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Abstract

Objective: The objective of this article is to broaden the discussion on the factors that consti-

tute adolescent healthcare decisional capacity, ensuring that adolescents are recognized as

capable of refusing treatments or procedures.

Sources: Materials from different sources were analyzed, including articles from reputable data-

bases and documents from government agencies, forming a purposefully selected sample. The

research was conducted in two phases: document selection and reflective analysis, followed by

a report. The discussion was approached from a phenomenological perspective, with reflections

grounded in human rights principles.

Summary of the findings: Healthcare decisional capacity must be sufficiently robust to allow

adolescents to refuse treatments or procedures. It is essential to respect the right of capable

adolescents to refuse treatments and procedures. Protecting the vulnerability of adolescent

patients involves honoring their growing autonomy. Data from field research regarding the

refusal of treatments and procedures in adolescence are scarce, which limits the scope of the

proposed discussion.

Conclusions: It cannot be argued that adolescents should have different abilities to refuse a

treatment or procedure compared to those required to give consent. The importance of these

skills seems to vary between these situations. This difference is justified by the need to consider

potential harm to health, even though it could be argued that damage to health should be part

of the bioethical deliberation surrounding the decision, rather than a factor in the assessment of

decisional capacity.

© 2025 The Author(s). Published by Elsevier Editora Ltda. on behalf of Sociedade Brasileira de

Pediatria. This is an open access article under the CC BY license (http://creativecommons.org/

licenses/by/4.0/).
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1 Introduction

2 Decision-making in clinical contexts is one of the most com-
3 plex aspects of the relationship between healthcare profes-
4 sionals and adolescent patients, involving the expectations
5 and perspectives of all parties. This complexity arises from
6 the wide range of intrinsic and extrinsic factors that influ-
7 ence the patient’s decision-making capacity, as well as con-
8 siderations related to damage to health, potential benefits,
9 and alternatives to the proposed diagnostic or therapeutic

10 approach.1 In this context, healthcare professionals must
11 adopt behaviors that align with the provision of quality care
12 and respect for the patient’s rights. This includes obtaining
13 the patient’s consent for a given proposal and considering
14 their will, preferences, and sense of well-being within the
15 framework of Shared Decision Making.2,3 Clinical decisions
16 during adolescence are particularly significant in this sce-
17 nario especially when the patient exercises their human
18 right to refuse treatments and procedures.4,5

19 From a human rights perspective, adults, children, and
20 adolescents are all entitled to the same fundamental rights,
21 as they share the status of human beings.6 In this context,
22 the right to refuse treatment or procedures, considering the
23 human right to privacy, is universally recognized and has
24 been a central topic in academic discussions since the
25 1980s.7 Concerning children, the entitlement to human
26 rights is grounded in a robust theoretical-normative frame-
27 work, particularly the Convention on the Rights of the Child
28 (CRC), adopted by the United Nations in 1989.8 Article 16
29 explicitly guarantees the right to privacy, prohibiting arbi-
30 trary or unlawful interference in a child’s private life.4,8

31 However, despite this strong normative foundation, the right
32 of children and adolescents to refuse remains underexplored
33 in the specialized literature, particularly in the context of
34 healthcare issues.9,10 The main issues in this area involve
35 balancing the respect for privacy, which includes the right to
36 consent or refuse, with the duty to safeguard health. This
37 balance also entails the involvement of legal guardians and
38 healthcare professionals, alongside the need for evidence-
39 based assessments of healthcare decisional capacity.3,4 In
40 some European countries, including the United Kingdom and
41 Portugal, individuals aged sixteen and over are generally
42 presumed capable of making healthcare decisions.11,12 How-
43 ever, in the United Kingdom, even when an adolescent
44 refuses medical treatment, his or her legal guardians can
45 give consent on his or her behalf. This not only creates a bio-
46 ethical problem regarding the limits of parental authority
47 but also raises concerns about legal uncertainty.10,13,14 In
48 Latin American countries, such as Brazil, the situation is
49 even more complex, requiring legislative advances to guar-
50 antee the right to respect for patients’ private lives. In Bra-
51 zil, the law generally considers individuals under the age of
52 eighteen legally incapable of making autonomous decisions
53 regarding personal matters, including their healthcare.3,15

54 It is clear that, from the perspective of Clinical Bioethics
55 grounded in the theoretical framework of human rights as
56 applied to healthcare, all adults are presumed capable of
57 making decisions regarding their lives, including health-
58 related matters, based on their will and preferences.3 When
59 it comes to adolescents, their decision-making capacity
60 evolves, as acknowledged in Article 5 of the Convention on
61 the Rights of the Child (CRC), which acknowledges their

