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This paper is a collaborative project by six 
scholars belonging to VOICE, Views On 
Interdisciplinary Childhood Ethics, an inter-
disciplinary group of researchers working 
in the field of childhood ethics. The authors 
consider the recent case of Hamilton Health 
Science Corp v DH and reflect on the story 
at its centre, that of JJ, an 11-year-old girl 
from the Six Nations of Grand River. Each 
author offers their perspective on the lessons 

Cet article est issu de la collaboration en-
tre six chercheurs appartenant à Voix de 
l’enfant: Études interdisciplinaires en 
éthique de l’enfance, un groupe interdisci-
plinaire de chercheurs travaillant dans le 
domaine de l’éthique de l’enfance. Les au-
teurs abordent la récente affaire Hamilton 
Health Science Corp v DH et réfléchissent 
sur l’histoire qui en est au coeur, celle de 
JJ, une fille de 11 ans des Six Nations de 
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that can be drawn from JJ’s story about the 
theory and practice of childhood ethics. The 
initial conflict in JJ’s story that required a 
ruling by the courts gave way to collabora-
tion. Inspired by a process only made pos-
sible through meaningful conversation, this 
paper has been styled as three round-table 
conversations across disciplines. The goal 
of the paper is twofold: to reflect on the sub-
stantive lessons which JJ’s case might teach 
us, and to experiment with interdisciplinary 
conversations themselves. The three themes 
around which this paper is organized are 
the inclusion of childhood voices, the sig-
nificance of identity and belonging, and the 
importance of fostering collaborative dia-
logue based on trust among children, their 
communities, and institutional actors. Each 
of these themes is discussed in the context 
of medical decision making and child pro-
tection law, and their impact on Indigenous 
children and communities. JJ’s story pushes 
us to consider the inherent opportunities and 
difficulties of working across disciplines as 
we examine complex issues at the intersec-
tion of health, law, ethics, and spirituality.

Grand River. Chaque auteur offre son point 
de vue sur les leçons qui peuvent être tirées 
de l’histoire de JJ quant à la théorie et à la 
pratique de l’éthique de l’enfance. Dans 
l’histoire de JJ, le conflit initial qui nécessita 
une décision par les tribunaux a fait place à la 
collaboration. Inspiré par ce processus ren-
du possible par une conversation profond, 
cet article a été conçu sur le modèle de trois 
tables rondes interdisciplinaires. L’objectif 
de l’article est double: d’une part, réfléchir 
sur les leçons substantielles que l’affaire JJ 
peut nous enseigner et, d’autre part, expéri-
menter avec des conversations interdisci-
plinaires. Les trois thèmes autour desquels 
cet article est organisé sont l’inclusion des 
voix de l’enfance, le sens de l’identité et de 
l’appartenance, et l’importance de favoriser 
un dialogue collaboratif fondé sur la con-
fiance entre les enfants, leurs communautés, 
et les acteurs institutionnels. Chacun de ces 
thèmes est abordé dans le contexte de la 
prise de décisions médicales et du droit de la 
protection de l’enfance et de leur impact sur 
les enfants et les communautés autochtones. 
L’histoire de JJ nous pousse à considérer 
les opportunités et les difficultés inhérentes 
aux approches interdisciplinaires lorsque 
nous examinons des problèmes complexes 
à l’intersection de la santé, du droit, de 
l’éthique, et de la spiritualité.
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i. chiLd WeLfare, heaLth care, and LaW: the usuaL story

Telling stories is something that law does all the time. Shared across, 
and often core to, legal traditions, storytelling comprises the visiting and re-
visiting of individual and collective narratives.1 A practitioner of law knows 
how to tell the story of a client, to turn that story into a claim or a justifi-
cation, and to translate experience into words, categories, and arguments 
that can be characterized as legal. Stories, like the one retold and explored 
below, are the very stuff of law. 

At the same time, it might be said that law is not very good at telling 
stories. If we want to truly understand a human situation of difficulty or 
disagreement, lawyers’ briefs and published judgments are not the place 
to look. They are necessarily limited and partial, constrained by the frame-
work within which they are shaped and often impermeable to factors that 
are significant to the people whose very lives may be at stake. That does not 
mean that it is futile to look to law for lessons or to hope that lessons learned 
might influence future legal developments. But it does invite us to think 
carefully and critically about the intertwining of real human experience and 
its representation in law.

JJ’s story as a young girl living with serious illness could have been 
turned into a fairly simple narrative, well known to child welfare and pro-
tection law. Based on their knowledge of a disease, medical professionals 
give an 11-year-old child a more than 90% chance of survival if subjected to 
the recommended course of treatment. Consent to treatment is needed, as it 
is for any medical patient. Given the age and maturity of the child, a parent 
can and must give consent before doctors go ahead. The parent refuses. The 
doctors turn to the protocol in place in such cases. In order to try to coordin-
ate the approach taken with the family, the hospital team is mobilized: doc-
tors, nurses, psychologists, social workers, and possibly a clinical ethicist or 
members of the clinical ethics committee. Then, if all else fails, the hospital 

1 On storytelling and knowledge transfer in an Indigenous context, see Thomas 
King, The Truth about Stories: A Native Narrative (Toronto: House of Anansi 
Press, 2003) (“[t]he truth about stories is that that’s all we are” at 2); Marga-
ret Kovach, “Conversational Method in Indigenous Research” (2010) 5:1 First 
Peoples Child & Fam Rev 40. On the connection between King’s A Native 
Narrative and the ways in which the learning and practice of law rely on sto-
rytelling, see Shauna Van Praagh, “Teaching Law: ‘Historian and Prophet All 
in One’” in Helge Dedek & Shauna Van Praagh, eds, Stateless Law: Evolving 
Boundaries of a Discipline (Surrey, UK: Ashgate Publishing, 2015) 23 [Van 
Praagh, “Teaching Law”]. 
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and the professionals caring for the child are under a legal duty to report the 
situation to the child protection agency, and the agency intervenes to initi-
ate proceedings for a judge to declare the child a ward of the state for the 
purposes of providing the necessary consent.2 Treatment goes ahead – and 
the child drops out of the law’s sight.

This is how the story of someone like JJ would usually be told, and it is 
a story that seems simple and secure. A closer look reveals points along the 
trajectory at which questions might be asked: questions about the age of the 
child, the predicted chance of recovery, the reasons offered by the parents 
for their refusal. All are the bread and butter of child welfare and protection 
law.3 The answers are not easy, but they are indeed well-rehearsed. Those 
who deal with child protection are always responsible for the interpretation 
of open terms such as “in need of protection” and “best interests.”4 It is 
understood that interference with parental decision making is only justified 
when a child is found to be in need of protection, and that the form and qual-
ity of the intervention must be in the child’s best interests.

Rules and guidelines and judgments, even if they can never capture all 
of the nuances of a family’s narrative, are meant to be reassuring. In the con-
text of child welfare and protection, they are meant to send a clear message 

2 See e.g. Child and Family Services Act, RSO 1990, c C.11, s 72(1)(5) (which 
provides for such a duty to report in the medical context when “[t]he child 
requires medical treatment to cure, prevent or alleviate physical harm or suf-
fering and the child’s parent or the person having charge of the child does not 
provide, or refuses or is unavailable or unable to consent to, the treatment”).

3 For consideration of these factors within child welfare legislation, see e.g. ibid, 
ss 37, 40ff; Youth Protection Act, CQLR 1984, c P-34.1, ss 38–39, 46ff.

4 On child welfare law and the concept of “best interests” in general in Canada, 
see e.g. Bernd Walter, Janine Alison Isenegger & Nicholas Bala, “‘Best Inter-
ests’ in Child Protection Proceedings: Implications and Alternatives” (1994) 12 
Can J Fam L 367; Lynn M Kirwin & Lauren Stringer, Child Protection Law in 
Canada, 2nd ed (Toronto: Carswell, 2010); Nicholas Bala et al, eds, Canadian 
Child Welfare Law: Children, Families and the State, 2nd ed (Toronto: Thomp-
son Educational Publishing, 2004); Edith Deleury & André Cloutier, “The 
Child, the Family and the State: Seeking to Identify the Best Interest of the 
Child” in Margaret E Hughes & E Diane Pask, eds, National Themes in Family 
Law (Toronto: Carswell, 1988) 211. See also Kyllie Cripps, “Indigenous Chil-
dren’s ‘Best Interests’ at the Crossroads: Citizenship Rights, Indigenous Moth-
ers and Child Protection Authorities” (2012) 5:2 Intl J Critical Indigenous Stud-
ies 25 (for a comparative discussion of this concept in the Australian context). 
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with which no one can really disagree: the child must be in the forefront; 
her interests in survival are paramount; if a sick child can be saved, she must 
be. JJ loudly reminded child welfare law, and all of its participants, that the 
story is not so simple for Indigenous children.5 The experiences of Indigen-
ous children and their families with child welfare law are inextricably linked 
to the legacy of residential schools in Canada.6 Indeed, the very first Call to 
Action of the Truth and Reconciliation Commission (TRC) highlights the 
overrepresentation of Indigenous children in care and points to the connec-
tions between the ways in which children are raised and how entire com-
munities and nations flourish.7 Paying attention to JJ’s story is part of a 
serious response to this urgent call.  

ii. chiLd WeLfare, heaLth care, and LaW: JJ’s story 

JJ, an 11-year-old girl from the Six Nations of Grand River, was diag-
nosed with high-risk acute lymphoblastic leukemia in August 2014. Her 
doctors at McMaster Children’s Hospital in Hamilton, Ontario, estimated 
that with a treatment of chemotherapy, JJ had over a 90% chance of being 
cured while, in their words, “[w]ithout chemotherapy, we are not aware of 

5 We use the terms “Aboriginal” and “Indigenous” interchangeably. In the Cana-
dian context, we understand both terms to include the First Nations, Métis, and 
Inuit peoples.

