THE ROUTLEDGE
INTERNATIONAL
HANDBOOK OF
CHILDREN’S RIGHTS
AND DISABILITY

Edited by Angharad E. Beckett
and Anne-Marie Callus

First published 2023

ISBN: 978-0-367-52153-0 (hbk)
ISBN: 978-0-367-52155-4 (pbk)
ISBN: 978-1-003-05673-7 (ebk)

12

DISABLED CHILDREN’S
PARTICIPATION
IN HEALTHCARE
DECISION-MAKING

Rados Keravica

(CCBY-NC-ND 4.0)

DOI: 10.4324/9781003056737-17

Rouﬂedge
E Taylor &Fra
LONDON AND NEW YORK



12

DISABLED CHILDREN'S
PARTICIPATION
IN HEALTHCARE
DECISION-MAKING

Rados Keravica

Introduction

Almost all of us have had a lot of experience with doctors and in hos-
pitals. As babies and small children we had many medical examinations.
Some of us have even been in hospital for long periods. A few of us have
already had major surgery. Some take medication, almost all of us take
regular therapies. Doctors probably have a lot of work to do with us. We
have had good, but also bad and sometimes very bad experiences with
doctors. They are often friendly, but also sometimes rude and impatient.
They don’t always take us seriously and sometimes don’t believe us. Even
when we are in pain. It can happen that they say: “We can’t find anything,
you imagine that you are in pain’. Then we feel very bad.
(Youth Advisory Board for the Tyrolean
Monitoring Committee 2020, p. 4)

The UN Convention on the Rights of the Child (1989) (CRC) introduced Article
12, the right for every child to participate in all matters that affect them, colloquially
known as the right to be heard (Lundy 2007). It guarantees the right to all children
to freely express their views and those views to be taken into account when decisions
are being made. Although the progress in the realisation of this right has been docu-
mented in different areas of life, healthcare decision-making has remained an area in
which children’s participation has been contested and heavily dominated by adults’
concerns for a child’s protection (Ehrich et al. 2015).

Disabled children experience a disproportionately higher number of medical
encounters in their childhood in comparison to their non-disabled children. They
are often subjected to different forms of remedial treatments which seek to amelio-
rate the effects of their impairment, reduce pain, increase their body functionality,
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or eradicate an impairment altogether, including but not limited to surgical treat-
ments, physiotherapy, speech and language therapy, or other forms of rehabilitation
programs (Bricher and Darbyshire 2005; Mclaughlin and Coleman-Fountain 2014).
These treatments and related recoveries may lead to long absences from school, long
hospital stays, and painful and potentially traumatising experiences. Due to their
significant impact on children’s lives, it is important to ensure the ‘right to be heard’
is guaranteed to disabled children and to create space and opportunities for their par-
ticipation in healthcare decision-making.

This chapter argues that the barriers to participation in healthcare decision-
making disabled children face are related to attitudinal and institutional factors. The
former is associated with a preoccupation of adults with the child’s capacities and
competence to participate, their views of impairment and disability, and the relative
importance they attach to the child’s participation. The latter refers to the embedded-
ness of the value of participation in institutional cultures in healthcare organisations,
adequate skills and training of healthcare professionals to support disabled children’s
participation, or available time for it. Further, it is argued that the UN Convention
on the Rights of Persons with Disabilities (2006) (CRPD) provides higher human
rights standards for children’s participation in decision-making and offers new light
in which to interpret and understand Article 12 of the CRC.

What Counts as a Child’s Participation in Healthcare
Decision-Making?

Disabled children’s participation is approached in this paper from the standpoint of
participation in individual healthcare decision-making. Individual healthcare deci-
sion-making refers to all decisions related to disabled child’s healthcare affecting their
life, including the choices of medical treatments and related procedures as distinct to
children’s participation at a more strategic level, such as the healthcare policy plan-
ning or healthcare service development (Brady 2020).

The meaning of participation of children in decision-making processes is con-
tested, as there is no unequivocal agreement on how it should be defined (Percy-Smith
and Thomas 2010). In general, definitions revolve around a hierarchical continuum
of children’s involvement in decision-making processes reflecting various degrees of
influence children have on the final decisions as the outcomes of decision-making
processes. Among the most influential hierarchical typologies of child’s participation
is Hart’s ‘ladder of participation’ (see Figure 12.1), which enunciates eight ‘ladder
rungs’ of participation, among which the three lowest rungs denote ‘non-participa-
tion’ (manipulation, decoration, and tokenism) and the highest ‘rung’ corresponds
with child-led initiatives in which decisions are shared with adults (Hart 1992, p. 8).

Similarly, Alderson and Montgomery (1996), in their study on children’s health-
care choices, apply the hierarchical conceptual framework of a child’s participation
in the area of healthcare. They propose the following classification of levels of a
child’s participation in healthcare decision-making: being informed, expressing a
view, influencing the decision-making process, and being the main decider (Alderson
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Figure 12.1 Image of ladder with eight rungs.

Source: Hart 1992. Children’s participation: from tokenism to citizenship. Florence: UNICEE Interna-
tional child development centre. p. 8.

and Montgomery 1996). It follows that participation is to be understood as a scale
wherein the ultimate level of participation—‘being the main decider’'—implies the
legal and practical possibility of children and young people to consent to medical
treatments (see Figure 12.2).

While acknowledging the usefulness of these hierarchical outcome-oriented clas-
sifications of levels of participation, especially in terms of measuring the level of influ-
ence children exercise in decision-making processes, there is a need to explain what a
participation continuum might mean for disabled children and how it can be realised
in practice. This paper adopts a view of the participation of disabled children in indi-
vidual healthcare decision-making as a process through which a child can influence
decisions on their own healthcare, bringing about the change in themselves and the
healthcare services they use (Brady 2020). Having said that participation is a process,
I am interested to explore which actors are involved in this process and what role they
might play to support or impede disabled children’s participation.

