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Children with neurologic conditions benefit from international conventions, and national
treaties, policies and regulations that safeguard their human rights. These regulations also
exist to serve as guidance in the creation of comprehensive systems of care, inclusive
environments, accessible societies and communities that allow these children to thrive and to
achieve the best of their capacities. This narrative review of issues related to human rights and
advocacy in pediatric neurologic disabilities will provide an overview of the human rights
conventions that relate to children with disabilities, and the most current approaches
implicating health care providers in rights promotion for these individuals and their families.
We also suggest venues for professionals to advocate for their patients, and suggest
strategies to consider rights-based approaches as a mean to provide holistic care in a social

neurology framework.
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Introduction

Children with neurologic conditions are children first, and as
such they benefit from international conventions, and national
treaties, policies and regulations that have been developed to
support their optimal development and ultimately safeguard
their human rights. These regulations also exist to serve as
guidance in the creation of comprehensive systems of care,
inclusive environments, accessible societies and communities
that allow these children to thrive and to achieve the best of
their intrinsic capacities.' ” Nevertheless, children with neuro-
logic conditions and their families are often unable to realize
basic rights such as access to adequate health and education,
including having access to information on the rights they are
entitled to. Furthermore, this vulnerable group falls in an
intersectional gap between the rights of children,” the rights of
persons with disabilities,” and the essence of basic human rights
for all.>"

Service providers, including child neurologists and other
health care professionals, are responsible for providing care for
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children with neurologic conditions. However, it is also their
responsibility to foster the notion of rights, and to ascertain that
services and care structures respect and promote these rights,
ultimately contributing to child well-being and community
development. This narrative review of issues related to human
rights and advocacy in pediatric neurologic disabilities will
provide an overview of the rights of children with disabilities,
and the most current approaches implicating health care
providers in rights promotion for these individuals and their
families. We will also suggest venues for professionals to
advocate for their patients, and suggest strategies to consider
rights-based approaches as a mean to provide holistic care in a
social neurology framework.

Human Rights

The UN Office of the High Commissioner for Human Rights
(OHCHR) defines human rights as inherent to all human
beings, regardless of class, nationality, sex, ethnicity, religion, or
any other status. By virtue of being a member of the human race
alone, all human beings are equally entitled to human rights
protections  without ~discrimination.” Human rights are
intended to encourage the core principles of equality, non-
discrimination, participation and inclusion, and establish
normative standards that are (A) universal or available to all in
their application; (B) inalienable, such that they are inherent at
birth and cannot be removed, revoked or taken away; (C)
indivisible with all rights achieving the same equal status of
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importance and necessity, and cannot be ranked hierarchically;
and (D) interdependent and interrelated, with the fulfillment of
one right linked to the realization of other rights.” For example,
the right to health depends on the realization of the right to
access information regarding existing services, treatments, and
support. Similarly, the right to education may depend on the
fulfillment of the right to health, as a child may not be able to
attend school due to an unmanaged chronic illness, or to the
lack of adequate educational supports.

There are several human rights treaties, with the Interna-
tional Bill of Human Rights as their foundation. '’ Collectively,
human treaties and conventions constitute the corpus of
international human rights law. Different treaties have been
established over the years to reflect the particular needs of
different vulnerable populations who experience added bar-
riers in realizing basic human rights, including the following
groups: women, children, racial minorities, migrants, and
individuals with disabilities. These further elaborated conven-
tions do not create “new rights,” but rather reiterate and further
clarify the same basic human rights with further details and
structure' ' to account for the specific needs and context of
these groups.

Signing or ratifying international human rights treaties places
a legal obligation on the signing country (ie, State party) to
respect and refrain from intetfering in the fulfillment of human
rights, to protect citizens from human rights abuses, and to take
positive action or investment to facilitate the fulfillment of rights.
State parties are also bound to submit reports to the UN at
regular intervals, outlining progress and efforts made in
implementing human rights (such as the creation of policies
or legislative efforts), as well as specific measures undertaken to
address current gaps and possible barriers in implementation.

