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Abstract

Purpose Adolescence is a period of growing independence and maturity, within the period of legal minority. As parents
or guardians are socially and legally responsible for adolescents’ medical decisions, shared decision-making in adolescent
healthcare could be ethically challenging.

This review aims to identify and map the ethical tensions in shared decision-making in adolescent healthcare.

Methods We systematically searched the literature following the PRISMA guidelines to identify relevant articles, which
were analyzed using the review of reasons methodology Strech and Sofaer (J Med Ethics 38(2):121-6, 2012).

Results We included 38 articles which involved adolescents, healthcare professionals and parents as being the main stake-
holders. Shared decision-making was influenced not only by individual stakeholders’ characteristics, but by tensions between
stakeholder dyads. Most studies supported the involvement of the adolescent in decision-making, depending on their life
experience, decision-making capacity and clinical condition.

Conclusions Shared decision-making in adolescent health is receiving increasing attention. However, questions remain on
what this concept entails, the roles and involvement of stakeholders and its practical implementation.

What is known:

o Although adolescents wish to be involved in health decisions, shared decision-making in adolescents is underexplored

® Adolescent shared decision-making is different from pediatric and adult shared decision-making, and is ethically complex due to the adoles-
cent’s growing autononty

What is new:

o Adolescent SDM involves three-way interactions between the adolescent, healthcare professional and parents

o In adolescent shared decision-making, involving or excluding a stakeholder and sharing or withholding information are ethically value-
laden steps

® Research is needed to further understand the roles of adolescents’ personal value systems, extended or reconstituted families and decision
aids in shared decision-making
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is defined as an approach where Healthcare Professionals
(HCPs) and patients together agree on an evidence-based
treatment plan consistent with the patient’s values and pref-
erences [2, 3]. Grounded on the ethical principles of both
self-determination and relational autonomy, SDM encour-
ages the involvement of family members in decision-making
[4]. As SDM extends beyond the physician—patient dyad, it
should be suited for decision making in adolescents, defined
as persons aged between 10 and 19 years by the World
Health Organization [5-7]. As adolescence is a period of
growing independence within the period of legal minority,
decision-making in adolescent healthcare is often complex
and ethically challenging.

While SDM in adults is based on the principles of
respect for autonomy and beneficence, pediatric deci-
sion-making is based primarily on preventing harm (non-
maleficence) [8]. Adolescence falls developmentally and
chronologically on the border between childhood and
adulthood. Legally, adolescents are minors unless they
are considered emancipated or mature minors; this means
that, as in pediatric SDM, they are dependent on their par-
ents or guardians to executes their preference. Therefore,
SDM in adolescents is unique, and the tensions may not
be captured within the frameworks of pediatric or adult
SDM. While studies show that adolescents desire active
involvement in healthcare decisions, this may not always
happen in practice [6]. While studies show that adoles-
cents desire active involvement in healthcare decisions,
this may not always happen in practice. Currently, in clini-
cal practice, adolescents are often marginalized decision
makers, in spite of evidence suggesting that involving ado-
lescents could improve well-being, knowledge, satisfaction
and treatment adherence [9].

On the contrary, SDM is an established concept in medi-
cal research involving adolescents [10]. For instance, the
MacCAT-CR (MacArthur Competence Assessment Tool for
Clinical Research), a clinical tool to assess research par-
ticipants’ decision-making capacity, has been adapted for
use in children [11]. In a study involving genetic research
on biobank-stored tissues, adolescents were permitted to
give informed consent [12]. These developments show the
feasibility of involving adolescents in SDM, albeit in a dif-
ferent context.

Although there are ongoing discussions regarding the
ethical and legal framework of adult and pediatric SDM
in healthcare, the ethical tensions of SDM in adolescents
remain inadequately explored [13]. In this study we con-
ducted a review of literature on the ethical aspects of SDM
in adolescents. The research question is as follows; “what are
the normative considerations around shared decision-making
in adolescent healthcare”? Through it we aim to identify the
normative arguments, describe notable trends and identify
gaps for future research.
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Methods

A detailed description on the search strategy, article selec-
tion, data extraction and analysis is provided in the supple-
mentary materials (Supplements 1 and 2). 38 publications
were selected out of the initial 18,622 and the Nvivo soft-
ware package [14] was used to code and identify themes
on this topic.