Children’s participation in healthcare decision-making is dependent on the sup-
port of adults involved in this process, typically healthcare professionals and parents
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Figure 12.2  Graphic with four text boxes placed horizontally from left to right, with an arrow
placed between them pointing to the right. Text written in the boxes in the
order of appearance is the following: a child is informed; a child has expressed an
informed view; a child’s view has been taken into account; a child is the main
decision-maker.

or other family members of disabled children. This is why it is important to reflect
on the opportunities and constraints arising from the three-way relationships between
disabled children, their family members, and healthcare professionals. However, par-
ticipation of disabled children is also mediated and facilitated through non-human
actors, such as international and domestic laws and policies, assistive technologies and
communication devices, organisational cultures and practices or material artefacts
(in/accessible physical space or information, availability of personnel or equipment).
It is realised in an ‘assemblage’ of different human and non-human actors which are
interconnected and influence each other in varying degrees and directions (Goodley
and Runswick-Cole 2014; Feely 2016; Gibson et al. 2017). Thus, the participation
is not an isolated or singular event but multiple events— participation’ as a process
is something that is continually being produced and reproduced through a complex
interplay of the aforementioned human and non-human actors in an ‘assemblage’
(DeLanda 2019; Feely 2020; Fox and Alldred 2015).

The following section explores the role of international human rights law and
its standards of disabled children’s participation in decision-making as an important
discursive practice bearing influence on the national laws, policies, and practices. As
such, the legal norms reflect the societal ideas about what children can and should do
and shape the practice of child participation. In a Foucauldian sense, the law repre-
sents a power—knowledge network that produces and regulates both childhood and
disability (Turkel 1990; Tremain 2005). Foucault (1979, p. 144) claimed that:

[T]he law operates more and more as a norm, and the juridical institu-
tion is increasingly incorporated into a continuum of apparatuses (medical,
administrative, and so on) whose functions are for the most part regulatory.
A normalizing society is the historical outcome of a technology of power
centred on life.

The law is to be understood as a technology of power and a ‘procedure of exclusion’
which relegates children’s voices to the peripheries of knowledge (Turkel 1990).
It reflects intergenerational power differences whereby children are scrutinised and
expected to demonstrate adult-like capacity in order to have their say in matters that
concern them. The issue of children’s ‘capacity’ is paid special attention throughout
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the analysis of standards of disabled children’s participation enshrined in the CRC
and the CRPD and potential divergences between the two human rights treaties.

International Human Rights Law and Disabled Children’s
Participation in Healthcare Decision-Making

The CRC has challenged the view of childhood as a stage of vulnerability and natural
dependency by introducing the participation principle (respecting the views of the
child) alongside three other core principles, namely, non-discrimination and equal-
ity, primary considerations of the child’s best interests, and the right to survival and
development (Committee on the Rights of the Child 2009). The CR C embodies its
principle of participation in Article 12, which entitles those children who have the
capacity to form a view with the right to express their views in all matters that affect
them and to have their views taken seriously by adults.

The first paragraph of CRC Article 12 makes it clear that the right of the child to
express their views is contingent on their capacity/ability to form them. The CRC
Committee’s understanding is that this provision is not to be ‘seen as a limitation, but
rather as an obligation of States Parties to assess the capacity of the child to form an
autonomous opinion to the greatest extent possible’ (Committee on the Rights of the
Child 2009, para. 20). It also stresses that the starting point should be the presump-
tion of capacity rather than incapacity. This poses the question of what constitutes
and demonstrates the capacity to form the view and in which situations can this
capacity of the child become subject to adults’ assessment. Needless to say, if disabled
children are presumed by the healthcare professionals as lacking ‘capacities to form
their own views’, that might mean that they are likely to not even seek children’s
views on proposed treatments.

Further, a requirement to ‘give due weight’ to a child’s views implies that the
imperative is not only to listen to the child’s views but to take them seriously into
consideration when reaching the final decision (Committee on the Rights of the
Child 2009, para. 28). In the determination of how much weight will be given to
a child’s views, the child’s capacities should be assessed, and age and maturity taken
into account. The CRC Committee (2009, para. 30) defines maturity as the ‘capac-
ity of a child to express her or his views on issues in a reasonable and independent
manner’. The usage of the qualifier ‘independent manner’ is indicative of how the
CRC Committee conceives concepts of children’s maturity as a marker of inde-
pendence and self-sufficiency. This understanding establishes an express link between
the cognitive abilities of a child and the weight attached to their views. It produces
cognitive ableism, as all children who lack this ‘essential’ ability are placed in an
inferior position and a ‘diminished state of being’ (Gregor 2008). This poses a par-
ticular risk for disabled children whose development may be considered as deviating
from the ‘norm’since their process of acquisition of experiences and abilities may be
compromised due to different forms of barriers they face (Priestley 1998; Davis and
Watson 2000). It would further abnegate the adults from the responsibility to invest
in efforts to support the child to express their views. The Committee has stressed the
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importance of providing aid in communication and disability-related accommoda-
tions to children to support them to express their views (Committee on the Rights of
the Child 2009, paras. 21 and 78) but does not recognise the risk they face of being
judged as immature and incompetent due to their impairments.

It is noticeable that the CRC Committee, when elaborating the principle of
participation in relation to disabled children in its General Comment on children
with disabilities, gave a stronger emphasis to the participation of disabled children as
a collective through ‘bodies such as parliament, committees and other forums’ and in
policymaking processes than it did vis-a-vis their participation in individual matters
that affect their lives (Committee on the Rights of the Child 2007, para. 32).

The Committee stressed the importance of programmes and services aimed at the
prevention of disability, early detection and information, and treatment and rehabili-
tation for disabled children (Committee on the Rights of the Child 2007, para. 21).
Regrettably, there was little to no mention of the importance of participation of disa-
bled children in healthcare, especially in terms of the right to express views in relation
to the treatments and services mentioned earlier, which all have a profound and long-
term impact on disabled children’s lives. Although the participation of adolescents in
individual healthcare decision-making is supported by the recommendation of the
CRC Committee in its General Comment 20, where it says that the ‘voluntary and
informed consent of the adolescent should be obtained whether or not the consent of
a parent or guardian is required for any medical treatment or procedure’ (Committee
on the Rights of the Child 2016, para. 39), there is no such parallel in its General
Comment on disabled children. The evident emphasis on welfarist concerns of the
CRC Committee in relation to disabled children and its medicalised approaches to
disability has also been recognised by Andrea Broderick, who asserts that the CRC
regards disabled children as ‘subjects of protection, requiring “special care” and “reha-
bilitation”” (Broderick 2017, p. 197).