62evolving capacities.8 This implies that their ability to make
63autonomous health-related decisions may fluctuate through-
64out adolescence. When this capacity is in question, it should
65be assessed based on scientific evidence. In this context, it
66is recognized that the more an adolescent learns, experien-
67ces, and understands, the more the healthcare team and
68legal guardians can shift from guiding, offering reminders
69and advice, and eventually fostering an exchange of knowl-
70edge and opinions on equal terms.16 Along these lines, the
71heightened vulnerability of adolescent patients is also
72acknowledged. Although all individuals are inherently vul-
73nerable, which implies a universal and indiscriminate sus-
74ceptibility to physical or psychological harm, child and
75adolescent patients face heightened vulnerability. This is
76because adolescents have limited resources to prevent
77health damage from occurring or to respond effectively to
78it, compared to adults. These limited resources include, for
79example, a set of factors intrinsic to adolescent develop-
80ment, which have already been analyzed by specialized
81literature.1,6,17,18 Consequently, decision-making in adoles-
82cents should be guided by approaches that acknowledge
83their evolving capacities while providing professional sup-
84port proportional to their vulnerabilities.
85Adolescent healthcare decisional capacity refers to the
86ability of adolescent patients to make health-related deci-
87sions based on their own will and preferences. Its assessment
88is a crucial requirement for obtaining informed consent in
89healthcare and, consequently, for exercising the patient’s
90human rights.3,19 Given that this capacity is intertwined
91with everyday health decisions in adolescents, who present
92unique complexities, this article will not specifically address
93topics such as permanent or temporary sterilization, preg-
94nancy, sexual health and gender-related issues, aesthetic
95procedures and treatments for cosmetic purposes, treat-
96ments for eating disorders, experimental therapies, pallia-
97tive care, or end-of-life care. Furthermore, this theoretical
98article explores decision-making capacity regarding consent
99and refusal, based on the premise that, in comparison to the
100capacity to consent, a more robust capacity should be
101required for an adolescent to refuse a treatment or proce-
102dure, given the potential risks of harm associated with such
103a decision.11 Thus, the idea is supported that the greater
104the risk of damage to health, the greater the level of under-
105standing an adolescent patient must have to make an
106informed decision. Consequently, the primary concern in
107assessing this capacity should be determining whether the
108adolescent is sufficiently capable, at a given time, to either
109consent to or refuse a treatment or procedure.1 Although
110this is a complex issue, the authors have chosen to expand
111the discussion due to the need to ensure that the rights of
112this specific population are not compromised by paternalis-
113tic and outdated healthcare practices. The reflection pro-
114posed in this study addresses the assessment of adolescent
115healthcare decisional capacity when the adolescent exer-
116cises their right to refuse treatments and procedures. It con-
117siders the fact that the greater the potential harm, the
118more robust the skills that constitute decisional capacity
119must be, and therefore, the more precise its evaluation
120should be.6,20�22 The authors use the term 'robust' to signify
121that decision-making skills involved in refusing treatment
122require greater strength and depth, due to the potential
123consequences of such a decision. This demands a more firm
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124 and stable understanding from the patient regarding the
125 implications of their choice.
126 In the context of an adolescent patient’s refusal of treat-
127 ments and procedures, the care team often faces the follow-
128 ing question: Should the adolescent’s refusal be respected?
129 This article proposes a new approach by asking: Does adoles-
130 cent healthcare decisional capacity entail sufficiently

131 robust skills for the adolescent patient’s refusal of treat-

132 ments and procedures to be respected? While many studies
133 discuss and apply fundamental concepts to the decision-
134 making process in terms of the capacity to consent, few
135 address the ability to refuse treatments and procedures.23

136 From this perspective, there is a gap in the specialized liter-
137 ature regarding the bioethical aspects of adolescent health-
138 care, which this article aims to contribute. It seeks to
139 reflect on a topic that has not yet been adequately explored.
140 Therefore, the article’s objective is to contribute to the
141 ongoing discussion of the elements that constitute adoles-
142 cent healthcare decisional capacity, ensuring that the
143 patient’s right to refuse treatments and procedures is effec-
144 tively upheld in clinical practice.

