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Abstract

Youth with neurologic conditions experience multiple life transitions. The transfer from pediatric to adult health care systems
exemplifies one such complex and multifaceted transition that occurs in parallel with developmental, legal, and social changes that
may influence the roles and responsibilities of youth and their caregivers. As a result, ethical situations, questions, and challenges
may surface in transition care to which pediatric neurologists may be confronted. In this article, we focus on the topic of
autonomy and situations that may arise in transition care in the context of pediatric neurology. Building from a clinical case, we
present the concept of contextualized autonomy to work through the questions that arise in the case and propose ways of

thinking through those challenging situations in transition care.
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Case lllustration

Box 1: A young woman with cerebral palsy and epilepsy fac-
ing autonomy issues at the time of transition [The case study
presented in Box 1 has been developed from an aggregate of
clinical cases and is for educational and reflective purposes
only.]

Liz is a 16-year-old with a diagnosis of cerebral palsy and a
history of co-occurring epilepsy that is currently controlled. Liz
presents with a mild to moderate intellectual disability, requir-
ing moderate support for self-care and planning daily living
activities. Liz is nonambulatory, though she has learned to use
a motorized wheelchair. She attends a community high school
where a specialized aide provides in-class support, and she
receives physical and occupational therapy to help her with
daily living adaptations and maintaining motor abilities. Liz
has learned to travel between home and school on an adapted
school bus and receives supervision from her parents to man-
age her other travel needs such as making online arrange-
ments for transit on the public, adapted transit system. She
is a bright, cheerful, and creative young person who enjoys
writing stories, connecting with friends on social media, and
has begun to express romantic interest in a classmate who
reciprocates this interest. She lives with her biological parents
and her older sister in a suburban setting near a large, Cana-
dian metropolitan city.

During her annual visit to the neurologist, transitional care
was discussed. Liz’s parents had many questions about the
continuity of neurologic follow-up and medications and were
provided with answers by the neurologist who warned that it
would likely be difficult to receive the same type of support in
the adult system. When Liz spoke about her future academic
plans, she told the neurologist that she hopes to attend a crea-
tive writing program she had learned about that was being
offered at a local university. She then began to mention that
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she would like to live on campus but quickly stopped as she
could see that her parents were uneasy and disconcerted about
upcoming changes to health care provision in the adult sector.

How can the neurologist engage Liz in discussions about her
health, safety, and independence? Is the fact the she is not
actively participating or even leading the conversations a sign
that she is not interested in managing her own care or prepared
to do so? Should the neurologist prepare her for autonomous
decision making, and if so how? In the event that Liz experi-
ences difficulties (barriers) in communicating and expressing
her wishes and preferences (eg, familial, psychological, social),
how should the neurologist advocate for her?

Introduction

Advances in neuroscience as well as in medical and surgical
care have led to the increased likelihood that youth with
childhood-onset neurologic conditions survive and thrive into
adulthood.! Youth like Liz, who are survivors® of complex
medical conditions, live with an array of associated and some-
times overlapping neurologic diagnoses and neurodisabilities
that will require long-term follow-up and support across differ-
ent spheres of development and activities of daily living.?
Simultaneously, youth like Liz will also have hopes and aspira-
tions for their future lives, alongside changes and challenges
associated with their health condition.* Similarly, parents and
caregivers, like Liz’s parents, experience the joys of parent-
hood along with worries about their child’s health condition as
well as concerns about locating appropriate supports, making
efforts to ensure that their child is provided equal life opportu-
nities for participation and happiness.® Pediatric neurologists,
over the course of their encounters with children and families,
including during transition planning have to address the various
biological, medical, developmental, and social transitions of
these youth, thereby being exposed to the multiple experiences
and needs that touch the lives of their young patients and their
families over time."’

Pediatric to adult health care transitions in the context of
neurology are multifaceted and complex. They involve the
collaboration and involvement of many actors and institu-
tions, with different professionals assuming leadership for the
smooth trajectory. Within pediatric health care transitional
care services more generally, and within transition care ser-
vices in pediatric neurology more specifically, multiple situa-
tions may evoke ethically problematic situations occurring in
parallel with developmental, legal, and social changes, influ-
encing the roles and responsibilities of youth,® their care-
givers,' as well as pediatric neurologists.'” As a result,
smooth and uninterrupted transitional care requires
“interdisciplinary collaboration...and positive interaction
of 2 or more health professionals who bring their unique skills
and knowledge to assist patients/clients and families with
their health decisions.”"!