In my view, this omission is not accidental, as the Committee’s emphasis on spe-
cial protection of disabled children through access to and availability of programmes
and services for prevention, detection, and treatment of impairments corresponds
to its understanding of impairment as disruptive to a childs development. Thus, if
minimisation of the impairment or the absence of it is understood as necessary for
a child’s proper development, then such an aspect would constitute a child’s best
interests (Campoy Cervera 2017a). Consequently, in consideration of any health
treatments which seek to enhance bodily functions or minimise the effects of the
impairments, the treatment would likely be deemed in the child’s best interests, mak-
ing it easier to override the child’s opinion if it goes against the healthcare profes-
sional’s recommendation.

The CRPD, adopted in 2006, includes a standalone article on disabled children
(Article 7). The third paragraph of Article 7 refers to the rights of disabled children
to be heard and draws from the text of Article 12 of the UNCRC while bringing
added value to it in two important ways. First, it leaves out the condition of hav-
ing the capacity to form the views (making sure in that way that no disabled child
is precluded from participation based on presumed incapacity). Second, it adds the
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requirement for the states parties to provide disabled children with ‘disability and age-
appropriate assistance to realize that right’. This requirement is particularly impor-
tant as it counteracts the view that the signifier of sufficient capacity is an ability to
express in an ‘independent’ manner. Instead, it recognises that disabled children may
require various forms of additional support to fully enjoy and exercise their human
rights due to environmental barriers. This is a significant qualitative difference and
the value shift from ‘independence’ towards ‘interdependence’ as it acknowledges the
responsibility of adults to provide support and maximise the capacities of children in
that way in participation processes (Broderick 2017).

Another aspect of the CRPD that is relevant to disabled children’s right to be
heard is the right to equal recognition before the law enshrined in Article 12.
The paradigm of Article 12 of the CRPD is that mental capacity and legal capac-
ity are different concepts and should not be conflated, thus prohibiting any form
of legal capacity deprivation based on presumed mental incapacity. Instead, sup-
ported decision-making regimes should replace guardianship systems (Flynn and
Arstein-Kerslake 2014). Although the value of CRPD Article 12 for disabled adults
is uncontested, it is less clear what—if any—relevance it has for children’s rights.
Still, its influence on the interpretation of the CRC is evident in the CRC Com-
mittee’s General Comment 20 on the rights of the child in adolescence. There, the
CRC Committee made explicit reference to supported decision-making, stating
the following: ‘Adolescents with disabilities should, in addition, be provided with
opportunities for supported decision-making in order to facilitate their active par-
ticipation in all matters concerning them’ (Committee on the Rights of the Child
2016, para. 32). I have pointed out earlier to the Committee’s expectation that the
child expresses their views autonomously in a ‘reasonable and independent manner’
in relation to the child’s maturity (Committee on the Rights of the Child 2009).
In that light, the Committee’s mention of supported decision-making is a positive
development with possible consequences for the reframing of children’s legal capac-
ity and autonomy.

Various authors advocate for the universality of legal capacity for all people,
including children, and an extension of supported decision-making systems for chil-
dren in the same vein as for adults with intellectual and psychosocial impairments
(Sandland 2017a; Clark 2018; Campoy Cervera 2017b). Campoy Cervera (2017a)
claims that the limitations of children’s legal capacity are inconsistent with the human
rights model and universality of legal capacity enshrined in Article 12 of the CRPD
and considers them as a feature of a ‘renewed protectionism’ paradigm underpinning
the CRC. He claims:

The contrary would mean assuming that Article 12 of the CRPD establishes
the support model instead of the will-substitution model for all people with
disabilities, regardless of type or extent, but excludes (without justification),
children from this concept of a person, permitting the will-substitution
model to continue in force only for the child.

(Campoy Cervera 2017b p. 30)
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Sandland (2017b) also points out that the CRPD has attempted to move away from
decision-making capacity assessments of adults, which served to justify the restric-
tions of a person’s legal capacity and questions the justification of retaining the best
interests approach to children’s decision-making if the supported decision-making
model could be applied to them on the same basis as to disabled adults. Clark (2018)
argues that the CRPD contains the potential to extend the legal capacity not only to
disabled children but also to children as a class as its introduction of support (disabil-
ity- and age-appropriate assistance) for the exercise of autonomy represents the move
towards a relational understanding of autonomy.

Nevertheless, what is incontestable is that children can obtain legal capacity in
certain areas of law before the age of majority if the law sets another age limit for
exercising certain rights freely and independently. Most European countries prescribe
the statutory age of consent to medical treatments between 12 and 18 (Day et al.
2015). It follows that a disabled minor who has reached the age of consent and thus
acquired legal capacity in this particular area of law could potentially benefit from
supported decision-making. But was the CRC Committee’s intention to introduce
supported decision-making only for those disabled adolescents who have reached the
legal capacity in a particular area of law by virtue of their age? Let us look again at
the Committee’s reference to supported decision-making in their General Comment
No. 20. According to the CRC Committee, supported decision-making for disabled
adolescents should serve the purpose ‘to facilitate their active participation in all matters
concerning them’ (Committee on the Rights of the Child 2016). This means that
the CRC Committee put the supported decision-making concept in the context of
participation rights for children, extending its reach and purpose beyond the legal
capacity. Supported decision-making thus becomes relevant as the concept not only
for disabled adults or for those children who have attained legal capacity before the
age of majority but for participation rights of all disabled children.