6 See e.g. Marlee Kline, “Child Welfare Law, ‘Best Interests of the Child’ Ideol-
ogy, and First Nations” (1992) 30:2 Osgoode Hall LJ 375 [Kline, “Child Wel-
fare”]; Cindy Blackstock & Nico Trocmé, “Community-Based Child Welfare 
for Aboriginal Children: Supporting Resilience through Structural Change” 
(2005) 24 Soc Pol’y J NZ 12; Marlee Kline, “Complicating the Ideology 
of Motherhood: Child Welfare Law and First Nations Women” (1993) 18:2 
Queen’s LJ 306; Shauna Van Praagh, “Faith, Belonging, and the Protection of 
‘Our’ Children” (1999) 17 Windsor YB Access Just 154 at 157 [Van Praagh, 
“Faith”]; Patricia A Monture, “A Vicious Circle: Child Welfare and the First 
Nations” (1989) 3:1 CJWL 1; Joyce Timpson, “Four Decades of Literature on 
Native Canadian Child Welfare: Changing Themes” (1995) 74:3 Child Welfare 
525; Cindy Blackstock, “Residential Schools: Did They Really Close or Just 
Morph into Child Welfare” (2007) 6:1 Indigenous LJ 71.

7 Truth and Reconciliation Committee of Canada, Honouring the Truth, Recon-
ciling or the Future: Summary of the Final Report of the Truth and Reconcili-
ation Committee of Canada (Ottawa: TRC, 2015) at 185–87 (Call to Action 1) 
[TRC, Summary].
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any survivors of paediatric leukemia.”8 JJ began chemotherapy but, after 
several sessions, her mother withdrew consent to the treatments and decided 
instead to pursue traditional medicine as a means to heal JJ. 

The hospital informed Brant Family and Children’s Services of JJ’s 
situation, characterizing it as medical neglect which put her life at risk, and 
asked them to intervene and ensure that JJ “[get] the medicine that she needs 
to give her the best possible chance at survival.”9 

It is at this point that JJ’s story breaks from the usual narrative. After 
a series of conversations with JJ’s family, the Children’s Lawyer, and rep-
resentatives from the Six Nations, Brant Family and Children’s Services 
informed the hospital that they would not become involved in the case. In 
response, McMaster Children’s Hospital brought an application to have JJ 
declared a child in need of protection and have her ordered to the hospital 
to receive treatment. 

In his judgment delivered in November 2014, Justice Edward found 
that JJ was not a child in need of protection.10 As JJ’s substitute decision 
maker, her mother had a constitutionally-protected Aboriginal right to pur-
sue traditional medicine for her daughter. This right could not “be qualified 
as a right only if it is proven to work by employing the Western medical 
paradigm. To do so would leave open the opportunity to perpetually erode 
Aboriginal rights.”11 

Justice Edward’s ruling received national attention and was considered 
controversial by many commentators.12 Critics were particularly concerned 

8 Hamilton Health Sciences Corp v DH, 2014 ONCJ 603 at para 12, 123 OR (3d) 
11 [Hamilton Health Sciences 2014].

9 Ibid. 

10 Ibid at para 83.

11 Ibid at para 81. 

12 See e.g. Kelly Grant, “Aboriginal Girl Now Receiving Both Chemo and Tra-
ditional Medicine”, The Globe and Mail (24 April 2015), online: <www.the-
globeandmail.com/news/national/case-over-cancer-treatment-for-native-girl-
is-resolved/article24101800/>; Leah McLaren, “Makayla Sault: Whose Rights 
Are Served When a Little Girl Dies?”, The Globe and Mail (21 January 2015), 
online: <www.theglobeandmail.com/life/parenting/whose-rights-are-served-
when-a-little-girl-dies/article22562573/>; Rosie DiManno, “J.J. is Thriving, 
No Thanks to Court’s Belated ‘Clarification’”, Toronto Star (24 April 2015), 
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that the judgment would undermine the standard of making decisions in the 
best interests of the child and endanger the ability of Indigenous children to 
access life-saving health care. 

The heightened attention and visceral reactions this story provoked 
must be understood in the context in which these events took place. While 
JJ’s story is ultimately one of recovery and collaboration, it is paralleled by 
the tragic story of Makayla Sault. Makayla was an 11-year-old New Credit 
First Nations girl who was diagnosed with the same form of cancer as JJ in 
March 2014. Like JJ, she initially underwent chemotherapy at McMaster 
Children’s Hospital, but ultimately opted to pursue traditional medicine and 
other holistic treatments. Although the hospital asked child welfare services 
to investigate, Brant Family and Children’s Services found that Makayla 
was not a child in need of protection, as she was capable of giving – and 
withdrawing – consent to medical decisions. Makayla died in January 2015 
after suffering a stroke.13

In the face of public pressure to appeal the JJ judgment, the Ontario 
Attorney General opted instead to engage in dialogue with Band representa-
tives, the hospital, child protection officials, and the family to find a solu-
tion. These stakeholders collaborated to present a joint submission asking 
the judge to clarify his original ruling. The clarification stipulated that the 
right to use traditional medicine must remain consistent with the principle 
articulating the paramountcy of the best interests of the child. The clarifica-
tion was endorsed by Justice Edward in April 2015.14 He held that empha-
sizing the best interests of the child in this case was in accordance with both 
the mother’s deep commitment to protecting JJ’s best interests and with 
respect for children, a core tenet of Haudenosaunee culture.

While the parties worked together to come to a consensus in law, health 
care providers and the family worked collaboratively to treat JJ’s disease. 
Following the original judgment, JJ’s health team was expanded to include 
a pediatric oncologist recommended by the Attorney General of Ontario and 

online: <www.thestar.com/news/canada/2015/04/24/jj-is-thriving-no-thanks-
to-courts-belated-clarification-dimanno.html>.

13 See Connie Walker, “Makayla Sault, Girl Who Refused Chemo for Leukemia, 
Dies”, CBC News (19 January 2015), online: <www.cbc.ca/news/indigenous/
makayla-sault-girl-who-refused-chemo-for-leukemia-dies-1.2829885>.

14 See Hamilton Health Science Corp v DH, 2015 ONCJ 229, [2015] 2 CNLR 
426 [2015 Clarification].
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a Haudenosaunee chief who practices traditional medicine, invited by the 
family. JJ’s cancer had gone into remission but returned in March 2015. Her 
family decided that chemotherapy, alongside traditional Haudenosaunee 
medicine, would be the next best step in her treatment. In his endorsement, 
Justice Edward recognized that the expansion of the health care team to 
include both Western and traditional expertise brought the best of what both 
have to offer to JJ’s ongoing treatment.15 

In recognizing the work of the many individuals and groups involved 
in this process, in the realms of both law and health, Justice Edward high-
lighted the choice to engage in cooperative and collaborative dialogue. He 
ended on an optimistic note, recognizing that “such an approach bodes well 
for the future.”16 

The resolution to JJ’s story takes place during an important moment 
of recognition and dialogue on the legacy of residential schools in Canada. 
Justice Edward’s clarification coincided with the release of the Final Report 
of the TRC. The judgment and clarification echo the TRC’s Calls to Action, 
which call on all levels of government to redress the legacy of residential 
schools by developing culturally appropriate child welfare services with the 
aim of reducing the number of Aboriginal children in care and, where re-
quested, use Aboriginal healing practices in collaboration with Aboriginal 
healers and Elders.17 Embodied in the spirit of the judgment is a commit-
ment to advance reconciliation and to take seriously the history and experi-
ences of residential schools.18 

JJ’s story takes place within an even broader international context that 
affirms the rights of Indigenous peoples and the rights of children. In May 
2016, Canada fully committed to supporting the United Nations Declara-
tion on the Rights of Indigenous Peoples (UNDRIP), which states that In-
digenous peoples have the right to their traditional medicines and to main-
tain their health practices, including the conservation of their vital medicinal 

15 Ibid at para 5. 

16 Ibid.

17 TRC, Summary, supra note 7 at 187 (Call to Action 1), 210 (Call to Action 22).

18 See Hamilton Health Sciences 2014, supra note 8 at paras 83a–83b, as amend-
ed by 2015 Clarification, supra note 14. See also Law Commission of Canada, 
Restoring Dignity: Responding to Child Abuse in Canadian Institutions (Ot-
tawa: Minister of Public Works and Government Services, 2000); TRC, Sum-
mary, supra note 7.



