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ABSTRACT

In New Zealand the prevalence of stroke in children is extremely rare. Medical
specialists and health care practitioners possess a knowledge, whilst their patients possess a
specific knowledge acquired over the course of their illness. The patient’s voice needs to be
heard without the arbitration of a medical discourse. It is essential that a discursive space is
found for the vocalization of the stories bound up within the statistics, facts and figures of the
medical narrative. But how? I respond to this by blending our personal stories with academic
writing in order to explore an adolescent’s experience of stroke, and our lives which have
been interrupted by chronic illness, and disability.

I adopt collaborative autoethnography as a methodology for this research.
Collaborative autoethnography offers a valuable vehicle when writing about illness as it
allows for the creation of multiple spaces. As the researcher, | am the observed and observer,
the narrator and narrated, | am an insider as well as an outsider, | am both believer and non-
believer, doubted and doubter. | am able to occupy these and inbetween spaces. This
diversity affords me the opportunity to create a discursive space to explore the problematics
of representation. | am also able to develop alternative ways of storytelling so that I may
capture the deeply complex, nuanced and dynamic experiences of chronic illness and
disability.

As a feminist engaging with autoethnography’s somewhat postmodernist flavour |
have finally been able to tell my story and conceptualise my experiences. Previously | had
been unable to articulate my story as | did not truly understand my story due to traditional
medical knowledge not allowing a space for placing it authentically within my understanding.
This research tackles how the researcher mother can capture both hers and her son’s story,
whilst also reflexively revealing the experiences of chronic illness and disability.
Furthermore, can this type of research be undertaken ethically? Where does my story end and
his begin? How do | voice my son’s story? Is he the hero, the survivor, the disabled, the
victim, the triumphant, or other? How am | positioned as the woman, the mother, and the
chronically ill patient? Are we well or are we afflicted, and which spaces do we occupy? If
we oscillate between the two how do | describe where we reside? Do we stay in the
frightening no-man’s land or do we move between spaces with an acceptance that there are no
absolutes or certainties? And if so, is this not dissimilar to the life journey that all people

travel? This research tackles an array of questions; however it is also aimed at raising
i



consciousness that within the state of chronic illness and disability alternative voices and
spaces can be found. Moreover, these stories serve as both an academic tool and as a political
protest performance by challenging conventional thinking and the medical paradigm which
appears at times, paralysed.

This work illustrates that although writing stories about chronic illness and disability
is deeply nuanced and complex, viewing chronic illness and disability as a fluid concept not
bound within a Cartesian dualism of socially constructed norms of illness and health, and
normal and abnormal is crucial. This notion proposes an extension beyond traditional binary
epistemologies, and suggests a perviousness between bodies, an interconnectedness of other,
both within and with other. This idea includes the essential relationship between the embodied
subject and their world, and that an individual may hold dual citizenship as they develop in
the world with others.
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