In the context of healthcare decision-making, the human rights standards elaborated
previously mean that healthcare professionals should not fail to inform a disabled child
on proposed treatment and accompanying procedures in a manner accessible to the
child and cannot deny the opportunity to a disabled child to express their views on
proposed treatment and course of actions. Moreover, the ‘expression of views’ should
not be limited to verbal modes of expression, and non-verbal communication, includ-
ing non-verbal expressions of pain, discomfort, or similar should be taken as forms of
a child’s ‘views’. The existence of impairment should never be the reason to assume
that the child does not possess the capacity to express their views. If a disabled child
uses communication devices or other assistive technologies, additional time required
to communicate with a disabled child must never be an excuse not to engage in com-
munication. If the views of a child contradict the proposed treatment, adults involved in
the decision-making process should be able to demonstrate how they have taken their
views into account, and if a decision has been made to pursue the treatment despite the
child’s views, it should be demonstrable how such decision is in the child’s best interests.

This section has mapped out the key requirements of international human
rights law that bear relevance for disabled children’s participation in healthcare
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decision-making and that should be translated into national policies and practices.
Still, the realities of disabled children’s participation in healthcare decision-making
diverge from the guarantees made in the human rights treaties. Moving forward
necessitates an understanding of the key barriers disabled children face in the area of
participation in healthcare decision-making, and the next section provides a brief and
certainly not exhaustive overview of these barriers.

The Barriers to Participation in Healthcare Decision-
Making Disabled Children May Face

Disabled children are facing a heightened risk of exclusion from participation due
to their status as children and because of disability (Lansdown et al. 2013). This sec-
tion highlights and systematises some of the barriers disabled children face, including
attitudinal and institutional ones.

The issue of children’s consent to medical interventions as a specific form of
a child’s participation in healthcare decision-making has been covered extensively
in the literature (Alderson 1993; Alderson and Montgomery 1996; Fundudis 2003;
Alderson 2007). Health laws that regulate consent are mainly concerned with iden-
tifying the main decision-maker and use age-based or competence criteria to restrict
children’s decision-making powers (Lansdown 2005; Ehrich et al. 2015). The focus
on children’s competence to consent calls for a more thorough discussion on the
impact of competence assessments on the participation rights of disabled children.
However, this is not the scope of this chapter, and this section offers a reflection on
the barriers children face in other stages of healthcare decision-making proposed by
Alderson and Montgomery (1996): being informed, expressing a view, and influenc-
ing a decision-making process.

The participation of children is heavily dependent upon the establishment of posi-
tive three-way relationships between disabled children, healthcare professionals, and
parents. The attitudes and professional or parenting practices significantly influence
the participation process, either positively or negatively (Franklin and Sloper 2005;
Coyne 2006; McNeilly et al. 2017). Though parents or carers are instrumental to
children’s participation in healthcare decision-making, it cannot automatically be
assumed that they will act as enablers of a child’s participation. Research by McNeilly
et al. (2017) has shown that parents, and in particular, parents of disabled children,
can display overprotective attitudes towards their disabled children and may, for these
reasons, withhold information on impairment and medical interventions, effectively
limiting children’s access to information significant for meaningful participation.
Children who are adequately prepared and informed by parents before their encoun-
ters with healthcare professionals can participate more effectively in healthcare deci-
sion-making. The role of the parents is thus an ambiguous one. While some parents
act as enablers of their child’s participation and insist that healthcare professionals
communicate to their children or help facilitate communication between their chil-
dren and healthcare professionals, others assume the role of their childs advocate
and, in that way, reduce the space for interaction of healthcare professional and a
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child creating the barrier for their child’s participation (Alderson 1990; Coyne 2006;
McNeilly et al. 2017). The attitudes of parents towards impairment have also proved
to be a potential barrier to participation. Parents who believe that there is no point in
communicating to their child their complex medical information, as they assume the
child would not understand it due to their impairment, may not challenge healthcare
professionals’ lack of communication with their child.

When it comes to impairment-related medical interventions which seek to ‘fix’ or
even cure an impairment, the position of parents is even more delicate. Avery (1999)
claims that parents are socialised into tragedy view of disability as soon as a disabled
child is born. For this reason, they can feel the urge to look for the ‘medical fix’ and
side with healthcare professionals even against the wishes of the child, leaving the
latter disempowered, with little control of what is going to happen to them (Bricher
and Darbyshire 2005; Franklin and Sloper 2005). A process of determination of the
disabled child’s best interests in the context of impairment-related medical interven-
tions might be fraught with antithetical arguments that need to be taken into con-
sideration. The wish of the parents/carers of the child themselves to pursue certain
medical treatment may be driven by cosmetic reasons rather than an increase in body
functionality (Parens 2006). Even if the goal of the proposed medical treatment is to
increase bodily functions, the outcome can be uncertain, as most of the impairments
cannot be eradicated completely and promises of heightened functionality may not
become true, or at least not to the expected extent (Bricher and Darbyshire 2005).
The adults involved in decision-making on the disabled child’s health have to take
into consideration, on the one hand, the disruptive potential of proposed medical
intervention (e.g. long hospital stays and recovery periods, absences from school,
experiences of pain) and, on the other hand, potential benefits of the intervention
and level of un/certainty for achieving desired results. Moreover, the views of a disa-
bled child should be sought and taken into account in the final decision. Some studies
have shown that disabled children tend to develop a higher level of understanding of
their medical conditions and related treatments due to acquired experience (Alderson
1993; Mclaughlin and Coleman-Fountain 2014), which is the reason more for adults
to actively consult them in these matters.

It should be borne in mind that a child’s participation in any decision-making
process should be based on voluntariness, subject to the child’s desire and choice
to participate. In fact, the studies which collected data on children’s experiences in
healthcare decision-making have consistently shown that children tend to prefer to
share the decision on their healthcare with adults, usually their parents (Coyne 2006;
Franklin and Sloper 2009; Mclaughlin and Coleman-Fountain 2014). Thus, it is up
to practitioners to check with the child what is their desired level of participation
rather than assuming that participation is an end in itself (Alderson 2001).