Children’s Rights

Children represent 27% of the world’s population,'” and as
such the conditions that they live in and the systems put in
place to ensure their full development are accorded significant
global importance. This worldwide commitment and interna-
tional support is evidenced by the ratification of the UN
Convention on the Rights of the Child (CRC), which is the
most widely and quickly ratified human rights treaty in history,
with all but one State (ie, the United States of America) ratifying
the Convention. The CRC is comprised of 54 articles, covering
a broad range of fundamental social, cultural, economic, civil
and political rights of children, and is underpinned by the
following 4 guiding principles: nondiscrimination, best inter-
ests of the child, survival and development, and the right to be
heard.

The CRC is a ground breaking instrument of norm-creation,
demonstrating international consensus regarding children as
human beings with entitlements; this represents a radical shift
in orientation of children to being subjects of rights, rather than
mere objects of protection.'” The Convention seeks to achieve a
delicate balance between protection and self-determination,
encouraging both support from adult caregivers and the active
participation of youth.'*' The participation of children in
decision-making in all matters that affect them is emphasized

both as a guiding principle as well as a specific article (ie, Article
12) in the CRC, effectively applying pressure on governments
to effect, implement and enforce domestic legislation that
supports children’s participation.

The CRC can serve as a valuable tool in advocating for
children’s rights and generating greater use of a human rights
paradigm in public policy and advocacy.'” This is evidenced
by a UNICEF study on the CRC and domestic legislation,
which found that 66% of State Parties had incorporated the
CRC into national law with court decisions citing the CRC and
the rights enshrined, and 33% incorporating various aspects of
the Convention into their national constitution.'® However,
the convention alone does not guarantee that rights will be
respected, but rather it requires service providers and civil
society to take action in monitoring, supporting, and advocat-
ing for implementation and maintenance.

The CRC explicitly engages nongovernmental groups and
civil society in reporting on implementation efforts on the
ground, supporting advocacy and the involvement of different
stakeholders in monitoring and promoting the rights of
children.'”” The Convention can also be an important
instrument for health care providers and professionals working
with children at the grassroots level to better understand and
frame their actions under a holistic view of rights-respecting
health services.”"*”

Disability Rights

As one of the latest human rights instruments, the Convention
on the Rights of Persons with Disabilities (CRPD) was adopted
in 2006”" and considers the specific rights experiences of
persons with disabilities.”**> With equality and nondiscrimi-
nation as central directives, it ensures that persons with
disabilities enjoy human rights on an equal basis as other
human beings. As for most human rights conventions, one of
the overarching goals of both the CRPD and the CRC is to create
a “code of implementation” that guides State Parties on how to
enact policies, laws and administrative measures that support
and secure human rights, and conversely how to abolish
discriminatory regulations and practices that violate their
rights.”

The CRPD purposely avoids adopting a rigid delineated
defiition of “disability,” and instead emphasizes that the term
is an “evolving concept” that is a result of an interaction
between the individual’s disability or impairment and the
obstacles encountered in the context in which they live (eg,
physical, social, cultural, and financial barriers) that hinder
their full participation in society and the full enjoyment of their
human rights. As such, the CRPD encourages an approach that
address these environmental barriers in society through
domestic legislation and social change.

As the first human rights convention to involve a range of
grassroots advocacy groups in its drafting, the CRPD is an
important catalyst in social change. The Convention continues
to promote greater awareness of the capabilities of persons with
disabilities, fighting against negative attitudes, prejudices, and
stereotypes that undermine and discriminate against the full
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enjoyment of human rights by this population.”” Similarly to
how the CRC challenged previous assumptions of children as
objects rather than subjects of rights and protections, the
CRPD challenged the prevailing assumption of persons with
disabilities as incapable and dependent agents, requiring an
approach characterized by charity and sympathy.”” Instead,
the CRPD reinforces the notions of individual autonomy,
agency, and advocacy for persons with disabilities.