Results
Included articles and overview

38 articles fulfilled the inclusion criteria. These were pub-
lished between 1993 and 2022, with the majority (81%)
being published after 2010. Authors from various disci-
plines contributed to this literature: medicine(47%), bio-
ethics (21%), psychology (10%) nursing (8%), philosophy
(5%), physiotherapy (3%), law (3%), and dentistry (3%). The
articles and their features are listed below in Supplement 3.
Most of the articles are in favor of SDM, with two articles
neutral in position and one against SDM.

To organize the information from our review, we created
a conceptual map shown in Fig. 1. The results are structured
accordingly- firstly, we describe the three main stakehold-
ers and their characteristics, and secondly, we describe the
stakeholder interactions and possible ethical tensions.

Stakeholders and their characteristics
The adolescent

Most studies (28/38) find that adolescents’ decision-making
capacity influences their participation in SDM. Decision-
making capacity (DMC) refers to the ability to comprehend
information, understand the consequences of decisions,
weigh benefits and risks and make a voluntary and informed
choice [15-18]. Unlike maturity, which was conceptualized
either in terms of cognitive development [15, 18]or neu-
ropsychological development [19-21]. DMC is a combi-
nation of intellectual and functional characteristics. Most
articles therefore considered DMC, rather than maturity, as
being important for SDM.

DMC can vary widely between adolescents depending
on their age, [19, 22-27], or on physical or psychological
co-morbidities [15, 28-30]. Further, DMC is not a static
or uniform requirement, but depends also on the decision
[18, 30-32]. For instance, refusing a lifesaving treatment
requires more DMC than consenting to it [17, 31]. Decisions
about fertility preservation while transitioning could also
be beyond the decisional capacity of adolescents [30, 31],
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Fig.1 Conceptual map of

the three main stakeholders,
ethically relevant stakeholder
characteristics (shown in blue
text) and ethical tensions in
their interactions (shown in grey
text)
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as it requires them to “.... consider desires for biological
parenthood during a period in which thinking about family
formation is developmentally non-normative” [31].

Although DMC is considered important, there is lack of
consensus on its exact conceptualization. Some studies cite
empirical literature on adolescents’ cognition, neurophysi-
ological development and psychosocial characteristics to
argue that adolescents’ DMC is either similar or dissimilar
to those of adults [15, 16, 20, 23, 24, 26, 28, 33-35]. Some,
however, argue for a more normative and theoretical concep-
tualization of DMC, as neurophysiological characteristics
alone cannot determine whether an adolescent should make
a decision [28, 36]. Rather, it depends also on the relational
context of the adolescent, and is shaped by their place in
society as a whole [21, 36].

Four studies argue that adolescents’ lived experience
should influence the extent of their involvement in SDM [16,
24,26, 34]. Irrespective of their age, children with chronic or
recurring illness can possess deeper understanding of their
condition, about the consequences of medical decisions, and
about their conceptions of the good [16, 24, 26, 34]. In such
cases, more weight could be given to their views.

Not all medical decisions require the same decisional
capacity [16, 32]. Minor decisions, for instance whether a
wound can be sutured, might lie within the capabilities of
an adolescent, whereas major decisions, such as undergo-
ing heart surgery, might not [16]. For potentially lifesaving
interventions, adolescents are often permitted to consent to,
but seldom allowed to refuse, the treatment [18, 28, 32, 37,
38]. Tucker [38] calls this “asymmetric paternalism”, and
argues that it is justifiable based on safeguarding adoles-
cents’ welfare, while allowing them to exercise their deci-
sion-making to a certain extent.

Parents

Family dynamics
Socio-cultural context

Concerns around disclosure
Safeguarding confidentiality
Promoting best interests

“Major” treatment decisions include not only those that
are potentially life-saving, but also very personal choices
involving sensitive information, such as decisions on repro-
ductive or mental health [16]. Decisions on fertility preser-
vation in transgender adolescents could also be considered
highly personal, as individuals may hold diverse beliefs
about concepts such as genetic relatedness [30, 31].