The attitudes of healthcare professionals significantly impact communication and
access to information for children and young disabled people as patients. Research
has found that attitudes of paediatricians towards childhood and adolescence are
sometimes patronising, seeing children as immature, incompetent to participate, and
in need of protection and care (Beresford and Sloper 2003; Parsons et al. 2016).
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Direct communication between healthcare professionals and adolescents has been
proven to contribute to higher compliance with medical requirements and a better
understanding of the condition, but the communication of healthcare professionals
tends, however, to be directed to parents, at the expense of communication with
children and young people (Beresford and Sloper 2003; Parsons et al. 2016). The
focus of the conversations is often on the child’s condition rather than their person,
and the overuse of complex medical terminology by healthcare professionals can
also preclude children’s participation. Healthcare professionals also need to be ready
to discuss wider social implications of children’s conditions, including lifestyle and
desired behaviours, or to share advice on how children can manage their condition
and live with it. The statement of young disabled people given at the conference
on children’s rights and medicine in Austria highlights the lack of communication
between disabled children and healthcare professionals:

Many of us often do not understand what doctors are saying. Most of the time
there is no time for us to ask questions. That makes us angry. Our parents or
carers then have to explain everything to us. People talk about us again and
again, but not with us, even though we are there. Then we feel like a number,
but not a person. Doctors sometimes see too little the whole girl or the whole
boy. For example, they only see the part of the body that needs surgery, but
they don't see the rest of the child who owns the part of the body.
(Youth Advisory Board for the Tyrolean
Monitoring Committee 2020, p. 4)

A disabled teenage boy from Serbia who I interviewed as part of my ongoing research
on disabled children’s participation in healthcare decision-making shared his experi-
ence with the paternalistic attitudes of healthcare professionals:

I didn’t have a chance to ask anything. In most of the cases, he [speaking of
his doctor] ignored me and led the conversation with my father or mother,
and he ignored me completely so . . . I was present there just like some sort
of object to test his new ideas.

Particular difficulties for healthcare professionals who have clinical responsibilities for
children arise in the case of conflict between a child’s protection and participation
rights—for example, when there might be a concern that respecting a child’s wishes
may lead to harm for the child (Ehrich et al. 2015; Brady 2020). Such situations may
call for a balancing exercise in which the concerns for child’s welfare and protection,
along with the views of children as vulnerable and incompetent, may prevail at the
cost of their participation. The type of decision which is at stake has been recognised
as a significant factor in healthcare professionals’ attitudes towards child participation,
as they tend to support a child’s participation in ‘smaller’ decisions and choices rather
than seeking children’s input in more important deliberations on medical treatments
(Parsons et al. 2016).
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The study by Franklin and Sloper (2009) on the participation of disabled children
in decisions related to their care and service development has shown that, in order
to be meaningful, children’s participation needs to be supported institutionally and
embedded in organisational culture. If that is not the case, there is a risk that par-
ticipation becomes regarded as an isolated event, implemented on an ad hoc basis as
a result of the dedication of a few committed staff members. Once those commit-
ted professionals leave the organisation, the know-how of participation and created
resources tends to be under-utilised or even completely disregarded (Franklin and
Sloper 2009). Unfortunately, there is evidence that children and young people are not
systematically involved in healthcare decision-making and that their participation in
practice depends very largely on individuals’ commitment (Brady 2020).

Another form of institutional barrier to disabled children’s participation is reflected
in a lack of adequate training for skills development for healthcare professionals who
work directly with children (Coyne 2006). Multiple studies have reported that the
participation of disabled children is significantly diminished when professionals do not
have communication skills or the knowledge of participation methods. The lack of
knowledge and skills becomes even more pronounced when their clients are disabled
children who do not communicate verbally and require alternative forms of com-
munication, placing the children with cognitive impairments at heightened risk of
exclusion from participation (Beresford and Sloper 2003; Franklin and Sloper 2009).

Time constraints can also play a significant role in limiting disabled children’s par-
ticipation in multiple ways. The issue of time comes to the surface in the context
when children use alternative forms of communication and/or assistive technolo-
gies and require additional time to receive information in an adequate manner or to
express their views. Healthcare professionals may interpret these needs as the lack of
capacity to understand the information or to express their views and shift the focus
of conversation towards parents as proxies for the child’s voice (Franklin and Sloper
2009). Furthermore, time is described as a significant factor to develop the relation-
ship of trust with the child, gain familiarity with their access needs or communication
patterns, and plan enough time for meaningful participation. Research by Beresford
and Sloper (2003), which included the experiences of young people with chronic
conditions, confirmed that the brevity of clinical appointments and feelings of being
rushed adversely affected the opportunity to develop the relationship of trust between
doctors and young people. Allocating sufficient time for participation can be par-
ticularly challenging when healthcare professionals operate under time pressure and
organisational demands for efficiency in under-resourced healthcare systems and can
devote limited time to each patient (Runeson et al. 2001; Franklin and Sloper 2009).

Finally, the barrier to participation can be reflected in children’s lack of confi-
dence and hesitance to talk to healthcare professionals and ask questions, in particular,
questions related to medical conditions perceived by young people as intimate or
private. Again, the role of adults in boosting children’s confidence is critical. The
children of parents who invested time to prepare them and inform them before medi-
cal encounters were usually more confident, and healthcare professionals who com-
municated with children directly and encouraged their participation were perceived
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by children as approachable, giving them a sense of equality (Beresford and Sloper
2003; McNeilly et al. 2017).

Conclusion

The ideas about disabled childhoods have traditionally been underpinned by the
tragic view of disability, resulting in the urge among adults, healthcare profession-
als, and parents alike to search for the ‘cure’ or medical fix (Bricher and Darbyshire
2005; Oliver and Barnes 2012). The common experience of disabled childhood is
an exposure to a host of remedial surgeries or other treatments attempting to move
disabled bodies as close as possible to the ideal of ‘normal’ (Cooper 2013; Mclaughlin
and Coleman-Fountain 2014). If an impairment is seen only through a biological lens
as disrupting ‘normal’ development leading to deficiency, the development of a child’s
positive identity may be impeded by the implicit messages sent to the child that their
body should be fixed to be accepted (Runswick-Cole et al. 2018).