In this article on ethical aspects of health care transition, we
define youth as people aged 15-24 years, aligned with the
categories used by the World Health Organization.'? We focus

on the value and ethical principle of autonomy and the role of
the pediatric neurologist, as an integral member of an interdis-
ciplinary transition support team. An important goal of most
health care transition programs is the development of auton-
omy and independence of youth to promote transition readi-
ness, to support youth to gradually manage their own health
care needs and to advocate for themselves in the adult health
care system.'> Although autonomy may be a valued goal, the
literature suggests that this goal may not be equally valued by
all actors in the same way.'*' Indeed, functional and social
complexity that might accompany conditions like cerebral
palsy may influence the quality of youths’ transitions, includ-
ing their ability to become autonomous and independent in the
traditional sense.>"'® In this article, we take into account that
individuals vary in their autonomy preferences (irrespective
of their level of functioning)'>'” and that, based on recent
clinical guidelines,” '3 the pediatric neurologist, as a spe-
cialized member of an interdisciplinary transition team, has
an important role to play in advocating for, facilitating, and
supporting youth autonomy for youth with neurologic condi-
tions. In our case analysis, we assume Liz to be a youth in the
process of developing into an autonomous adult and propose
our framework in support of her “anticipatory autonomy
rights” (ie, rights that she will come to have as she grows
up).?! In our exploration of the value and ethical principle
of autonomy in the context of health care transition of youth
with neurologic conditions, we draw guidance from pragmatic
ethics, to offer an account of autonomy as a composite ability
that can be strengthened and reinforced.”** In this way, we
suggest an empowering role of the pediatric neurologist as
advocate for supporting the emerging and contextual auton-
omy of youth like Liz.

Autonomy and Healthcare Transitions

Autonomy, as an ethical principle in the context of health care
is a highly valued principle for human life and for ethics.'” In
health care and social service settings, autonomy designates the
ability to make informed and free decisions®>*® Respect for
autonomy, a foundational principle in biomedical ethics,* is
built on the positive valuation of an ability and related experi-
ences, consistent with modern psychological literature.” How-
ever, structural and contextual factors may impact the
development and exercise of autonomy for youth with chronic
health conditions such as philosophical or cultural differences
in health care delivery between pediatric and adult health care
delivery models.' Paternalistic models of care may also hinder
the promotion of self-determination, creating dependencies
among young neurology patients’® who may feel unprepared
to move to the adult health care system where limited family
involvement and patient autonomy in decision making are the
norm. Changes to legal status may also create opportunities as
well as tensions as youth will have the opportunity and the right
to participate in their care decisions>? in a manner that may
not align with the wishes of their parents, who made those
decisions on their behalf.
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Understanding or unpacking the concept of “autonomy” to
work with youth with neurologic conditions, like Liz, requires a
holistic approach that pulls from rich accounts of people’s lived
experiences as well as the philosophical scholarship. Philoso-
phical pragmatism offers an expanded and dynamic entryway
into the analysis of autonomy for it draws on multiple sources
of knowledge (eg, psychological theory on autonomy and
human flourishing) and acknowledges the importance of lived
experience in its analysis (R.E., unpublished data).>* From this
perspective, spurious dichotomies and fallacies of false alter-
natives such as “respecting or not respecting autonomy” can be
avoided. Rather, autonomy can be viewed much more broadly,
avoiding the pitfall of considering individuals as static agents
whose existing and/or desired autonomy does not vary in time
and in different contexts. Through the pragmatist lens, auton-
omy is viewed as a dynamic concept where people, such as Liz,
or her parents, or the pediatric neurologist, all have an empow-
ering role to play in the development of Liz’s autonomy.

The pragmatist account of contextualized autonomy recog-
nizes autonomy as a composite “ability” that is experiential
(R.E., unpublished data) and that can be empowered and
enacted by a moral agent, like Liz. Autonomy is described as
contextualized because it is an ability of the agent that is
exercised in interaction with a number of contextual factors.
It is valued because it contributes to positive development,
well-being, and health.?’' A number of component abilities
(eg, voluntariness, self-control; see explanations below) make
up the broader notion of autonomy though there is no hier-
archy among these. Decisions or actions are considered more
or less autonomous from this perspective based on the exer-
cise of certain component abilities. Weakness in these com-
ponent abilities point to areas that can be explored and
supported such that an individual can experience autonomy
and enrich his or her experiences in the world. In a contex-
tualized account of autonomy, agent- and context-related fac-
tors combined lead to a fuller understanding of how autonomy
can be empowered or diminished. For example, examining the
interaction between Liz (the agent) and her social context
(family, school, formal support systems such as the pediatric
neurologist and the interdisciplinary health care transition
team, professionals in physical rehabilitation services, infor-
mal support systems such as peers) can offer fruitful informa-
tion for work with her. Full descriptions of each component
ability presented below and in Table 1 will be presented else-
where (R.E., unpublished data). The discussion below
explains how the model can be interpreted and applied in the
case of Liz in the context of a neurologic encounter in which
the topic of transition is discussed.