145 Methods

146 This article is the result of a theoretical, documentary
147 study.24,25 It is grounded in the framework of Clinical Bioeth-
148 ics as outlined by Healthcare Bioethics, which is structured
149 on three pillars: Patient-Centered Care, Shared Decision-
150 Making, and Patients’ Rights.26 Additionally, it is based on
151 the bioethical principles established by the CRC and the
152 guidelines on autonomy and decisional capacity proposed by
153 Eler and Albuquerque.19,22 Two key reasons are provided for
154 the selection of the term capacity in this study: (1) Compe-

155 tence is a legal term primarily employed within the judicial
156 system, whereas capacity is more frequently used by health-
157 care professionals. (2) in its specific context, the term com-

158 petence also encompasses an individual’s ability to make
159 decisions on a range of life matters, not limited to health-
160 care-related issues.27,28 Additionally, capacity is more com-
161 monly referenced when discussing decision-making abilities
162 from a human rights perspective, as seen in the General
163 Comments of the Committee on the Rights of Persons with
164 Disabilities.29 This ability is also referred to as health capac-

165 ity or health competence or mental capacity, or mental

166 competence, depending on the legal and bioethical tradi-
167 tions of the country in which the term is used.22 Similarly,
168 although the CRC does not provide an accurate definition of
169 adolescence or adolescence, later documents indirectly
170 address this concept � namely, General Comment No 20,
171 which focuses on the implementation of the rights of the
172 child during adolescence, categorizes this age group as rang-
173 ing from ten to eighteen, thereby defining the age span cov-
174 ered by this article.30

175 To address this topic about this audience, the analysis
176 included a review of books, academic journal articles, and
177 white papers of relevance, particularly those indexed in
178 databases with robust bibliometric metrics. Additionally,
179 the websites of international institutions and their affiliated
180 agencies were checked, along with guidelines provided by
181 reputable governmental and non-governmental organiza-
182 tions in the field of safe healthcare. A theoretical intentional

183sampling was applied to the entire set of documents
184reviewed.24 Saturation in the document search was reached
185when researchers no longer found new insights after multi-
186ple cycles of data collection.31 Documents were selected
187based on four scientific criteria: authenticity, credibility,
188representativeness, and significance.32 The research was
189conducted in two stages, resulting in the preparation of a
190report, which included: document selection and reflective
191thematic analysis.25 The reflective thematic analysis was
192employed to incorporate the researcher’s subjectivity as a
193valuable scientific resource when interpreting concepts and
194phenomena, particularly through the lenses of bioethics and
195human rights.25

196A phenomenological epistemological stance was adopted
197for analyzing the documents and their contents, allowing for
198both objective and subjective interpretations.32 A critical
199perspective was taken, grounded in the understanding that
200bioethical challenges are shaped by diverse sociocultural
201contexts. Consequently, human rights must play a role in
202addressing and resolving these issues.33 Regarding the
203understanding of adolescent healthcare decisional capacity
204specifically, the Human Rights Model framework was chosen
205over the Gillick Competence Theory, originating in the
206United Kingdom, and the Mature Minor Theory, of American
207origin. These models are now considered insufficient for
208application in the healthcare context.34�37 The selection of
209the Human Rights Model was based on its emphasis on a fun-
210damental principle for the authors: ensuring the adoles-
211cent’s right to actively participate in their healthcare.22

212To minimize the impact of potential biases in the studies
213supporting this research and to generate original knowledge,
214information collected from different research methods was
215analyzed. This included both primary data, gathered
216through qualitative and quantitative approaches, and sec-
217ondary data from theoretical research and literature
218reviews. This approach enabled data triangulation, fostering
219the generation of empirical, inductive knowledge and ensur-
220ing that the data discussed were not derived from a single
221scientific perspective.24 Only studies with well-defined
222research practices, aligned with scientific integrity stand-
223ards, were included.38

224Aspects of the assessment of adolescent healthcare
225decisional capacity

226Healthcare decisional capacity involves four essential com-
227ponents of patient skills, widely recognized and collectively
228known as the four-skills model: understanding, apprecia-
229tion, reasoning, and expression of choice.39 In applying this
230model, for an adolescent patient suspected of having an
231undiagnosed heart condition to consent to a diagnostic pro-
232cedure that involves risks, they must understand the pro-
233posed procedure, assess its potential consequences, process
234the information rationally, and, as far as possible, express
235their decision. Assessing these skills is crucial in the context
236of adolescent healthcare, as it provides a necessary founda-
237tion for discussions about their rights, including the right to
238consent to or refuse medical procedures and treatments.6