Perceptions of disability as a problem in need of fixing imply that any treatment
undertaken with a goal to eradicate impairment or at least reduce its effects must be
in the childs best interests. Long recoveries, absence from school, painful experi-
ences, or inability to engage in favourite activities during recovery are not sufficiently
valid considerations and can easily be trumped by the goal to remedy or eradicate
impairment altogether. However, if we are to move away from disability perceived as
personal tragedy, all these considerations need to be taken into account, making sure
that disabled children have their say in decisions on remedial surgeries and treatments.

The value of including a disabled child in these decisions can be an insight into
what constitutes a ‘good quality of life’ for that child and might help to view the
child as a ‘being’ with aspirations and desires rather than viewing a child through
disability as ‘abnormality’ which needs to be restored towards an ideal of ‘normal’ by
any means. This does not mean that each impairment-related medical intervention is
considered a ‘pursuit of normality’ or is unnecessary, but that such decisions need to
avoid seeing impairment as inherently negative, taking into account the child’s views
and both the social and medical impact of the treatment on child’s life. The principle
of the best interests of the child is fraught with value judgements. Depending on who
we ask about the best interests of the child, we may reach differing judgements based
on different values people hold (Freeman 1997). Parents and healthcare professionals
may think that ‘normalisation’ is always in the child’s best interests. Listening to disa-
bled children’s views on what they perceive as constituting a good life allows for the
child’s voice to be included in the process of best interests determination.

A failure to ensure that disabled children are informed in the process of healthcare
decision-making and have their say may lead to heightened distress throughout and
after the treatment and the resistance of the child to comply with the requirements in
the processes of recovery and rehabilitation (Alderson 1993; Bricher and Darbyshire
2005). Despite the difficulties associated with monitoring and measuring the out-
comes of participation in healthcare decision-making for children’s well-being, the
studies have been reporting the positive outcomes, such as the children’s feelings of
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being valued when they were listened to by adults, gained confidence, and new skills
acquired (Franklin and Sloper 2009).

International human rights law, in particular the CRC and CRPD, provides
standards for children’s participation in matters that affect them, which include indi-
vidual healthcare decision-making. The CRPD provides added value to the norms
enshrined in CRC, especially in Article 7, as it draws attention to the need to pro-
vide children with disability- and age-appropriate accommodations and supported
decision-making mechanisms when needed. It remains questionable to what extent
these obligations have trickled down into national policies and practice, given the
barriers to participation disabled children still face. Still, the mention of supported
decision-making systems for disabled children in the context of their participation
rights is a very welcome development, especially in the context of the inhibitive
potential of parents and healthcare professionals to children’s participation in health-
care decision-making.

Thinking about supported decision-making for disabled children and young peo-
ple in the context of healthcare and, in particular, impairment-related interventions
leads us to think about the role of voluntary organisations, disabled people’s organisa-
tions (DPOs), peer support or support by other disabled people with experiences of
the same conditions and/or similar medical treatments.

Their role in ‘participation assemblage’ can be particularly significant to inform
deliberation on healthcare choices, boost the confidence of children and young peo-
ple, and help them learn about their conditions and potential risks and benefits of
proposed remedial treatments. Further, the consideration of these actors expands
the ‘participation assemblage’ beyond the three-way relationship between chil-
dren, healthcare professionals, and parents/carers. Assemblage thinking is pertinent
to Deleuzo-Guattarian ‘flat ontology’, wherein participation is produced through
affects between the assemblage components (DeLanda 2019; Feely 2020). To answer
the question of what makes child participation in healthcare decision-making more
or less successful, one needs to think about the components of ‘participation assem-
blage’ and how they come into being. These components may include human and
non-human actors and material and discursive components which all have the pro-
ductive capacity to affect each other. Seeing participation as an ‘assemblage’ leads us
to think about how welcoming and inviting hospital spaces or examination rooms are
for children or how adults’ perceptions of childhood and disability and adults’ ideas
of children’s capacities impede or enable disabled children’s participation. It leads us
to think about the artefacts, such as assistive technologies and audio-visual materials,
that can be deployed to enhance children’s understandings of proposed medical treat-
ments and procedures or even about the healthcare systems and available funding as
structures which may support or constrain children’s participation.

Participation in healthcare decision-making is not an isolated event. It is a product
of components brought into life by an adult’s actions. Instead of asking the question
of whether children have enough capacity and competence to participate, one would
do well by asking the question, “What competences should the adults have to support
disabled children to participate?’

222



Disabled Children’s Participation in Healthcare Decision-Making

Open aACCess resources

Committee on the Rights of the Child. 2007. General comment No. 9 [online|
[Accessed on 22 April 2022] Available from: https://tbinternet.ohchr.org/_lay-
outs/15/treatybodyexternal/Download.aspx?symbolno=CR C%2{C%2{GC%2f
9%2tCorr.1&Lang=en

Committee on the Rights of the Child. 2009. General comment No. 12. [online|
[Accessed on 22 April 2022]. Available from: https://tbinternet.ohchr.org/_lay-
outs/15/treatybodyexternal/Download.aspx?symbolno=CR C%2tC%2fGC%2f
12&Lang=en

Day, L., Percy-Smith, B., Ruxton, S., McKenna, K., Redgrave, K., Ronicle, J.,
Young, T., European Commission, Directorate-General for Justice and Con-
sumers, Ecorys United Kingdom Ltd, University of the West of England, B. and
Child-to-Child Trust, I. of E. 2015. Evaluation of legislation, policy and practice of child
participation in the European Union (EU): Final report. [online]. Luxembourg: Publi-
cations Office. [Accessed on 22 April 2022 Available from: https://op.europa.eu/
en/publication-detail/-/publication/3f3c50b2-6a24-465e-b8d1-74dcac78c42

Hart, R. A. 1992. Children’s participation: From tokenism to citizenship. Florence:
UNICEE International child development centre. [online] [Accessed on 22
April 2022] Available from: https://www.unicef-irc.org/publications/100-chil-
drens-participation-from-tokenism-to-citizenship.html

Lansdown, G. 2005. The evolving capacities of the child. Florence: UNICEE [online|
[Accessed on 22 April 2022] Available from: https://www.unicef-irc.org/
publications/384-the-evolving-capacities-of-the-child.html

