022), and
that digital communication tools can enhance children’s autonomy
and increase their influence on how procedures are carried out
(Stalberg, Sandberg, & Soderbéck, 2018). Siedlikowski et al.
(2020) found that children reported more symptoms, felt more
prepared, received better information, and got more empathy from
professionals when using a digital tool for expressing symptoms.

As care settings lag in terms of user-centered technological
developments (Schalkers et al., 2015), the role of digital
communication tools for child participation has generally been
overlooked. At the same time, a digital format is not a magic wand,
as all tools risk reproducing adult-centric norms. It has been shown
that how tools are designed and used affects delegations, care
processes, and outcomes, and also mediates what is considered
normal and healthy (Frennert et al., 2022; Johnson, 2020). Since
tools are designed and used within socio-technical systems
consisting of structures and actors with certain interests and
resources, they are rarely neutral (Callon, 1986; Johnson, 2020).
Tools can thus shape behaviours and interactions when integrated
into care settings (Frennert et al., 2022) and can either strengthen,
weaken, or challenge norms and power relations (Bijker et al.,
2012; Lidskog, 2020; MacKenzie & Wajcman, 1999). Design
based on users’ lived experiences rather than biomedical models
will be increasingly holistic and socially valid (Monteleone,
2018). Salutogenic and strength-based perspectives can further
help pursue a focus on support, individual resources, and goals.
In addition, designers have argued that critical approaches are
needed to accelerate a shift from pathogenic-oriented perspectives
to salutogenic person-centered perspectives (Kueh et al., 2022).
Norm critique and norm-creative design are two such approaches,
where norm critique concerns the problematization of excluding
norms, and norm-creative design is considered a solution-oriented
application of norm critique when striving for inclusive or
empowering practices (Isaksson et al., 2017; Wikberg Nilsson &
Jahnke, 2018). Few tools have been explicitly designed through
a norm-creative approach, and knowledge is needed on how
such technology may influence professionals’ perceptions of
participation and norms. The tool in focus for this study aimed to
counteract adult-centered and pathogenic/biomedical norms while
amplifying child perspectives, and to fill the gap regarding tools
that enable children to influence care discussions and decisions
(Shier, 2001).
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The Role of Professionals and ‘Studying Up’

The care professional is a key player in the socio-technical
network that constitutes a meeting between a child and the care
provider. While professionals may have limited power in their
organization and are restrained in terms of time and resources,
they are nevertheless “key people in bringing children’s and
young people’s rights and participation from words into
action” (Akerstrom Kordel & Brunnberg, 2017, p. 25, authors’
translation). It has been recognized that patient empowerment
[defined by WHO as gaining greater control over decisions and
actions affecting one’s health (World Health Organization, 1998)]
must be coupled with changes in service providers’ attitudes,
skills, and behaviors (Nicolaidis et al., 2016). Unfortunately, a
major challenge when trying to increase patient influence is the
professionals’ perception that I do it already (Steffensen et al.,
2018). Additionally, new tools require new routines, which can
generate resistance (Rock & Donde, 2008) unless professionals
feel involved and prepared for what is implemented (Batalden
et al., 2016). This includes feeling prepared for a shift in roles
when aiming for increased participation (Steffensen et al., 2018).
However, it is crucial to acknowledge and challenge norms since
professionals might face competing norms in relation to different
actors in the care system (Nilsson et al., 2022). Steffensen et al.
argue that when designing for shared decision-making, one must
first address norms regarding how decisions are made and whose
expertise is seen as influential. A central aspect—specifically in
what Kumashiro (2015) describes as anti-oppressive pedagogy—
is that the focus shifts from the marginalized Other to those in a
position of power. To learn and develop in a profession, and thereby
contribute to one’s own and the organization’s development, is
not only about understanding something about the Other (in this
case, the child), but one’s gaze must be turned towards one’s own
beliefs and actions. This underlines the importance of a study like
this, where our focus on professionals is a way of studying up
and exploring how norms and power may be challenged instead
of reproduced (Scambler, 2013; Stoudt et al., 2012; Sundhall,
2017; van Anders et al., 2021). Introducing a tool can make
norms visible to professionals, and their stories can offer valuable
insights for norm-creative design and transformative work in the
context of child participation (Kumashiro, 2015).