Learning from JJ: an interdiscipLinary conversation  
about chiLd WeLfare, heaLth care, and LaW

2018 131

plants, animals, and minerals.19 This is an important first step, yet work to 
lessen the distrust sustained for many years between Aboriginal and non-
Aboriginal peoples in Canada must continue. UNDRIP exists alongside the 
United Nations Convention on the Rights of the Child (CRC), to which Can-
ada is also a signatory.20 Within the CRC, article 3 (which gives primacy to 
the best interests of the child), article 4 (which safeguards the protection of 
children’s rights), and article 12 (which affirms respect for the voice of the 
child) provide points of departure from which to explore JJ’s story.21 Little 
research has been undertaken on the interaction between the two documents 
and their application to Indigenous children.22 

Within these national and international contexts, Justice Edward’s in-
itial judgment resulted in a conversation among the people in JJ’s life – her 
family, her community, and her health care team. The judgment and the 
clarification that followed also prompted the conversation in the text below 
– one of many discussions among scholars, experts, and practitioners, all of 
whom have much to learn from JJ.

iii. methodoLogy: a conversation

What follows is presented as a stylized conversation centred on lessons 
to be learned from JJ. It includes scholars belonging to VOICE, Views On 

19 GA Res 61/295, UNGAOR, 61st Sess, Supp No 49, UN Doc A/RES/61/295 
(2007), art 24. See also Indigenous and Northern Affairs Canada, News Re-
lease, “Canada Becomes a Full Supporter of the United Nations Declaration 
on the Rights of Indigenous Peoples” (10 May 2016), online: <www.canada.
ca/en/indigenous-northern-affairs/news/2016/05/canada-becomes-a-full-sup 
porter-of-the-united-nations-declaration-on-the-rights-of-indigenous-peoples.
html>.

20 20 November 1989, 1577 UNTS 3 (entered into force 2 September 1990, ac-
cession by Canada 13 December 1991) [CRC].

21 Ibid, arts 3, 4, 12.

22 For work on children’s rights in the international context, see e.g. Frances 
Olsen, “Children’s Rights: Some Feminist Approaches to the United Nations 
Convention on the Rights of the Child” (1992) 6:1 Intl JL Pol’y & Fam 192; 
Michael Freeman, “Children’s Rights Ten Years after Ratification” in Bob 
Franklin, ed, The New Handbook of Children’s Rights: Comparative Policy 
and Practice (London: Routledge, 2001) 97; John Eekelaar, “The Role of the 
Best Interests Principle in Decisions Affecting Children and Decisions about 
Children” (2015) 23:1 Intl J Child Rts 3. 
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Interdisciplinary Childhood Ethics, an interdisciplinary group of research-
ers working with community partners and stakeholders in the field of child-
hood ethics. The shared goal of VOICE members is to “identify, investigate, 
and develop strategies for addressing ethical concerns relating to young 
people.”23 The recognition of moral experience and agency in the everyday 
lives of young people is a major focus of the VOICE team and JJ’s story 
triggered focused reflection on the complexity of actors and relationships 
relevant to decision making by and for children. Tied to, but not restricted 
by, the field of childhood ethics, this discussion by VOICE scholars aims to 
take seriously the TRC Calls to Action as they pertain to the experiences of 
Indigenous youth within the domains of health care, social work, and law.24 

VOICE researchers were invited to participate in the conversation by 
writing a response to the following questions: 

• In what ways does a focus on Indigenous children challenge and/or 
enrich concepts and practices related to children and decision mak-
ing in the areas/disciplines with which you are familiar?  

• What lessons can be drawn from the ways in which the various 
actors involved in JJ’s case articulated their perspectives, and in 
which the judge listened and made a decision?  

• What implications come in the wake of JJ – for us as scholars, and 
for the practice and theory we work with on a daily basis?  

• Might foundational concepts have to be rethought or developed?  

• What questions need to be asked?  

• What directions for the future are opened up?

In keeping with the unique and innovative nature of the VOICE initia-
tive, the responses have been reorganized around three themes and styled 

23 VOICE: Views On Interdisciplinary Childhood Ethics, “Welcome to VOICE: 
Views On Interdisciplinary Childhood Ethics”, online: <www.mcgill.ca/
voice/>. See also Franco A Carnevale et al, “Interdisciplinary Studies of Child-
hood Ethics: Developing a New Field of Inquiry” (2013) 29:6 Children & Soci-
ety 511; Franco A Carnevale, “Recognizing the Voice of the Child: Developing 
a New Paradigm for Childhood Ethics” (2016) 26 Bioética Complutense 20.

24 See Franco A Carnevale et al, “Advancing Indigenous Pedagogy on Child-
hood: Identifying Priorities for Professional Education”, online: <www.mcgill.
ca/voice/files/voice/indigenouspedagogyonchildhood_final_report_carnevale_
etal_with_prisma.pdf>.
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as three round-table discussions. Rather than simply collecting individual 
reflection pieces, the VOICE team aimed to create a structure which empha-
sizes comparative and collaborative authorship. Equally, instead of attempt-
ing to unify these pieces into one shared and complete analysis which erases 
individual sources of voice and vantage points, we embraced a plurality 
of perspectives. The result is a piece in between and apart from these two 
options, which challenges, enriches, and exemplifies our understanding of 
interdisciplinary exchange and project building.

By the very nature of their work, scholars do not typically write in con-
versation. While they draw inspiration from and respond to the work of 
others, the nature of the written form precludes the opportunity to offer im-
mediate responses and insights and to build organically on one another’s 
ideas. The purpose of this exercise is to impose a creative constraint on the 
conversation to facilitate interaction amongst perspectives grounded in dif-
ferent disciplines.

The goal of the paper is not only to reflect on the substantive lessons 
which JJ’s case might teach us, but also to experiment with interdisciplinary 
conversations themselves. Inherent opportunities and difficulties arise as we 
work across disciplines and examine complex issues at the intersection of 
health, law, ethics, and spirituality. The contributions speak across various 
disciplines – highlighting points of agreement and divergence and illustrat-
ing common themes that occur as we grapple with the issues raised in JJ’s 
case. Significantly, this format also highlights gaps in the conversation – 
points emphasized solely from one perspective where the questions posed 
by one speaker go unanswered by others.

The result is a text which is both comparative and integrative and leaves 
room for the reader to take on a participatory role. The format invites read-
ers to insert their own voices into the conversation at every paragraph. This 
piece is necessarily incomplete in that it leaves readers with some of the 
work to do – to make connections between the different voices, to fill in the 
gaps among disciplines, and ultimately, to draw their own conclusions from 
the discussion. In fact, in order to preserve this space for readers – as well as 
to avoid giving an artificial appearance of completeness to the constructed 
conversations – we intentionally refrained from having the authors provide 
a further round of comments on the constructed conversations. Likewise, 
as part of this approach, the citations in this paper are directed towards key 
sources and voices in the different disciplines, with the objective of offer-
ing the reader guideposts in the literature. Sources referred to are neither 
exhaustive nor intended to be the final authority on these issues. 
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The initial conflict in JJ’s case that required a court ruling gave way to 
collaboration and a return to the court for clarification. Inspired by a pro-
cess only made possible by meaningful conversation, we likewise engage 
in overlapping conversations across disciplines to draw lessons from JJ’s 
story. This case, and others like it, are always multifaceted and transdisci-
plinary; they involve health care, law, and child welfare services, but also 
inescapably questions of ethics, spirituality, and identity. 

The lack of Indigenous voices is an obvious gap in the conversation. 
Of course, there is no single Indigenous voice or perspective; rather there 
are multiple individuals and communities involved in these cases and the 
conversations that accompany them. While none of the participants speaks 
from the location of membership within an Indigenous community, all feel 
a sense of responsibility to engage with JJ’s story and the lessons it offers. 

We were sensitive to the heavy burden on Indigenous scholars that can 
result when their non-Indigenous counterparts desire or demand constant 
Indigenous accompaniment in order to develop their practice and scholar-
ship in ways that integrate enriched understanding and knowledge of In-
digenous perspectives and experience. If Canadian society generally – and 
academia more specifically – is going to respond meaningfully to the TRC 
Calls to Action, conversations such as that presented here need to happen 
everywhere and at every level, even if Indigenous voices are not always 
available to join in. That said, the complex process of reconciliation incor-
porates an open invitation to Indigenous participants in what are necessarily 
partial and open-ended discussions, and we are committed to ongoing and 
crucial listening and interaction as part of that process. 

A necessary part of beginning a conversation is identifying the voice 
of each speaker. Below is a brief introduction to the VOICE scholars tak-
ing part in this conversation, highlighting the backgrounds, approaches, and 
disciplines which inform their perspective. The voice of each participant 
offers an individualized perspective grounded in unique experience and ex-
pertise. For this reason, we have identified the contributions of each scholar 
by their initials. As a result, the following sections resemble a play script, 
reinforcing the idea of an imagined conversation where each voice is spoken 
aloud, in dialogue with one another.

Shauna Van Praagh (SVP) is a legal educator and scholar with a particu-
lar expertise in the areas of children and the law, religion and law, and the 
private law of civil wrongs. Her approach is grounded in legal pluralism, 
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identity-based narrative, and literary sources and style, in order to focus 
on the individual stories at the heart of the law.25

Franco A. Carnevale (FAC) uses a clinical perspective as a pediatric 
health care professional and as a clinical pediatric ethicist. His commentary 
draws on over 30 years of clinical work in pediatrics, as a nurse and as a 
clinical ethicist, as well as on his role as an educator and researcher in pedi-
atric bioethics. 