Lansdown, G., Berman Bieler, R. and Mitra, G. 2013. TAKE US SERIOUSLY!
engaging children with disabilities in decisions affecting their lives. [online]. [Accessed
on 22 April 2022] Available from: https://sites.unicef.org/disabilities/files/
Take_Us_Seriously.pdf

Youth Advisory Board for the Tyrolean Monitoring Committee. 2020. Keynote
of the Youth Advisory Board for the Tyrolean Monitoring Committee Con-
ference, Child. Right. Medicine. [online| [Accessed on 22 April 2022] Avail-
able  from:  https://www.tirol.gv.at/fileadmin/themen/gesellschaft-soziales/
UN-Konventionen/Jugendbeirat/ Text_Keynote_Youth_Advisory_Board_
September_2020_.pdf

Disclaimer

This chapter has been produced under the Disability Advocacy Research in Europe
(DARE) project that received funding from the European Union’s Horizon 2020
research and innovation programme under the Marie Sktodowska-Curie grant agree-
ment No. 814249. The content of this publication represents the views of the author

223




Rados Keravica

only and is his/her sole responsibility. The European Commission does not accept
any responsibility for use that may be made of the information it contains.

References

Alderson, P. 1993. Children’s consent to surgery. Buckingham: Open University Press.

Alderson, P. 1990. Choosing for children: Parents’ consent to surgery. Oxford: University Press.

Alderson, P. 2001. Research by children. International Journal of Social Research Methodology 4(2),
pp. 139-153.

Alderson, P. 2007. Competent children? Minors’ consent to health care treatment and research.
Social Science & Medicine 65(11), pp. 2272-2283.

Alderson, P. and Montgomery, J. 1996. Health care choices: Making decisions with children. Lon-
don: Institute for Public Policy Research.

Avery, D. 1999. Talking ‘tragedy’: Identity issues in the parental story of disability. In M.
Corker and S. French (eds.), Disability discourse. Disability, Human rights, and society. Buck-
ingham: Open University Press, pp. 116—126.

Beresford, B. A. and Sloper, P. 2003. Chronically ill adolescents’ experiences of communicating
with doctors: A qualitative study. Journal of Adolescent Health 33(3), pp. 172—179.

Brady, L. M. 2020. Introduction: Embedding young people’s participation in healthcare. In
L.-M. Brady (ed.), Embedding young people’s participation in health services—New approaches.
Bristol: Policy Press, pp. 1-27

Bricher, G. and Darbyshire, P. 2005. T know my body, I've lived in it all my life: Therapy,
surgery and remediation experiences of young people with disabilities. Contemporary Nurse
18(1-2), pp. 18-33.

Broderick, A. 2017. Article 7 Children with Disabilities. In V. Della Fina, R. Cera and G.
Palmisano (eds.), The United Nations convention on the rights of persons with disabilities: A com-
mentary. Cham: Springer, pp. 195-212.

Campoy Cervera, I. 2017a. Legal analysis of article 7 of the convention on the rights of persons
with disabilities: Children with disabilities. Age of Human Rights Journal. (9), pp. 116-141.

Campoy Cervera, I. 2017b. Ideas for the construction of a human rights model for children,
with and without disabilities. In C. O’Mahony and G. Quinn (eds.), Disability law and
policy: An analysis of the UN convention. Dublin: Clarus Press, pp. 17-32.

Clark, S. 2018. The (Dis)ability of child rights? Oslo Law Review 5, pp. 42—66.

Committee on the Rights of the Child. 2007. General comment No. 9 on the rights of
children with disabilities. [online] [Accessed on 22 April 2022] Available from: https://
tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CR C%
2fCY2fGC%219%2fCorr.1&Lang=en

Committee on the Rights of the Child. 2009. General comment No. 12 on the right of the
child to be heard. [online| [Accessed on 22 April 2022] Available from: https://tbinternet.
ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CR C%2fC%2fGC
%2f12&Lang=en

Committee on the Rights of the Child. 2016. General comment No. 20 on the implementa-
tion of the rights of the child during adolescence. [online] [Accessed on 22 April 2022]
Available from: https://tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.
aspx?symbolno=CR C%2fC%2fGC%2f20&Lang=en

Convention on the Rights of Persons with Disabilities and Optional Protocol. 2006. [online]
[Accessed on 22 April 2022] Available from: www.un.org/disabilities/documents/conven-
tion/convoptprot-e.pdf.

Convention on the Rights of the Child 1989. [online] [Accessed on 22 April 2022] Available
from: www.ohchr.org/sites/default/files/cre.pdf

Cooper, H. 2013. The oppresive power of normalcy in the lives of disabled children: Deploy-
ing history to denaturalize the notion of the ‘normal child’. In K. Runswick-Cole and T.

224



Disabled Children’s Participation in Healthcare Decision-Making

Curran (eds.), Disabled children’s childhood studies: Critical approaches in a global context. Basing-
stoke: Palgrave Macmillan, pp. 136-151

Coyne, 1. 2006. Consultation with children in hospital: Children, parents’ and nurses’ perspec-
tives. Journal of Clinical Nursing 15(1), pp. 61-71.

Davis and Watson 2000. Disabled children’s rights in every day life: Problematising notions of
competency and promoting self~empowerment. The International Journal of Children’s Rights
8(3), pp. 211-228.

Day, L., Percy-Smith, B., Ruxton, S., McKenna, K., Redgrave, K., Ronicle, J., Young, T.,
European Commission, Directorate-General for Justice and Consumers, Ecorys United
Kingdom Ltd, University of the West of England, B. and Child-to-Child Trust, I. of E.
2015. Evaluation of legislation, policy and practice of child participation in the European
Union (EU): final report. [Online] Luxembourg: Publications Office. [Accessed on 15
November 2021] Available from: http://bookshop.europa.cu/uri?target=EUB:NOTICE
:DS0514101:EN:HTML.

DeLanda, M. 2019. A new philosophy of society: Assemblage theory and social complexity. Blooms-
bury Publishing.