The healthcare professional

Healthcare professional are ideally placed to encourage
SDM, depending on their knowledge, beliefs and experi-
ence. Professionals who receive guidance on SDM are like-
lier to encourage SDM; however, considering the paucity of
guidelines on SDM, this may not often be the case [16, 21,
26, 39]. Knowledge about adolescents’ conditions and prior
clinical experience could play a role [16, 28, 40]. Especially
in emerging fields such as gender affirming surgery, SDM
could be encouraged or hindered by the clinician’s personal
views [33]. Often, medical decision-making takes place in
constrained and chaotic situation, where the lack of time
and opportunity to establish trustful relationships can hinder
SDM [16, 22]. Additionally, the institutional culture and
attitudes around clinical decision-making could also influ-
ence SDM [28, 40].

The parents

SDM depends on parents' and adolescents' unique fam-
ily dynamics. Whereas the family is often considered one
relational unit [29], this may not be the case when individu-
als are separated geographically, emotionally or legally, all
of which could influence the extent of parental involvement
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and responsibility [20, 23, 29]. Further, parenting styles
could vary widely among families, from being authoritative
to permissive, which could affect children’s involvement in
decisions [16, 18, 25, 31, 35]. Additionally, practical con-
siderations such as finances could also affect the decision,
especially in expensive and complex treatments [18, 30, 39]

SDM can be influenced by the cultural, social and reli-
gious context of the family [16, 40-42]. For instance, par-
ents in Western contexts could be likelier to support their
adolescent child’s developing autonomy, whereas those in
(or influenced by) totalitarian regimes could be more pater-
nalistic [16]. Parents from vulnerable communities or minor-
ity groups could also be less likely to entrust their child’s
medical care to professionals [41].

Stakeholder interactions and ethical tensions
The adolescent-healthcare professional relationship

Especially when adolescents suffer a life-threatening illness or
when the prognosis is bleak, HCPs may hesitate to share this
information with them to prevent emotional pain and hopeless-
ness [20, 22, 24, 43, 44]. However, such efforts to protect the
adolescent, could do more harm than disclosure itself. Cohen,
et al. [20] argues that even for untreatable illnesses, adoles-
cents can grasp and handle the information. When information
is withheld, the adolescent might obtain it from other sources
or guess based on others’ responses [24], which can lead to fear
and isolation and a lack of trust in the physician [22, 24]. [44].

As HCPs provide medical expertise, adolescents con-
tribute expertise in their identities as they have the clearest
picture of their goals [31, 33, 40].

However, depending on the risk—benefit ratio, there could
be limits to which adolescents’ views can be incorporated.
The onus remains on HCPs to determine whether adoles-
cents’ requests will promote their overall good [33, 40, 45].

In some instances, upholding adolescents ¢ autonomous
decision could involve harm to their best interests or their
welfare [16, 18, 22, 24, 28, 30, 31, 37, 38, 43, 46]. This
could be especially morally distressing for HCPs if the ado-
lescent refuses treatment for a life-threatening condition[18,
20, 28, 32, 37, 38, 46].

Although HCPs may not be obliged to accept treatment
refusal from adolescents, they could benefit from exploring
the reasons behind treatment refusal [18, 22, 28, 31, 33, 37].
For instance, an adolescent refusing chemotherapy because
they do not wish to lose their hair could be overlooking other
life-saving benefits [24].

Some studies question whether, in allowing adolescents
to consent to but not refuse lifesaving treatment, their grow-
ing autonomy is being supported [26, 32, 37, 38, 46]. Most,
however, agree that welfare should be the main ethical
consideration.

@ Springer

The parent-healthcare professional relationship

HCPs and parents could disagree on whether and how much
information should be given to adolescents. Parents some-
times act as gatekeepers and disallow HCPs from sharing
information with the adolescent patient, especially when
the prognosis is poor [20, 24, 29]. In this context, disclos-
ing against parents’ wishes harms trust[24, 29]. Rather than
taking these actions, HCPs could engage in dialogue with
parents to encourage disclosure [24, 29].