Objectives

Based on care professionals’ reflections we aimed to understand
in which ways they experienced that child participation was
affected by a digital communication tool (developed through a
norm-creative and salutogenic approach), which aspects of the
technology that mattered for this, and if the usage influenced their
perspectives regarding norms, care structures or participation.

Study Design, Setting & Methods

The study was based on semi-structured interviews exploring
the perspectives of professionals from pediatric and social care
on how the communication tool Galaco Play (described below)
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affected participation in their meetings with children. Professionals’
narratives were analysed from a socio-technical perspective, using
Interpretive Description as a qualitative methodology to find
patterns in the data and identify potential changes related to the tool.

The Digital Communication Tool

The digital communication tool Galaco Play was developed by
a team of health science and design researchers and pediatric
rehabilitation professionals. It is a form of serious game,
i.e., an application designed for a primary purpose other than
entertainment, but where the appeal and accessibility are
enhanced through merging serious aspects with game-like
clements (Djaouti, Alvarez, & Jessel, 2011). In this case, it
meant embedding serious questions in a world of avatars and
vivid illustrations. Through touch-based interaction and flexible
navigation between themes and scenes, the tablet app aims to
prepare and support children to share their opinions, feelings,
priorities, and preferences related to daily life and their care in
communication with care professionals. While similar support
tools exist, these are either focused on questions primarily related
to specific treatments or care, such as Sisom (Arvidsson et al.,
2016), or on mapping the child’s life situation, such as This is
Me (Blomberg et al., 2022). The current tool covers both care
and other everyday contexts. It contains a range of questions that
can be used to summarize and prioritize issues to facilitate high
levels of participation and shared decision-making (Shier, 2001).
The tool design was informed by norm-creative, salutogenic, and
strength-based perspectives. It was explicitly developed to be
the child’s support and not the professionals’. Nor was it meant
for learning or exercising (although many adult stakeholders
wished for this). The design process involved interviews with
both child and adult stakeholders (Teleman et al., 2021), as well
as participatory persona-workshops (involving the first author)
where children could contribute in non-verbal ways through
image-based collages (Teleman et al., 2022). These activities were
informed by participatory design approaches addressing power
structures in design processes, which are particularly pressing
when participants are young and vulnerable due to disabilities
(Guha et al., 2008; Heary & Hennessy, 2002; Larsson et al., 2018;
Nygren et al., 2017). The workshops’ image cards and templates
were aligned with existing communication support, but with new
illustrations and minimizing norm-affirming images. Children
used these together with pens, scissors, and glue to create their
characters. To mitigate power imbalances, facilitators considered
child-adult ratios for each activity and avoided power dressing.
Child input was analyzed separately since it could have been
overshadowed by the extensive and more articulate data from
professionals and parents, and to keep track of whose perspective
fed into the design (Teleman et al., 2022).

The app uses question-based elements (Figure 1). Within
a space-themed world, the user selects a gender-neutral avatar
and explores different planets that represent themes such as
School, Home, My space, Body & Emotions, Care, Fears, and My
Answers. An additional planet is solely dedicated to play. Themes
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can be customized, and each planet has a variety of scenes with
questions based on previously validated research items and the
input from interviews and workshops. My Answers is an overview
of the user’s input with the possibility to note important issues.
Questions can both be read and listened to and are answered
with smileys. Alternatively, emotion figures can be used to mark
things within scenes to express feelings and emotions (Figure 1).
The norm-critical and salutogenic perspectives influenced both
the design and item constructions. This led to less stereotypical
imagery regarding gender, family forms, and functionality, and
items related to resources and goals were added. Furthermore,
questions present issues as context-bound, and positive or neutral
wordings are used to avoid assuming problems (Siedlikowski et
al., 2020). Quick user tests of the prototype’s logic and functions
were conducted before it was tested in practice. These led to
adjustments in haptics, text, sound, and visuals, enhancing its
overall accessibility.

Recruitment and Prototype Testing

This study involved 11 professionals from pediatric rehabilitation
services, social services, and a pediatric clinic. The organizations
were from different areas in the south of Sweden. All had
identified the need for novel tools to increase child participation
and therefore took part in a prototype testing of the digital
communication tool described above. All professionals in the
organization were invited to test the tool with children in their
practice. The volunteering professionals were subsequently
invited for interviews. All participating professionals accepted this
invitation, representing seven different professions (Table 1). Ten
ofthe 11 were women, reflecting an unequal gender representation
in these professions. Ethical approval for the study was granted by
the Regional Ethical Review Board at Lund University, Sweden
(No: 2017/707). Written informed consent was collected from all
participants, and all data were handled according to GDPR and
the Swedish Ethical Review Act.