The CRPD takes intra-group distinctions (eg, age, gender,
and class) into consideration, recognizing the heterogeneity
within the population of persons with disabilities and high-
lighting the intersectional discrimination experienced by
“minorities within minorities,” such as children, women,
indigenous populations. Similarly, the CRC also recognizes
children with disabilities as a population who require special
consideration. Nevertheless, in practice, children with disabil-
ities are often overlooked in the implementation and enactment
of these conventions. As a result, children with disabilities
frequently fall in a gap between services and systems offered for
individuals with disabilities and concurrently those offered for
children.””

Rights and Health Frameworks

The change in the conceptualization of children with disabil-
ities from objects of protection to subjects of rights is paralleled
by a shift from the “medical model of disability” to the “social
model of disability.” The former emphasizes disabilities as a
condition, focusing on the impairments caused by an under-
lying disease, whereas “the social model of disability” empha-
sizes that it is the barriers in society that are in fact disabling, not
the impairments caused by the underlying medical condition
itself. The social model of disability also attests that societal
structures can be adapted to accommodate, or be universally
accessible to, all individuals regardless of impairments. The
social model of disability as a framework also creates the
concrete possibility for health care providers in different fields
to think and act beyond the scope of “healing” or “fixing”
impairments, and to take on the responsibility of creating
universally accessible environments or adapting existing serv-
ices, structures, and communities. ™

Similarly, the Social Determinants of Health framework and
the World Health Organization’s International Classification of
Functioning, Disability and Health (ICF) promote a compre-
hensive understanding of health as a right. Both frameworks
provide perspectives of how environmental conditions, such as
where people live, their socioeconomic status, and the resources
and services offered in that context can effect and determine
their health, disability, or health condition. 132 11 this context,
it is understood that health care providers have the ultimate
responsibility to better understand these social contexts and
factors affecting their patient’s health. Health care providers are
also uniquely positioned to use context-based information to
more accurately develop strategies that directly target existing
societal barriers. For instance, health care providers can under-
stand the socioeconomic condition of their patients, and refer
them to the adequate social supports and benefits they might be

entitled for according to their needs, or create and advocate for
services such as leisure activities, community care, home visits,
and family respite care that can alleviate the deleterious effects of
those social determinants on health outcomes. Ultimately, these
efforts can better promote the health and well-being of their
patients by supporting the reduction of inequalities and
ensuring the consolidation of their human rights.

A Rights-Based Approach to
Health Service Delivery: The
Right to Health

The right to health is indispensable in the realization of other
human rights, and is enshrined in several human rights
instruments, including the Universal Declaration of Human
Rights (UDHR)” and the International Covenant on Eco-
nomic, Social, and Cultural Rights (ICESCR).** As part of the
International Bill of Human Rights, the UDHR’s inclusion of
health as part of the right to an adequate standard of living”” is
a ground breaking achievement, and served as a foundation for
specific elaboration in future human rights conventions. The
Right to Health is its own stipulated right’® in the ICESCR,
recognizing both mental and physical health as essential
components. The ICESCR legally imposes a contractual
obligation on States that have ratified it to promote health
with maximum effort within existing available resources. The
right to health is also recognized in other human rights treaties,
such as the CRC (Article 24) and the CRPD (Article 25), among
others.”” Other declarations and documents such as the UN
Millennium Development Goals (MDGs), and more recently
the Sustainable Development Goals (SDGs) have also empha-
sized the right to health as critical in achieving social and
human development.”*”

The World Health Organization defines “health” as “a state
of complete physical, mental and social well-being, and not
merely the absence of disease or infirmity.”* Promoting
health, and not only curing diseases or addressing “conditions”
is the mandate of every health care practitioner. A rights-based
approach to health includes not only the provision of adequate
care, but also that the underlying determinants of health be
addressed. "™ Essential characteristics of a rights-based
approach to health include: access to quality services (includ-
ing accessibility of built environments where health care is
provided, and to institutions that can promote health such as
community centers and others), high quality of care, universal
access regardless of socioeconomic status or disability, and
accountability in service plrovision.“’+4