In Table 1, we offer an outline of how to work with Liz in an
exploration of her goals using the framework of contextualized
autonomy as a guide for practice.

Ethically problematic situations in transitional care related to
autonomy. In our case example, a number of ethically proble-
matic situations can be encountered. An ethically problematic
situation is a “worrisome stake that needs discussion, attention

and to be answered and surmounted via a concrete response
taking into account specific agents and context involved”'® in
contrast to an ethical issue, which does not necessarily desig-
nate a lived experience in a given context."

The context within which autonomy is exercised makes a
difference to how empowered or, alternately, how diminished
autonomous actions can be. If we consider Liz’s context, we
would explore factors that support or inhibit her ability to learn
and develop skills that will enhance her ability to live indepen-
dently while attending university, while remaining cognizant of
any needed protections. Drawing from this case, the pediatric
neurologist and the broader interdisciplinary team of actors can
play an advocacy role through an awareness that Liz’s auton-
omy needs are important and relevant by providing space and
opportunities for joint or private discussions when they notice
her reticence, and by providing opportunities for Liz to take
ownership of expressing her choices. This requires the sensitive
task of respecting the important relational bonds and interde-
pendence of Liz and her parents,>** and the bonds of trust that
they themselves have built over the years of working with Liz
and her parents. How can the neurologist balance parents’ dis-
comfort and acute need for information as well as their need to
stay involved and informed about Liz’s health care while also
providing Liz the attention and opportunity to express her
needs and questions as an emerging adult?*>>

In the case above, the pediatric neurologist - in collaboration
with team members - with an eye toward enhancing Liz’s
developing sense and need for autonomy, may want to think
about the most profitable way to hold discussions that will
provide space for everyone’s concerns, in the manner that
makes sense. For instance, the neurologist can seek collabora-
tion from members of an interdisciplinary transition team in
order to structure and to provide space for joint family concerns
as well as time for individual meeting with Liz.*? In parents’
presence, the neurologist can signal to Liz that her opinions
matter by speaking directly to her and inquiring about her
thoughts about future independent living goals. In doing so,
the neurologist would be signaling to Liz that her needs
beyond health care are important and that there is a space
where conversations about those broader needs can happen.
The neurologist can solicit the support of team members, such
as a social worker to guide Liz (and her parents) to prepare for
future independent living, if that is the goal.***” For example,
the neurologist and team can open up dialogic spaces for Liz
to discuss practical needs for accessible housing, self-care,
medical care, and insurance in order to increase her practical
knowledge on what she might need to have in place. In these
discussions, the pediatric neurologist may also want to work
with Liz, her parents, and the broader health care team (eg,
social worker, occupational therapist) to identify the individ-
uals and service provider agencies who have experience with
working with youth with disabilities in the pursuit of indepen-
dent living. Using the contextualized account of autonomy as
a guiding concept and tool, the pediatric neurologist can walk
through issues in this case to address Liz’s autonomy support
needs.
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Table I. Contextualized Autonomy Framework and Guidance for Practice.

Component

Ability Description

Practice Considerations

Guiding Questions

Voluntariness The ability and degree to which an
action or decision emerges from
the individual, and not through
coercion

Set the stage for Liz to think freely about her What does Liz want to be able to do on her
life goals and preferences.

Acknowledge that Liz may have questions
beyond health care that she may want to
discuss freely in private (or in

own at this time and in the future?

What aspects of her life beyond health care
does she want to discuss with the
neurologist?

collaboration with parents)

Follow up with Liz about the meaningfulness
of information and usefulness of
information that she has received and
ensure that the support received is useful

Information ~ The ability and degree to which
individuals have legitimate
information required to take
decisions or action
achieve her goals.
for achieving those goals.
Control The ability and degree to which

individuals experience themselves
as able to take actions toward
desired goals

Explore Liz’s understandings about the
types of goals she seeks to achieve.
Refer Liz to support services and sources Who and what can help her to obtain the
of information to help her to address and

Explore with Liz the factors that could
undermine the ability and degree to
which she controls her life.

Refer Liz to appropriate and desired

Given Liz’s goals, what does she understand
about what she needs to do?

information she requires?