=YY
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Figure 1. Screenshots from the tool prototype. Visual design by Caroline Karlsson.

Table 1. Professions represented.

Care Provider Professions

Rehabilitation i
1 Speech & Language Therapist

Social Services 2 Social/Child workers

Pediatric Clinic

1 Nurse, 4 Occupational therapists (including 1 Team leader/Unit manager and 1 Manager)

1 Pediatric nurse, 1 Diabetes/Pediatric nurse, 1 Play therapist
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Professionals invited children they considered suitable for
testing, based on the tool’s intended purpose. While the application
was originally designed with and for children aged 6-17 in
rehabilitation services, professionals were free to invite younger
children as well. This decision was based on the understanding
that age alone does not determine who may benefit from a tool, nor
does it necessarily correlate with specific abilities or preferences
(Clavering & McLaughlin, 2010). The professionals considered
the tool accessible for some children, while too complex or less
appropriate for others. This was mostly related to the app content,
but a tablet was also seen as a potential distraction if there were
more apps on it. Professionals selected to whom they offered
the tool based on these considerations, where some were more
selective than others. They also decided when and how to test it.
The trial period was prolonged due to the COVID-19 pandemic
and took place between January 2021 and June 2022. The
prototype did not yet allow for web-based communication, so it
was used at the care provider’s premises, with the professional
and often one parent being present. In social services, some tests
took place at the child’s home, without the parents. Professionals
received an illustrated guide to the tool’s content and functions.
However, many explored the tool intuitively together with the
children and helped explain functions or questions when needed.

Data Collection

The interviews (30-55 minutes) were conducted and audio-recorded
via Teams and Zoom in February-September 2022. The first
author conducted and transcribed the interviews verbatim. A
semi-structured guide with funneling themes was used, ranging
from general thoughts on child participation and digital tools to
experiences of the tests and new perspectives. The guide remained
essentially the same throughout the data collection, although
a few follow-up questions were added, concerning views on
professionals’ roles in participation. All data was anonymized
through coding and by replacing identifiable elements in the
transcripts as well as in the quotes used to present the results.

Analysis

The data was analyzed through an Interpretive Description (ID)
approach and from a socio-technical perspective. ID is a flexible,
pragmatic method with roots in applied nursing science and
aligned with our aim to provide applicable knowledge for the
development of tools and care practices rather than theory building
(Thompson Burdine et al., 2021). Using this constructivist
approach, we acknowledged contextual influences and biases
as well as researcher knowledge, which in this study included
the first author’s experience from the industrial design field and
health science training, and the second author’s social science
knowledge (Hunt, 2009; Thompson Burdine et al., 2021). The
general shift in design inquiry—from problem solving towards
problem framing—calls for methods which are flexible enough to
capture power perspectives related to tools, allow for a rethinking
of stakeholders’ roles, and can describe how technology mediates
and reshapes actions, relationships, and the care itself (Dankl &
Akoglu, 2021; Frennert et al., 2022; Shaw & Nickpour, 2021).
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With this in mind, we took guidance from ID questions, including
what is going on here, what mattered, and what changed, to
map patterns in the data (using Word, Excel, and Keynote) and
visualize changes in the network of actors (professional, child,
parent) where an actant (the communication tool) was added
(Hunt, 2009; Kleijberg et al., 2020; Mol, 2010).

The analysis was initiated after four interviews and then
iterated, enabling a clear audit trail. Transcripts were read several
times by the first and second authors, who separately highlighted
quotes and added individual reflections. The first reading involved
an open coding of professionals’ experiences from using the
tool. The second focused on identifying potential changes in
perspectives, attitudes, or relationships in the network. We then
collaboratively formed categories and conceptualized the levels
of change as presented in the following section. A final reading of
transcripts helped to make sure no key aspects were being missed.
Finally, representative quotes were selected.

Findings

This section presents the outcomes of the analysis of the interviews,
addressing the inquiry into how professionals perceived that child
participation was affected when testing the digital communication
tool, which technological aspects that mattered, and if their
experiences influenced their perspectives regarding norms and
care structures related to participation. Findings will be illustrated
with anonymized quotes translated from Swedish. While these
findings only reflect adult narratives and focus on when there was
a perceived change, our intention is not to dismiss issues of when
and to whom the tool is accessible. We touch upon these issues in
the discussion.