Jean-Frédéric Ménard (JFM) looks at the JJ case from the dual per-
spectives of a clinical ethicist and a legal scholar with a particular interest 
in pediatric ethics. In this conversation, he acknowledges his perspective as 
that of a white, heterosexual male who grew up as part of a settler society 
with limited exposure to the realities of Aboriginal communities in Canada 
or elsewhere. In the context of his practice as clinical ethicist in a major uni-
versity hospital, he has been confronted with some of the ethical challenges 
of providing culturally sensitive health care to Aboriginal people.   

Victoria Talwar (VT) has over 15 years of experience in the field of 
developmental psychology, with an emphasis on social-cognitive develop-
ment. Her research is informed by the disciplines of psychology, education, 
and law. She examines children’s behaviours that are pertinent to children’s 
adaptive development, child witness testimony, and professionals who work 
with children. JJ’s story, for her, is connected to her research on the sig-
nificance of spirituality and the inner life of the child in pediatric care. Her 
contributions remind scholars in other disciplines about the ongoing work in 
psychology of inquiring into the connections between identity, spirituality, 
and holistic well-being. 

Marjorie Montreuil (MM) looks at the JJ case from the perspective of 
a nurse working in child mental health and suicide prevention, with a par-
ticular interest in the concept of agency in children. Her comments reflect 
her participatory approach to research, in which children can be part of 
the research process.

Crystal Noronha (CN) is the VOICE project manager and is involved 
in designing scoping reviews with the objective of surveying and enrich-

25 Van Praagh initially participated in the public conversation surrounding JJ’s 
story through an op-ed following Justice Edward’s initial ruling. See Shauna 
Van Praagh, “Trust and Collaboration Needed to Help JJ”, The Ottawa Citizen 
(21 November 2014), online: <https://ottawacitizen.com/news/national/van-
praagh-trust-and-collaboration-needed-to-help-j-j>. 
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ing knowledge of profession-based engagement with Indigenous youth. Her 
perspective is that of participant in interdisciplinary childhood ethics re-
search. She has conducted research in pediatric palliative care and she is the 
Pediatric Palliative Care Research Coordinator for the Montreal Children’s 
Hospital.

Each scholar contributed a reflection piece on JJ’s story and these have 
been brought together in an imagined conversation. The conversation is or-
ganized around three themes: the notion of consent and the inclusion of 
childhood voices, the importance of identity and belonging, and the power 
of collaborative dialogue founded on trust between children, their commun-
ities, and institutional actors.

iv. consent: incLusion of chiLdhood voices

MM: Where is JJ’s voice? This is the first question that came to mind upon 
examining the documents, particularly the court decision and newspaper 
articles related to JJ’s case. The perspectives of the mother, physicians, and 
judge are represented, but why is the child’s perspective absent when the 
decisions affect her, first and foremost? 

CN: If health care providers took time to listen with respect and Indigenous 
patients and their families understood that the health care providers using 
Western medicine are trying to help them, these situations might not arise. 
Everyone’s voice is interrelated and we need to take the time to listen to 
these voices. Communication with respect is key. The main point is that 
the child-first principle must be enforced, such that the child’s health and 
treatment are the most important items to deal with above all other power 
struggles.26 This is not specific or limited to an Indigenous child’s voice; all 
children should be shown respect.

JFM: When reading the initial decision, it is striking how the relationship 
between JJ and her mother is perceived as undermining JJ’s decision-mak-
ing capacity under the doctrine of the mature minor.  The fact that JJ “looked 
to her mom” when her illness and potential treatments were discussed is 
repeated and insisted upon throughout the process by the health care team 
and then also by Justice Edward: 

26 See generally Cindy Blackstock, “Jordan’s Principle: Canada’s Broken Prom-
ise to First Nations Children?” (2012) 17:7 Paediatr Child Health 368 at 368.
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I quote the following from Dr. Breakey’s letter ...

... During her hospitalization, [J.] did not exert 
any independence and looked to her mom for 
every answer and decision ...27

...

We heard from Dr. Marjerrison that, when discussions oc-
curred regarding the treatment procedure, J.J. would look to 
her mom. And when the side effects were described; that she 
would feel unwell and that her hair would fall out, again J.J. 
would look to her mom ...28

...

Some of Dr. Breakey’s letter bears repeating: 

In the days that followed, she was not able to 
describe her symptoms and did not address 
questions directly asked by the medical team, 
but looked to mom for her responses. I have 
found that she lacks the ability to understand 
her diagnosis and its therapy, nor could she 
possibly fully appreciate the consequences of 
the decision to stop chemotherapy.29 

MM: Both the treating physician and the court considered JJ unable to pro-
vide informed consent for the decision to pursue or refuse chemotherapy. 
This seemed to justify her exclusion from the discussion. 

JFM: It is not surprising that an 11-year-old was not found to have decision-
making capacity in the face of a life-threatening condition. Yet it is worth 
asking whether the underlying understanding of capacity that was applied 
to JJ was an appropriate one for an Indigenous child, or, for that matter, 
any preadolescent.30 The strength of JJ’s relationship with her mother is not 

27 Hamilton Health Science 2014, supra note 8 at para 24.

28 Ibid at para 32.

29 Ibid at para 38.

30 See generally Jaro Kotalik & Gerry Martin, “Aboriginal Health Care and Bio-
ethics: A Reflection on the Teaching of the Seven Grandfahers” (2016) 16:5 
Am J Bioeth 38; G Garvey et al, “Is There an Aboriginal Bioethic?” (2004) 
30:6 J Med Ethics 570.
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recognized in the decision nor can we find any evidence that it was con-
sidered to be an asset rather than a weakness. 

MM: A concept that has not been discussed in relation to JJ is assent. Even 
if children don’t have the final say in regard to consent for medical treat-
ment, their opinions can (and should) be considered. The concept of assent 
is one way to acknowledge and consider their voice. It is often used when 
conducting practice-based research with children, for example, in health 
disciplines like nursing.31 Assent can be defined as the child’s expression of 
their will to accept what is presented to her or not, even if she is considered 
too young to provide informed consent. 

JFM: We cannot know for sure whether JJ was given the opportunity to 
reflect upon her condition and the treatments being offered to her. In the 
publicly accessible court documents, there is no indication that attempts to 
obtain her assent, if not consent, were made. When faced with a difficult 
decision, it is considered rational for an adult to seek the opinion and ap-
proval of close ones.32 In JJ’s case, however, her inclination to defer to her 
mother is interpreted as undermining her independence, rather than as a sign 
of wisdom and respect for her elders. 

MM: Assent does not require that a child fully comprehend all the details 
of the situation (as it is assumed a competent adult would, though this rais-
es additional questions that will not be addressed here), but rather has a 

31 See e.g. Emma Ramsden & Phil Jones, “Children as Active Agents in Gaining 
and Giving Assent: Involving Children and Co-Researchers” in Anne Camp-
bell & Pat Broadhead, eds, Working with Children and Young People: Ethical 
Debates and Practices Across Disciplines and Continents (Oxford: Peter Lang, 
2010) 179 at 180; Franco A Carnevale et al, “Using Participant Observation in 
Pediatric Health Care Settings: Intellectual Demands and Ethical Solutions” 
(2008) 12:1 J Child Health Care 18 at 23–24. 

32 See e.g. Carolyn Ells, Matthew R Hunt & Jane Chamber-Evans, “Relational 
Autonomy as an Essential Component of Patient-Centered Care” (2011) 4:2 
Int J Fem Approaches Bioeth 79; Julija Kelčević, “Ethical and Legal Issues 
in Patient and Family-Centred Care: Canadian First Nations, Métis and Inuit 
People” in Randi Zlotnik Shaul, ed, Paediatric Patient and Family-Centred 
Care: Ethical and Legal Issues (New York: Springer 2014) 79; Estelle Simard, 
“Culturally Restorative Child Welfare Practice: A Special Emphasis on Cul-
tural Attachment Theory” (2009) 4:2 First Peoples Child Fam Rev 44; Jennifer 
K Walter & Lainie Friedman Ross, “Relational Autonomy: Moving Beyond the 
Limits of Isolated Individualism” (2014) 133:1 Paediatrics 16. 
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general understanding of what is proposed to them. A child does not sud-
denly become an adult and develop the capacity to consent when they turn 
a certain age; children can be gradually involved in decisions if offered the 
opportunity. In a sense, JJ was not recognized as being an agent who could 
speak for herself, but was referred to more so as the object of the case, 
with no recognized capacity to take part in the decisional process directly 
affecting her life. 

VT: We need to develop a health care system that is able to hear the voice 
of the patient and respond in a caring way. This case reminds us that, in gen-
eral, we need to further understand the role of physical, spiritual, and mental 
factors in a patient’s healing and well-being. It also highlights the need to 
develop ways to recognize and incorporate the voice of the patient and to 
develop protocols for consultation and collaboration among the health care 
team that include the patient. 

v. best interests: sense of identity and beLonging

FAC: JJ’s case raised serious concerns in the pediatric clinical community. 
In the many educational forums that I participated in, there was a recur-
ring concern that this child – and Makayla who preceded her – was be-
ing sacrificed because of hands-off political practices adopted in light of 
the terribly conflictual and problematic history of relations with Indigenous 
communities in Canada. Both girls had a highly treatable problem: a type of 
cancer with a very high chance of control or even cure. For non-Indigenous 
children, most clinicians were confident that courts would have ordered the 
chemotherapy in the face of parental refusal. Why should Indigenous chil-
dren be treated differently? 