State parties are required to ensure that health-related goods,
services, programmes, and facilities are made sufficiently and
publicly available.”” These health goods and services must be
accessible to everyone, including being within safe physical
proximity for all segments of the population. Once more,
particular attention must be given to groups that are subject of
multiple discrimination, such as children, women, indigenous
populations, and those living in rural areas. Additionally, these
services must be made affordable for all including socially



K. Shikako-Thomas and M. Shevell

disadvantaged groups, based on the principle of equity.*® The
right to health also encompasses the right to seek, receive and
impart information on health-related issues.*” All health goods,
services, and facilities must be acceptable, both for being
culturally appropriate ™ and respectful of medical ethics. These
goods and services must be of a certain caliber of quality,
meeting cultural, medical, and scientific standards.

As a fundamental principle of all human rights generally,
nondiscrimination is critical in ensuring that health goods and
services are provided on an equal basis, without distinction or
exclusion based on any grounds, including disability, health
status, or age. This demands specific attention to children, who
are often living under structural and systemic inequalities.*’
Children with disabilities living in low socioeconomic status,
foster care, rural areas, or aboriginal origin, and others may be
at additional risk of discrimination as services and systems
often are not in place.” It is imperative that health standards
are specifically developed for these groups, and that protective
measures are put in place to prevent health-related discrim-
ination and violations of rights. Health care practitioners’,
administrators’, and decision-makers’ attitudes are fundamen-
tal to accomplish the aforementioned obligations of respecting,
protecting, and fulfilling the right to health of children with
neurologic conditions and their families.

All health and rights frameworks point to the factors in the
environment where children live as having a direct influence
on their health. In fact, children with disabilities are at risk for
lower participation and other key developmental and health
outcomes.””” Children living in lower socioeconomic settings
are also at risk for worse health outcomes of different natures,
such as asthma and other chronic conditions.” Other factors
such as caretaker mental health, community violence, and the
surrounding built environment have been associated with a
series of adverse health outcomes.”*”” Additionally, children
with disabilities are particularly at risk for being exposed to
heavy financial constraints on families; ™ caretakers burden,
including high levels of stress and mental health issues;™ and
the inaccessibility of the community and built environment—
all of which are social determinants of health.”'

Monitoring inequalities in health provision to different
subgroups such as those of children with neurologic con-
ditions is a strategy to indicate whether the right to health is
being met, and provide guidance in areas that still need to be
addressed.”” Several health indicators have been set by
established international parameters such as the UN SDGs.
These indicators support improving coverage of health serv-
ices, reducing risk factors in the environment (such as violence
and physical exposures to chemicals and other potential
harmful factors), and improving nutrition and services that
facilitate and promote maternal health and child development,
from early years and thourghout the life span.”’

Research identifying existing barriers toward the enactment
of rights exist, but has been poorly translated into services and
policymaking, and has consequently adversely effected the
lives of children with disabilities and their families.”*°” There is
a critical role to be played by the professionals who serve these
families in the health and education sectors to advocate for, and
give voice to, children who may otherwise fall through the

cracks. However, there is a paucity of information addressing
effective strategies and identifying the potential effect of health
care providers’ advocacy efforts. This information is partic-
ularly scarce for children with neurological conditions. How-
ever, a few aspects related to the care of these populations are
closely connected to rights-based approaches. The links
between existing practices and potential areas of development
in rights-based approaches will be outlined later.

Looking to the Future: Rights-
Based Approaches in Child
Neurology

Life-Span Approach: Start Early, Document
Well, Care Throughout

Evidence supports that early investments in health are related
to long-term sustained improvements in human and social
capital; investment in early interventions for populations of
children at risk can not only influence better development and
health outcomes, but can also contribute to creating a rights-
respecting society with a social structure that continuously
supports positive development.”® The life cost of treating
neurologic conditions across the lifespan is tremendous, but
can potentially be decreased through implementing or
strengthening the use of evidence-based practices, and rights-
based approaches.”” In many communities, diagnosis and
access to appropriate services for children who present with
early developmental delays are not available, violating the right
to health and appropriate care. Early detection, diagnosis, and
referral to proper services is a public health challenge in many
communities around the world.”