General Reflections on Change

The professionals used the communication tool in different
ways with different children. It was described how using the
tool changed some meetings more than others, partly due to its
design and content. Many noted that the tool did not always suit
the purpose of the meeting—as defined by themselves and the
care plan—which also influenced their choice of when to test
the tool. Many found the tool best suited for younger ages since
older children might expect more advanced functions in a game.
Some thought the questions posed in the tool were too vague for
some children, while others considered them too narrow for other
children. Professionals described how they helped skip questions
regarding treatments or aids that did not apply to the child, or
navigating design issues (such as that Home was pictured as just
one place). They also made suggestions, e.g., that sound features
could be turned off if stressful for a child, or requested pedagogic
content to fit their disciplinary focus (although training was not
the tool’s purpose). In cases where the tool appeared not attractive
or not sufficiently accessible (based on the children’s reactions),
the professionals perceived the conditions for participation as
unchanged; the tool did neither increase nor decrease participation,
and the roles remained the same. On the other hand, in cases where
the professional perceived that the tool worked well for or suited
a child, various forms of change were described. We see this
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change as taking place on three levels, with a directionality of the
changes: when the affordances of the tool was perceived to affect
the participatory conditions for a child (Level 1), it influenced
the meeting dynamics and roles in the network (Level 2), which
in turn elicited an awareness where professionals problematised
current practices, identified needs for development, and ideated
new ways of working (Level 3). Figure 2 illustrates how change
either did not take place (unchanged conditions) or took place on
the three levels as defined in the coloured boxes. The following
sections describe these changes in further detail.

Level 1—New Affordances

Professionals perceived that when the tool suited the child it
improved the participatory conditions beyond what they had
achieved in previous meetings with more traditional tools. This had
to do with the materiality and affordances of the tool. The familiar
tablet format was considered more fun and was perceived to enthuse
children. Its visuals, gamified logic, questions, and touch-based
interaction were perceived as enabling children to create input
with seemingly little effort and less adult support than in regular
meetings. The professionals also perceived that it offered control,
and that focusing on something external and fun saved energy:

And that child—I didn’t need to say anything. Just clicked, very
much like this, click there, click there, read this, move it there... So,
I think that the child was enabled to feel in control. More than when
T ask questions because that’s probably very energy intensive. [This

was] not like having a conversation with me about something but
having something visual to focus on. Now the child could focus on
this, and it was a little like playing. (P3)

Professionals also believed that the child’s input became more
honest when interacting through the tool, where one example was:

We probably wouldn’t have been able to get all those questions and
answers if we had just asked them out loud. It’s actually quite good
to have a tablet between us when we’re doing it because then it’s
not that personal and direct, when speaking through the tablet. (P8)

The tool was seen to concretize abstract subjects such as How is
school? which helped facilitate reflection and highlight positive
aspects of life. It sometimes came as a surprise for professionals
that issues that they deemed irrelevant turned out to be key for a
child, such as musings about death or the future, or that things that
professionals took for granted were unclear for the child, e.g., why
a child received a certain treatment. Unknown issues also emerged,
which the professionals related to the differently posed questions:

What surprised me a little with this material, which I used together with
a 12-year-old, was what emerged. It was someone I’d known a long
time, worked with for a long time but things emerged that we had never
actually talked about. That she could express thanks to these figures, the
statements and the figures, it was something that worked for her. (P1)

Professionals brought up issues of ownership and integrity, and
that the tool gave children the possibility to avoid face-to-face
conversations with adults. The use of a tablet did not resemble

r
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Figure 2. Introducing the tool led to either unchanged conditions or changes on three levels.
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traditional rehabilitation, which was appreciated. They perceived
the tool as a neutral, non-intrusive actant that did not force
questions upon the child: “Then the child did it without any
pressure from us, and I think that was also sort of pleasant, not
to be corrected when communicating” (P3). In summary, the
professionals perceived that the materiality and new affordances
on this level provided an easy and attractive way for some children
to prepare for, reflect, and participate in conversations.