239However, the four-skills model is not without its criticisms
240and is considered by some to be insufficient, particularly
241when it overlooks factors such as the impact of the individu-
242al’s decision during the capacity assessment, favoring a
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243 more “cognitive” approach to decision-making.40�42 In this
244 area, concerns aligned with the authenticity of decision-
245 making also deserve to be highlighted, even if under the
246 aegis of arguments with which the authors disagree.43 Nev-
247 ertheless, since the pioneering work of Appelbaum and
248 Grisso,39 other studies have gradually contributed to the
249 field, largely in alignment with the framework established
250 by these authors.1,28,44�56

251 Given the above, assessing the decision-making capacity
252 of adolescent patients requires a professional approach that
253 considers multiple factors, extending beyond analyses that
254 focus just on age or cognitive development.1 This perspec-
255 tive acknowledges adolescents as rights-holders, whose will
256 and preferences should not only be heard but also
257 respected, to the extent that they can make informed deci-
258 sions. Additionally, several other points must be clarified in
259 light of scientific evidence:

260 1. All decisions involving adolescent patients must provide
261 them with the opportunity to actively participate, allow-
262 ing them to express their feelings, opinions, concerns,
263 fears, values, and preferences.57 This is not only a matter
264 of their inherent rights but also reflects the interest of
265 adolescent patients in decisions about their health,
266 which range from talking about contraception to discus-
267 sions about end-of-life care in the context of serious
268 illness.23,58,59 When capable of making decisions, the
269 adolescent’s will and preferences must be respected,
270 except in very specific circumstances where damage to
271 health appears to be a theoretical-practical framework
272 that will be discussed below. When unable to make deci-
273 sions, so-called decision-making support mechanisms
274 must be considered to promote their autonomy. Only
275 then should substituted decision-making mechanisms be
276 triggered.3

277 2. Adolescents between the ages of fourteen and fifteen
278 may be capable of making decisions comparable to those
279 of adults, a fact that is not entirely new.60 This means
280 that within this age range, adolescents can make
281 informed decisions about their health care, even in
282 diverse clinical settings.61 This understanding is not con-
283 trary to, but rather a perspective that complements, the
284 maturity gap typical of adolescents, a period in which
285 the cognitive component reaches acceptable levels
286 around the age of sixteen, while psychosocial maturity
287 continues to develop.62 It is important to emphasize that
288 the aim is not to use age as an isolated criterion, but as
289 part of a broader set of determinants, reflecting the
290 understanding that age alone does not justify denying the
291 patient’s right to consent, participate in, or refuse health
292 decisions.
293 3. The assessment of adolescent healthcare decisional
294 capacity, when aligned with patient rights, cannot rely
295 just on cognitive approaches.40�42,63 It is essential to
296 demystify the idea that decision-making capacity is only
297 proportional to the isolated cognitive abilities of the ado-
298 lescent patient.
299 4. The assessment of adolescent healthcare decisional
300 capacity must consider both intrinsic factors (such as
301 age, gender, cognitive and pubertal development, gen-
302 eral and specific medical history, maturity, and life expe-
303 riences) and extrinsic factors (including family support,

304healthcare professional support, and environmental con-
305ditions like culture, housing, and social relationships).1

306This perspective arises from the understanding that ado-
307lescents are not isolated individuals, detached from the
308influences of their surroundings and the people around
309them.7 Furthermore, adolescents make decisions within
310a specific context, and this must be considered when
311assessing their healthcare decisional capacity.

312The specialized literature has focused on developing
313technical tools to assess healthcare decisional capacity, pri-
314marily concentrating on adults.64 When it comes to assessing
315the same capacity in adolescents, most scientific research
316focuses on instruments that facilitate Shared Decision-Mak-
317ing, rather than focusing specifically on assessing decision-
318making capacity.65 An exception to this trend is the MacAr-

319thur Competence Assessment Tool for Treatment (MacCAT-

320T), the most well-known instrument for assessing consent to
321clinical treatment in adults, which has been considered via-
322ble for adaptation to adolescents.66 In this way, the Child-

323ren’s Competence in Decision-Making (CCDM) was
324developed, tested, and validated, a scale designed to mea-
325sure the decision-making capacity in health care of children
326aged eight to twelve years with bronchial asthma and type 1
327diabetes mellitus.67 Similarly, the MaturTest in Spain, a rea-
328soning test focused on moral conflicts among adolescents,
329based on the levels and stages of moral.68,69 Interestingly, in
330a subsequent study, the same team compared the results of
331the instrument with the maturity of patients as subjectively
332assessed by parents and pediatricians but found no correla-
333tion.70 Additionally, it was a study using the Melbourne Deci-