Investing in better early beginnings for children with
conditions such as autism spectrum disorders and cerebral
palsy (CP) is one possible direction toward implementing
rights-based approaches. Implementing this requires multi-
level action, including: (1) implementing health policies that
facilitate early screening and early intervention, (2) adopting
systems-wide changes promoting prompt diagnosis and refer-
ral within health care and across systems of care (ie, health,
education, and social services), (3) supporting community
programs favoring cognitive, physical, and social development
at the location where families and children live (ie, leisure,
community engagement, youth participation in civil life, and
decision-making).””

As children grow older, their dynamic ecology requires
constant adaptations and re-assessments of ongoing needs to
guarantee that they are provided equal opportunities in
obtaining adequate care. School-age children may require
integrated health and education systems that can support their
needs, which includes providing adapted equipment, training
education professionals involved in the alignment with health
care and rehabilitation, and making any necessary adaptations
to transportation, after school care, and the school's and
community’s built environment.”””" There is a need for health
care providers to act beyond the clinic and act on changing the
communities where their patients live. Partnering with
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grassroots organizations, providing knowledge and education
about disabilities and engaging in constructive dialogs to create
resources about disabilities with community groups and
community-based services can foster the creation of social
support networks that will contribute to better child develop-
ment, strengthen families, and in consequence solidly support
the right to health.

The UN SDGs also endorse specific health outcomes for
people with disabilities and children, including the crea-
tion of policies that support their specific needs. Collect-
ing disaggregate data on disabilities (by type of disability)
is one of the measures recommended to contribute to the
proper assessment of the current situation of children wih
disabilities and their families, to develop goals and pro-
grammes based on real needs.””’” Health care providers
can inform public health agencies and decision-makers about
the type of data that is most relevant to increase the accuracy of
diagnosis and the creation of targeted interventions. One such
example is the creation of patient registries that can raise the
profile of given conditions such as CP. Population-based
registries can contribute to improved surveillance, facilitate
prevention efforts, foster key discoveries of intrinsic (ie, new
genetic pathways) and extrinsic (ie, social and material depri-
vation) factors related to conditions.”""” Tt can also raise public
awareness about conditions, increasing the visibility of the
needs of these populations, prompting its inclusion in public
health campaigns, and informing service delivery and future
research.’

A rights-based approach to neurologic conditions also
guarantees that children are cared for throughout their life
span. Pediatric societies in different countries support a guided
approach to transition of care from pediatric to adult systems,
and stress the importance of following children with neuro-
logic conditions and other complex care needs through this
key transition period.

Ensuring that rights are respected implies considering
the high prevalence concurrent of mental health issues
and social problems that children with disabilities face as
they grow older, and address matters such as sexuality,
autonomy and self-management in the care of these youth
as they transition to adulthood.”” A comprehensive
approach will also consider access to rights as individuals
with disabilities grow older, including creating and advo-
cating for systems and societies where they can find
employment that meets their vocational and self-care
needs, and living arrangements that account for their
autonomy while caring for complex health care needs.””
It is imperative to also advocate for societies that include
insurance and other tax and financial benefits that are
tailored to individual needs, and are not exclusively based
on dependency from caregivers.”” Health care professio-
nals are often part of teams that decide or support
decisions that influence resources and services allocation
for these clients. These interactions create unique oppor-
tunities to advocate for rights-based approaches and to
generate discussions where the child and the family are
given agency and autonomy to contribute to society and
be fully integrated as equal members in all aspects.