JFM: It shocked public opinion to learn that JJ’s mother would be allowed 
to discontinue chemotherapy for her daughter in favour of traditional medi-
cine, notwithstanding the optimistic prognosis associated with Western 
treatment. Yet it would oversimplify the issue to cast it as an opposition 
between cold, hard scientific facts and irrational belief. When faced with 
severe illness, especially where children are affected, the confidence many 
of us have in Western medicine extends beyond its rational and scientific 
underpinnings. As it becomes intertwined with our hopes, fears, and values, 
Western medicine becomes a major pillar of our identity and worldview. 
Conversely, it would be presumptuous to entirely dismiss the benefits of 
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traditional medicine, particularly when an assessment of those benefits in-
cludes reference to cultural values and outlooks.33 

SVP: This case underscores the significance of a nuanced understanding of 
identity. JJ reminds us that the safety interests of a child need not conflict 
with her identity interests. It is easy to characterize the conflict in JJ’s case 
as a confrontation between Aboriginal identity on one hand and health and 
welfare on the other. At its most crude, the choice to refuse contemporary 
medical treatment in favour of Indigenous healing alternatives seems to sac-
rifice JJ’s future in the name of tradition. But the way in which JJ’s narrative 
unfolded invites us to temper such a simplistic dichotomy. It underlines the 
possibility of a more nuanced intertwining of identity and integrity in law 
and it recognizes the complex ways in which belonging to community can 
matter in a child’s life.34 A child’s Indigenous identity need not be seen as 
a roadblock on the path to appropriate treatment aligned with her interest 
in bodily integrity. Instead, as in the case of JJ, it can be a primary factor in 
directing that treatment and in ensuring the best possible protection.

VT: JJ’s case raises not only the importance of traditional medicine in chil-
dren’s health care, but also larger issues of the role of spirituality and be-
lief systems. While spiritual beliefs may be of lesser importance for some, 
many children’s perspectives on their illness and their coping responses are 
shaped by their spiritual beliefs. Both parents and children should be able 
to seek spiritual and religious support from health care providers as they try 
to find meaning and face the challenges of their illness.35 However, health 
care professionals often lack the training to appropriately address the role 
spirituality plays in children’s experiences with illness and do not know 

33 See generally James B Waldram, “Transformative and Restorative Process-
es: Revisiting the Question of Efficacy of Indigenous Healing” (2013) 32:3 
Medical Anthropol 191; Lauren Vogel, “Broken Trust Drives Native Health 
Disparities” (2015) 187:1 CMAJ E9; Joan Gilmour et al, “Pediatric Use of 
Complementary and Alternative Medicine: Legal, Ethical, and Clinical Issues 
in Decision-Making” (2011) 128:Supp 4 Pediatrics S149.

34 See generally Van Praagh, “Faith”, supra note 6; Shauna Van Praagh, “Adoles-
cence, Autonomy and Harry Potter: The Child as Decision-Maker” (2005) 1:4 
Intl JL in Context 335 [Van Praagh, “Adolescence”].

35 See Linda L Barnes et al, “Spirituality, Religion, and Pediatrics: Intersecting 
Worlds of Healing” (2000) 104:6 Pediatrics 899; Larry VandeCreek et al, “At-
tention to Spiritual/Religious Concerns in Pediatric Practice: What Clinical 
Situations? What Educational Preparation?” (2007) 23:2 Chaplaincy Today 3.
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how to react to patients’ expression of these beliefs or needs.36 Children’s 
spirituality is often discounted because adults do not consider the impact 
that a child’s beliefs can have on how they understand their experiences and 
because their voices are often silenced in health care settings.37 

MM: In his decision, Justice Edward insists that “the best interests of the 
child remains  paramount.”38 The best interests of the child can be defined 
from multiple perspectives. In JJ’s case, the judge, her mother, and her phys-
icians all offer varying opinions, but JJ’s own perspective is not shared. 
How does JJ perceive and articulate what is in her best interests? 

FAC: The Canadian Pediatric Society and the American Academy of Pedi-
atrics have helpful, clear, and explicit position statements on the ethical stan-
dards that should apply in treatment decision making for children.39 “Best in-
terests” is commonly defined in terms of the proportional balance of benefits 
and burdens – the treatment option with the greatest proportion of benefits 
to burdens is considered to be in the child’s best interests.40 In general, par-

36 See Allen M Josephson & Mary Lynn Dell, “Religion and Spirituality in Chil-
dren and Adolescents Psychiatry: A New Frontier” (2004) 13:1 Child Adoles-
cent Psychiatr Clin N Am 1 at 6. 

37 See generally Robert Coles, The Spiritual Life of Children (Boston: Hough-
ton Mifflin, 1990) [Coles, The Spiritual Life]; Robert Coles, The Moral Life 
of Children (New York: Atlantic Monthly Press, 1986); Franco A Carnevale,  
“Listening Authentically to Youthful Voices: A Conception of the Moral Agen-
cy of Children” in Janet L Storch, Patricia Rodney & Rosalie Starzomski, eds, 
Toward a Moral Horizon: Nursing Ethics for Leadership and Practice, 2nd 
ed (Toronto: Pearson Education, 2013) 315 at 320; Myra Bluebond-Langner, 
The Private Worlds of Dying Children (Princeton: Princeton University Press, 
1978); Barbara M Sourkes, Armfuls of Time: The Psychological Experience of 
the Child with a Life-Threatening Illness (Pittsburgh: University of Pittsburgh 
Press, 1995).

38 2015 Clarification, supra note 14 at para 4.

39 See American Academy of Pediatrics, Committee on Bioethics, “Informed 
Consent, Parental Permission, and Assent in Pediatric Practice” (1995) 95:2 
Pediatrics 314; Canadian Pediatric Society, “Treatment Decisions Regarding 
Infants, Children and Adolescents” (2004) 9:2 Paediatr Child Health 99.

40 See e.g. Dominic Wilkinson, “Is It in the Best Interests of an Intellectually 
Disabled Infant to Die?” (2006) 32:8 J Med Ethics 454 at 457; Shih-Ning Then, 
“Best Interests: The ‘Best’ Way for Courts to Decide if Young Children Should 
Act as Bone Marrow Donors?” (2017) 17:1–2 Medical L Intl 3 at 33.
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ents are considered the default best “judges” of a child’s best interests, but 
they do not hold absolute autonomy in making this judgment. If health care 
professionals consider the parents’ decision to be contrary to the child’s best 
interests, they have a duty to seek court or youth protection involvement to 
review the parents’ decisions and actions. These policies and procedures are 
not without problems: there are implicit biases in the way they are applied 
that have been under-recognized.41 With Jehovah’s Witnesses, for example, 
North American courts have generally favoured infusion of blood products 
in minors against the parents’ wishes, at least in cases where the child was 
not in the end stages of a terminal illness.42 Court decisions have varied in 
pediatric oncology, sometimes favouring parental refusal of treatment and 
sometimes ordering treatment against parents’ wishes.43 Rather than giving 
serious consideration to the child’s own views, these cases purport to object-
ively assess the child’s best interests, most commonly in terms of medical 
predictions regarding survival and functional outcomes.

CN: In JJ’s case, the parent and the child welfare services wanted what 
was best for the child. Respecting the child’s best interests and tak-
ing into account her Indigenous rights and her decision-making capacity 
should be foremost. Cancer treatment should be holistic, by treating the 
person and not just the disease. Still, we must keep in mind that every 
case is different.

FAC: There has been very little examination of how Indigenous children 
are and should be treated in medical care. How are decisions and actions 
regarding the treatment of Indigenous children similar or different to those 

41 An American study highlighted that courts side with physicians in about 80% 
of these cases. See Derry Ridgway, “Court-Mediated Disputes between Phy-
sicians and Families over the Medical Care of Children” (2004) 158:9 Arch 
Pediatr Adolesc Med 891 at 895.

42 See ibid.

43 An example of the latter is the famous case of Re Dueck, 171 DLR (4th) 761, 
[1999] 6 WWR 327 (Sask QB), where the court found that 13-year-old Tyrell 
Dueck was a child in need of protection and granted the Minister of Social 
Services the authority to consent to his care and treatment. In this case, we see 
a common binary conception of capacity in children (at para 13). Youths are 
examined to assess whether or not they are capable, which then determines if 
their treatment preferences merit any consideration. In this case, parental influ-
ence is judged as a form of coercion, rather than a morally relevant consider-
ation for the child.
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of non-Indigenous children? Should this be the case? How does identity fac-
tor into a purportedly objective definition and application of best interests? 
It is difficult to know how to balance the benefits and burdens of medical 
treatment when identity is taken into account. 