334sion-Making Questionnaire (MDMQ), validated through a
335cross-sectional study (n = 822) involving adolescents aged
336fourteen to eighteen in Colombia.71 They proposed catego-
337rizing adolescent patients based on their decision-making
338styles into four categories: vigilance, hypervigilance, buck-
339passing, and procrastination. To address the issue, the WHO
340published guidelines outlining a four-step approach to assess
341and support adolescents' capacity for autonomous decision-
342making: joint exploration of situations and options, joint
343synthesis of the situation, decision-making point, and fol-
344low-up.16,72 However, it is concerning that the difficulty of
345cross-cultural adaptation and the statistical reliability of the
346psychometric scales used in these instruments are two key
347factors contributing to the scarcity of these important
348tools.41

349The primary goal of these technical instruments is to
350assess whether, at a given moment and in a specific situa-
351tion, the adolescent patient is capable of making decisions
352independently, that is, whether they are capable of exercis-
353ing their right to privacy, which includes the right to make
354decisions. It is important to recognize that the status of
355incapacity should not be assigned to an adolescent who pos-
356sesses decision-making capacity. Therefore, it would also be
357a mistake to assume that adolescents are more capable and
358self-sufficient than they are, necessitating a thorough analy-
359sis of their abilities by healthcare professionals.6 On the
360other hand, an eminently paternalistic stance might argue
361that, due to their vulnerability, adolescents should be pro-
362tected from the risk of harm. However, this perspective
363needs to be very carefully considered.6 In the context of
364Clinical Bioethics grounded in human rights, it has been
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365 emphasized that when adolescents are capable, therefore,
366 if they understand the risks, benefits, and alternatives pre-
367 sented by the care team and can weigh the potential dam-
368 age to their health, they should, as a general rule, have
369 their right to refuse treatments and procedures respected,
370 as will be discussed further below.

371 The adolescent healthcare decisional capacity to
372 refuse treatments and procedures

373 Recent discussions on the refusal of treatments and proce-
374 dures in adolescence encompass a range of theoretical and
375 practical elements, with a particular focus on patient rights
376 protection and empowering adolescents to make their own
377 decisions.73 Respect for the adolescent patient’s right to
378 refuse treatments and procedures is especially prominent in
379 this context due to its connection with the assessment of
380 the patient’s decision-making capacity, as it is essential to
381 determine whether the adolescent is deemed capable of
382 making decisions, including the specific decision to refuse
383 treatment.6 The main focus of the points discussed here is
384 to deepen the conversation about assessing healthcare deci-
385 sional capacity in situations where adolescent patients
386 refuse treatments or procedures. The goal is to argue that
387 this assessment should account for more robust skills as the
388 severity of potential consequences, risks, and uncertainties
389 of the proposed diagnostic or therapeutic interventions
390 increases, taking into consideration the urgency (or lack
391 thereof) of the health decision at hand.11,74�76 This proposi-
392 tion extends a principle regarding consent, rather than
393 refusal, as follows: an adolescent who is capable of consent-
394 ing to a relatively low-risk treatment may not necessarily
395 have the capacity to consent to a more complex treatment
396 involving higher risks or serious consequences.11 In the case
397 of the capable adult, on the contrary, the proportionality of
398 risk and harm are not central to the bioethical deliberation
399 of their decision, which must inevitably be respected.
400 Therefore, the potential risk of damage to health becomes a
401 crucial factor in decision-making when the adolescent exer-
402 cises their right to refuse. However, it is important to
403 emphasize that this factor does not, by itself, serve as a
404 determinant for assessing capacity. Instead, it is a key ele-
405 ment in the bioethical deliberation regarding whether to
406 accept or override their decision, a complex issue beyond
407 the scope of this article.
408 The World Health Organization defines harm to health as
409 any impairment of structure or function of the body and/or
410 any deleterious effect arising there from disease, injury, suf-
411 fering, disability, and death.77,78 Similarly, the General Med-
412 ical Council (GMC), the public body responsible for
413 regulating the medical profession in the United Kingdom,
414 broadens the concept to encompass any potential negative
415 outcome resulting from a healthcare intervention, including
416 side effects or complications, referring to it as "damage to
417 health".11 Both the expressions damage to health and harm

418 to health are used in the literature to refer to the same con-
419 cept. For the present discussion, these terms are considered
420 synonymous and are employed interchangeably to address
421 the terminological issue. The existing research on the rela-
422 tionship between the right to refuse treatments and proce-
423 dures, damage to health, and healthcare decisional capacity
424 among adolescent patients is, generally limited, with some