Promoting Participation: Making Children
Actors of Their Own Story

For children with disabilities, the “right to play” (Article 31
under the CRC and Article 30 under the CRPD) is as important
as their right to education and health. Play is essential to live
fulfilling lives and actively participate in their communities.
Nevertheless, children with different neurologic conditions
participate less in their communities than same-age peers
without disabilities.”” The activities they partake in are more
informal, often taking place at home and with their families,
but less in community life and organized social leisure activities
that are crucial for their development.”" The types of activities
children can partake in are restricted in great part due to
barriers in the environment, such as inaccessibility in the built
environment, lack of training among staff involved in different
activities, and unavailability of adequate information for
families.™

A crucial feature of enacting human rights is agency and
active participation in civil life. Children with neurologic
conditions are often limited in their ability to actively partic-
ipate in decision-making that directly affects them, including
processes related to their health care and to citizenship
building. As such, children should be able to express their
views when decisions are being made about their care, in a
balanced patient-centered and family-centered approach.
When transitioning from pediatric to adult services, children
and families should be informed about the service options
available to them, and about policies that exist and may be
relevant for their adult life (such as tax benefits, educational
and vocational training, and housing and social welfare
options).m

Health care providers can play a role in promoting the
participation of children with disabilities by supporting
interventions that promote participation in leisure and in the
community, as well as including questions about their
preferences for activities™ as part of “health check” visits; this
can further be supported by informing children and their
families about existing services and policies that can support
these important endeavors, such as existing leisure activities,
self-advocacy training and citizenship-building activities.”
Health professionals should also be responsible for creating
awareness about disability in the community at large, and
supporting families in understanding the importance of child
autonomy and self-advocacy, whereas empowering families to
also advocate effectively for their children’s rights.

Bringing Children, Families and Community to
the Examination Table: Establishing and
Advocating for the Right Priorities

Different consensus studies have defined some priorities in
health care that align with a rights perspective. Such priorities
include generating awareness about disabilities, integration of
community organizations and educational institutions in a
holistic perspective of health and care, and shared decision-
making among health care providers, children and families for
children with neurologic conditions such as epilepsy™ and
autism spectrum disorders.”’
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Health care providers should encourage and support
families in assuming an active role in making decisions
concerning the diverse aspects of their child’s life. Important
areas to support family and child autonomy includes educa-
tion, rehabilitation and medical treatments, as well as living
arrangements and employment. By supporting a shift from a
medical model, in which service providers are seen as experts,
to a family-centered model with the family playing an integral
role in all steps of decisions and ongoing care, health care
providers can contribute to implementing rights-based
approaches.™

Supporting child self-advocacy and family advocacy may
include increasing awareness of existing community organiza-
tions, and parent support groups that can help families identify
others with similar challenges and obtain the right information
to make informed decisions. Examples exist that support
positive outcomes when decision-making power is given to
families, with the help of caring professionals to identify the
best evidence-based treatments, point to the best options for
care, and consider intervention options that encourage com-
munity participation and active citizenship. In fact, disability
advocacy in this direction is critical to prevent adverse effects of
discrimination, such as the lack of choices in treatment and
care, inadequate school supports, and the frequent lack of
accessibility in the community at large. ™

Countries like Sweden, the UK and Australia have recently
shifted their health care and social support provision systems to
encourage family ownership in decision-making. " These
changes can be crucial in shifting the health care providers’ role
from holding the decision-making power, to being supporters
of families’ decisions, and into a rights-based approach to health
care.”” Research in childhood disability is also gradually shifting
from one that favors researchers’ ownership and control to
giving stakeholders the voice and power to identify the most
important research questions. Through patient and family
engagement strategic programs, health researchers are stimu-
lated to do research with, rather than “on” families and children,
and thus responding to direct family needs.”*” Comparative
effectiveness analysis of treatment options are also being done to
support informed decisions,”” and propels advances in impor-
tant, but often underexplored areas such as research in rare
diseases, transition from pediatric to adult care, behavior
management and mental health promotion strategies.”*"”