In most societies, adult patients have a right to confiden-
tiality of medical records and data; HCPs cannot divulge
information except under exceptional circumstances [47,
48]. Whether adolescents are legally entitled to the same
level of confidentiality is determined by the social and
legal context [47, 48]. In many Western contexts, adoles-
cents’ confidentiality is respected if they show a high level
of DMC[25, 35, 48]. This could be especially true for the
domain of sexual health [25, 35, 48]. Some, however, argue
against protecting adolescent confidentiality as the standard
of care, as supportive parents could guide adolescents in
their decision-making [17, 25, 35].

Parents are considered default decision-makers for their
minor children, through the moral authority conferred on
them by society [19, 37, 39, 42, 43, 45]. Howeyver, their right
to decide on children’s behalf is not absolute, but subject
to the “best interest” standard [19, 37, 42, 43, 45]. As the
adolescents are not only members of their family but also of
broader society, decisions that contradict their best interests
could be rejected by HCPs and overruled by the court [19,
37,42,43, 45].

The adolescent-parent relationship

When faced with the choice to share medical information
with their adolescent children, parents may hesitate as they
feel obliged to protect their child from emotional burden.
Studies discuss different reasons for and against disclosure
by parents [16, 20, 24, 29, 41, 44, 49].

On the one hand, arguments for disclosure are based on
research showing that disclosure caused no harm, and con-
sequently led adolescents to active, knowledgeable participa-
tion in SDM [20, 24, 29]. In addition, one author[29] states
that such disclosure should be the norm and should only be
avoided if there is clear evidence of imminent harm to the
patient. Although parents may feel that they are shielding
children from the emotional burden of their medical diag-
nosis, this could paradoxically lead to stress and anxiety in
adolescents [15, 35].

On the other hand, proponents for withholding informa-
tion base their arguments on preventing psychological harm
to adolescents, such as feelings of fear, stress, confusion, or
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stigmatization [16, 20, 24, 36, 41, 44]. Moreover, parents
may not divulge medical information to adolescents based
on religious and cultural reasons, especially when life-threat-
ening illnesses such as cancer are diagnosed [41, 44].

Situations can arise where parents’ and adolescents’
interests conflict. Parents’ deeply held values and beliefs
may differ from those of their children, or adolescents may
hold different visions for their future lives than their parents,
which could affect the medical decision [17, 28, 42, 49].
Parents’ vision of future quality of life may also occasion-
ally exceed those of their child [15, 41]. In more extreme
cases, parents may lack the capacity to make the best deci-
sion for their child as they could be habitually negligent of
their children [17, 47].

Parents’ emotions could also play a role in SDM [29,
34, 36, 43, 50]. The “emotional proximity” of parents to
their child's situation could prevent them from grasping
their best interests [29]. Emotional distress caused by
seeing their child suffer could also prevent parents from
considering their child’s wishes [25, 29, 34, 35]. Despite
the possible differences, the fact remains that adolescents
are in a position of dependence and therefore require the
approval of their guardian, unless they seek emancipation
or are considered mature minors [25, 29, 34, 35, 43, 47,
50]. Moreover, studies have shown that where complex
decisions are involved, adolescents prefer to be guided by
a trusted adult [25, 44].

Parents and other family members should ideally be
“supportive co-pilots” in SDM; however, the possible con-
sequences of the decision could play a role in this process
[15, 16, 22, 27, 28, 40, 50]. Situations involving high stakes,
[18, 28, 30] or adolescents’ chronic illness or disability
could cause parents to be almost exclusive decision-mak-
ers, [28, 41, 43]. SDM could also become strained if they
object to treatment processes considered novel or unconven-
tional, such as gender affirming therapy, based on fear of the
unknown and irreversible consequences for the adolescent,
who could blame their parents in future [33].

In some instances, parents could prioritize the best inter-
ests of the family unit, rather than those of the adolescent
[15, 17, 20, 21, 28, 29, 34, 49]. This could be especially
true in societies where familial autonomy is valued over
individual autonomy [16, 42]. The interests of siblings, par-
ents and other family members, especially in decisions that
causes long-term impacts on the family, could play a part in
SDM [16, 21, 41]. Financial considerations may also shape
parents’ interests, such as whether surgical interventions will
be reimbursed [39].