MM: All parties involved in JJ’s case wanted to ensure that the child’s best 
interests were respected and protected, but this should not have precluded 
JJ from taking part in the decisional process. Within health research, there 
are increasing examples of studies using participatory approaches with chil-
dren, whereby children contribute to making key decisions related to the 
project’s processes that affect them.44 In these studies, there is a recognition 
of children’s capacity to be active agents and there is collaboration between 
children and researchers. It is not assumed that the parents’ view will ne-
cessarily represent the child’s view, and hence the child is also part of the 
decision-making process. These types of research frameworks are becom-
ing common when conducting studies with historically oppressed or mar-
ginalized groups, such as Indigenous populations.45 The Canadian Institutes 
of Health Research issued guidelines for the conduct of health research with 
people from Indigenous communities, stating that “communities should be 
given the option of a participatory-research approach” and that community 

44 See e.g. EK Clavering & J McLaughlin, “Children’s Participation in Health 
Research: From Objects to Agents?” (2010) 36:5 Child Care Health Dev 603 
at 606; DP Shamrova & CE Cummings, “Participatory Action Research (PAR) 
with Children and Youth: An Integrative Review of Methodology and PAR 
Outcomes for Participants, Organizations, and Communities” (2017) 81 Chil-
dren & Youth Services Rev 400 at 412; S Bailey et al, “Involving Disabled 
Children and Young People as Partners in Research: A Systematic Review” 
(2015) 41:4 Child: Care, Health & Development 505 at 514; M Montreuil et al, 
“Children’s Moral Experiences of Crisis Management in a Child Mental Health 
Setting” (2018) 27:5 Intl J Mental Health Nursing 1440 at 1448.

45 See e.g. Lola Baydala, Lia Ruttan & Jill Starkes, “Community-Based Partici-
patory Research with Aboriginal Children and Their Communities: Research 
Principles, Practice and the Social Determinants of Health” (2015) 10:2 First 
Peoples Child Fam Rev 82 at 85–87; Ann C Macaulay et al, “Community Em-
powerment for the Primary Prevention of Type 2 Diabetes: Kanien’kehá:ka 
(Mohawk) Ways for the Kahnawake Schools Diabetes Prevention Project” in 
Mariana Leal Ferreira & Gretchen Chesley Lang, eds, Indigenous Peoples and 
Diabetes: Community Empowerment and Wellness (Durham: Carolina Aca-
demic Press, 2006) 407; Nina B Wallerstein & Bonnie Duran, “Using Commu-
nity-Based Participatory Research to Address Health Disparities” (2006) 7:3 
Health Promot Pract 312 at 314.  
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members should benefit from the research conducted.46 Such a collaborative 
model is inspired by Indigenous knowledge.47 Applying certain practices 
from participatory research to the decisional process used in JJ’s case could 
contribute to greater awareness of the particular needs and wants expressed 
by the child, in respect of the child as a child and also as a member of their 
cultural community. 

VT: Children often use spirituality to cope with critical challenges, includ-
ing illness.48 Indeed, when individuals are faced with threats to their own 
mortality, spiritual practices can become more salient and intense.49 The 
little research on the role of spirituality in the lives of children with cancer 
diagnoses suggests it can play a positive role in their psychosocial growth 
and well-being, leading them to thrive and adapt to adversity.50 Although 
limited research exists on the role of spirituality in Aboriginal pediatric pa-
tients specifically, research among adult Aboriginal patients with cancer in 
Australia has revealed that the use of alternative medicines and approaches 
in cancer treatment often brought comfort and peace to the patient.51 In gen-
eral, it has been shown that for many cancer patients there may be an in-

46 Canadian Institutes of Health Research, “CIHR Guidelines for Health Re-
search Involving Aboriginal People”, Article 3, Article 9, online: <www.cihr-
irsc.gc.ca/e/29134.html>.

47 Gwen Healey & Andrew Tagak Sr, “Piliriqatigiinniq ‘Working in a Collabora-
tive Way for the Common Good’: A Perspective on the Space Where Health 
Research Methodology and Inuit Epistemology Come Together” (2014) 7:1 
Intl J Critical Indigenous Studies 1 at 10–12.

48 See e.g. Coles, The Spiritual Life, supra note 37; Sian Cotton et al, “Religion/
Spirituality and Adolescent Health Outcomes: A Review” (2006) 38:4 J Ado-
lesc Health 472 at 477; Sara M Pendleton et al, “Religious/Spiritual Coping in 
Childhood Cystic Fibrosis: A Qualitative Study”, online: (2002) 109:1 Pediat-
rics e8 at 8–9 <www.pediatrics.org/cgi/content/full/109/1/e8>.

49 See Donia R Baldacchino et al, “Psychology and Theology Meet: Illness Ap-
praisals and Spiritual Coping” (2012) 34:6 West J Nurs Res 818 at 839–40.

50 See Carla Parry & Mark A Chesler, “Thematic Evidence of Psychosocial 
Thriving in Childhood Cancer Survivors” (2005) 15:8 Qual Health Res 1055 at 
1066–70.

51 See Shaouli Shahid et al, “‘If You Don’t Believe It, It Won’t Help You’: Use of 
Bush Medicine in Treating Cancer among Aboriginal People in Western Aus-
tralia”, online: (2010) 6 J Ethnobiol Ethnomed 18 at 8 <www.ethnobiomed.
com/content/6/1/18>.
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creased need for spiritual support, which may necessitate integrating spiritu-
ality into patient care to promote holistic treatment and respect for patients.52 

As part of holistic care, narrative practices such as definitional cere-
monies can be used by psychologists and other members of the health care 
team to allow the child to voice their views of their illness, along with their 
beliefs, spirituality, and conceptions of their health.53 Definitional ceremon-
ies constitute a potential therapeutic practice which allows the interdisci-
plinary team of health care providers to hear the pediatric cancer patient’s 
narrative and reflect upon and understand how the child’s beliefs interacts 
with illness, which can lead to better collaboration between the child and the 
team. Such ceremonies are considered particularly useful for minorities and 
those that are marginalized.54 Valuable insights developed from definitional 
ceremonies or other such practices that give the child a voice can be incor-
porated into the child’s treatment in order to provide more holistic care.55

JFM: Just as traditional medicine for the Haudenosaunee is intertwined 
with their communal identity and worldview, Western medicine is also 
intertwined with the identity and worldview of settler communities.56 For 
me, a lesson to draw from JJ’s case is to realize that the picture Justice Ed-

52 See e.g. Tracy A Balboni et al, “Religiousness and Spiritual Support Among 
Advanced Cancer Patients and Associations with End-of-Life Treatment Pref-
erences and Quality of Life” (2007) 25:5 J Clin Oncol 555; Betty Ferrell, 
“Meeting Spiritual Needs: What Is an Oncologist to Do?” (2007) 25:5 J Clin 
Oncol 467 at 468; Karen A Skalla & J Patrick McCoy, “Spiritual Assessment of 
Patients with Cancer: The Moral Authority, Vocational, Aesthetic, Social, and 
Transcendent Model” (2006) 33:4 Oncol Nurs Forum 745 at 746.

53 See Kelsey Moore, Victoria Talwar & Linda Moxley-Haegert, “Definitional Cer-
emonies: Narrative Practices for Psychologists to Inform Interdisciplinary 
Teams’ Understanding of Children’s Spirituality in Pediatric Settings” (2015) 
20:3 J Health Psychology 259 at 265–66.

54 See Michael White, Maps of Narrative Practice (New York: Norton, 2007) ch 
4.

55 See Moore et al, supra note 53 at 263.

56 See Heather Castleden, Debbie Martin & Diana Lewis, “From Embedded in 
Place to Marginalized Out and Back Again: Indigenous Peoples’ Experience 
of Health in Canada” in Melissa D Giesbrecht & Valorie A Crooks, eds, Place, 
Health, and Diversity: Learning from the Canadian Experience (New York: 
Routledge, 2016) 41 at 43–46; Vogel, supra note 33; Deborah Lupton, Medi-
cine as Culture: Illness, Disease and the Body (London: Sage, 2012) at 8–10.
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ward sketched of the role of traditional medicine in Haudenosaunee culture 
can serve as a mirror for settler Canadians to understand our own relation-
ship with welfare, healing, and medicine. 

VT: Clearly there is a need for developing models of health care that are 
culturally sensitive and respectful of patients’ beliefs and practices of heal-
ing. We must move away from the focus on disease cure towards a whole-
person health care model.57 This requires an understanding of healing as a 
process that involves balancing the physical, emotional, mental, and spiri-
tual parts of the self to achieve an integrated whole self.58 It also involves 
creating more integrated approaches that are culturally sensitive and include 
traditional medicine and practices. Consultation amongst health care pro-
viders, the patient, the family, and other professionals and practitioners who 
can support and inform the holistic healing of the patient is important.  

SVP: JJ underscores the importance of belonging – for Aboriginal children, 
of course, and for all children. Child welfare and protection law “knew” this 
before JJ; it is the reason that there are important hurdles in place before the 
links between parent and child can be challenged or even severed. But JJ 
illustrates the way in which entire communities can stand behind children: 
the past and future of entire communities are engaged when decisions about 
“their” children are made.59 The case doesn’t say that community interests 
somehow trump those of the individual child or parent. But it does spell out 
what many cases about Aboriginal child welfare and placement leave un-
said: that every individual assessment of the best interests of a child adds to 
the cumulative impact on Indigenous families, communities, and nations.60 
JJ thus opens the door to what will be difficult, messy, and necessary con-
versations in law about the meaning and consequences of belonging.

VT: While this case brings up specific questions about the relationship be-
tween Western medicine and Indigenous communities and beliefs, it also 

57 See CM Puchalski, “Spirituality in the Cancer Trajectory” (2012) 23:Suppl 3 
Annals Oncology 49 at 51.

58 See Linda M Hunter et al, “Aboriginal Healing: Regaining Balance and Cul-
ture” (2006) 17:1 J Transcultural Nursing 13 at 13. 