Bringing Rights to Practice: Social Justice
Cases

Several cases exist reporting on the violation of human rights
for children with disabilities. In some cases, families or
advocacy groups have taken legal action to guarantee that
rights be respected—hat is, in the absence of rights-based
approaches, litigation has become necessary to guarantee the
protection of children with disabilities. Oftentimes, a false
dichotomy is made between positive and negative rights, with
negative rights merely demanding an absence of interference
with the enjoyment of human rights (such as protection from
discrimination based on disability status) and positive rights
requiring affirmative investment in the promotion and

realization of the rights of individuals with disabilities. This
dichotomy is at the center of discussions on whether courts are
predominately in favor of the more narrow and seemingly less
costly negative-rights based approach in its examination of
health care claims, as was evidenced in the case of Auton v.
British Columbia.'® In this landmark case, a family accused the
state, and won against it for not providing intensive behavior
therapy for the preschool child who had autism. It is important
to note that both positive and negative rights can be subject to
human rights litigation; state parties (and service providers) are
obligated to both put protections in place to ensure human
rights are not infringed upon, as well as invest in programs,
policies, and other initiatives to actively promote the rights of
its citizens and service users.

Examples where rights were challenged include extreme
landmark cases in which families challenged their right to
terminate their severely disabled child’s life (R v. Latimer ot
and cases where families challenged the education system for
not accepting their child with CP into mainstream education,
displacing them to special education without parental consent
(Eaton v. Brant County Board of Education).'”” Other cases
(Eldridge v. British Columbia [A.G.]) concerned deaf parents
who appealed against the government health care system’s
failure to provide medical interpretation services when caring
for their child, a violation that found grounds in the Charter of
Rights and Freedoms.'?” In all of these cases, the common
thread is that families needed to resort to legal action when the
rights of their child were disrespected and no one else was
acknowledging and acting on their claims. Health care
providers could mitigate the need to appeal to legal action
by planning services and care structures that account for these
rights from design to implementation.

The strength of litigation resides on the potential whiplash
effect it can cause, altering societal perceptions on disabilities,
or dramatically changing the provision of care. For instance, in
the IBA case, the perception of the claimants was that IBA
could provide essential benefits for their child to be able to
equally participate in society. The court decision was initially to
not offer such interventions, as “emerging” therapies with
limited evidence was not available for children without
disabilities, therefore not constituting an inequity in terms of
service offer. Nevertheless, the eventual final decision to
provide this intervention has changed the course of interven-
tions for autism in Canada. After one province decided to
provide this service, other families and grassroots groups in
other provinces decided to appeal and direct funds for this
intervention, which became the standard of care in most
provinces. Although important constraints in the allocation of
services ought to be made to accommodate this new inter-
vention, the litigation process caused more research to be done
on the efficacy of this intervention.'**'*”

Conclusion

Many countries have predominately adopted a negative-rights
based approach to the right to health, however, this is in direct
contradiction with obligations under key international human
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rights treaties, such as the UDHR, the ICESCR, the CRPD and
the CRC.'" A rights-based approach to health demands a
holistic method that includes both an affirmative duty to
actively promote as well as protect the rights of individuals,
especially those that are members of particularly disadvantaged
groups, such as children with neurologic conditions. For
service providers, this entails not only the obligation to prohibit
discrimination, but also the positive obligation to guarantee
equality of opportunity in access to health goods and
services.'”” This positive obligation also demands service
providers to act as advocates for their patients, as greater
support in the full realization of the right to health can give rise
to the enjoyment of other rights such as participation, social
integration, employment, autonomy, and independence.'””

A positive rights approach for children with disabilities and
their families may support the creation of health services that
respond to their needs, allocating resources to the most
pressing issues indicated by children and families, valuing
their priorities, and raising awareness about any violated rights
for this population. The health care system as a whole can
greatly contribute to promote accountability in rights promo-
tion by facilitating the creation of spaces for discussion about
resource-allocation according to families’ and child’s needs,
developing health care policies that are informed by social
justice and equality, and preventing the need for litigation.'"”

Health care providers are in a uniquely privilege position to
drive change and promote the rights of populations who have
been historically neglected and denied their rights. Conven-
tions, treaties, policies, and tools exist to support these actions.
A purposeful action toward practicing rights-based approaches
and disseminating information about these, as well as raising
awareness and advocating for the rights of children with
disabilities, working in partnership with their families and
children and youth themselves, can transform neurologic
health care provision to a better, more humane care. Social
justice and better societies can be the expected outcomes of
such effort.
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