Level 2—Changes in Roles and Influence

The second level of change reflects how the communication tool
functioned as a mediating actant that affected roles, relationships,
and influence in the meeting. While some professionals wished
to steer the topics by selecting planets or themes for a meeting,
others pointed out that:

[The tool] has been created for the child and not for the care
provider. [...] The important thing is not that I get the information
that I need but that the child gives the information that he or she
wants to give. (P3)

Another expressed that “It gave the child the possibility to explore
it a little and decide what he or she wanted to talk about. Unlike in
another meeting, when I started with, well perhaps what [ wanted
to know” (P11). It was also described how “[the children] take
a more active role. And that also leads to another... It provides
openings for a different type of conversation.” Conversing through
the tool influenced both the subjects of the conversations and the
directions of information, which affected meeting dynamics.
The professionals described that when parents were present,
they moved to the periphery as the tool centered the child in the
conversation, thereby reconfiguring the trialogue as illustrated
in Figure 3. At the same time, the child’s interaction was less
exposed due to the tablet’s shielding properties. The children’s
digital literacy was often high, thus further reducing the need for
parents to intervene:

Yes, but all the adults were. .. someone was accompanied by a parent,
they were completely quiet, and [the child] sat by themselves and
could just do stuff and reflect on things. Sometimes you might allow
the child to talk a little before the parents perhaps take command, in
this case it was the child who was in command. (P6)

Assymetic triad (or dyad)

B. Teleman, A. Isaksson, J. Nygren, and P. Svedberg

The created input was visualized, documented, and became easier
to act upon (and perhaps harder to dismiss). One professional
described how a child’s influence on decisions increased:

The best was that she was allowed to say something, or she could relate
something that she hadn’t been able to relate before in words. Now she
was able to relate it and we could talk about it afterwards. And we could

discuss together, okay what are we going to do now? (P1)

The tool reduced pressure on the professional as it complemented
their own skills and abilities to achieve participation. One
professional claimed that:

I have probably not had to work so little in one meeting to gain
so much as I did here. So, it was really great fun. And we had had
contact for a long time and tried different things, but I was able to
get a lot of information here. (P3)

To have a neutral, separate actant helped professionals direct the
conversations and stay close to the child’s perspective. Sensitive
questions appeared regardless of personal relationships and were
often answered. This was seen as helpful in newly established
relationships or when they found it difficult to reach a child:

I haven’t had proper contact in that way, and then it takes time
before I can dig deeper and ask those questions that I was able to
do when I sat together with the children with this tablet. Then it’s
the tablet that determines the questions. Then it’s like I don’t have
to ask them, and the children can choose I’d like to answer this
question, I don’t want to answer that one for example. (P9)

It was also seen as alliance building to have a tool between oneself
and the child. Professionals could make use of its novelty and
discover it together. To giggle at functional flaws or irrelevant
questions could be icebreaking and an opportunity to bond. The
changed conditions on Level 1 were thus seen as influencing
child-centering and information-sharing, while complementing
the professionals’ resources and skills.

Level 3—Rethinking Practice

The third level captures how the perceived changes on previous
levels—in affordances, roles, and influence—generated change
beyond the instant participation in the meeting. During the

Reconfigured triad (Conversation through Tool)

Professional

Figure 3. Changes in roles and influence (Level 2) as the tool brings the child into the conversation.
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interviews, the professionals problematized current meeting
formats and ideated how more children would find it attractive to
participate and influence their care. They identified needs for both
individual and organizational development. Some expressed that
they had become more open to new tools and technologies since
the tests conveyed what had previously been missed, or what
existing approaches were lacking. How the questions facilitated
conversations was described as eye-opening by one professional:

A bit like “Wow, Oh!” that you still get a—"“We don’t think in the
same way.” And it’s quite cool to still get that. Because I think
we sometimes believe and think that yes, I work with that, I'm
quite good at it. But then like this—No, we can always be better
and especially when it becomes so obvious in some cases. So I've
absolutely learnt that, to try take it on board. (P11)

The professionals welcomed the digital format as a complement
to existing tools, arguing that:

It’s something that’s there in their own environment at home and
they use digital tools at school as well. However, I think that we
as a profession are far behind. We’re not there where the children
are. We can’t provide that in all the appointments and not in all
the treatments. Yes, we need to be much, much better I think. (P2)

The professionals believed that most professions in their
organizations would benefit from having this type of tool. They
saw a range of possibilities and highlighted the potential to reach
children who had opted out of participation, were hard to reach, or
had not yet formed relationships with professionals.