59 See Van Praagh, “Faith”, supra note 5 at 185. Specifically in the context of the 
Ojibwe people, see also Carol A Hand “An Ojibwe Perspective on the Welfare 
of Children: Lessons of the Past and Visions of the Future” (2006) 28:1 Chil-
dren & Youth Services Rev 20 at 25

60 See Kline, “Child Welfare”, supra note 6.
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highlights more universal questions about the challenges of creating a sys-
tem where individuals are involved in their own healing and can share in-
formation and ideas. Collaboration and consultation in order to treat the 
patient in a holistic manner is important for all, and the need for it is starkly 
highlighted by vulnerable patients like JJ. Creating such a system of holistic 
care would help all of us address the unique individual needs of the patient 
while still upholding universal principles of welfare and care, in order to 
effectively treat and heal.

vi. coLLaboration: fostering trust and reconciLiation

CN: Discussing JJ’s case can be a way for non-Indigenous people, especial-
ly those working in health care, social work, and law, to become sensitized 
to issues related to Indigenous identity, tradition, and well-being. The case 
is an example of how people can cooperate and learn from each other rather 
than working in silos. Lack of teamwork is not an issue specific to Indigen-
ous children and health care. I have come across similar situations in pedi-
atric cancer treatment for non-Indigenous children where the involvement 
of multiple specialists who could contribute to the treatment was needed. 

JFM: Courts of law are not necessarily the most appropriate forum for ad-
dressing complex interpersonal issues. In my view, a lesson from this case 
is that from a clinical ethics perspective, one must be wary of rushing to 
court.61 Courts of law have many qualities. Among them is their ability to 
acknowledge that someone has been wronged and to assertively take steps 
towards righting that wrong. However, when competing visions of the good 
life are at odds and it becomes less clear where right and wrong lie, the 
court’s ability to craft a morally sound decision is impaired.

FAC: As a pediatric ethicist, I do my best to promote optimal reciprocal 
communication and respect so that parents and staff can make decisions 
through consensus, ideally with the child’s active participation. This process 
becomes more complex where Indigenous parents refuse highly efficacious 
– “efficacious” as seen in terms of predicted chances of survival – therapy 
for a serious illness, as in the case of JJ, or if both parents and staff agree 
to withhold such therapies from a child. In addressing this complexity, we 

61 See also Lisa Richardson & Matthew B Stanbrook, “Caring for Aboriginal Pa-
tients Requires Trust and Respect, Not Courtrooms” (2015) 187:3 CMAJ 162 
(who argue that trust and respect are more important for Aboriginal patients in 
health care systems than court processes). 
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cannot ignore the tremendous level of mistrust that Indigenous parents and 
communities have toward “white people care systems” such as youth protec-
tion.62 Such mistrust is fully understandable and points to the need for change. 

JFM: Clinical ethics operates primarily at the patient level. It is interested 
in assisting health care professionals, patients, and families in focusing on 
ethical dilemmas and value oppositions that underlie disagreements over 
what should be done in the specific and localized circumstances of a given 
clinical case. This requires that clinical ethicists be very attentive to the de-
tails of the situations they are brought into. One aspect could be negligible 
in case A, but be crucial to the analysis and resolution in case B. Thus, I am 
extremely wary of using hindsight to critique and surmise the intentions 
of the various parties involved in a case as complex as this one. I am not 
privy to any of the discussions that influenced the timing of the decisions 
to report JJ’s situation to Child and Family Services and to then challenge 
their assessment of the case in the Superior Court of Ontario.  Nor can I fully 
understand the past experiences of the health care team which must have in-
formed how they reacted to this specific case. However, in reading between 
the lines of this case, I see mistakes that I might have made myself and that 
would be worth avoiding. 

VT: One aspect that is important to consider is the development of trust 
between the health care team and the patient and the patient’s family.63 Trust 
plays a pivotal role in interpersonal relationships. Trust is the product of 
repeated interactions and previous experiences, and is demonstrated by reli-
ability, honesty, and care for the welfare of the other. It is vital in the prac-
titioner-patient relationship. Studies demonstrate that adults’ and children’s 
health behaviour and adherence to medical regimes are linked to their trust 
in physicians.64 When a patient has low trust in their health care provider, 
they are more likely to question and mistrust the diagnosis, prognosis, treat-

62 On problematic child welfare policies and practices, see Marlyn Bennett “Ab-
original Children’s Rights: Is Canada Keeping Its Promise?” in R Brian Howe 
& Katherine Covell, eds, A Question of Commitment: Children’s Rights in 
Canada (Waterloo: Wilfrid Laurier University Press, 2007) 265 at 278–79.

63 See generally Ken J Rotenberg et al, “Development of a Children’s Trust in 
General Physicians Scale” (2008) 34:6 Child Care Health Dev 748.

64 See e.g. ibid at 754; Mark A Hall et al, “Measuring Patients’ Trust in Their 
Primary Care Providers” (2002) 59:3 Med Care Res Rev 293 at 296; David H 
Thom et al, “Patient Trust in the Physician: Relationship to Patient Requests” 
(2002) 19:5 Fam Pract 476 at 483.
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ment, and advice given. Developing trust with a patient involves not only 
the practitioner communicating information to the patient, but also listening 
to the patient’s concerns, feelings, and beliefs. Trust is a dyadic relationship; 
it involves both patient trust in their health care team and also the health care 
team having trust in the patient by recognizing their autonomy as an integral 
part of their own healing.

CN: The child’s voice and perspective can depend on several factors, one 
of which is the community they belong to. Culture and trust are particularly 
linked because of historical factors involved in medical care, such as forced 
sterilization, basic distrust of the system, and poor health care access.65 
Trust is particularly important for vulnerable or marginalized populations 
such as children and Aboriginal people. JJ is both, which makes this case 
doubly significant.

SVP: For child welfare and protection law, the lessons from JJ are at the 
level of both process and substance. Before the decision, the hospital chose 
to initiate litigation, confident in its prognosis plan and in its dismissal of 
JJ’s mother’s search for an alternative. Counter to expectation and usual 
practice, the child welfare agency refused to make an application for ward-
ship of JJ, instead preferring to take what the hospital felt was a soft and 
ineffective approach with JJ’s mother. After the judgment which placed the 
right to turn to traditional healing within the sphere of guaranteed Aborig-
inal rights, the medical team had to shift gears. Indeed, JJ invited all child 
health and welfare institutions and actors to revisit and reassess their proto-
cols and practices.

JFM: If the outcome of JJ’s case appears surprising, notably for health care 
professionals who are accustomed to having their interpretation of the best 
interests of their pediatric patients routinely upheld by judges, the manner in 
which the opposite conclusion was reached remains illustrative of the way 
courts of law often approach such issues. Any judicial procedure is a sorting 
and ordering process with regard to the underlying situation giving rise to it. 
Certain voices, incidents, and details are amplified while others are silenced 
or pushed to the margins. 

65 See Health Council of Canada, Empathy, Dignity and Respect: Creating Cul-
tural Safety for Aboriginal People in Urban Health Care (Toronto: Health 
Council of Canada, 2012) at 10, online: <https://healthcouncilcanada.ca/files/
Aboriginal_Report_EN_web_final.pdf>; Castleden, Martin & Lewis, supra 
note 56 at 44 (on the current health inequalities faced by Indigenous peoples in 
Canada).
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What is perhaps even more extraordinary is the fact that this episode of 
JJ’s life, although it began as a tragedy, had such a positive resolution. In the 
face of public outcry and genuine concern for the health and welfare of JJ, 
the institutional players – the hospital and the Attorney General of Ontario – 
opted for a conciliatory approach. This was instead of tenaciously pursuing 
a legalistic process that would have brought the case to the Ontario Court of 
Appeal and quite possibly to the Supreme Court of Canada.

FAC: I worry that Indigenous children may receive a different standard 
of regard for the protection of their lives; specifically, I worry that parents 
may discount Western treatments in favor of traditional treatments based on 
problematic claims about the relevant merits of both lines of treatment. Fur-
ther, we may neglect to find ways for the child to possibly benefit from both 
treatment systems, as is done with some forms of Chinese and Japanese 
medical treatment systems by blending modern and traditional medicines. 
At a 2016 Indigenous Health Conference in Toronto, I had the opportunity 
to share these concerns with Justice Edward. Given the well-documented 
problems in the ways that Indigenous children have been treated by non-
Indigenous state agents in Canada, he highlighted that the onus should be on 
health care professionals to build trust and demonstrate the merits of their 
proposed treatments to Indigenous families and communities. 

JFM: JJ’s case is unusual in that the often silenced and marginalized voice 
of Aboriginal people took centre stage in the initial decision of Justice Ed-
ward. While the recognition of the central relevance of traditional medi-
cine in Haudenosaunee identity and tradition is groundbreaking and praise-
worthy, it can also be argued that the initial decision of the court suffered 
from the fatal defect of being too unilateral. It handed a complete victory 
to one side of the dispute without acknowledging the fundamental concerns 
and values underlying the hospital and the doctors’ position.

SVP: Instead of pushing for unilateral imposition of treatment, the medical 
team had to move to a collaborative model. Together with a Haudenosaunee 
chief and practitioner of traditional medicine, they created a renewed and 
integrated plan, responsive to JJ’s particular context.  As a young patient, JJ 
didn’t make any decisions on her own. But the decisions that were made and 
implemented – by the child protection agency, by her mother, by the judge, 
and eventually by all of the healing practitioners in her life – had her story 
squarely in the centre.  