A few studies discuss how family composition and struc-
ture have an impact on SDM, especially when decisional
authority is not shared equally among parents; this could
lead to ethical challenges from decisional conflicts [17, 23,
30].

Conceptualizing SDM

Nineteen of the thirty-eight included articles did not use
the term “shared decision-making”’; however, they discussed
adolescents’, parents’ and HCPs’ involvement in making
medical decisions. The remaining nineteen articles explicitly
used the term SDM, of which fourteen defined or described
the concept. Most of these define SDM as a collaborative
process involving the three main stakeholders, with varying
levels of emphasis on involving adolescents [19, 27, 28, 30,
33, 40, 43-45, 48]. Others define SDM as a family-centered
decision process, where the entire family’s values and prefer-
ences can be integrated with HCPs’ expertise, with special
attention to adolescents’ views [8, 17, 34].

Furthermore, multiple approaches to SDM have been
described. For instance, Birchley [43] outlines three mod-
els of SDM: the shared rational deliberative joint decision
model (SJDM), the professionally driven best interests com-
promise model (PBCM) and moral SDM. Whereas all stake-
holders are considered equals in order to reach a consensus
in SJDM, PBCM allows the HCP to strategically control
the negotiation to advance adolescents’ best interests [43].
Moral SDM, on the other hand, requires the stakeholders
to compromise some of their individual interests to reach
a shared decision [43]. Lang and Paquette [28] touch upon
an “arbitrative model” of SDM, where the HCP acts as a
mediator between parents and adolescents in case of disa-
greements. Although there could be some common elements
in pediatric SDM such as providing information, deciding
stakeholders’ roles, understanding each stakeholder’s values
and deciding on a treatment option together, SDM in prac-
tice could vary widely among providers [28].

Discussion

Our results map the ethical considerations of this process.
Overall, the results highlight the importance of adolescent
SDM, and of involving the adolescent to an extent appro-
priate to the situation. This is also reflected in empirical
research among healthcare professionals [51-55] and among
adolescents [5, 52, 56-60]. Empirical research among par-
ents show more divergent interests [52, 61, 62]; this could
pose a challenge as in most cases, parents have the moral and
legal responsibility to decide on children’s behalf.

Defining adolescent SDM

In this review, some studies defined SDM as a collabora-
tive process involving the three main stakeholders; however,
a few emphasized the inclusion of the family as a whole,
and integrating their values. Although these definitions are
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not mutually exclusive, they focus on different aspects. The
varying definitions of pediatric SDM is also acknowledged
in literature [63—65]. The American Academy of Pediatrics
(AAP), for instance, identifies four attributes of pediatric
SDM: involvement of at least two parties, bidirectional
exchange of knowledge, understanding treatment options,
and equal consideration of all parties’ values [63, 66]. Park
and Cho [64] identified four characteristics: involvement of
the three stakeholders, collaborative partnership, making
compromises and the child’s welfare as the ultimate goal.
Others define SDM as an evidence-based process that fosters
collaboration between the three parties in medical decision-
making [67]. The differing definitions could in part be due to
diverse clinical settings, ranging from the outpatient depart-
ment to the ICU, and the wide developmental range and ages
of pediatric patients [63-65].

Although adolescence involves a narrower age range,
we encountered various definitions: 10 to 19 according to
the World Health Organization (WHO) and the European
Academy of Pediatrics (EAP); 11 to 21 as per the AAP;
13 to 18 as per Medline’s indexing system (MeSH) and 11
to 19 according to Embase’s thesaurus [7, 68-70]. From
our experience, we find that this could pose a challenge
to researchers while searching and reviewing literature.
The lack of a generally accepted definition of both con-
cepts (i.e. adolescence and SDM) could potentially impact
research on adolescent SDM, as well as its implementa-
tion, practice and assessment.

Stakeholders’ involvement and characteristics

In this review, the three main stakeholders identified were
adolescents, HCPs and parents. Although this triadic
involvement seems self-evident (except when one party
is severely incapacitated), it may not always be part of
SDM practice. In their systematic review of pediatric SDM
interventions, Wyatt, et al. [6] report that out of 54 inter-
ventions, only three targeted the patient-HCP-parent triad.
A majority of the interventions (34) targeted the parents
alone, 14 targeted a dyad, six targeted the HCP and three
the patient [6]. As the focus is on pediatric patients rather
than adolescents, some interventions excluded patients due
to their age. However, this was not the case in most inter-
ventions, and the authors consider patients’ exclusion their
most remarkable finding [6].