Feelings of inspiration, hope, surprise, and joy were
expressed. Changes in perspectives occurred to some extent,
where one professional expressed:

It’s hard to describe how, but it was just that we got answers that
we had never got before. To ask questions in a different way, use
other tools than the traditional ones. I don’t know how I can explain
it, but that it isn’t always ... We are so used to how we usually
work in habilitation but to do it in a slightly different way. We
have many of these classical habilitation questions that we just ...
and it’s perhaps not these we should use at all; we should perhaps
do it completely differently. It’s perhaps computer games that we
should do! Then I would have wished that there was one for the
young people, a little youth-inspired, a bit tougher. Because they
have most often ... I think of those who go in an ordinary school
it’s usually quite tough for them, it would be very interesting to use
a digital tool with them. (P1)

Another stated that:

It’s more that it has opened up ... That I see that there are
possibilities, it shouldn’t take too long before there is something
[digital] that we can have. It gave me a bit of hope perhaps. But
also, it was such fun to see how happy the children were, they were
so proud that they could do it, and ... yes, they are so very used to
being digital with different things or with technology. So, it’s also
to get them to grow, it takes some self-confidence to dare to answer
questions, I can imagine. (P4)
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Others emphasized that this type of tool helps assure the quality
of care, as in some cases:

When you realize that we’ve had these few [children] where you
notice that oh, we’ve really missed getting it done well. There are
things here that we can actually do to make their everyday lives
much better. However, they aren’t many, but there are some anyway.
I think it’s a good checklist to have, to see that we really do what
we are supposed to, so that there aren’t any who fall through. We
have now noticed that there are actually children who fall through,
who don’t get, how should I say it, the right care actually. Because
it’s a type of care where they participate, know what’s happening

and are understood. (P8)

Some professionals highlighted how the tool could save both
time and money when used for the administration, tracking, and
assessment of participation. In addition, it could help new staff get
started. This third level of change thus concerns both rational and
emotional awareness and incentives to change.

Discussion—Implications for Design
and Care Practices

Main Findings

This study addresses the knowledge gap regarding how
communication tools can amplify child perspectives in care contexts
while also challenging contextual norms. It provides valuable
insights for designers and other stakeholders into the mechanisms
of change in these settings. Acknowledging care professionals’
power position and influence on child participation, we explored 11
professionals’ reflections after testing a digital communication tool
for children, developed through a norm-creative approach. We found
that many experienced that the tool contributed to participation
through new affordances, which affected dynamics and the nature
and level of involvement of all actors in the meeting. This mitigated
norms about how meetings are conducted, who is talking, and what
is discussed. The professionals could identify shortcomings in their
previous approaches and proposed ideas for alternative ways to
involve children. The tool and its materiality served as a pivotal
catalyst, igniting a process of rethinking established practices.
While the tool was not perceived as accessible or attractive enough
for all children in the organisations, the professionals’ rethinking
of practices shows potential for norm transformation regarding
child participation in these care contexts at large. We will discuss
these insights in relation to tool design and care development in
the following, highlighting the importance of redirecting the
gaze, understanding meanings of technology and materiality, and
rethinking roles.

Redirecting the Gaze

To reach levels of meaningful participation, it is not sufficient to
simply compensate forindividual barriers as seen from a biomedical
perspective. The key to norm transformation is to redirect one’s
attention and negotiate positions of power, access, structures, and
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practices (Kumashiro, 2015). We have described how the addition
of an actant—in the form of a digital communication tool with
a norm-creative design—influenced care meetings and sparked
ideas in professionals that went beyond compensation. This was
signified by the professionals’ problematization of how meetings
are set up, for whom they are accessible, and who sets the agenda.
The perceived effects of using the tool conveyed what regular
meeting formats, tools, and approaches were lacking. Children
who were previously considered to have opted out of participation
were now envisaged as participating but on different terms. This
supports arguments that we should always question the structures
when children opt out, since it might be due to adult-centered
structures, norms of non-participation, or boring meeting formats
(Teleman et al., 2021; Vinblad et al., 2019).