JFM: The most impressive feat happened outside the courtroom, not inside 
it. The parties – understood broadly here to also include Justice Edward and 
the Ontario Attorney General – were able to gently bend the rules to “clarify” 
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the reasons set out in the initial decision. The willingness of the Ontario At-
torney General to initiate a non-judicial mediation process is rightly praised 
by Justice Edward. However, we must remind ourselves that this was not the 
way that was initially chosen by the parties, especially the health care team 
who chose to bring the issue to court. For every case like this one, where 
the parties backtrack and attempt mediation or another non-judicial process 
after the acrimony of a court hearing, there are several others where, once 
the gauntlet has been thrown, it is impossible to escape the adversarial logic 
of the judicial process. In JJ’s case, everybody was given the opportunity 
to have their main arguments recognized and upheld, which is important in 
such cases where relationships are ongoing and have to be healed and main-
tained after the dispute is resolved. Even the judge benefited, for an appeal 
could have been launched against his decision, which, had it been granted, 
would have called into question the legal soundness of his judgment.

SVP: One might say that JJ’s case doesn’t change the core substance and 
quality of child welfare and protection law. A child must be in need of pro-
tection within the care of her parents in order to justify state interference. 
And the best interests of that child must guide the orders made and the treat-
ment put into place. But the implications of JJ’s case are extensive. Aborig-
inal rights, recognized in Canadian constitutional law and protected at the 
level of international law, are for the first time engaged in the resolution of 
a dispute related to Aboriginal youth. The right of JJ’s mother to insist that 
Aboriginal culture and tradition should guide the upbringing and health care 
of her child was not only expressed and argued, but was given substantive 
weight in the difficult decision making on the part of the judge.66 And that 
right served as a trigger for a renewed attempt to bring people together to 
help JJ – not to save her from her mother or her community, but to try to 
save her from the potentially fatal consequences of her medical condition. 
While JJ’s story is still refracted through the limiting lens of a child welfare 
law framework, and thus still only partial, it is filled out by the court’s insist-
ence on the range of relationships that constitute a network of support for 
JJ’s health and well-being.

FAC: Given the problematic political terrain and the serious risks that can 
result from decisions and actions taken in medical care, the onus is on staff 
to cultivate relationships with Indigenous families and communities. This 
can be done in individual cases as well as in the communities that they work 

66 For further discussion of the recognition of Aboriginal culture and tradition in 
Canadian law, see Brenda L Gunn, “Moving beyond Rhetoric: Working toward 
Reconciliation through Self-Determination” (2015) 38:1 Dal LJ 237.
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with on a regular basis, possibly drawing on “cultural brokers” between 
staff and communities to help foster stronger reciprocal trust. Cultivating 
relationships means that concerns can be raised openly and disagreements 
can be mediated in minimally confrontational ways. The child’s best inter-
ests is still a valid standard to uphold, but the Indigenous child’s interests 
need to be understood more fully from an Indigenous perspective, and staff 
need to find ways to convey how those children’s interests might benefit 
from Western medical treatments. 

JFM: We should give some serious thought as to how the unusual and ex-
traordinary way in which this case was resolved can become the norm rather 
than an exception. Granted, such alternative processes take time and re-
sources, both of which are sorely lacking in the context of Canada’s current 
public health care systems. However, a lot of time and resources, not to 
mention tears, would arguably have been saved if the compromise-seeking 
dialogue had been initiated in the early days of the case, when it first ap-
peared that the health care team/family relationship would not be able to 
produce a mutually acceptable outcome. 

CN: The TRC Calls to Action push us towards the goal of cultural com-
petency training and changing practice in health care.67 Concrete sugges-
tions for the future include training non-Indigenous and Indigenous students 
to understand the challenges in understanding other cultures, training in 
cross-cultural competency, implementing continuing education programs 
in health care, developing Indigenous partnerships, focusing on changes in 
policy, and taking into account the child’s perspective. 

VT: Research has found that direct communication between physicians 
and child patients contributes to greater satisfaction with care, adherence to 
medical regimes, and health.68 In some cases, the relationship benefits from 
patients who have pre-established high trust beliefs in health care providers. 
Some patients may believe that Western medical science is advanced and 
trust in its efficacy to treat disease and physical complaints. These patients 
will enter the relationship with a doctor with expectations that automatic-
ally engender trust. However, in other cases, prior experience may engen-
der mistrust or low expectations of Western medical science and practice.  
These experiences may be based on personal interactions with the medical 

67 See TRC, Summary, supra note 7 at 211 (Call to Action 23).

68 See e.g. Kiek Tates & Ludwien Meeuwesen, “Doctor-parent-child Communi-
cation: A (Re)view of the Literature” (2001) 52 Soc Sci Med 839 at 839–40. 
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system or on the collective past experiences of a group or community. Some 
who come from marginalized groups, such as Aboriginal peoples, may be 
more circumspect and cautious of Western medicine or even mistrustful and 
skeptical. Many of these individuals may have some confidence in Western 
medical models to treat physical complaints, but feel that such treatment 
only partially addresses the elements required for healing. They may desire 
more holistic approaches that encompass physical, mental, and spiritual ele-
ments.69 

This is especially true for those who are vulnerable or marginalized like 
children and Aboriginal peoples. The hospital setting is a source of social 
unease for many Aboriginal patients.70 With its historic legacy of colonial-
ism and oppression, “[t]he practitioner’s waiting room can present as a for-
eign environment where Aboriginal patients may experience themselves as 
outsiders in a sterilized, Western clinical setting.”71 Similarly, for children, 
the pediatric hospital can be an unfamiliar environment where they feel like 
outsiders. Children are often not given the opportunity to appear “on their 
own terms” in the eyes of the health care team.72 As a result, children may 
feel sidelined in their own treatment and their own agency in their health 
and healing may not be recognized. Indeed, for many who are vulnerable 
or marginalized, the medical system can be a place where they feel they 
have no identity, are silenced, and are further marginalized. The patient may 
feel a loss of autonomy over his or her body. Their health status is a pure-
ly physical reality, disembodied from their psychological, emotional, and 
spiritual dimensions.

CN: JJ’s story emphasizes the need to pay newly focused attention to Indig-
enous children in our research. In the context of VOICE, future health care 
research should specifically include Indigenous children in order to reflect 
Indigenous perspectives on child health. In the literature on best interests 
and moral agency, Indigenous children’s identities and experiences have 
been underexplored. JJ’s story, and others like it, urge us to rethink and re-
visit the entire practice of child-related social services. 

69 See Shahid et al, supra note 51 at 5.

70 See Health Council of Canada, supra note 65 at 4, 8–10.

71 Shahid et al, supra note 51 at 2.

72 White, supra note 54 at 180–81.
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vii. concLusion: conversations imagined and institutionaLized

The focus in writing this paper is on the “how” – how decisions about 
children’s well-being are currently made and how they may be made in the 
future – as well as how discussions are held across disciplines. In this way, 
JJ’s story serves as a model of institutional decision making, and this paper 
as a model of imagined interdisciplinary conversation. The constraints of 
an imagined conversation demand that ideas and perspectives transcend the 
boundary of disciplines to “speak” with one another. At times, the ideas ar-
ticulated by each participant overlap and perspectives find common ground, 
whereas in other instances, the voices of participants seem disconnected 
from one another. This process echoes the collaboration that led to a reso-
lution in JJ’s case. Brought together by Justice Edward’s initial ruling, a 
diverse set of perspectives were able to collectively come to a solution that 
incorporated Western and traditional medicine, and ultimately allowed for a 
more complex and nuanced understanding of identity and of health reflected 
in the law. 

JJ’s story, as reflected in law, acknowledges the roles played by iden-
tity and community in the health and well-being of not only Indigenous 
children, but of all children. It serves as inspiration for the necessary, on-
going, and difficult conversations through which collaboration is achieved, 
through which reconciliation happens, and through which stories such as 
these reach positive resolutions.

Returning to the questions originally posed to potential participants 
in this project, JJ’s story highlights the power and potential of conversa-
tion as a vehicle for change, both in the way that institutional decisions 
are made about children’s well-being, and in the way that interdisciplinary 
scholarship is conceived. From the outset, the goal of this project was not 
to develop definitive conclusions or models for care, but to explore the way 
in which collaborative decisions are reached. The implications of this case 
require not so much a shift in the foundational concepts themselves, but 
rather in how we approach these concepts in theory and in practice. Our 
approaches must include a willingness to continue adjusting frameworks in 
different disciplines in order to bring together the overlapping circles that 
allow for fruitful conversation. JJ’s story pushes us to consider foundational 
concepts from a new perspective, examining them with a new lens and in-
cluding voices which we may not have considered before. 

JJ’s story has resulted in several crucial conversations, starting with the 
institutional conversation embodied in the case itself and the public discus-
sion that followed. As one such conversation inspired by JJ, this paper joins 
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the array of voices that have reflected on JJ’s story, and in so doing invites 
further connected conversations. Absent from the imagined conversation 
in this paper are Indigenous voices, the inclusion of which is essential to 
productive exchange and to the institutionalized processes through which 
decisions about children’s well-being are made. In responding to both JJ 
and the TRC Calls to Action, this paper serves as an invitation to broaden 
the range of interlocutors in ongoing conversations such that perspectives 
from Indigenous communities and their members are always reflected in 
meaningful ways.
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