Ehrich, J., Pettoello-Mantovani, M., Lenton, S., Damm, L. and Goldhagen, J. 2015. Participa-
tion of children and young people in their health care: Understanding the potential and
limitations. The_Journal of Pediatrics 167 (3), pp. 783—784.

Feely, M.. 2016. Disability studies after the ontological turn: A return to the material world and
material bodies without a return to essentialism. Disability & Society 31(7), pp. 863—883.
Feely, M. 2020. Assemblage analysis: An experimental new-materialist method for analysing

narrative data. Qualitative Research 20(2), pp. 174-193.

Flynn, E. and Arstein-Kerslake, A. 2014. The support model of legal capacity: Fact, fiction, or
fantasy? Berkeley Journal International Law 32, pp. 124.

Foucault, M. 1979. The history of sexuality. An introduction. London: Allen Lane.

Fox, N. J. and Alldred, P. 2015. New materialist social inquiry: Designs, methods and the
research-assemblage. International Journal of Social Research Methodology 18(4), pp. 399—414.

Franklin, A. and Sloper, P. 2005. Listening and responding? Children’s participation in health
care within England. The International Journal of Children’s Rights 13(1-2), pp. 11-30.

Franklin, A. and Sloper, P. 2009. Supporting the participation of disabled children and young
people in decision-making. Children & Society 23(1), pp. 3—15.

Freeman, M. 1997. The best interests of the child? Is the best interests of the child in the best
interests of children? International Journal of Law, Policy and the Family 11(3), pp. 360—388.

Fundudis, T. 2003. Consent issues in medico-legal procedures: How competent are children to
make their own decisions? Child and Adolescent Mental Health 8(1), pp. 18-22.

Gibson, B. E., King, G., Teachman, G., Mistry, B. and Hamdani, Y. 2017. Assembling activ-
ity/setting participation with disabled young people. Sociology of Health & Illness 39(4), pp.
497-512.

Goodley, D. and Runswick-Cole, K. 2014. Becoming dishuman: Thinking about the human
through dis/ability. Discourse: Studies in the Cultural Politics of Education 37(1), pp. 1-15.

Gregor, W. 2008. The politics of ableism. Development 51(2), pp. 252-258.

Hart, R. A. 1992. Children’s participation: From tokenism to citizenship. Florence: UNICEE Interna-
tional child development centre. [online] [Accessed on 22 April 2022] Available from: www.
unicef-irc.org/publications/100-childrens-participation-from-tokenism-to-citizenship.html

Lansdown, G. 2005. The evolving capacities of the child. Florence: UNICEE [online| [Accessed
on 22 April 2022] Available from: www.unicef-irc.org/publications/384-the-evolving-
capacities-of-the-child.html

Lansdown, G., Bieler, R. B. and Mitra, G. 2013. Take us seriously!. Engaging children with
disabilities in decisions affecting their lives. UNICEE [online] [Accessed on 22 April 2022]
Available from: https://sites.unicef.org/disabilities/files/ Take_Us_Seriously.pdf

Lundy, L. 2007. Voice is not enough: conceptualising Article 12 of the united nations conven-
tion on the rights of the child. British Educational Research _Journal 33(6), pp. 927-942.

225



Rados Keravica

Mclaughlin, J. and Coleman-Fountain, E. 2014. The unfinished body: The medical and social
reshaping of disabled young bodies. Social Science & Medicine 120, pp. 76—84.

McNeilly, P., Macdonald, G. and Kelly, B. 2017. The participation of parents of disabled chil-
dren and young people in health and social care decisions. Child: Care, Health and Develop-
ment 43(6), pp. 839-846.

Oliver, M. and Barnes, C. 2012. The new politics of disablement. London: Macmillan Education,
Palgrave Macmillan.

Parens, E. 2006. Surgically shaping children technology, Ethics, and the pursuit of normality. Baltimore:
Johns Hopkins University Press.

Parsons, C. S., Dedding, C. W. M., Schalkers, I. and Bunders-Aelen, J. G. E 2016. Health
professionals’ perspectives on children’s and young people’s participation in health care: A
qualitative multihospital study. Journal of Clinical Nursing 25(7-8), pp. 1035-1044.

Percy-Smith, B. and Thomas, N. 2010. A handbook of children and young people’s participation:
Perspectives from theory and practice. London : Routledge.

Priestley, M. 1998. Childhood disability and disabled childhoods: Agendas for research. Child-
hood 5(2), pp. 207-223.

Runeson, 1., Enskir, K., Elander, G. and Hermerén, G. 2001. Professionals’ perceptions of
children’s participation in decision making in healthcare. Journal of Clinical Nursing 10(1),
pp- 70-78.

Runswick-Cole, K., Goodley, D. and Lawthom, R. 2018. Resilience in the Lives of disabled
children: A many splendoured thing. In K. Runswick-Cole, T. Curran and K. Liddiard
(eds.), The palgrave handbook of disabled children’s childhood studies. London: Palgrave Macmil-
lan, pp. 425-442

Sandland, R. 2017a. A clash of conventions? Participation, power and the rights of disabled
children. Social Inclusion 5(3), pp. 93—-103.

Sandland, R. 2017b. Lessons for children’s rights from disability rights? In W. Vandenhole, E.
Brems and E. Desmet (eds.), Children’s rights law in the global human rights landscape: isolation,
inspiration, integration?. Routledge, pp. 109-128.

Tremain, S. 2005. Foucault and the government of disability. Ann Arbor: University of Michigan
Press.

Turkel, G. 1990. Michel foucault: Law, power, and knowledge. Journal of Law and Society 17(2),
pp. 170-193.

Youth Advisory Board for the Tyrolean Monitoring Committee 2020. Keynote of the youth
advisory board for the tyrolean monitoring committee conference ‘child. right.medicine’.
[Online] [Accessed on 6 December 2021] Available from: www.tirol.gv.at. www.tirol.gv.at/
fileadmin/themen/gesellschaft-soziales/ UN-Konventionen/Jugendbeirat/ Text_Keynote_
Youth_Advisory_Board_September_2020_.pdf.

226



	9780367521530_10.4324_9781003056737-14
	12