The tool in question was explicitly designed to be child-
centric, where children’s needs were prioritized over adult
preferences. It is plausible that adult-centric norms are reproduced
to a lesser extent when a design is grounded in child perspectives.
The professionals’perceptions of how this type oftool could support
children are well aligned with research where children sketched
their own tools; these were designed to get attention, prepare for
meetings, communicate in non-verbal ways, influence agendas,
and control information-sharing (Van Bijleveld et al., 2021).
Designers have also argued that to increase person-centeredness
through shared decision-making, it is necessary to rethink roles,
control, and communication (Dankl & Akoglu, 2021). In line with
this, and contrasting studies that stress the importance of personal
relationships for participation (Kennan et al., 2018; Van Bijleveld
etal., 2021), our participants suggested that this type of tool could
facilitate participation regardless of a professional’s relationship
with a particular child. This study thus uncovers the potential to
create more equitable opportunities for participation, as not all
children have the desire or possibility to form close relationships
with professionals. While children’s voices are essential to fully
understand such norm-transformations, our findings suggest that
norm-creative tools can prompt a rapid shift in perspective by
offering professionals both rational and emotional incentives to
reconsider current practices.

Meanings of Technology and Materiality

While many care technologies tend to bypass patients’ narratives
and thus undermine humanistic aspects such as dialogue (Dankl &
Akoglu, 2021; Forssén et al., 2011), this study shows that precisely
the opposite may be true regarding digital communication tools in the
context of child participation. Replacing face-to-face conversations
with interactions through digital tools may mitigate power dynamics,
as argued in Cook and Bergeron’s participatory research, where
interaction through an online tool enabled participants to share
thoughts “without having to defend, dialogue, or develop consensus
with other participants” (Cook & Bergeron, 2019, p. 6). This aspect
was also present in the current study. Professionals found it relieving
to divert the conversation to an external object and believed that this
mode of information-sharing was less exposing for the child. This
can be compared to strategies of projecting feelings onto a character
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or scene as used in play or arts-based tools (e.g., Van Bijleveld et al.,
2021; Waite & Conn, 2011). Another distancing function of this type
of tool was that the child held it physically and could to a greater
extent decide what to share, when, and with whom. A tablet is a
physical shield, which meant that parents could not intervene and
answer the questions unless asked to. This is a major difference in
terms of ownership compared to, e.g., analogue talking mats, but
also to digital care technologies that are controlled by professionals
(c.f,, Knutz et al., 2014).

The app-on-tablet format tested in this study was chosen
based on child preferences (Siedlikowski et al., 2020; Stalberg,
Sandberg, Larsson et al., 2018; Stélberg, Sandberg, & Soderback,
2018; Vinska et al., 2022), and given the professionals’ accounts,
we doubt that the described changes would have been achieved
with an analogue version. However, while young generations
are generally comfortable with digital tools (Liveng, 2023;
Richardson et al., 2020; Steffensen et al., 2018), children might
still opt for analogue tools if they are easier to control (Davison
et al., 2022; Kerin et al., 2020). Technological format, design,
and content are thereby entangled. In this case, the perceived
redistribution of control, together with a reduced effort from
professionals, contributed to making child participation less of
a detour compared to relying on parent perspectives. This way,
technology can nudge norms by making the desired behavior
more accessible and thus enabling small steps toward change.

Rethinking Roles

The professional power to choose what tools to use and with whom
is always problematic, especially since resistance towards power
sharing is a main barrier to child participation (Coyne, 2008).
Fear of losing control can make professionals hesitant to try new
formats or tools (Castensee-Seidenfaden et al., 2017). Professionals
in this study noted that the tool should be an option for children,
not professionals. Some children started asking for it, and this was
seen as an indication that this could work. Still, it requires that
the child knows all alternatives, which highlights the vital role
of professionals’ attitudes and readiness to try new things. Since
new tools and routines always involve some effort, incentives to
change are crucial. Drawing on both participatory rationales and
implementation literature, we believe that if contextual norms are
articulated, professionals feel assured of the gains and prepared for
a shift in roles, they will be more comfortable with power sharing
(Batalden etal., 2016; Bonati & Andriana, 2021; Van Bijleveld et al.,
2020). Professionals in this study expressed how they went beyond
their usual approach with the digital tool, which compensated for
gaps in their resources and changed their facilitating role. These
experiences, along with their expectations of organizational gains,
may be catalyzing factors in this regard. In addition, emotional
incentives in the form of inspiration, hope, surprise, and joy can
make a change of practice seem worth the effort.