In contrast, parents could sometimes be excluded by
design from SDM. Discussing SDM in adolescents’ con-
traceptive use, Gonzalez, et al. [71] include adolescents
and HCPs as stakeholders with seemingly little discus-
sion on involving parents. In their pilot study on SDM for
smoking cessation in adolescents, Chen, et al. [72] target
adolescents exclusively. Although excluding parents could
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be justifiable, for instance, based on preserving adoles-
cents’ confidentiality, neither article appears to explicitly
motivate this exclusion, implying that the tripartite model
of adolescent SDM cannot be considered a default.

Ethical tensions could also arise from stakeholder
characteristics,. Similar to Boland, et al. [67]’s system-
atic review, we found that HCPs’ knowledge and beliefs,
the clinical environment and lack of time, adolescents’
age, capacity and clinical condition could all impact SDM.
Additional insights from this review include the influence
of family members besides parents and the socio-cultural
context, in line with Alden et al. [73]. Additionally, very
little research addresses the dynamics within reconstituted
families and how this impacts SDM. As more and more
adolescents are living in reconstituted families in Western
societies, SDM in this context needs to be studied further
[74].

Concerning cultural or religious beliefs, the consensus
appears to be that they can be incorporated in SDM when
they do not compromise adolescents’ welfare, or when evi-
dence-based practices cannot unequivocally promote ado-
lescents’ best interests. This may, however, be challenging
in practice. As adolescent patients could consider religious
beliefs important, and as not much guidance exists on how
to incorporate them, it could present an important theme for
future research [75].

Guidance and tools on SDM

Although some studies included in this review outline
approaches [28, 43] or steps [8, 40, 48] for SDM, they
mostly do not focus on its procedural aspects. A growing
phenomenon in the procedural aspect is the development
of decisional aids and tools to promote SDM in clinical
practice. These tools could assume various formats such as
documents, interactive websites or mobile phone apps, and
could target one or more stakeholders. This has already been
explored for transgender care [76]cand inflammatory bowel
disease [77].

Strengths and limitations

Our study employed a comprehensive search of relevant
sources. Nonetheless, none of the included articles included
the context of low and lower-middle income countries,
where nearly 90% of the adolescent worldwide reside [78].
This lack of representation could be due to the language
criteria used, or the scarcity of literature from these regions.
Consequently, the tensions highlighted may not be globally
representative. Finally, as highlighted in the results, only
thirteen of the analyzed articles defined SDM, and the defi-
nitions of both adolescence and SDM varied considerably.



European Journal of Pediatrics (2024) 183:4195-4203

4201

The resulting challenges to searching and retrieving litera-
ture on adolescent SDM may also be reflected in this paper.

Conclusion and future research directions

This review shows that adolescent SDM is made complex
by the interactions and ethical tensions among stakeholders.
As our results show, involving or excluding a stakeholder, or
sharing information, could be value-laden steps, depending
on the clinical and familial context. However, the body of
evidence on adolescent SDM appears to be growing, which
is an encouraging sign. As it is an inherently ethically laden
field, care should be taken to incorporate its ethical aspects
in future research and practice.

Based on the findings of this study, the following areas
could benefit from future research:

— The concept of adolescent SDM and its essential attrib-
utes, as opposed to pediatric and adult SDM

— The involvement of stakeholders and under what condi-
tions exclusion can be justified

— The dynamics of adolescent SDM in reconstituted fami-
lies

— Incorporating adolescents’ or families’ cultural or reli-
gious beliefs within SDM

— The role of decisional aids and tools in SDM

As the position of the adolescent in society evolves,
their roles in health and healthcare may also change.
Much empirical research highlights their willingness to
play active roles in health decisions. Learning to strike the
balance between sidelining adolescents on the one hand
versus burdening them on the other will prove crucial to
promoting SDM.
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