425findings being relatively old or even outdated. Nonetheless,
426these studies remain significant.
427The bibliographic mapping highlights three key points,
428which will now be emphasized: (1) The adolescent’s deci-
429sion-making capacity regarding the refusal of treatments
430and procedures must be evaluated using rigorous criteria to
431accurately assess their decision-making ability. This should
432involve scientifically validated tests, particularly when the
433decisions carry higher risks.27,35,79 (2) Respecting the right
434of capable adolescent patients to refuse treatment appears
435to be the most consistent approach to honoring their human
436rights. Particularly in situations involving serious risks to
437physical or mental integrity, where potentially irreversible
438damage to health may occur, there is no consensus on the
439extent of judicial, professional, or family intervention in the
440adolescent’s decision. However, damage to health serves as
441a relevant criterion to guide bioethical discussions on the
442matter.11,20,22 (3) It is essential to protect adolescents from
443making decisions that could lead to significant harm, while
444also considering their evolving decision-making capacities.
445This balanced approach aims to prevent holding them
446accountable for responsibilities that exceed their capacity
447while ensuring the respect of their human rights.6,10,80 To
448facilitate the following discussions, the relevant findings are
449organized in Table 1.81�83

450The National Council of Ethics for Life Sciences (CNECV),
451an entity linked to the Portuguese constitutional public
452administration, has shared its position on the informed con-
453sent process for adolescents, offering valuable contribu-
454tions. The council has categorized decisions into two types
455based on the potential harm they may cause: minor acts

456(referring to decisions that do not jeopardize the adoles-
457cent’s life) and major acts (referring to decisions that
458involve risks to the adolescent’s life or integrity or have a
459significant impact on their life).12 Although this categoriza-
460tion is applied to situations where there is disagreement
461between the adolescent’s legal representatives regarding
462parental responsibilities, rather than cases where there is
463doubt about the adolescent healthcare decisional capacity,
464it still underscores the importance of understanding damage
465to health as central to discussions on decision-making in ado-
466lescence. This perspective introduces a framework for eval-
467uating the consequences of damage to health, which
468appears logical when classifying it into two categories: (a)

469life-threatening or with serious health repercussions, and

470(b) non-life-threatening or without significant health conse-

471quences. Thus, it would be reasonable to accept a decision
472made by the adolescent, even if deemed inappropriate from
473the perspective of the healthcare professional, as long as it
474does not result in a risk to the patient’s life or cause serious
475harm to their health. The effort to outline such practical
476guidelines is commendable, especially when considering the
477daily bioethical challenges that healthcare professionals
478must address promptly. However, despite recognizing this,
479the authors believe that it is not feasible to generalize the
480issue in such a manner. The need to establish exceptions to
481this understanding, particularly in situations such as pallia-
482tive care and/or end-of-life scenarios, highlights the limita-
483tions of categorizing refusal of treatments and procedures in
484adolescence in this manner. Therefore, there is a risk that
485such generalization becomes inadequate, as it may fail to
486account for the specificities of each case, whether regarding
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487 the adolescent’s decisional capacity or the decision itself,
488 even if that decision increases the risk of harm, it may, from
489 a holistic perspective, ensure their well-being and quality of
490 life. Thus, it is suggested that the concept of damage to
491 health be addressed only after the assessment of decision-
492 making capacity, which should be conducted on a case-by-
493 case basis, considering the unique circumstances and timing
494 of each situation.56

495 The susceptibility of adolescent patients to refuse treat-
496 ments and procedures exists in certain situations for various
497 reasons, and denying this fact is incompatible with providing
498 safe and effective healthcare. Therefore, contrary to what
499 might initially be argued, this discussion does not advocate
500 for adolescent patients to exercise autonomy they are not
501 capable of, but rather seeks to challenge the notion of pre-
502 sumed incapacity that is upheld by professional practice,
503 paternalism, and forced beneficence. Advocating for a more
504 restricted view of autonomy in adolescence, bioethical liter-
505 ature grounded in Principlism argues that religious beliefs,
506 for instance, may not remain consistent throughout one’s
507 life, thus, such beliefs could not justify a refusal in this age
508 group, given the "state of dynamic identity flux" that makes
509 decision-making capabilities in adolescents more uncer-
510 tain.43 In theory, this situation could lead to damage to
511 health that is too significant to be ignored, thereby