Since patients’ possibilities for influencing their care
largely depend on support from professionals, Petit-Steeghs et al.
(2020) argue that it cannot be disconnected from professionals’
work settings and psychological factors. Finding tasks meaningful
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and having enough information, resources, and opportunities to
learn are some key factors. Our study provides an example of
how novel tools may increase these factors while at the same
time counteracting the barrier of parental presence for children
in care. The latter does not sit as well with literature highlighting
the supporting role of parents. Schalkers et al. (2015) describe
how children in hospitals considered “that parents were able to
remember and recall importantinformation, complement children’s
narratives, introduce things that children had forgotten to say or
ask questions that children do not dare to ask themselves” and that
this “contrasts with the growing tendency to let children see their
medical specialist alone” (p. 2071). Nuancing this issue of support,
other studies illustrate a shift in young people’s perceptions of
parental presence as essential towards a preferred independence
during participatory research (Kerin et al., 2020). Such a shift
was particularly apparent when testing support tools, as described
by Oulton et al. (2018): ”[children] liked the idea of the ‘tool” as
a game they could play before having their blood taken, rather
than having to rely on their parents during the procedure” (p.10).
Kennan et al. (2018) also point to how children’s perspectives
get skewed when interpreted or documented by adults—whether
they are independent advocates, parents, or professionals. As
mentioned initially, integrity and decreased dependency on adult
gatekeepers are especially valuable for children with long-term
care involvement (Schalkers et al., 2015; Williamson et al., 2015).
While acknowledging that a child may seek a parent’s company
for various reasons, this study presents a new perspective on
parental support by suggesting that many supporting functions
can be transferred from parents to support tools, thereby
enhancing children’s autonomy. These insights should be further
explored from the perspectives of children and possibly through
the framework of self-determination theory (Ryan & Deci, 2017)
in order to enhance the understanding of their motivation for
participation and the role of design in promoting autonomy.

Contextual Influences and Temporal Limitations

Contextual factors may have influenced our results to some
degree. Declaring the interviewer’s role in the tool design to
the participants created an opportunity to discuss things in
the tool that had not worked well, and critical reflections were
encouraged. However, it is difficult to rule out that this previous
engagement influenced the degree of positive accounts from the
participants. We sought feedback from participants after drafting
a preliminary analysis to ensure the findings were meaningful
and comprehensible to the participants, and hoped they would
indicate if they saw any issues of researcher bias (Thomas,
2017; Tracy, 2010). Member reflections are often difficult to
perform, and unfortunately this study was no exception. Only one
response was received (affirmative of the conclusions), which
was partly due to staff turnover and parental leaves. Shortening
the period between interviews and member reflections may have
sustained participants’ interest in continued engagement. As many
professionals appreciated that research was being done on this
matter and noted that some children were excited to contribute
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to a research project, this may have increased both professionals’
and children’s motivation to use the tool. An interview setting
may also trigger critical reflection that would not necessarily have
taken place in daily practice. Many participants missed collegial
discussions during the tests (there were few testers in each unit,
and the COVID-19 pandemic meant little collegial contact), and
it is worth considering a dedicated space for collegial reflection
in future norm-transformative work. While few participating
professionals saw new technology as problematic on their part,
some worried that their colleagues might feel differently. This
could reflect that volunteering participants might represent early
adopters with an interest in digital tools and/or child participation.

Furthermore, this study does not capture temporal aspects
since it was a one-off when the organizations had only tested
a prototype. Since the COVID-19 pandemic reduced child
appointments, testing was prolonged, but some participants still
said they wished they had more time for testing. Behavior and
norm changes in care contexts take time (Steffensen et al., 2018),
and organizational literature suggests that participation might
increase (or decrease) in a spiral fashion through successive
experiences that are seldom captured in research (George &
Jones, 2000). Possibilities to choose modality for using one’s
voice might generate individual spirals where a child grows
comfortable with expressing oneself and increasingly does so
(Bonati & Andriana, 2021). On the other hand, effects might fade
away as a tool’s novelty wears off. One professional reflected
along these lines and feared that both enthusiasm and honesty
might decrease with time.

Our analysis relies on adult narratives and focuses on
aspects of change, in the hope that nudged norms regarding child
participation can affect many children in this context. From a tool
design perspective, research is needed that explores children’s
different experiences with this type of tool and also investigates
cases where such tools are not considered accessible. At the same
time, one tool can never suit all children, and a main contribution
of digital communication tools is that they fill a diversity gap in
the toolbox. Our findings emphasize the necessity of offering
multiple modalities and enough space for a child’s perspective
to be heard when developing holistic care approaches (Bonati &
Andriana, 2021).
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