Given Liz’s goals, what types of supports
and services does she already have in
place to help her?

What types of supports and services does
she need to seek?!

Who can she consult and work with to find
this information?

How useful is this information and what
else does she need to explore?

Are there contextual (eg, physical,
interpersonal) factors impeding the
ability and degree to which has a handle
on her own life?

support services to help her gain control Does Liz want complete control over her

over her life.

Deliberation  The ability and degree to which
individuals have thought about the
motivation and reason for a choice

plans.

Authenticity The ability and degree to which
actions reflect the self,
individuality, character, personal
integrity, and coherence

Explore the elaboration of goals and their
implications with Liz.

Explore with Liz the various means and
outcomes she has been thinking about,
including alternatives to her current

decisions or does she prefer to delegate
some decisions to her parents?

What are the kinds of facts and
perspectives that would help Liz mature
in her deliberation about her goals and
the means to reach them?

If ever Liz’s plans feature significant
challenges, has she considered
alternative means of achieving her goals
and aspirations?

Explore the meanings of decided actions for What are Liz’s hopes for herself and how
Liz, and the meaningfulness of these
decisions with who Liz is as a person as
well as who she hopes to become.

Create opportunities to follow up with Liz

do those line up with her articulated
preferences and values?

Why does this goal matter to her and can
she be helped to explain it to others?

about the steps she has undertaken and
how those line up with previous
articulations and/or alternative views
about the meaningfulness of her goals.
In follow-up meetings, explore whether
the proposed actions continue to align
with her goals and preference.

Enactment The ability and degree to which a
decision can be actualized, and in
the event of the contrary, can

result in frustration

with Liz.

Explore realizability of the decided action

Is this goal realizable at this moment?
What is concretely needed to realize this
goal?

Analysis using contextualized account of autonomy

Voluntariness. A first component ability of contextualized
autonomy is voluntariness, referring to the ability and degree
to which an action or decision emerges from the individual, and

not through coercion. Drawing from the case, an acknowledge-
ment that Liz is an emerging adult who has goals that span
beyond health care management may be a good place to start
an exploration of the supports she might need in order to
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nurture her autonomy, even if she appears indifferent. Respect
for autonomy of patients is demonstrated when patients are
informed, engaged in discussions and decisions, and supported
in developing their health care preferences and choices.*®
These actions will signal to the patient that they are invited
and encouraged to take initiative in matters that concern them.
Moreover, these actions will also signal to the patient that their
perspectives matter, that they should be discussed and
embedded in a plan that supports their choices. Therefore, in
these discussions, the neurologist may want to explore what Liz
wants to do on her own in order to help her locate supports in
line with her goals and preferences. Her responses will help the
neurologist understand her preparedness, her current supports,
as well as her desires. This will also allow the neurologist and
team to ally with Liz and her parents and ensure safe progres-
sive transition planning.

Information. Information, another component ability of the
model of contextualized autonomy, refers to the ability and
degree to which individuals have correct, legitimate informa-
tion required to take decisions or actions. Referring to our case,
the neurologist takes an advocacy role to support Liz to explore
resources available for university students with disabilities who
seek independent living options. An unintended consequence
of growing up with a chronic health condition may be the lack
of opportunities youth are offered in order to experience age- or
development-appropriate life choices.?® The pediatric neurolo-
gist [and team], beyond coaching youth to prepare to enter the
adult health care settings, may also take the opportunity to
expand the definition of transitional care beyond health care
management to incorporate personal, holistic life, and existen-
tial questions.*” Pediatric neurologists (as members of interdis-
ciplinary teams), in acknowledging and respecting youths’
choices, values, desires, and decisions’ 41 can offer opportu-
nities to young people to think about, ask about, and articulate
broader lifestyle preferences and choices (eg, independent
living, higher education, employment, leisure, sexuality). In
doing so, they can also seek opportunities to evaluate how
youth, like Liz, may understand what they need to do to pre-
pare for the goal, and to help them seek supports and sources
of information to address those needs as well. The recognition
of the autonomy of these youth as a staged process may
involve discussions with parents about the graduated transfer
of responsibility from parent to youth.”"‘o’42 This imperative
points to the need for sensitivity on the part of the pediatric
neurologist and team to empower both Liz and her parents
through the provision of information and coaching®®**® in a
way that respects youth’s right to self-determination in a con-
text where practice from the perspective of youth’s best
interest***® prevails. This infers the duty of the pediatric
neurologist to be a partner in assisting youth to develop skills
to manage self-care, to self-advocate*®*® about matters that
may influence their health, well-being, and quality of life.