512necessitating a justified limitation of the right to refuse,
513regardless of the patient’s capacity.43 However, analyzing
514the issue from such a categorical perspective presents sev-
515eral challenges. First, it fails to consider the adolescent
516patient’s evolving capacity, and second, the idea of a
517"dynamic state of identity flux" cannot, on its own, justify
518denying the right to refuse, especially when well-estab-
519lished Shared Decision-Making mechanisms exist to support
520the adolescent’s autonomy.3 The refusal of treatments and
521procedures should not be analyzed solely through the lens of
522typical physiological development during adolescence, as
523doing so risks stigmatizing this age group.84 The discussion
524surrounding an adolescent patient’s right to refuse should
525not require decision-making skills that differ from those nec-
526essary for consenting to treatment in this age group. Rather,
527it should emphasize that, alongside these rights, the adoles-
528cent’s ability to understand the potential irreversibility of
529the consequences must be considered, as well as the possi-
530bility of any future regret regarding the decision made.85

531In discussions on this topic, some authors have supported
532a bioethical approach based on moral philosophy, where a
533patient’s ability to refuse treatment or procedures directly
534depends on the severity of the situation requiring that the
535adolescent not only understand the decision at hand but also
536undergoes a subjective validation of its rationality by the

Table 1 Current understanding of the relationship between the right to refuse treatments and procedures, harm to health, and

healthcare decisional capacity in adolescent patients.Q4 X X

References Consideration

Buchanan and Brock78 For the child [and adolescent] to achieve the right to refuse, the capacity must be greater than

the capacity to consent.

Pearce79 A more rigorous assessment should be applied when evaluating a child’s ability to refuse consent

compared to assessing their competence to give consent.

Doyal and Henning80 A competent adolescent has the moral right to decide whether to continue treatment or to

cease it, especially in cases of chronic illness and terminal conditions.

Shaw13 The level of understanding required for an adolescent to make a decision is directly proportional

to the risk-benefit ratio of the proposed treatment.

Stancioli81 Two criteria must be considered before decision-making power is granted to a teenager: pre-

venting the legal system from becoming excessively complex and evaluating the risks associated

with the decision-making process.

Annas20 The right to refuse should prevail in the decision when there is no risk of death or severe harm to

the patient’s health.

Cave35 The more severe the potential outcome, the higher the standard of proof [that assesses deci-

sional capacity]

Michaud et al.27 The adolescent patient’s evolutionary capacity to make decisions is proportional to the com-

plexity of the decision.

Manson82 Consent and refusal have normative power with respect to adolescents, but refusals are limited

by situations where serious harm may occur.

Kling & Kruger83 Medical treatment should only be provided or withheld if the patient has given legal consent or

refusal.

GMC11 The harm to adolescents' rights must be carefully considered when overriding their refusal,

ensuring decisions are made in their best interests.

Eler22 Disregarding the adolescent’s expressed wishes is only possible if the risks associated with their

choice prove to be contrary to their best interests.

Skelton, Forsberg & Black10 It is important to protect adolescents from full responsibility for their decisions, which may

mean that refusals associated with harm to health may not be normatively decisive.

Herring6 Harm must be prevented at all costs by the care team and legal guardians of adolescent

patients.

Source: own authors.
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537 health professional.86�91 This perspective outlines the con-
538 cept of Drane Competence, which is limited by the challenge
539 of determining whether an adolescent is capable of making
540 decisions until they either accept or refuse the proposed
541 care. In other words, it ties capacity to the outcome of the
542 patient’s decision, rather than evaluating the skills they pos-
543 sess before making a choice.85 Additionally, models that
544 treat damage to health as a key determinant in assessing
545 decision-making capacity have faced criticism in the litera-
546 ture, since, in this aspect, the assessment of the decision
547 would be seen from the health professional’s perspective
548 rather than being centered on the patient themselves.85

549 Although open to debate in terms of the role of professionals
550 in determining decisional capacity, this perspective does not
551 diverge when it comes to the necessary skills required to
552 refuse treatment or procedures, in contrast to those needed
553 for consent, as outlined in the previous section of this arti-
554 cle.
555 Although these are specific cases, and therefore limited
556 in terms of scientific generalization, the specialized litera-
557 ture provides valuable reports on adolescent refusals that
558 offer important perspectives. Notably, these include an out-
559 dated discussion about parental autonomy in deciding for
560 capable adolescents and a pioneering account of the adoles-
561 cent’s self-awareness regarding the need for a deeper
562 understanding of their abilities to refuse a treatment or
563 procedure.14,63,84�86,92�95 Given this, it seems reasonable to
564 argue that the authors should aim for a more clearly defined
565 understanding of the skills that constitute an adolescent’s
566 decision-making capacity in healthcare, referred to as
567 robustness in this article, specifically in situations involving
568 the refusal of treatments and procedures, as listed in a spe-
569 cific section. In this case, for the adolescent patient’s will
570 and preferences to be adequately balanced with their pro-
571 tection, the literature lists some conditions, namely: (1) the
572 impacts of the decision must be identified and understood
573 by all involved, (2) the main objective of the professional
574 approach must be to facilitate a broad and voluntary deci-
575 sion and (3) the eventual failure to facilitate a broad and
576 voluntary decision within the relevant timeframe must lead
577 to a decision that coincides with the adolescent’s best