Control. In the conceptualization of contextualized autonomy,
control refers to the ability and degree to which individuals
experience themselves able to take effective actions toward

desired goals. The pediatric neurologist (as members of inter-
disciplinary teams) acting as an advocate to support Liz may
seek out indications of autonomy needs, goals, and prefer-
ences in discussions with her and then examine the obstacles
(both personal and contextual) that can be addressed in order
to support her to achieve her desired goals. For instance, if Liz
appears timid or reticent to discuss her own needs because she
worries about their impact on her parents, strategies can be
used to signal that her needs are important (example: using
active listening techniques to identify concerns and then tak-
ing the opportunity to speak directly to her at the utterance of
a concern or question or encouraging her to ask for what she
needs by providing the space for her to do so). Asking Liz
what she would like to do and what she thinks she needs to
achieve her goals provides her with a signal that she is in
control of decisions about herself.

Deliberation. Deliberation refers to the ability and degree to
which individuals have thought about the motivation and
reason for their choices. The ethical principles of autonomy,
self-determination, and the rights of young people with neuro-
disabilities to articulate preferences and make their goals
known may be challenged within a culture where young people
with neurologic conditions have traditionally been viewed as
less capable to be involved in these decisions. However, young
people can make valuable contributions regarding their health
care and life decisions'*'>>*** and can be assisted to do so
through innovative shared decision-making interventions
geared to elicit and integrate youth values, goals, and concerns
with accurate and age-appropriate information. One way to
accomplish this is by acknowledging that young people have
goals that are meaningful and appropriate. Being poised to ask
Liz about how she imagines her transition to university and
independent living will be and demonstrating sincere curiosity
about what she would like to do to arrive at those goals and
offering supports are ways that will show Liz that her goals are
acknowledged and supported. Such practices serve to preserve,
promote, and ensure dignity and respect for youth’s deliberated
choices*®*? and should be at the forefront of transition care.

Authenticity. Authenticity refers to the ability and degree to
which actions represent individual personal preferences, taking
into account individuality, character, personal integrity, and
coherence to self (R.E., unpublished data). Clinicians working
with Liz can demonstrate awareness and acceptance that Liz
has a vision of herself and has hopes for who she wants to
become in the future. There are different pathways through
which the pediatric neurologist can play an important role that
fosters authenticity.'® Working toward the best interests of the
patient, the pediatric neurologist can enter conversations with
openness, curiosity, and acceptance of her goals through open
and purposeful communication. These exchanges may, in turn,
provide opportunities for Liz to articulate her authentic desires
and choices that can then be articulated to the team by the
pediatric neurologist. Moreover, by eliciting her goals and pre-
ferences and locating supports to build competence in expres-
sing her preferences,”>**° the neurologist will be signaling that
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her hopes for her future matter, thereby demonstrating respect
for her dignity and worth as a person.

Enactment. The component ability of enactment refers to the
ability and degree to which a decision can be actualized, and on
the contrary, can lead to frustration. Exploring the realizability
of Liz’s decisions can be done at the individual level by exam-
ining, for instance, whether Liz, with her current set of skills
and knowledge, can indeed actualize her goals. It can also be
done at the systemic level by monitoring patterns and gaps in
the broader health, social service, and educational systems that
may lead to unfulfilled goals. At the individual level, where
gaps in knowledge or ability are demonstrated, the pediatric
neurologist and team can problem-solve by determining adap-
tations and competencies required in order to perform the tasks
needed to attain her goal and making appropriate referrals. The
pediatric neurologist can also advocate for patients at the sys-
temic level by identifying trends and patterns in their practice
that demonstrate gaps in broader social policies and programs
that have hindered their patients from enacting their goals.

Conclusion

Transition is a complex period for youth and those surrounding
them where ethical aspects of health care surface. In this con-
text, the value and ethical principle of autonomy takes consid-
erable importance because of the growing aspirations of youth
for independence and adulthood. The pediatric neurologist
(and team) has an important role in advocating for, facilitat-
ing, and supporting youth autonomy, and can take on an advo-
cacy role for supporting the autonomy of emerging adult
patients like Liz. We employed a new model of contextua-
lized autonomy to work through a clinical case and suggest
how clinicians can promote the autonomy of their young
patients. We recognize that the ideas put forth are a first
attempt at addressing issues associated with autonomy based
on a more elaborate model of autonomy and that further spe-
cification and validation will need to be undertaken. Hope-
fully, they provide direction and inspiration toward this goal
and opportunities for discussion.
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