578interests.96 It is crucial that all parties involved in the deci-
579sion-making process fully understand the implications of the
580decisions made by an adolescent, ensuring an informed and
581conscious choice. The professional’s role is to support the
582adolescent in making an autonomous decision, creating an
583environment that respects their right to make choices about
584their own life. In situations where this is not feasible, such
585as in urgent or emergency cases, the professional’s interven-
586tion must ensure a decision is made that prioritizes the ado-
587lescent’s best interests, focusing on their protection and
588well-being.
589It is important to clarify that while the literature often
590supports the need for a standardized step-by-step guideline
591regarding the refusal of treatments and procedures for ado-
592lescents, the authors have deliberately chosen not to pursue
593that approach. While such a guideline may be desirable in
594daily clinical practice, creating a bioethical prescription at
595this stage could oversimplify the complexity of the issue and
596overlook the theoretical and practical gaps that still exist in
597both the literature and scientific studies. This would, in our
598view, be imprudent. However, a path is proposed, based on
599the need to maintain a balance between the right to refuse
600treatments and procedures by adolescents and the right to
601protection of these patients due to their increased vulnera-
602bility, taking into account the right to be heard, not to be
603discriminated against, the principle of best interests and the
604right to adult support to be respected.97 This bioethical
605deliberation, which is not the subject of study in this article,
606is offered as a guiding framework for future discussions, as
607illustrated in Figure 1. Furthermore, other mechanisms
608should be considered in adolescent decision-making to pro-
609mote the autonomy of this patient and can be found in the
610specialized literature.19

611A theoretical model that validates the right to refuse
612treatments and procedures, based on the identification of
613healthcare decisional capacity and considering the damage
614to health, is not without its criticisms.44,97�102 Although
615these criticisms are becoming less frequent, they exist and
616often reflect a paternalistic bias. For instance, it is sug-
617gested that an individual may be deemed capable of refusing
618treatment, but not capable of actually carrying out such a

Figure 1 Proposal for bioethical deliberation upon refusal of diagnostic or therapeutic proposal in adolescent patients in the con-

text of clinical care. Source: Own authors.
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619 refusal when faced with a diagnostic or therapeutic pro-
620 posal.82 This work, in contrast, argues that when an adoles-
621 cent possesses the capacity to make decisions on a given
622 matter at a particular moment in their life, their will and
623 preferences must be respected. However, it is important to
624 emphasize that the decision-making capacity of an adoles-
625 cent in situations involving the refusal of treatments and
626 procedures should be based on more robust skills than those
627 required for consent.

628 Final remarks

629 Discussing healthcare decisional capacity in complex and
630 controversial situations challenges the weight the authors
631 place on patients' human rights, especially the patient’s
632 human right to respect for private life. Determining adoles-
633 cent healthcare decisional capacity in cases where treat-
634 ments or procedures are refused helps reduce the
635 paternalistic imposition of health professionals' perspectives
636 on adolescent patients. In this sense, it cannot be asserted
637 that adolescent patients should be required to have differ-
638 ent skills to refuse a treatment or procedure compared to
639 those needed to provide consent. However, it is important
640 to note that the robustness of these skills seems to differ
641 between situations, being more solid and profound in the
642 case of refusal, considering the potential damage to health
643 arising from the decision. This does not serve as a justifica-
644 tion for limiting the right to refuse treatments and proce-
645 dures, even when the situation is complex and the
646 consequences are difficult to measure. A case-by-case analy-
647 sis, grounded in bioethical principles based on human rights,
648 represents a practice that aligns with the respect for privacy
649 and the promotion of safe and effective healthcare. Despite
650 the theoretical and practical conclusions drawn above,
651 uncertainties remain regarding purely practical aspects in
652 specific clinical situations, making field research highly
653 encouraged.
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